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Preface

Breast cancer is the most common cancer in women in England and Wales,
with a lifetime prevalence of one in eight women (National Institute of Health
and Care Excellence, 2011). All women are at risk; 80-90% of women who are

diagnosed have no pre-existing familial or genetic risk (Port, 2015).

Breast cancer is categorised into four stages (stage 1 to 4) depending upon
its development, which includes whether it is invasive (the potential for the
cancer to spread), the size of the tumour and the number of lymph nodes
involved (Greener, 2015). Cancer staging helps determine prognosis.
Treatment options are determined by the stage of cancer at diagnosis, ranging
from lumpectomy or partial mastectomy (the cancer is removed whilst
restoring healthy breast tissue) through to mastectomy (removal of the breast).
Early stage breast cancer (stage 0) is called Ductal Carcinoma in Situ (DCIS)
and is associated with the greatest degree of survival (NICE, 2002). Four in
ten women diagnosed with breast cancer undergo a mastectomy as their
primary therapeutic procedure (Jeevan et al., 2014). Additional therapies are
used to treat the breast cancer alongside surgical procedures, these include

hormone treatments, chemotherapy or radiotherapy (NICE, 2002).

Breast care services are delivered by multidisciplinary teams which comprise
breast care Nurses, Pathologists, Radiologists, Oncologists and a Care
Coordinator. The team are required to work closely alongside other
professionals who would be considered ‘extended’ members of the immediate

team, including Clinical Psychologists (Rainsbury & Willett, 2012).

The role of Clinical Psychologists working within oncology services is
recognised by the Division of Clinical Psychology, Faculty for Oncology and
Palliative Care. This division aims to promote high standards of care through
the application of psychological interventions to people experiencing
emotional distress in response to cancer. Psychologists predominate in
contributing to psycho-oncology as a discipline and in the delivery of

psychosocial research within oncology (Hewitt, Herdman & Holland, 2004).
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Adjuvant Therapy

Autologous
Reconstruction

Bilateral
Mastectomy

Bilateral Prophylactic
Mastectomy

Bilateral Breast
Reconstruction

BRCA 1 and BRCA 2

Breast Conservation

Contralateral

Prophylactic Mastectomy

DCIS - Ductal
Carcinoma-in-Situ

Definition of Terms

Treatments that are used in addition to surgery, for
example, chemotherapy and radiation.

A type of breast reconstruction that involves having
muscle tissue from one part of the body (usually
the abdominals, back or buttocks) surgically
removed to form a breast mound.

The removal of both breasts during the same
operation. This is sometimes performed for the
treatment of a unilateral breast cancer when a
woman has requested to have a contralateral
prophylactic mastectomy performed at the same
time.

The removal of both breasts to reduce the risk of
breast cancer prior to having a breast cancer
diagnosis. This is usually performed on women
who are at high risk of developing breast cancer
and who likely carry a genetic susceptibility.

When both breasts are reconstructed following a
bilateral mastectomy. A bilateral reconstruction
can be performed during the same operation as a
bilateral mastectomy, or after a delayed period of
time.

Breast Cancer Gene 1 & 2. When mutated, these
genes are associated with an increased risk (up to
80%) of developing breast cancer.

The removal of the affected breast tissue whilst
restoring the remaining healthy breast tissue.

The removal of the opposite healthy breast after
having a unilateral breast cancer. This procedure
is performed to reduce the risk of a future breast
cancer in the opposite breast.

Non-invasive abnormal cells that are confined to
the milk duct. These cells sometimes have the
potential to develop into a malignant cancer.



Elective Breast Surgery

Partial Mastectomy

Prosthesis

Stage/Staging

Surveillance

Therapeutic Unilateral
Mastectomy

TRAM Flap
Reconstruction

Unilateral Breast
Cancer

Surgery that is pre-planned and is not for the
treatment of breast cancer. This study refers to
elective surgery as being either breast
reconstruction or contralateral prophylactic
mastectomy.

This is the same as having a ‘breast conservation’
procedure.

An external breast mould, usually made from
silicone that women can use to create a breast
mound within their bra.

The stages in which cancer is graded based on
tumour size, the number of lymph nodes involved
and the presence or absence of distance
metastatic disease. The higher the stage, the
greater the size of the tumour and likelihood of
metastasis.

This is the term given to the process of having a
breast monitored by imaging technology, for
example, mammograms and MRI.

A mastectomy performed for the treatment of
breast cancer in one breast.

A type of autologous reconstruction which refers to
the name of the muscle that is being used to create
the breast mound - Transverse Rectus Abdominis,
a muscle in the lower abdomen.

A breast cancer confined to one breast.



Thesis Abstract

The aim of this thesis is to explore the experiences of women who have one
breast, or who have the potential to be left with one breast, following a
mastectomy for the treatment of breast cancer.

Paper 1 is a qualitative literature review that explores women’s decisions to
have a breast reconstruction or a contralateral prophylactic mastectomy
(CPM) following a diagnosis of breast cancer. Through their decisions to have
elective surgery, women avoid the possibility of having to manage a life with
one breast. Twelve papers were critically appraised and synthesised using a
thematic analysis. Women processed their decisions in similar ways
irrespective of the surgical procedure. A breast reconstruction or CPM enabled

women to move on from having cancer.

Paper 2 is an empirical research paper that explores the experiences of seven
women who have one breast after having a mastectomy. Women were
interviewed and transcripts were analysed using Interpretative
Phenomenological Analysis. After having a mastectomy, breasts were
experienced to lose their meaning in a way that a reconstructed breast could
not replace. Women described their experiences of using a breast prosthesis
which served to restore women’s physical and social selves. Women focused
on aspects of their lives which they valued over the loss of their breast. This

enabled them to move on from cancer without having a breast reconstruction.

Paper 3 provides a reflective commentary on Papers 1 and 2 which describes
the ethical and methodological processes of conducting this research. The

researcher reflects on her own positon within a breast cancer culture.

Word count; 257



Paper 1

Contralateral Prophylactic Mastectomy and Reconstructive Breast

Surgery: Pathways to Recovery?

Word Count: 7693



Journal Submission Details

This paper has been written with the aim of being submitted to the Journal
‘Psycho-Oncology’, selected due to its focus on psychological aspects of
cancer and its multidisciplinary interest. This journal is interested in research
articles relevant to clinical decision-making within oncology. The journal
prescribes a maximum of 6000 words for research papers (see Appendix A).
The word count of Paper 1 will be reduced by changing the reference style
from the American Psychological Association (6" Edition) to ‘Vancouver’
referencing as well as removing some definition of terms and reducing the

content of Table 2.



Abstract

Objective. To explore the decision-making processes used by women who
elect to have a contralateral prophylactic mastectomy (CPM) or a breast

reconstruction, following a diagnosis of unilateral breast cancer.

Methods. A systematic approach to a literature review was conducted to
identify qualitative research specific to women’s experiences of decision-

making. A thematic synthesis was performed.

Results. Twelve papers were included for review. A decision-making process
model was developed based on women’s experiences of choosing CPM or
reconstruction. Women experienced their life being on ‘hold’ following a
diagnosis of breast cancer, causing them to negotiate ways of moving on from
cancer. This involved assimilating information about their surgical options as
well as making meaning from their decision. Other women considered the
impact of their decision on their future well-being and their fear of cancer
returning. Decisions were determined by the extent to which surgical methods,
health professionals and surveillance methods could be trusted to effectively

meet their physical and emotional needs.

Conclusions. Women processed their decisions in similar ways irrespective
of their elective surgical choice. The decision-making process model was
found to be situated against a contextual paradox in which women’s decisions
have been understood distinctly based on the surgical method. Women should
be offered psychological support wherever necessary to facilitate their

decision, irrespective of the surgical method they are electing.



Background

Contralateral prophylactic mastectomy

Contralateral prophylactic mastectomy (CPM) is an elective surgical
procedure that involves the removal of the opposite healthy breast for the
prevention of breast cancer recurrence (Nekhlyudov et al., 2005). CPM has a
significant risk-reducing benefit for women who carry a genetic risk for breast
cancer, for example, the Breast Cancer Gene, BRCA 1 or 2 (Schwartz, 2005).
Over the last decade (Wood, 2009), women have been increasingly electing
to have a CPM, both in the U.S. and in England (Neuburger, MacNeill, Jeevan,
van der Meulen & Cromwell, 2013). This rise is accounted for by women
across all risk groups, including women who do not carry a high risk of
developing contralateral breast cancer, and where alternative, less extensive
and equally effective surgery is available (Tuttle, Habermann, Grund, Morris &
Virnig, 2007). There are conflicting findings regarding the overall survival
benefit of having a CPM in women who are not at high risk (Angelos et al.,
2015) and there is limited guidance for when it should be considered (see
Giuliano et al., 2007). For this reason, CPM has been deemed by some as
being a controversial procedure (Ager, Butow, Jansen, Phillips & Porter,
2016).

Women can elect to have a CPM at the same time as their therapeutic
mastectomy (called a ‘bilateral mastectomy’) or following a delay. The biggest
contributing factors for wanting a CPM are women’s fear of developing a
contralateral breast cancer, irrespective of their risk (Basu, Barr, Ross &
Evans, 2015; Buchanan et al., 2016) and the desire for breast symmetry
(Buchanan et al., 2016). Women who elect to have a CPM are younger in age,
are Caucasian ethnicity (Tuttle et al., 2007) and have received higher
education (Agarwal et al., 2015; Soran et al., 2015; Yi et al., 2010) than women
not electing CPM.

Breast reconstruction surgery
Similarly to CPM, breast reconstruction is an elective surgery that can be
performed either at the same time as having a therapeutic mastectomy

(immediate reconstruction), or some time following surgery (delayed
7



reconstruction). It can also be performed following a bilateral mastectomy,
called a ‘bilateral reconstruction’. Breast reconstruction is performed to restore
the breast shape, which can be achieved either by using the person’s own
muscle tissue (called autologous reconstruction) or using implant methods
(D’Souza, Darmanin & Fedorowicz, 2011). Some women choose not to have
additional surgery following their mastectomy and may decide to wear a breast
prosthesis. In the U.K., the National Institute for Health and Care Excellence
(NICE, 2009) recommend that breast reconstructive surgery is offered to all

eligible women.

Similar social demographic factors associated with CPM are also associated
with reconstruction, such as being younger in age (Alderman et al., 2011; Ng
et al., 2014), and having a higher level of education (Fallbjork, Karlsson,
Salander & Rasmussen, 2010). Breast reconstruction can help to reduce the
psychological impact of losing a breast as well as to achieve normality
(Denford, Harcourt, Rubin & Pusic, 2011; Mckean, Newman & Adair, 2013),
restore body image (Amsellem, Ahmed, Haskins, Weiss & Buzaglo, 2011) and
femininity (Reaby, 1997). Reconstruction also avoids the inconvenience of
wearing an external breast prosthesis (Crompvoets, 2003; Harcourt &
Rumsey, 2004).

Decision-making and elective surgery

The timing and method of reconstruction intersects with the decision to have
a CPM (Angelos et al., 2015; Buchanan et al., 2016; Soran et al., 2015);
Ashfaq et al. (2014) found women were three times more likely to undergo
CPM if immediate reconstruction was offered to them. To improve breast
symmetry, Angelos et al. (2015) found women were more likely to elect a
bilateral mastectomy and reconstruction if offered only a silicone implant

method.

The role of Clinical Psychologists

Deciding to have elective surgery is a complex issue, especially given the
numerous options available and the limited time in which these decisions are
often made (Rainsbury & Willett, 2014). To alleviate these difficulties, the

National Health Service promotes a model of ‘shared decision-making’
8



between patients and clinicians (Coulter & Collins, 2011). Clinical
Psychologists have the necessary skills to support women’s decision-making
through developing collaborative person-centred assessments and to
formulate a person’s needs (British Psychological Society, BPS, 2008).
Current ‘best-practice’ guidelines recommend Psychologists as a source of
support for women electing reconstruction (Rainsbury & Willett, 2014) and
CPM (Basu, Ross, Evans & Barr, 2015).

Clinical Psychologists apply psychological theory to clinical practice, which
can help to understand the impact of mood on clinical decision-making. For
instance, anxious individuals are more likely to have an attentional-bias
towards threat (Beck & Clark, 1997), which could lead to the development of
maladaptive health beliefs and subsequent health-related behaviours (Ajzen,
1991). This is important given that women can experience high levels of
anxiety and depression prior to and following a mastectomy (Harcourt &
Rumsey, 2001; NICE, 2002). Clinical Psychologists are also required to be
aware of the impact that psychological distress can have on a woman’s

capacity to give informed consent to have a surgical procedure (BPS, 2009).

Psychologists have contributed towards the development of a decision-making
tool (for example, Sherman, Harcourt, Lam, Shaw & Boyages, 2014), which
have been found to provide patients with greater knowledge leading to less
decisional-conflict (O’Connor et al., 1999). This is an important issue given
that some women have expressed regret over their decision to have CPM
(Ager et al, 2016), and reconstruction (Sheehan, Sherman, Lam & Boyages,
2008). Currently, there is no published tool supporting the decision to undergo
CPM (Zdenkowski, Butow, Tesson & Boyle, 2016).

Summary

Current research indicates that whilst there are some unique factors, there is
also a degree of overlap between the variables that predict women’s decisions
to have reconstruction or CPM. Further research is required to explore
women’s experiences of choosing CPM and reconstruction, given that there

are likely to be “other variables” driving this decision (Yi et al., 2010). This



information will aid Clinical Psychologists in their role of supporting women to

make clinically-informed decisions.

Literature review

Factors that influence women’s decisions to have a CPM or a reconstruction
have mostly been explored separately. Consequently, tools to aid decision-
making do not combine choices for reconstruction and CPM simultaneously.
However, evidence suggests that decisions for wanting a CPM may be
influenced by the type of reconstruction method available (Ashfaq et al., 2014).
Yet, whilst breast reconstruction in the U.K. is encouraged, the use of CPM is
not. Our current knowledge of decision-making is based largely on the findings
of quantitative studies that do not reveal the processes of how decisions are
made (Ager et al.,, 2016). Also, demographic factors that appear to be
consistently related to the decision to undergo elective surgeries are not
necessarily factors that feature within the decision-making process (Lee et al.,
2011). No previous review has explored the processes that underlie the
decisions to have elective surgery. This review, therefore, sets out to meet the

following aims:

Aims
1. To identify the processes that underpin the decision to have a breast
reconstruction or a CPM in women who are not considered to be at high
risk of developing contralateral breast cancer;
2. To identify converging and diverging themes across decision-making

processes for reconstruction and CPM.

Method

A qualitative literature review was carried out to explore women’s experiences
of decision-making for reconstructive surgery and contralateral prophylactic

mastectomy.

Search Strategy
The search was driven by the Phenomenon of interest, Intervention, Context

and Outcome (PICO) model adapted for qualitative research (Ring, Ritchie,
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Mandava & Jepson, 2011; see Table 1). Keywords were developed as driven
by the aims of the review such as: ‘Mastectomy’, ‘Breast Reconstruction’,
‘Contralateral Prophylactic Mastectomy’ and ‘Decision-making’, while
excluding ‘BRCA 1 & 2’. The same terms were used in each database and
were searched either by abstract or topic. Keywords were truncated to include
a variation of terms and then combined with other keywords using the “OR”
“AND” and “NOT” Boolean strategy (see Appendix B). Studies published prior
to 1985 were excluded due to the modernisation of reconstruction techniques
during the 1980s, namely the development of the Becker Expander which
improved operation times and breast symmetry (Camilleri, Malata, Stavrianos
& McLean, 1996; Uroskie & Colen, 2004).

A systematic search was performed on the 14" December 2016 using 11
electronic databases. EBSCOhost was used to search the following
databases: Medline, Academic Search Complete, SPORTDiscus with Full
Text, CINAHL plus with full text, PsychINFO, Amed, and psychARTICLES.
Web of Science, and the Cochrane Library were searched individually. All
databases were selected based on their focus on health, psychology and

medicine.
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Table 1.

Inclusion and Exclusion Criteria

Strategy Inclusion Exclusion
Phenomenon Women who have had a Women with a known genetic
of interest unilateral breast cancer breast cancer risk

Bilateral breast cancer

Intervention

Breast reconstruction
(including immediate and
delayed)

Contralateral prophylactic
mastectomy

Bilateral mastectomy

Bilateral prophylactic
mastectomy

Contralateral mastectomy
due to known BRCA 1 & 2

Partial mastectomy/breast
conservation

Context Oncology Research pre-1985
Research post-1985

Outcome Exploring decision-making is  Partner experiences alone
the primary aim of the ,

Surgeon perspectives alone

research
Experiences relating to
decision-making

Study Qualitative research Review papers

Design

Peer reviewed

Written in English

Quantitative methods
Mixed methods

Case studies

Results

Irrelevant health-related topics were excluded from the Web of Science search

(See Appendix C) and an English-language limiter was applied to all three

databases. Duplicates were removed from the results of individual databases

(N= 412 in total). A total of 2158 references were transferred to RefWorks

where duplicates across all databases were removed (a total of 586; see

Figure 1).

12



Screening procedure

Titles and abstracts of the remaining 1572 articles were screened against the
inclusion and exclusion criteria. Articles not meeting this criteria (n= 1542)
were excluded and crudely categorised (see Appendix D). Full texts of the
remaining 30 articles were screened; 10 were excluded based on not meeting
the inclusion and exclusion criteria, leaving 20 articles to be further assessed.
Another 8 articles were excluded due to there being a less-specific focus on
decision-making and in one case, not meeting the CASP quality criteria (see
Appendix E for further details). Twelve articles were included for review. The
search results are presented in Figure 1 which illustrates the PRISMA diagram
(Preferred Reporting Items for Systematic Reviews and Meta-analysis; Moher,
liberati, Tetzlaff & Altman, 2009). Articles that presented ambiguity in respect
to the inclusion cirteria were also screened by the author’s clinical supervisor.

A discussion was had until agreement was reached.

13



Web of Science EBSCOhost

1985-2016 n=1468 1985-present. Databases searched:

_ Medline (970) Academic Search
English language Complete (312) CINAHL plus with Full
limiter n= 1387 Text (146) PsychINFO (74)

SPORTDiscus with Full Text (8) Amed

Excluding topics?® n=
1166 (3) psychARTICLES (2) n=1515

English language limiter applied n= 1363
Duplicates removed (411) n= 952

Cochrane
Library

1985-2016 = 41

Duplicates
removed (1)
n=40

¥ L 2

¥

Total references 1166 + 952 + 40

N =2158
Duplicates removed from [* 1
REFWorks
n=586 Titles and abstracts
screened n= 1572
Excluded
n=1542 <

A 4

Excluded with reasons n= 10
e Mixed methods n=2
e Editorial/supplement paper n=2

Full texts screened
n=30

¢ Not peer reviewed n=2

¢ Includes patrticle mastectomy n=1
¢ Includes bilateral cancer =1

A

¢ Not all women had experienced breast cancer n=1
e Presentation only n=1

Excluded n=8

Articles included and
further scrutinised
n=20

¢ Included decision making but this was not the
primary focus n= 4

e Heavier focus on decision making but this was not
the primary focus n=4

v

Included
(n=12)

Figure 1. PRISMA Diagram of the Literature Search Strategy

aSee Appendix C
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Quality criteria

A Critical Appraisal Skills Programme tool (CASP, 2014) specific for evaluating
qualitative research was used to critique each paper and articles were
scrutinised against 10 different criteria. A CASP framework was selected
based on its multidimensional approach to evaluation, focusing on content,
method and the process of producing qualitative data. This was completed by
the author and a second reviewer. Each criterion was scored between 0-2 (0=
criterion not fulfilled, 1= partially fulfilled, 2= fully fulfilled; see Appendix F) to
give a total score out of 20 for each article. Articles were scored independently
of one another; differences in the scores were resolved by consensus and

given a final score which was converted to a percentage (see Table 2).

Data extraction

Data were extracted from the included articles, which included: the title, aims,
sample size, method and clinical relevance (see Table 2). These categories
were selected to provide a clear overview of each study in terms of how the
authors achieved their findings and their clinical relevance. Participant
characteristics were also extracted (see Appendix G) including: cancer stage,
age, time since surgery, surgery type, marital status, education and ethnicity.
These categories were selected to provide an overview of how participant
characteristics may have influenced the findings of each study. The extracted

data was used to guide the thematic synthesis.
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Table 2.

Data Extraction of Studies Exploring Women’s Experiences of Decision-Making for Breast Reconstruction and CPM

Author/ Quality Size Title Aims Method Clinical Relevance
score
Year (%)
Beesley, 80 60 Risk, worry and To explore decision- Case note research using A lack of guidelines for CPM
Holcombe & patients  cosmesis in decision making for CPM in a gualitative methods. surgery contributes to the
Salmon, and 4 making for risk reducing single centre. _ _ inconsistency of the decisions
2013 surgeons contralateral Mixed pro_spectlvg and made both by patients and
mastectomy. retrospective design. surgeons. Further evidence that
UK. CPM can effectively reduce
worry and improve cosmesis is
needed.
Begum, 75 21 An exploration of To explore reasons for  Framework analysis using Women are not always offered a
Grunfeld, Ho- patient decision-making having autologous semi-structured interviews  choice regarding the timing of
Asjoe & for autologous breast breast reconstruction (including face to face and  surgery. Information should be
Farhadi, reconstructive surgery  (including immediate telephone interviews) tailored to the needs of the
2011 following a and delayed). . : individual. This will ensure
UK mastectomy. Retrospective design. women can make an informed

decision.
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Author/ Quality Size Title Aims Method Clinical Relevance
score
Year (%)
Boehmer, 60 15 Breast reconstruction To explore the issues A retrospective design This study challenges the focus
Linde & following mastectomy that lesbian and using grounded theory and of current research on
Freund, 2007 for breast cancer: The bisexual women and semi-structured interviews heterosexual identity and
decisions of sexual their support persons’ with n=8 women who had  heterosexual partner
uU.S. minority women. experience when undergone reconstruction  experiences. Partners described
deciding to have a and n=7 women who not being well-informed about
breast reconstruction. chose against it. the risks of surgery.
Covelli, 80 29 ‘Taking control of To explore women'’s Grounded theory using The study highlights the need
Baxter, Fitch, cancer’: Understanding decision-making for semi-structured interviews for health care providers to
McCready & women’s choice for mastectomy (either of women who either had  consider the influence of fear on
Wright, 2015 mastectomy. unilateral mastectomy mastectomy (n=15) or decision-making for bilateral
or CPM) for the mastectomy and CPM mastectomy for early stage
Canada treatment of early stage (n=16). breast cancer.
breast cancer. _ _
Retrospective design.
Harcourt & 90 93 Mastectomy patients’ To explore the process  Thematic analysis used The authors distinguished
Rumsey, decision-making for or ~ that women make when with semi-structured between different decision-
2004 against immediate deciding to have breast interviews prior to, 6 and making patterns which could be
UK breast reconstruction. reconstruction and to 12 months’ post-surgery used to identify women who

explore the impact of
surgery during the first
post-operative year.

with women who had
elected for (n=37) or
against (n=56) immediate
reconstruction.

Retrospective design.

require psychological support
before surgery.
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Title

Aims

Method

Clinical Relevance

Author/ Quality Size
score
Year (%)
Jerome- 95 23
D’Emilia,
Suplee,
Boiler &
D’Emilia,
2015
u.S.

A woman’s decision to
choose bilateral
mastectomy.

To explore the reasons

why women choose
CPM for the treatment
of unilateral breast
cancer regardless of
their cancer stage.

Thematic analysis. Semi-
structured interviews with
women who had
undergone a bilateral
mastectomy followed by
bilateral reconstruction.

Retrospective design.

The authors recognised how
women are offered multiple
surgical options and that these
should be offered and selected
based on: the personal
preferences of the patient,
evidence based practice and
with information regarding the
risk and benefits of surgery.

Lee, Hultman 50 65

What are patients’

To identify patient’s

A thematic approach.

The authors highlight the

& Sepucha, goals and concerns preferences and Focus groups and importance of medical

2010 about breast concerns when interviews with women professionals in supporting the
reconstruction after considering who had either undergone patient’s decision and to ensure

Us. mastectomy? reconstruction. reconstruction or not. a shared-approach to decision-

_ _ making is offered.
Retrospective design.
Neill, 75 11 Choosing To explore how Quialitative design. Semi-  The authors identified that
Amstrong & reconstruction after decisions to have a structured interviews with  information seeking may serve

Burnett, 1998
u.S.

mastectomy: a
qualitative study.

breast reconstruction
are made.

women who had
undergone a breast
reconstruction.

Retrospective design.

as a coping strategy.
Professionals need to determine
how much information is needed
to support a woman’s decision.
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Author/ Quality Size Title Aims Method Clinical Relevance
score
Year (%)
Reaby, 1998 60 95 Breast restoration To explore breast Theoretically driven A decision-making tool to aid
: decision making: restoration decision- qualitative enquiry using decisions for reconstruction was
Australia : . . ) . i
enhancing the process. making patterns made  semi-structured interviews developed. Medical staff need to
by women who have with 31 women with breast evaluate whether women have
had a mastectomy. reconstruction and 64 adequate information or
without. resources to make an informed
: : decision.
Retrospective design.
Rendle, 70 9 Redefining risk and To explore decision- Grounded theory. Semi- Numerical calculations of risk
Halley, May benefit: understanding  making in women structured interviews with ~ may not be the most effective
& Frosch, the decision to undergo electing CPM with no nine newly diagnosed way to engage with women’s
2015 contralateral known BRCA mutation. women with unilateral subjective risk-assessment of
prophylactic breast cancer. their cancer returning. Women
U.S. mastectomy. . need to be given time to think
Prospectl\{e and about their decision and that
retrospective. methods for surveillance on the
contralateral beast should be
explored further.
Rubin, 95 27 “Use what God has To explore breast Grounded theory. Semi- The study highlights how the
Chavez, given me”: Difference reconstruction decision  structured interviews with  decision to have reconstruction
Alderman & and disparity in breast  making amongst 23 women who had or not, is governed by many
Pusic, 2013 reconstruction. African American reconstruction and four variables which are indirectly
U.S women. women who had not. associated with age and

Retrospective Design.

ethnicity.
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Title

Aims

Method

Clinical Relevance

Author/ Quality Size
v score
Rubin & 75 13
Tanenbaum,
2011
u.s.

“Does that make me a
woman?”: Breast
cancer, mastectomy
and breast
reconstruction decision
among sexual minority
women.

How decisions about
reconstruction are
considered and how
sexual identity affects
these decisions.

Theoretically driven
thematic analysis. Semi-
structured interviews with
n=11 women who
underwent reconstruction
and n=2 who did not.

Retrospective Design.

The article places breast
reconstruction within a feminist
context, and the need for health
professionals to consider the
views of women who do not
identify themselves as being
heterosexual.
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Publication Bias

Publication bias occurs when published studies are systematically different
from non-published studies in favour of demonstrating positive findings
(Dickersin, 1990). Comparisons between published and non-published
qualitative research reveals a publication bias towards research that is higher
in quality (Petticrew et al., 2007; Toews et al., 2016). ‘Higher-quality’ has been
found as being determined by the clarity in which the methodology and findings
are reported within the abstract (Petticrew et al., 2007). This can contribute to
under-representing peoples’ experiences of a given phenomenon (Lewin et
al., 2015). This may impact on the present findings given that published and
peer-reviewed studies have been selected for review. Limiting the search to
studies written in English may have also limited women’s experiences of

having elective breast surgery from non-English speaking cultures.

Quality Appraisal

Quality scores ranged between 50% and 95% (see Table 2). Higher scoring
studies more adequately fulfilled the CASP criteria. Higher scoring studies also
showed greater acknowledgement of the researcher’s role whereas this was
minimal to absent in lower scoring studies. For example, whether authors
considered their own role in the development of the interview questions and
data collection. All lower scoring studies scored partial points for ethical issues
with higher scoring studies providing greater evidence of ethical practice. For
example, it was unclear whether participants in some studies received clear
information around the nature of the study and the risks of taking part. Lower
scoring studies scored partial points for providing limited information around
how data analysis was performed. For example, Neil, Amstrong & Burnett
(1998) and Reaby (1998) reported either using ‘qualitative methods’ or
‘qualitative enquiry’ to analyse their interviews. Reaby’s (1998) study was
driven by an existing decision-making framework thus not reflecting the truly
inductive approach of qualitative methodology. The highest scoring studies
were those scoring between 90-95% (in descending order) Jerome-D’Emilia,
Suplee, Boiler & D’Emilia (2015), Rubin et al. (2013) and Harcourt & Rumsey
(2004). The lowest scoring study (50%) was a study by Lee, Hultman &
Sepucha (2010). Little detail was provided in respect to participant

characteristics, recruitment, data collection, analysis and ethical practice. It
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was also not clear as to what findings were revealed from the focus groups
and those from the 1:1 interviews, given that the outcomes of both were
amalgamated. This was also true for women who had and who did not have a
reconstruction; these findings were not separated based on the surgical

choices made.

Description of Studies

Twelve studies were included for review, of these studies, seven were from
America, three from the United Kingdom, two from Australia and one from
Canada. Eight studies explored women’s decisions around breast
reconstruction and four studies explored decisions for CPM. The ratio between
studies exploring reconstruction versus CPM likely reflects trends for each
surgical type over time; breast reconstruction has been more widely used
since the 1970s compared to CPM which has drawn the attention of
researchers within the last decade (Agawal et al., 2015; Angelos et al., 2015).

Rendle et al. (2015) interviewed nine women from an original subset of 41, to
explore women'’s decisions to undergo CPM. Interviews were analysed using
grounded theory methods. Each participant underwent four interviews,
however, the recruitment method reflected that of the original study (see Beryl
et al., 2016). The participants had a mean age of 48 years and had Ductal
Carcinoma in Situ (DCIS) or stage 1 cancer. Decisions were made based on
women’s present and future anticipation of worry, as well as the inconvenience
of continued surveillance on the contralateral breast. Participants’ decisions
were more closely aligned with the emotional rather than medical benefits of
surgery. Similar findings were revealed by Beesley, Holcombe & Salmon
(2013) who reviewed clinical case notes of 60 patients to explore the reasons
for CPM in a single U.K. centre. The authors also interviewed four surgeons
to clarify patients’ case notes. Psychological reports revealed how most
women made their decision based on their fear of cancer recurring and/or for
symmetry reasons. Women were found to take an ‘all or nothing’ approach to
managing their risk. In a study led by grounded theory, Covelli et al. (2015)
explored 29 women’s decisions to have a mastectomy for early stage breast
cancer, including mastectomy of the affected breast and unaffected

contralateral breast. ‘Taking control of cancer was a key theme within the
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study, whereby decisions to have a CPM were influenced by women’s fear of

cancer and the desire for breast symmetry.

Similarly, Jerome-D’Emilia, Suplee, Boiler & D’Emilia (2015) explored reasons
why 23 women chose to undergo a bilateral mastectomy irrespective of the
stage in which cancer was diagnosed. All women underwent breast
reconstruction. A thematic analysis revealed that women’s decisions to have
CPM were influenced by their fear of cancer recurring and a desire to avoid
adjuvant therapy. Nine women were recommended by their surgeon to have
CPM. A limitation of this study, however, is that the extent to which women
were at risk of developing contralateral breast cancer was unclear, possibly
reflecting the actual experiences of women in the study who received
inconsistent reports about their risk from medical professionals. However,

women with a known BRCA 1 & 2 mutation were excluded from this study.

Lee, Hultman & Sepucha (2010) explored patients’ goals and concerns
relating to 65 women’s decisions to have or not have a breast reconstruction.
Women were interviewed 1:1 or took part in a focus group; transcripts from
these were analysed using a thematic approach. Reasons for reconstruction
were associated with wanting to look natural in clothing and not wanting to
wear a prosthesis. Women in this study hoped to have more information about
recovery time and the impact of having further surgery. In a similar, but higher
quality study, Harcourt and Rumsey (2004) interviewed 93 women who were
recruited from multiple hospital locations; 37 had immediate breast
reconstruction and 56 had opted against the procedure. More than half of the
women (63) completed three interviews, one prior to surgery followed by 6 and
12 months later. Thematic analysis contributed to the development of a
decision-making model whereby women were found to take one of three paths:
instant immediate, information seeking, or indecisive decision-makers. These
paths were determined by the speed of the decision, the information women
sought, the emotion involved, and the decisiveness of the decision. Instant
decisions were made primarily amongst women who did not elect to have a

reconstruction.
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Begum et al. (2011), used framework analysis to interpret the semi-structured
interviews exploring 23 women’s experiences of deciding to have immediate
or delayed autologous reconstruction. Participants had a mean age of 48, had
high educational levels and over half of the sample were married. Immediate
reconstruction was described in respect to wanting to regain body image and
femininity whilst delayed reconstruction was talked about in terms of the
dissatisfaction with the external prosthesis.

Neill, Amstrong & Burnett (1998) interviewed 11 women from a single health
centre at least twice, to explore the factors that led them to opt for a
reconstruction. All but one participant had an immediate reconstruction. A
thematic strategy contributed to the authors developing a decision-making
process model. An overall theme of ‘getting my life back’ drove the decision-
making process which involved: information seeking, talking it over and
seeking normality. Getting one’s life back also involved achieving normality,
which included returning to work, avoiding a ‘maimed’ appearance and not

having to explain one’s physical self to others.

The following studies largely challenge the status quo of the previous articles
described, paying attention to the decisions made by women belonging to an
ethnic minority and women who identify themselves to be either lesbian or
bisexual. Rubin et al. (2013) explored the decisions made by African American
women using semi-structured interviews and grounded theory analysis.
Participants had their mastectomy between one and eight years previously,
with 23 out of 27 women having had a reconstruction. Findings revealed the
influence of spirituality on the decisions of whether to reconstruct and on the
type of methods used. Surgeons were found to use young age to influence
women’s decisions to have reconstruction. The authors describe the term
‘stratified biomedicalisation’ to describe the complexities of age, gender,

ethnicity on influencing the decision to have reconstruction.

Boehmer, Linde & Freund (2007) explored decision-making for reconstruction
amongst lesbian and bisexual women. Fifteen participants and 12 support
people were interviewed to gather their perspectives on reconstruction. The

authors interviewed partners to challenge the existing ‘heterosexual
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framework’ in studies exploring reconstruction whereby the views of male
partners (rather than female partners) are generally more considered. Eight
women opted for reconstruction and seven women chose against the
procedure. All women placed value in their overall well-being over their body
image. Building on this study, Rubin & Tanebaum (2011) interviewed 13
lesbian and bisexual women, and performed a theoretically-led thematic
analysis to reveal themes similar to studies exploring heterosexual
experiences. The authors highlight how reconstruction may serve to protect
others from the impact of cancer and to hide an image of illness. Decisions to
have reconstruction were based on wanting to feel normal, to forget about

cancer, to regain femininity and to avoid wearing a prosthesis.

In an older study by Reaby (1998), the decision-making styles of 64 women
were explored based on a combined framework of Janis and Mann’s conflict
model and Simon’s notion of bound rationality. Reaby developed a decision-
making model based on women who had and had not undergone breast
reconstruction. Women were encouraged or discouraged to have
reconstruction based on their age. Decision making was divided between
women who made quick decisions to those who spent more time deliberating

and having more of a passive role in the process.

Synthesis

A thematic synthesis was applied as described by Thomas & Harden (2008;
see Appendix H). This method has been used specifically in health care to
explore decision-making in cancer (for example, Morton, Tong, Howard &
Snelling, 2010). Line-by-line coding was conducted in the results section of
each study leading to the development of descriptive codes (Appendix ).
Descriptive codes were listed (Appendix J) and clustered based on their
similarities, which formed the analytical themes (Appendix K). Validity was
increased through an iterative process of continuously checking themes and
codes against the original data. The themes were scrutinised by a second

reviewer.
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Cancer and the vulnerable self
The descriptions that comprise this theme mostly arose from studies exploring
the decision to have a CPM, as studies exploring reconstruction did not focus

on participants’ experiences of being diagnosed with cancer.

Receiving a diagnosis of cancer had varying degrees of impact on the
individual, with one woman describing feeling “unbalanced” (Neill, Amstrong &
Burnett, 1998) by the diagnosis of a potentially terminal illness, with another
feeling as though cancer had “rampaged” her body (Covelli et al., 2015). Other
women described having a prolonged sense of disbelief towards their
diagnosis (Jerome D’Emilia et al., 2015). The diagnosis for some women was
accompanied by a great sense of vulnerability (Beesley et al., 2013) and fear
of cancer recurring (Covelli et al., 2015). Reconstruction was described as a
means of no longer being a victim to cancer (Rendle et al., 2015) suggesting
a sense of vulnerability to the disease, which shaped their decisions to either

have or not have elective surgery.

Life is on hold: seeking and assimilating information

The notion of life being on ‘hold’ around the time of diagnosis was described.
Some women directly referred to life being put on hold (Beesley et al., 2013),
whilst others referred to not wanting to wait (Harcourt & Rumsey, 2004) and
wanting to live (Covelli et al., 2015). This theme reflects a time in which women
assess the risks, benefits, timing and method of surgery. This process was
facilitated by seeking out information (including religious texts; Rubin et al.,
2013) and/or talking with others (either their surgeon, family members, friends
or support groups; Covelli et al., 2015; Harcourt & Rumsey 2004; Jerome
D’Emilia et al., 2015; Lee, Hultman & Sepucha, 2010; Neill, Amstrong &
Burnett, 1998; Reaby, 1998). The speed, extent and intensity in which
information was assimilated, varied between the women. Some women
described being selective and avoided negative information (Harcourt &
Rumsey, 2004; Jerome D’Emilia et al., 2015; Rubin & Tanebaum, 2011;
Reaby, 1998).
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Trust versus mistrust

For some women, once they had assimilated relevant information, their degree
of trust in either, the medical professionals (Begum et al., 2011; Jerome
D’Emilia et al., 2015; Rubin et al., 2013), surveillance methods (Rendle et al.,
2015) or reconstruction techniques (Lee, Hultman & Sepucha, 2010), dictated
their overall decision. Women who doubted the reliability of certain
reconstruction methods, for example silicone implants, would either choose
autologous methods or opt against reconstruction (Lee, Hultman & Sepucha,
2010; Rubin et al., 2013). Other women expressed fear that reconstruction

could advance their cancer or trigger a recurrence (Harcourt & Rumsey, 2004).

Decision making and finding meaning

After seeking out necessary information and speaking with others, women
sought meaning to either clarify or validate their decision (Neill, Amstrong &
Burnett, 1998). Finding meaning was informed by whether they placed trust in
aspects of their treatment or surgery. For some women, meaning was ascribed
to the decision based on societal views of wellness and female body image.

For other women, the decision was a pragmatic one.

Restoring wellness

Restoring wellness included feeling physically and emotionally well,
encapsulating many concepts such as: no longer looking like a sick person
(Rendle et al., 2015; Rubin & Tanenbaum, 2011); covering up cancer (Begum
et al., 2011); appearing well to others (Boehmer, Linde & Freund, 2007; Rubin
& Tanenabum, 2011) and; restoring body image, normality (Neill, Amstrong &
Burnett, 1998) and symmetry, in order to reduce anxiety (Covelli et al., 2015).
In contrast, restoring symmetry by means of reconstruction was also a
cosmetic decision and not always explicitly related to restoring wellness (Rubin
et al., 2013). Normality was a key theme amongst women electing
reconstruction, which was also described as a means of restoring femininity
(Begum et al., 2015).

Pragmatism
Some women described their reasons for the timing of surgery. Immediate

reconstruction was elected based on the practicalities of having only one
27



operation (Begum et al., 2011; Harcourt & Rumsey, 2004) or not having to be
placed on a waiting list (Harcourt & Rumsey, 2004), or due to not having a
choice (Begum et al., 2011). Some women described wanting CPM to avoid
having to return to hospital due to childcare (Rendle, et al., 2015). Conversely,
women who underwent delayed reconstruction described the inconvenience
of using a prosthesis (Boehmer, Linde & Freund, 2007; Lee, Hultman &
Sepucha, 2010; Neill, Amstrong & Burnett, 1998; Rubin et al., 2013), with it
being uncomfortable or not matching a woman’s skin tone (Rubin et al., 2013).
Women who opted to have CPM did so due to not wanting to continue with
surveillance on the remaining breast. Whilst this was sometimes related to fear
of a recurrence, this was a pragmatic decision for some (Jerome D’Emilia et
al., 2015).

Preventing a vulnerable and uncertain future

This theme reflects how decisions for elective surgery were made based upon
preventing or avoiding adverse events in the future, including having a
secondary breast cancer diagnosis (Beesley et al., 2015) or a vision of having
no breast (Begum et al., 2011). For some women, this meant having a CPM
to ‘take control of cancer’ (Covelli et al., 2015) or to reduce a low risk of future

breast cancer recurrence, to one that is even lower (Rendle et al., 2015).

Women who deliberated over having a breast reconstruction were concerned
about the impact of a reconstruction on future surveillance (Lee, Hultman &
Sepucha, 2010; Rubin et al., 2013). This was determined by the degree in
which they trusted the surgical or surveillance method. Others feared having
future surgical complications or having to commit to life-long surgery if opting
for an implant reconstruction (Rubin & Tanenbaum, 2011). The decision to
have CPM was influenced by wanting to avoid future regret (Jermone D’Emilia,
2015; Rendle et al., 2015).

Moving on and reflecting back

The theme of moving on is associated with life being on hold after receiving a
diagnosis; women negotiate ways of moving forward with a life without cancer.
Women reflected on their experiences, and breast reconstruction and CPM

were ways in which ‘moving on’ could be achieved. This theme is evidenced
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by statements such as to ‘get life back’ (Covelli et al, 2015) to put cancer
‘behind’ (Neill, Amstrong & Burnett, 1998), to move life along (Jerome D’Emilia
et al.,, 2015) and to get on with life (Beesley et al., 2013; Neill, Amstrong &
Burnett, 1998; Rendle et al., 2015). This finding is similar to Greener (2015)
who described how women electing to have CPM want to get off the ‘medical

rollercoaster’ after being diagnosed.

Minimisation

Spontaneous statements such as: get ‘rid of [the contralateral breast]
(Beesely et al., 2013), “... just take them both” (Rendle et al., 2015) “...get it
done..” (Jerome D’Emilia et al., 2015) and “just do it” [have a reconstruction]
(Begum et al., 2011) appeared to minimise the decision-making process.
However, this may also be evidence of women disconnecting from their
experiences as found by Greener (2015) in women electing CPM. These
spontaneous statements appeared to provide a means of moving on from

cancer.

The themes of the synthesis are illustrated in Figure 2, which maps the

decision-making processes of women who are considering elective surgery.
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Figure 2.

Decision-Making Processes for Elective Surgery
Discussion

The aims of this review were to identify processes that underlie women’s
decisions to have a breast reconstruction or a CPM. The decision-making
process model illustrates non-discrete pathways that women take when
deciding to undergo surgery. Women initially experience a sense of
vulnerability after being diagnosed with breast cancer; they are presented with
a potentially life threatening disease and are then required to make a plethora
of decisions. Women go on to seek relevant information to meet their needs,
or they ascertain relevant information during their initial appointment to make
a decision. Decisions are guided in part by whether they trust the treatment
and surgical options presented to them. Women make sense of their decision
by finding meaning; this may involve restoring a sense of wellness or it may
be a pragmatic decision, or one where predominantly the future consequences

of their present decision are considered.
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This model can be understood by various social, cognitive and emotional
processes that are triggered in response to having a cancer diagnosis. Based
on Leventhal’s theory of self-regulation (1992), individuals are motivated to
maintain homeostasis and return to normal following a threatening event.
Women achieve normality through various means of coping, for instance,
through actively seeking or avoiding information and then finding meaning in
their decision (Ogden, 2007). ‘Minimisation’ could be viewed as an attempt
to rationalise and exert control (Ogden, 2007) over an illness which could be
perceived uncontrollable and incomprehensible. Women also assert mastery
over their situation by way of attempting to prevent a cancer recurrence
(theme name, ‘preventing an uncertain and vulnerable future’) which some
women believe is within the boundaries of their control. Women’s decisions
to have elective surgery are also informed by their own beliefs and attitudes,
(including those of others), towards the different surgical and surveillance
methods, which help to predict their intended decisions (see Azjen, 1991).
Following these processes, women’s decisions to have elective surgery
provide the means of returning to normal (for example, ‘moving on and

reflecting back’), thereby resuming homeostasis.

A contextual paradox

Decisions for elective surgery are situated against a backdrop of paradoxes
that exist between reconstruction as a cosmetic surgery and CPM as a
treatment for the prevention of cancer. Yet, there are considerable similarities

in the decision-making processes.

Firstly, women electing CPM are described as making a decision based on
their emotional needs (Rendle et al., 2015) specifically, their fear of cancer
recurring (Covelli et al., 2015). This leads women to develop a subjective, and
over-estimated assessment of their risk (Beesley et al., 2013; Covelli et al.,
2015). Paradoxically, reconstruction is cited as being an emotional response
to losing a breast (Begum et al., 2011). There is also some evidence that
women are subjectively encouraged or discouraged from having breast
reconstruction based on their age, and in the absence of medical
contraindications (see Begum et al., 2011; Reaby, 1998; Rubin & Tananbaum,

2011; Rubin et al., 2013). Although such reasons are often satisfactory to
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some women, it poses a question as to whether these reasons are any more
justified, or any less subjective than women wanting to have surgery based on

a fear of cancer recurrence.

Secondly, there are many authors who describe how women electing CPM are
not informed of their risks; there is evidence reported by Jerome D’Emilia et
al. (2015) that some women avoid negative information when electing this
surgery. Conversely, women’s decisions to have reconstruction are often
made without a full awareness of the risks involved (Boehmer, Linde & Freund,
2007; Lee et al., 2010; Reaby, 1998; Rubin & Tanebaum, 2011) with some
women actively avoiding information that would deter them from their decision
(Harcourt & Rumsey, 2004). Two U.K. studies have found that women do not
always receive adequate information about their breast reconstruction, and
feel ill-prepared for the after-effects of surgery (Potter, Mills, Cawthorn, Wilson
& Blazeby, 2013; Wolf, 2004). New guidelines have since aimed to address
this issue (Rainsbury & Willett, 2014). Despite this, unlike women who chose
to undergo reconstruction in the absence of knowing the full implications of
surgery, women who are electing to have CPM without considering the full risk
to benefit ratio are cited as being “vulnerable” (Ashfaq et al., 2014; Basu et al.,
2015).

Research exploring the information needs of women undergoing surgery
suggest that the medical team can have a key influence on the woman’s
overall decision (Wolf, 2004). This poses many challenges to professionals
given that conversations surrounding treatment options are likely informed by:
personal and professional values of non-maleficence, societal norms of female
body image, societal illness-perceptions of mastectomy, service provision
norms and healthcare agendas. To deconstruct these influences in a time
constrained health service is not easy. However, given the similarities in the
decision-making processes, existing tools (e.g. Sherman et al., 2014) could be
adapted to support women’s decisions to have CPM and a breast

reconstruction.
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Limitations

Studies exploring CPM did not always disclose whether women carried a
genetic risk for contralateral breast cancer, and not all women underwent
genetic testing. The findings should be taken with caution in that women may
have been advised to have CPM based on their high risk; women’s fear of
cancer recurrence may have therefore been expected based on their objective
degree of risk for contralateral breast cancer.

Qualitative synthesis involves a second order approach to interpretation; it is
an interpretation of an interpretation (Ring et al., 2011). The results of the
research are at risk of bias by the author’s interpretation, with a greater focus
towards psychological rather than medical or surgical risk of undergoing either
surgery. Furthermore, higher quality studies contributed to the scaffolding of
the model and it is thus influenced by the theoretical underpinnings of those
studies. Also, Jerome D’Emilia et al. (2015) was the highest quality paper
which may have placed a disproportionate influence on the themes.
Conversely, this could have also ensured that the developing themes grew

from studies with greater reliability and validity.

Clinical Implications

Clinical Psychologists working in oncology can support women with their
decisions by enabling them to explore the reasons for wanting (or not wanting)
further breast surgery (for example, breast reconstruction or contralateral
prophylactic mastectomy). This would include enabling the person to discuss
their own experience of cancer, alongside their personal history and how this
relates to their decision to have elective breast surgery. This would also
provide women with the opportunity to discuss any anxiety surrounding issues
of trust towards the medical team, fear of implant methods or the effectiveness
of surveillance in detecting a future cancer. In doing so, a person can have a
greater awareness of the reason for their decision, which alongside realistic
surgical expectations could improve: shared decision-making, satisfaction with
the decision and improve body image following surgery. Consequently,
Clinical Psychologists should be available for all women who wish to consider
the possibility of further elective breast surgery, irrespective of their surgical

choice. Based on the findings of this review, contralateral prophylactic
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mastectomy in absence of a risk reducing benefit, should be viewed no more
controversial than women electing to have a breast reconstruction in absence

of knowing their full surgical risks.

The experiences of women who chose not to have a reconstruction were
explored in the studies under review. The descriptions that arose from
women’s accounts were often embedded within female body image ideals.
Given that some women undergoing delayed reconstruction often do so due
to the inconvenience of a prosthesis, it would be important to explore how
some women overcome these inconveniences and choose not to reconstruct.
This would have clinical value for women who are unable to have a

reconstruction or who do not wish to pursue further surgery.

In addition, no study explored how women experienced their remaining breast
following a mastectomy. Further research is required to determine how
generally women feel towards their remaining breast and the meanings that
are ascribed to the breast, specifically in relation to fear of cancer recurrence.
This could help inform psychological interventions that could relieve women’s
fear of cancer returning, without having to undergo elective surgery.
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Abstract

Background. Paper 1 revealed how elective breast surgery provided the
means to move on from having cancer. Breast reconstruction restored
femininity and body image, whereas contralateral prophylactic mastectomy
removed the possibility of cancer recurring. Little is known about the
experiences of women who do not have elective surgery and specifically how

they experience their remaining breast.

Objective. To explore women’s experience of having one breast following a
mastectomy. Women’s experiences of managing the physical imbalance
caused by having one breast are also explored, including how they perceive

their remaining breast.

Design. Semi-structured interviews were carried out with seven women 6-35
months post-mastectomy. Women were recruited from out-patient
departments from two NHS Trusts. Women were aged between 46 and 77.

Interviews were analysed using Interpretative Phenomenological Analysis.

Main Outcome. Three superordinate themes and 11 subordinate themes

were identified. These centred around women receiving and managing the
impact of the diagnosis and breast cancer surgery; the perceived sense of
connectedness in which breasts were experienced to share and; the ways in

which women moved forward with their lives with one breast.

Results. The meanings ascribed to breasts pre-mastectomy were lost
following surgery, rendering the remaining breast as burdensome. Women
identified themselves as having a coherent sense of self which helped them to

manage the emotional and physical changes of breast cancer.

Conclusion. Women managed their changed bodies and social

identities through using a breast prosthesis and through finding value in other
aspects of their lives. Disconnecting from the meanings they ascribed to their
breasts helped the women to cope with their loss, whilst also potentially
preparing them for a cancer recurrence.
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Introduction

Little attention has been given to women’s experience of their remaining breast
following a mastectomy. Women’s experience of having one breast is explored
through their experiences of having a mastectomy and the impact that this has
on their body image, identity, femininity and womanhood (Crompvoets, 2006;
Fallbjork, Salander & Rasmussen, 2011; Kogan & Girsoy, 2016; Manderson
& Stirling, 2007; Piot-Zeigler, Sassi, Raffoul, & Delaloye, 2010). Women with
one breast can also be identified in the literature through studies that explore
women’s decision-making around having a reconstruction. More recently,
some authors (for example, Archer, Holland & Montague, 2016; Héquet et al.,
2013) have focused solely on women who choose not to have a breast
reconstruction; a novel research focus amongst a plethora of literature that
combines women’s decisions to have no reconstruction, with those who do.
Furthermore, the experiences of women with one breast are often lost in
guantitative research that compares breast conservation surgery outcomes,
with mastectomy, immediate and delayed reconstruction. Specifically, with a
focus on quality of life (Stavrou et al., 2009), body image, psychosocial
functioning (Metcalfe et al., 2015; Nicholson, Leinster & Sassoon, 2007) and
satisfaction (Ng et al., 2014). Most commonly however, all current literature
focuses on the absence of a breast or the absence of the reconstruction. Little
attention is paid to what remains present, and yet there is an online interest
amongst some women about what it is like to live with one breast: “how is life

with one boob?” (breastcancer.org, 2017).

Breast asymmetry following mastectomy can be difficult for some women
(Fallbjork, Salander & Rasmussen, 2011; Reaby, 1997) who describe having
“visual disharmony” (p. 493, Piot-Ziegler et al., 2010). This results from having
to alter clothing styles (Crompvoets, 2006) and having to manage the use of
an external prosthesis, which as one woman described “at the end of the
day....it probably would have been easier if you lost two” (p. 84, Hill & White,
2008).

Psychosocial outcomes: mastectomy versus breast reconstruction
There is conflicting evidence supporting the psychosocial benefits of having a

breast reconstruction over having a mastectomy alone, likely influenced by
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flawed methodological research in this area (D’'Souza, Darmanin &
Fedorowicz, 2011; Harcourt & Rumsey, 2001). A recent U.K. audit (Jeevan et
al., 2014) found breast reconstruction to have a positive impact on women’s
reported physical appearance and general well-being than those who opted
for mastectomy without reconstruction. Other studies (outside of the U.K.)
support findings consistent with the audit (for example, Fang, Shu & Chang,
2013; Ng et al., 2014).

Conversely, psychological distress has been found to improve over time
irrespective of having a breast reconstruction (Harcourt et al., 2003). Also,
reconstruction has not always been found to improve psychological outcomes
or quality of life (Nicholson, Leinster & Sassoon, 2007; Raaff, Derks,
Torensma, Honig & Vrouenraets, 2016), with some authors finding
reconstruction to have a detrimental impact on psychological well-being
(Metcalfe et al., 2015). Some women perceive the reconstructed breast as
being as part of the problem and not the solution, despite improvements in
body image over time (Hill & White, 2008). The National Institute for Health
and Care Excellence (2009) specify that breast reconstruction should be
offered to all eligible women at the time of their mastectomy. Despite this,
substantially more women do not undergo this procedure when compared with

those who do, irrespective of the timing of reconstruction (Jeevan et al., 2014).

The contralateral breast

Women’s experience of their remaining breast following mastectomy has
recently drawn the attention of researchers through the growing trend towards
contralateral prophylactic mastectomy (CPM). This is a surgical procedure that
involves the removal of the remaining, healthy breast. CPM is increasing in the
U.S. at a rate which contradicts the actual incidence of contralateral breast
cancer (Basu, Barr, Ross & Evans, 2015) and irrespective of risk (Beesley,
Holcombe & Salmon, 2013). Women who are deemed to be at high risk of
developing contralateral breast cancer, and who would benefit most from the
procedure, account for a small percentage of this rise (Hawley et al., 2014).
There is little evidence however, of the survival benefits in women who are not
considered to be high risk (Angelos et al., 2015). Women are requesting to

have their remaining breast removed due to their fear of cancer returning and
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their desire for breast symmetry (Buchanan et al., 2016; Covelli, Baxter, Fitch,
McCready & Wright, 2015; Jerome-D’Emilia, Suplee, Boiler & D’Emilia, 2015).

Deciding against reconstruction

Women who elect not to have a reconstruction tend to be older in age
(Fallbjork, Karlsson, Salander & Rasmussen, 2010; Hamnett & Subramanian,
2016; Hequet et al., 2013), though they are also less likely to receive
information relating to their reconstruction options when compared with
younger women (Fenlon et al., 2013; Morrow, Scott, Menck, Mustoe &
Winchester, 2001). Holland, Archer & Montague (2016) found younger women
to experience the promotion of reconstruction as being a ‘normal course’ of
treatment; the participants in this study described the difficulties they
experienced when electing against the procedure within a pro-reconstruction
surgical team. Rubin & Tanenbaum (2011) describe similar findings, whereby
‘opting-out’ of having a reconstruction was perceived to be a harder decision

than to conform to the norm of reconstruction.

The present study

Women elect to have a reconstruction or CPM to: achieve symmetry, restore
wellness, reduce a cancer recurrence and remove the impracticalities caused
by wearing the prosthesis. More research is required to explore how women
overcome the imbalance of having one breast, within a pro-reconstruction
health system. This includes how women manage their use of an external
breast prosthesis. Such a finding is clinically relevant for women who do not
wish to undergo further surgery or for women who are not eligible for

reconstruction.

Further research is also required to explore the experiences of women with
one breast who are not deemed to be at high risk of developing a contralateral
breast cancer. Little to no research to date has explored how women generally
feel towards their remaining breast following a mastectomy. This may give
some insight as to why women may be electing to have a CPM and how
women can manage their fear of cancer in the absence of undergoing further

breast surgery. This information could be used to develop psychological
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interventions that could help women overcome or manage their fear of cancer

returning.

A critical appraisal of qualitative literature exploring the decision to have
elective breast surgery (see Paper 1), revealed the need for future research to
explicitly state the method of qualitative analysis and the researcher’'s own

position towards the interpretation of data.

Interpretative Phenomenological Analysis

Interpretative Phenomenological Analysis (IPA) is a qualitative research
approach developed by Smith (1996) that is committed to ‘giving voice’ (p.
101, Larkin & Thompson, 2012) to people’s experiences of significant
phenomena about which little is known (Smith, Flowers & Larkin, 2009). This
research method is therefore appropriate to explore women’s experiences of

having one breast following a mastectomy.

Three core concepts theoretically underpin the application of IPA. These
include: phenomenology, idiography and hermeneutics (Smith, Flowers &
Larkin, 2009). Phenomenology is concerned with how individuals engage with
and experience their social world, as they are immersed within it (Larkin &
Thompson, 2012). The exploration of these experiences adopts an idiographic
focus that requires detailed and in-depth understandings of the meanings a
person ascribes to a given experience (Smith, Flowers & Larkin, 2009).
Hermeneutics introduces an interpretative element to IPA in which a person’s
experience can only be accessed through their interpretation of events (Larkin
& Thompson, 2012). This access however, is influenced by the researcher’s
own interpretation, referred to as a ‘double hermeneutic’ approach to analysis
(Smith, Flowers & Larkin, 2009)

Reflexive position

The researcher is a Trainee Clinical Psychologist who is interested in
women’s health and body image, garnered through her experiences of
working within oncology and physical health settings. A feminist perspective
is adopted alongside a psychological approach to deconstruct breast cancer

research within a society that highly regards female beauty and feminine
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body-image ideals. For this reason, the researcher also attends to how

breast loss and reconstruction is socially constructed.

Aims:

1. To explore women’s experiences of having one breast following a
mastectomy without reconstruction.

2. To explore women’s experiences of their remaining, unaffected breast
(specifically in women who are not considered to be at high-risk of
developing a contralateral breast cancer).

3. To explore women’s experience of managing the physical imbalance of

having one breast.

Method

Ethical considerations

The study received Independent Peer Review approval (Appendix M) and
NHS ethical approval (Appendix N) including site approval through three NHS
Research and Development departments (see Appendix O, 02 & 03).
Although three sites received approval, no participants were recruited from site
3 which was based in East Staffordshire. Informed written consent was gained
at the start of each interview (Appendix P) whereby confidentiality and
anonymity were explained. All participants were provided with the contact
details of the supervising Clinical Psychologist if they felt in anyway distressed

following the interview.

Participants

Sample

IPA employs purposive sampling to recruit individuals who can provide access
into the experiences of shared phenomena (Smith, Flowers & Larkin, 2009).
For the purposes of this study, the phenomenon of interest was restricted to
women who had a unilateral mastectomy without electing reconstruction and
who were not deemed high risk for developing contralateral breast cancer. IPA
is suited to small sample sizes to gain detailed, in-depth accounts of peoples’

experiences (Smith, Flowers & Larkin, 2009). For this reason, seven women
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were recruited through two oncology outpatient departments affiliated with two
NHS Trusts based in the Midlands (site 1) and in the South West (site 2).

Inclusion and Exclusion Criteria
Participants were included in this study based on meeting the following criteria:
- Over the age of 18
- Have undergone unilateral mastectomy for the treatment of breast
cancer
- Were eligible for reconstructive surgery but had decided against this
procedure
- Were able to give informed consent
- Were English speaking
-  Were assessed as not being high risk for developing contralateral

breast cancer

Women were excluded if the following criteria were met:
- Had a current diagnosis of breast cancer
- Were having further investigations in the contralateral breast
- Unable to have a reconstruction due to medical contraindications
- Were delaying reconstructive surgery due to receiving radiotherapy or
chemotherapy
- Already involved in breast cancer research

Recruitment

Recruitment packs were provided at each recruiting site. The researcher
visited each site to discuss the research and to explain the recruitment
strategy. The lead breast nurse at each site identified eligible women using the
inclusion and exclusion criteria. Each site provided ongoing routine
appointments for women up to five years following their diagnosis and hence,
women within five years of their diagnosis were recruited to the study. The
lead breast nurse posted or distributed 30 opt-in letters (Appendix Q) and
participant information sheets (10 at site 1 and 17 at site 2; 3 at site 3; see
Appendix R) to eligible women during routine clinic appointments. Women
were given the opportunity to post their opt-in letter stating whether they

wished to take part. Opt-in letters were returned directly to the researcher who
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was then able to contact those who were interested and provide further
information if required. Fourteen women responded and five declined to take
part. In addition, one woman was not eligible and another did not leave her
contact details (both from site 2). Reasons for not wanting to take part
included: a recent bereavement (n=1; site 3); undergoing further investigation
(n=1, site 3) and a long time since mastectomy (n=1; site 2). Two women did
not provide reasons (site 2). Seven women agreed to take part. An interview
time and date was agreed with all but one interview taking place in the
participant’s home. One interview was carried out in an interview room on the
participating Trust’s site. Two participants were recruited from Site 1 and the
remaining 5 were recruited from Site 2; recruitment was carried out between
September 2016 and January 2017. Descriptive information for all participants
is reported in Table 1. All women were allocated a pseudonym for

confidentiality.
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Table 1. Demographic Information

Name Age Marital Employment Education Cancer Time since

status status stage mastectomy
(Months)

Petra 61 Married Part-time Degree 3 12

Sandra 58 Married Unemployed College 4 7

Phyllis 75 Widowed Retired College 3 18

Maureen 77 Widowed Part-time High 1 13
Volunteer school

Claire 46  Married Full-time High 0 6
school

Sue 70  Married Part-time Degree 2 36

Louise 68 Married Retired High 0 35
school

Procedure

Participant Interviews

Participants took part in a semi-structured interview. Interviews were recorded
on a password protected dictaphone. Six interviews were conducted 1:1. One
interview which was carried out with the participant’s grown-up daughter in the
room. Demographic information was collected before commencing the
interview (see Appendix S). An interview schedule (Appendix T) was used as
a flexible guide to ensure the researcher responded to the idiographic nature
of interview. Audio files were transcribed verbatim by the lead researcher
which, once completed, were replayed again to check for accuracy. All
transcripts were anonymised. Transcription and reflective field notes were

taken immediately following the interview.
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Data analysis

IPA is a flexible approach which requires an attempt to develop an “organised,
detailed, plausible and transparent” account of the data (p. 104; Larkin &
Thompson, 2012). The method described by Larkin & Thompson (2012) was
used to guide the analysis. NIVO Version 11 (2010) aided the organisation of

the data. The analysis was conducted in the following stages:

Stage one. The first stage of the analysis involved free-reading and re-
reading the transcript to allow the researcher to immerse in the data (Appendix
U). Line-by-line analysis was then conducted (Appendix V) to develop detailed
descriptions and/or meanings in the data that would lead to the emergence of
preliminary themes. Descriptions were informed by conceptual and linguistic

features of the text.

Stage two. Connections between the themes were identified and
clustered into subordinate themes. An iterative process occurred whereby
connections were checked against the original data. Clusters were formed
based on the central concepts of the analysis, which would lead to the
development of superordinate themes. This was repeated for each interview
(Appendix W).

Stage three. Superordinate and subthemes were pooled together
across transcripts and were viewed independently of one another (subthemes
were not viewed as being connected to a superordinate theme). Connections
across these themes were formed thereby building a preliminary structure
(Appendix X). Consistent with high-quality IPA reporting as defined by Smith
(2011), the final superordinate and subordinate themes were selected based
on: their prevalence across the data, how well they represented the sample
and how well they captured the overall variation of participants’ experiences.

Further supporting evidence of these themes is provided in Appendix Y.

Results

All women had undergone their mastectomy within the last three years at the

time of the interview (range = 6-36 months; mean = 18 months). All women
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except for Maureen, had children. All women made their decision not to have
reconstruction at the time of being diagnosed with cancer. Two women
(Maureen and Louise) had a previous diagnosis of breast cancer in the same
breast. All but one woman had completed treatment; however, not having
completed treatment did not influence her decision not to have reconstruction.

All interviews lasted between 38 minutes to an hour (mean time = 47 minutes).

Interpretative = Phenomenological Analysis revealed the following

superordinate and subordinate themes which are summarised in Table 2.

Table 2. Summary of Themes

Superordinate Themes Subordinate Themes

Coping across a cancer continuum Damage Limitation
“It Could be Worse”
Mastering Mastectomy

A Breast Connection A Changed Connection
A Burdensome Breast
An Inferior Replica
Swiss Army Breast

Breast Watchers

Finding Value Between Conflicting Identities A Prosthetic Disguise
Coherent Identity
Valued Living

Coping across a cancer continuum

Women described the impact of their cancer diagnosis, which varied along a
continuum from person to person. The women attempted to take control over
treatment decisions as well as the appraisals that helped them to accept their
circumstances. Louise described feeling “devastated” (Line 46) by her news
and Maureen described her sense of horror, believing “that’s the end” (Line
529). On the contrary, Phyllis and Petra did not experience shock towards their
diagnosis: “it’s just another thing” (Petra, Line 54) and “| wasn’t shocked when

they said you’ve got cancer” (Phyllis, Line 159). Their responses appeared to
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be influenced by having various other health diagnoses in the past, which for

some, prepared them for the effects of the illness.

Damage limitation

For five women, receiving a diagnosis of breast cancer triggered a threat
response; the women were observed to either fight or fly to protect themselves
from emotional harm. Some women’s sense of fight was observed in their
definitive decision to have a mastectomy before knowing any of their treatment

options, often even before they were informed they had cancer:

‘I knew it was, | already knew it was malignant. | knew before he told
me....And | had already decided, erm, that | would have a
mastectomy” (Petra, Lines 60-62)

“'m going to just have it cut off, you can have it cut off | said I'm going
to have it cut off and that was before | knew the options” (Sue, Lines
92-93)

Maureen and Louise avoided reading information about the procedure in
attempt to reduce their worry. As described by Louise, blocking out details of

her procedure and diagnosis helped her to remain calm: “...come the day
when I... went in for the operation, | was just calm and that was it” (Lines 68-
69). Petra’s fight response also enabled her to ‘hold’ herself together until
crying in relief once the operation was over. Their initial responses to their
diagnosis therefore enabled them to cope and for some, reduced the overall

emotional impact of their operation.

‘It could be worse’

The participants attempted to make sense of their situation often using
downward comparisons, or by comparing significant past life events to
establish a sense of ‘it could be worse’. This appeared to facilitate a process
of acceptance. Louise rationalised that losing a leg would be worse, whereas
Sue recognised “there isn’t anything | can’t do now that | used to do before”
(Line 223). Such downward comparisons also helped Phyllis to accept her
mastectomy scar: “it's not a bad scar um, |, | thought it would have been

worse...” (Line 129).
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Other women described how the mastectomy had not made a significant
physical difference to their lives, specifically in regards to their choice to not
wear low-cut tops. This indirectly suggested that their breasts are not a big
part of how they look. Having breasts that were not a defining feature was

often celebrated against other women whose breasts are part of their identity:

“I know certain of my friends that do, yknow, they always wear quite
low tops, low cut tops and stuff, | think, | am not quite sure how they
would cope with it, quite so well because that’s a big part of how they
are...is how they look” (Claire, Lines 495-496)

The women therefore found individual merits in their situation and recognised
their own personal strengths. The participants’ process of acceptance may
have also been influenced by the positive role placed upon the breast nurses
and female surgeons. Health professionals were commonly referred to being
“they” whereas breast nurses were gendered (‘her’ or ‘she’) and were valued.
For Claire, her female surgeon appeared to play a significant role in her overall
experience and likened her to a ‘good seamstress’ given that she repeatedly
described her as being “very good” (Line 29) and having “sewed me up very
well” (Line 439).

Mastering mastectomy

Four women received their diagnosis with shock which led to catastrophic
thinking and an increased sense of vulnerability. Other women found ways to
assert control to get ahead of cancer, even when such opportunities for control
were limited. For example, some participants reported that they would have
elected a mastectomy anyway, despite not having a choice:

“...I'just said yeah no, the whole thing off anyway... ‘cause | wouldn't
have wanted just a bit” (Claire, Line 51)

“It was just a thing in my head that said get rid of it all” (Phyllis, Line
16)

Phyllis also illustrated the idea that she is offering her body parts, as opposed
to having them forcibly removed: “| am not dying, I'm givin’ myself away a bit
at a time” (Line 940).
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The decision of whether to have a reconstruction was one in which these
women were solely autonomous, representing a clear avenue of control. For
two of the women, this decision was made against the surgeon’s promotion of

the surgery:

“The surgeon asked me two or three times are you sure you don’t
want reconstruction? so he was quite a proponent of it” (Sandra, Lines
52-53)

‘I had my annual check-up two weeks ago, and, | was offered it again,
| won’t ever say yes!” (Sue, Lines 225-226)

Maureen’s decision not to have a reconstruction was partly based on her
assumption that she should not have it due to her age. However, she said that

she did not wish to undergo the procedure due to the extensive surgery time.

A Breast Connection

This superordinate theme depicts the relationship that women share with their
breasts, and how this can change after having a mastectomy. It is through this
changed relationship that women’s decision not to have a reconstruction can
be better understood, and why their feelings towards their remaining breast
alter. This theme also encapsulates the connections that women make with

others through having had a mastectomy.

There was evidence from the interviews that some women viewed their two
breasts in the context of the other. Claire described how checking her
remaining breast has become more of a concern since her mastectomy as she

has nothing to compare it against:

“l did sorta think 000 ‘cause it was only very slight the bumpiness in
that one, and | think “oh God” will | notice it if it's in that one? ‘Cause it
won’t be vastly different ‘cause | haven’t got anything to check it
against...” (Claire, Lines 277-278)

This sense of connectedness appeared to be held by Maureen’s surgeon, who
reassured her “that the other breast can start sort of coming out in sympathy...”

(Line 48) in respect to the pain she was feeling in her remaining breast.
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A changed connection

This theme refers specifically to women’s changed connection with their
breasts following mastectomy. Three women describe the relationship that
they had with their breasts. Sandra’s experience of cancer turns her remaining
breast from a once valued friend into an appendage; the remaining breast has
essentially been tainted with the same fate, as if it is now as disposable as the
affected one:

“I was very affectionate towards them, they were my friends, but then
of course yknow you get breast cancer and you realise actually that
they are appendages on your body that you don’t always need -and
ifthey’re going to become diseased then they need to be taken away”
(Sandra, Lines 146-149)

Similarly, Louise described having always been “proud” (Line 90) of her
breasts but after her mastectomy, gave little thought to her remaining breast:
‘I don’t really think about that [the remaining breast]” (Line 286). Her
connection to her contralateral breast contrasted with how she experienced

her affected breast prior to her mastectomy:

“‘What was strange...when | knew | was having the mastectomy, and |
treated the breast like a sick child, | found myself sitting here some
nights, lying back just holding it...” (Louise, Lines 286-288)

Four of five married women described few changes within their intimate
relationships following their mastectomy, or at least ascribed a lack of sexual
intimacy to normal circumstances (prioritising children and work for example).
Sandra’s description of checking her remaining breast gave a stark contrast to
any sense of sexual connection with her breast when she described having to
give herself “a good old grope” (Line 574) when checking her other breast.
Furthermore, Claire and Sue described showing their sons their mastectomy.
Claire described how her boys wanted to see more “gore” (Line 398), whereas
Sue said that her son had affectionately referred to her as “monoboob” (Line
175). Phyllis stated humorously “I can now do Mr and Mrs!” (Line 122) as if
also inferring gender differences between her mastectomy and remaining
breast. These descriptions appear to further remove the breast from a sense

of sexual focus.
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A burdensome breast

The subtheme relates to the physical and emotional hindrances that were
described by the participants towards their remaining breast. Four women
talked about having the contralateral breast removed, although sometimes
said in humour, losing one appears equal to a cognitive and emotional loss of
two. For example, Sue talked about using her prosthesis where she said
“shame | didn’t say why don’t you take both off and then | needn’t bother with
anything” (Line 172). Phyllis responded regarding her remaining breast: “So
[to] be quite frank with you, this one gets in the way now!” (Line 45). Though
Petra and Sandra described how they didn’t think about or look at their

remaining breast as if they had split-off from any emotional connection.

For three of the women, the remaining breast became a ‘breast to check’,
presenting them with a source of worry in regards to a cancer recurrence.
Women who feared the return of cancer appeared to appreciate reassurance
from their surgeon. This reassurance was also likely satisfied by the fact that
the mammogram reliably detected their initial cancer. For Claire, her worry
towards her remaining beast reflected the idea of having a ‘sinister twin’: a
matching pair whose “sinister” (Line 365) difference was only detected by
mammogram: “| suppose you just think if it was in that one why isn’t it gonna

necessarily be in that one...” (Line 293).

An inferior replica

All participants decided against having a reconstruction around the time of
their initial appointment with the surgeon. The women appeared to make a
quick decision with little knowledge of the surgery. Although not initially explicit,
their decision was compliant with their own personal values. Whilst Petra
described researching the different methods, women mostly based their
decision on the fact that it wouldn’t look like a real breast or match the
remaining breast, and nor would it be responsive to weight changes (if having

an implant reconstruction):

“‘Well it's not gonna be like a real boob is it? So you might as well
have nothing... it might look odd...odd-er...” (Claire, Line 258)
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‘I was worried whether one would look different to the other” (Louise,
Line 111)

Sue described being against the decision because it “...smacks of... not
plastic surgery, erm... yknow like having a nose job? Something that’s
done...to make you look better and I've never, ever considered anything like
that...” (Lines 266-272). Similarly, Maureen and Phyllis felt that it was a
younger woman’s choice due to breasts being part of their physical sense of
attractiveness. Hearing about other women’s difficulties after having a
reconstruction, and the possibility of other surgery and ongoing pain also
contributed to their decisions. Reconstruction would have also had an impact
on the women being able to return to ‘normal’ sooner. Essentially a
reconstructed breast would mean having to endure extensive surgery for the
breast not to look the same or be responsive to bodily changes; an inferior
replica for a high price.

Swiss army breast

This subtheme ‘swiss army breast’ developed from the versatile nature of the
prosthetic breast, including its ability to ensure the women’s social survival.
Participants described being able to swap the prosthesis for different uses (for
example, swimming and yoga) as well as it being available in different sizes
and textures (including a ‘softie’ or silicone). Phyllis went so far as making her
own prosthesis for swimming, which she then used as a sponge to wash
herself with afterwards. Whilst the prosthesis has clear physical uses, namely
to restore a ‘normal’ female form, they also appeared to serve different
emotional functions. For example, to protect oneself from appearing ‘odd’ or
‘abnormal’ to others, a seeming consequence of looking lopsided. Sue
described her prosthesis as her friend; it isn’t part of her but is always with her.
Claire however, was less concerned with her prosthesis, feeling comfortable
not to wear it when doing her usual activities. Phyllis and Louise were keen to
show their prostheses to the researcher. In this way, the prosthesis served as
an educational tool to connect with the researcher on a personal level, in the
same way women connect with others through their breasts following breast

cancer.
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Breast watchers

‘Breast watchers’ relates to the connections that women make with other
women who have experienced breast cancer. This appeared somewhat akin
to membership of a diet club; the general dissatisfaction towards their weight
and being members of popular diet clubs were described by all participants,
influencing the name of this theme. After having breast cancer, women are
granted access to a community that is inclusive to women, and which provides
opportunities to share knowledge and products that cater for women with one
breast. Louise and Claire embraced the support received through this network
and then identified their own positive influence on promoting breast cancer

awareness:

“It's quite good for it to be out there for people to check and stuff, |
think there are a lot of people that do promote it...and obviously after
me having something done, it made all my friends check... and | just
said, if you feel any different just go to the doctors and get it checked
out” (Claire, Lines 332-339).

Despite the support, which Sandra describes as being “phenomenal’, there is
often a lack of emotional connectedness through such contact. For Sandra,
communication occurs online, where she describes talking with others who are
going through the “process” (Line 326) which she says helps to open avenues
of “dialogue” (Line 334), descriptions which lack personal connectedness.
Furthermore, the women described using humour between each other to avoid
getting “too serious” (Louise, 172) and dwelling on their situation. Whilst this
was observed to be a source of resilience for the women, humour appeared

to hinder the development of authentic connections with others.

Through these avenues of dialogue, women were made aware of how
common breast cancer is, which for some, seemed to result in a detachment
from their own experiences, as if unable to acknowledge their own distress.
Petra described her distain in regards to the connections she made through
having to sit in the radiotherapy waiting room. She likened it to being part of
an “exclusive club” (Line 471) that she did not wish to be a part of.

Conversely, great value was placed on other women who had experienced
cancer and often word-of-mouth was found to have a strong influence on the

decisions women made, specifically in respect to deciding against breast
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reconstruction. The roles women took on to promote cancer awareness served
to turn their negative experience into a positive one. In effect, the women
reconstructed the meaning ascribed to breast loss in absence of a physical

breast reconstruction.

Finding value between conflicting identities

Participants were generally satisfied with their decision not to have a breast
reconstruction, with most embracing the use of a prosthetic breast. Maureen,
Louise and Sue opted to wear their prosthesis at all times; however, Petra,
Claire, Sandra and Phyllis spoke about wearing it primarily when going out.
This seemed to serve to ‘look normal’ to others, which in turn would deter any
unwanted sympathy. In contrast, participants described being the same
person and placing greater value, or refocusing value towards more important
aspects of their lives. It appeared that the women were having to manage a
conflict between their altered social identity and body image whilst holding on

to coherent sense of self-concept.

A prosthetic disguise

Some women described wearing their prosthesis to look normal in public
despite being satisfied with not wearing it at home. This appeared to result
from a fear of being judged by others, arising from the belief that their cleavage
was once, and continues to be a focal point of critique. Claire described
wearing it when getting “dressed up” (Line 461), whereas Louise said she
would look “peculiar” (Line 523) without it. Other women inferred that their
breast loss would enable others the access into seeing their iliness, a defect
that could otherwise lead to them being treated differently. Sandra said she

wears it because:

‘I wouldn’t want to draw attention to myself,... | suppose it’s the
overall “well you’ve got cancer, you need my sympathy” and | don’t
really want that, | want people to treat me as is, like | would
anybody...” (Sandra, Lines 205-208)

Similarly, Sue described the importance of looking normal “outwardly” (Line
245) and compared losing a breast to having a disability, which would result in

her being treated differently by others. Maureen stated:
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“I think I'd be... quite embarrassed if, if anyone did see that | hadn’t
got a breast... | don'’t feel like a whole person anymore, a whole
woman anymore” (Maureen, Lines 139-43)

The prosthesis serves to protect the women and others in their social world
where it is assumed that illness and disability are negatively perceived. In
addition, the prosthesis was found to protect the women from their own
personal loss and altered body image.

Coherent Identity

Despite their acknowledgment of their physical change, the women described
having a continual sense of self, as noted often by using “I am” statements
throughout the transcripts. Phyllis was determined to state that she was still a
woman: “I'm a woman | am, whether | have a breast or not, it makes no
difference, | am still a woman!” (Line 43). Her strong sense of self was
accompanied by a coherence towards her physical being; for example, despite
having lost her breast, she described herself as still having “boobies” (Line
132) and washing under both breasts in the shower. Maureen described

herself as being spiritually and emotionally the same person.

Whilst taking time to describe who they were, three women also described
themselves as being ‘non-conformists’. Sue did not take the advice from her
doctors following her surgery “I'm not very good at following advice, | tend to
do what | want to do and think well, yknow, it's my life” (Lines 147-148). Petra
described being ‘different’ to other people: “I'm quite comfortable as | am |
don’t feel | have to conform, | am who | am and I'll do what | want basically”
(Lines 560-561).

Valued living

This subtheme reflects on the women’s continual ability to live a valued life
despite managing a physical change and altered social identity. Their ability to
do so was facilitated by having clear valued paths for living, achieved through
having personal philosophies or being guided by their faith. Sandra reflected
on how having cancer bought her closer to her family. Petra also placed value

on her family life and described herself as being a strong and positive person,
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a mantra that has kept her moving forward in life in the face of adversity, for

example, when she was diagnosed with a neurological condition:

“But you know my life didn’t change, | still played netball three times a
week and | still had dinner parties and yes sometimes it wasn’t easy
and | still have problems sometimes, erm but it’s all about balance
isn’t it?” (Petra, Line 279-281)

Spirituality is an important part of both Maureen and Phyllis’s lives as

illustrated by Phyllis:

“It is important to believe in something and God to me is somebody
who is real erm, he isn’t just a little.... when | did my driving exam, |
had him as my passenger and things like that, yknow? He’s a, he's a
person in my life...he’s a big influence, he’s my boss...” (Lines 64-66)

Maureen described what could be interpreted as ‘post-traumatic growth’
(Calhoun & Tedeschi, 2014), which followed from the death of her abusive
husband; she has gone on to travel the world and in spite of having breast
cancer twice (and her continuous fear of recurrence to the remaining breast),
she resumed some normality in her life. She achieves this by recognising her

sense of survival and her new found ability to have greater empathy for others.

Claire focused on getting back to aspects of her life that she most valued
including exercising and keeping fit. Louise described wanting to look how she
normally looks and for her, this involved integrating her prosthesis into her
regular activities such as swimming and yoga, as well as maintaining her
interest in fashion. All women described how their relationships with close
friends and relatives remained the same following a mastectomy, and how
they felt no different about themselves within these close circles. Despite the
differences in the impact that cancer had, all women achieved a sense of

normality whilst living with one breast.

Discussion

This study explored women’s experiences of having one breast, including how

the remaining breast is perceived and how the physical imbalance of the
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breast is managed. Three superordinate themes were revealed from the
interviews which centred around: receiving and managing the impact of the
diagnosis and having a mastectomy; the perceived sense of connectedness
in which breasts were experienced to share and; the ways in which women

could move forward with their lives, alongside a life-changing surgery.

Women’s different experiences of cancer and having a mastectomy (as
described in the theme ‘coping across a cancer continuum’) were important to
explore in relation to their decision to live with one breast. For most people,
cancer presents itself as a crisis in a person’s life (Owen, 2011) to which the
women adapt in various ways. It is long documented (Taylor, 1983) that
adaptation can occur by several cognitive processes such as: making meaning
from the situation, developing a sense of mastery (depicted by the theme
‘mastering mastectomy’) and through self-enhancement (as described by ‘it
could be worse’ and through meeting others through ‘breast watchers’). These
processes help to repair a sense of normality and self-esteem that is inevitably

threatened by cancer (Taylor, 1983).

A ‘workable’ normality

Women achieved a state of normality despite the challenges they faced with
having one breast, particularly in relation to their altered social selves. The
presence of their remaining breast and absence of the other, provoked feelings
of sadness, shame, guilt and a fear that cancer will return. Indeed, it is not the
absence of such feelings that contributed to their sense of normality, but their
ability to accept these difficulties and commit to choices they care most about;

choices that prove to be ‘workable’ in managing their distress.

‘Workability’ is the process in which a person’s current means of coping leads
them to live a fulfilling and meaningful life (Harris, 2009). This is the foundation
of the therapeutic model Acceptance and Commitment Therapy (ACT). ACT
is based on accepting difficult thoughts and feelings whilst being able to make
choices (and act on those choices) that are consistent with what a person
values (Harris, 2009). The model describes six concepts that can facilitate this
process. The most relevant to the findings of this study are: ‘Defusion’,

Acceptance, Values and Committed Action. Defusion involves separating
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oneself from distressing thoughts and feelings, and to instead, ‘make room’ for
these emotions through acceptance (Harris, 2009). By doing so, this can
enable a person to live towards a life they value. A person’s ability to do so

and act within these valued directions defines the term ‘committed action’.

Women achieved defusion through their ability to separate themselves from
their negative thoughts and emotions, including the fear of a cancer recurrence
associated with their remaining breast. This was facilitated by their ability to
normalise their emotions and by having insight into their thoughts (Harris,
2009). For example, Claire acknowledged her fear of cancer recurrence and
rationalised her thought about the likelihood that it would recur. Other women
normalised their emotions through the support of others, whilst also being

reassured by the breast care team.

Through the process of defusion, women could focus on what they valued (for
example, family life, sport, fashion) and take committed action. For example,
choosing to wear a prosthesis instead of having a breast reconstruction. This
was likely facilitated by the women having a strong sense of who they are, as
described by the theme ‘coherent identity’, and due to the consistency of their
personal relationships. Aiding this process was their ability to accept their
circumstances, which for some, was influenced by their experiences of past
traumatic events; women thus had access to previous social experiences that

informed their ability to cope (Brennan, 2007).

A societal imbalance

On the contrary, the need to always wear the prosthesis (especially in public)
was unlikely to be a valued-based decision. The prosthesis served to disguise
the women’s changed bodies (described by the theme ‘prosthetic disguise’),
which some experienced as being defective following their mastectomy. The
prosthesis helped women to avoid these thoughts and feelings towards their
bodies. It also protected some women against societal views of illness whilst
maintaining the social meaning attached to their breasts as being a focus of
femininity and attractiveness (Salter, 1997). In ACT, avoidance or suppression
of negative thoughts and emotions is referred to as being ‘experiential

avoidance’ (Harris, 2009). Avoiding, rather than accepting or acknowledging
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these difficulties may increase the women’s distress overtime (Hayes, Luoma,
Bond, Masuda & Lillis, 2006). However, overall, the prosthesis served to
manage both a physical, cognitive and emotional imbalance that resulted from

having one breast.

Battle of the breast

Women'’s relationship with their remaining breast can also be understood in
the context of a breast cancer society. Breast cancer campaigns over-expose
women to the risks of the illness (Orenstein, 2013) whilst highlighting the
extent of its prevalence. The prevailing message is one where women are
encouraged to ‘fight’ and ‘beat’ cancer (Parkinson, 2003). In doing so, women
are themselves placed under attack to remove the disease (Kasper, 1995).
Consequently, women try to “get ahead” of cancer (Rendle, Halley, May &
Frosch, 2015) by electing more aggressive forms of treatment (see Covelli et
al., 2015), even prior to their knowledge of having a diagnosis (for example,

‘damage limitation’).

Due to the connection that breasts are perceived to share with one another (‘a
breast connection’), the remaining breast, by association, has turned ‘bad’ with
the potential to be destructive (Parkinson, 2003). Surgical decision making is
thus aided by disconnecting from the cognitive and affective meanings that
women previously ascribed to their breasts, whilst also recognising that a
breast reconstruction would not be the same (‘an inferior replica’); a finding
also described by Holland, Archer & Montague (2016). Consequently, some
women detached from their remaining breast (‘a burdensome breast’),
including from its sexual meaning, which could be an attempt to prepare for a
future cancer ‘battle’. This may help women distance themselves from their
fear of cancer. However, for others whose fear is overwhelming, the
disconnection from their remaining breast could ease their decision to have a
CPM.

Limitations
Consistent with an IPA approach, a purposive sample was recruited to ensure
homogeneity within participants. Whilst homogeneity was achieved, some

differences were noted. This included three women having a previous cancer
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diagnosis and one woman having immediate family members with breast
cancer. These factors may have altered their degree of risk for contralateral
breast cancer. In addition, one interview (Phyllis) was conducted in the
presence of the participant’s adult daughter. Whilst every effort was made to
‘bracket’ her daughter’s contributions, these would have inevitably shaped her

interview.

Women'’s experiences of having breast cancer and a mastectomy have been
found to differ over time (Drageset, Lindstrem & Underlid, 2016). This study
reports on seven women'’s experiences at a single time point, all of which were
within three years of having a mastectomy. Their experiences of worry about
cancer recurrence (Hagen et al., 2015) and their decision to have a
reconstruction (Fallbjork, Salander & Rasmussen, 2011) could therefore alter
at different stages, especially given that one woman had not completed her
treatment. Longitudinal research would be required to identify these changes

which could better inform psychological interventions.

Clinical implications and future research

Women’s decisions not to have a reconstruction was a choice that was
embedded within their personal values. Unlike Reaby (1998), the researcher
of the present study did not perceive this decision to reflect the ‘easiest’ option.
However, the prosthesis was found in part, to help women avoid the impact of
their changed bodies post-mastectomy. As recommended by NICE (2009) all
women with breast cancer should have access to psychological support. For
women with one breast, this could help them to have greater insight and an
ongoing acceptance of their difficulties. This could improve their quality of life

and continued ability to live with one breast.

Six of the seven women in this study were aged over 55, while one, Claire was
46. This sample reflects existing research that describes how women generally
over the age of 60 are less likely to undergo a breast reconstruction. However,
it is important to consider that these women shared many similarities in
regards to their outlook on life and the ways in which they perceived

themselves before and after a mastectomy. Such facets were not always
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determined by their age or stage of their life. The decision not to have a

reconstruction therefore should not just be understood in terms of age alone.

Due to the experiential and idiographic nature of this study, the findings are
not generalisable. However, much can be learnt from these women in terms
of how they manage a life with one breast and their fear of cancer recurring.
Further research with a greater sample size is required to explore how women
perceive their remaining breast, specifically amongst women who elect to have
a CPM in absence of a risk-reducing benefit. For women electing to have CPM
through fear, ACT could be used to help relieve emotional distress that can
contribute to symptom reporting and misattribution of such symptoms (Ogden,
2007), that would otherwise perpetuate the fear of cancer returning (Crist &
Grunfeld, 2013).

Conclusion

This study reports on the findings of seven women’s experiences of living with
and managing the imbalance of having one breast. The difficulties that
persisted following their diagnosis were more often attributed to the need to
look normal to others and to overcome a sense of defectiveness that had been
imposed on them through the idealised two-breasted woman. Women
managed these impositions by embracing the use of a prosthetic breast, whilst
also focusing on aspects of their lives which they valued, over that of having
cancer and a changed body image. All women reflected positively on their

ability to cope and recognised this as being a source of their strength.
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Abstract

This paper provides a reflective commentary on the methodology, ethical
challenges, findings and clinical implications from Papers 1 and 2. This is a
requirement for the doctorate in Clinical Psychology and is not for the aim of
being published. Paper 3 has been written in the first person to reflect the

researcher’s personal account of conducting clinical psychology research.
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A Feminine Connection

What is wrong with having just one breast?

During my first year of doctoral training, | was allocated a placement working
within a Psycho-Oncology service. As part of this placement, | was invited to
attend routine psychological consultations with women who were electing to
have a contralateral mastectomy. Following on from the assessments with
women and their expressed desires to either have two breasts or none at all,
my supervisor on this placement, Dr Marilyn Owens, queried ‘what is so bad
with having just one breast?’. At first, | believed it to be ‘common sense’ to
either have two breasts or none. This question challenged my own
assumptions and beliefs surrounding women’s experiences of breast cancer
and what a female body should look like including the meaning behind having
symmetrical breasts. It was following this conversation that | went on to

construct a thesis driven by this question.

Fighting for the topic

During discussions with my peers about my research topic, | was confronted
with confusion that paralleled my own as to why women would choose to have
one breast. This often made me doubt the value of the research and during
the planning stages | kept needing to remind myself of the clinical utility of this
research. | was later reassured by the interest from the breast nurses and a
surgeon at the NHS Trust that supported the recruitment to this study. During
a meeting with a nurse and surgeon, the surgeon expressed his own research
interest into the expectations that women have when electing a breast
reconstruction. He said he believed that women expected a reconstructed
breast to look exactly like the one they’ve lost. | noted that this conversation
began to focus on women'’s decisions to have a reconstruction, rather than on
women who choose not to. | found myself once more having to defend my own
research focus. After reading about women’s experiences in the literature, my
fight to defend this research topic seemed to mirror the fight of some women
who were choosing not to have a reconstruction. This increasingly reassured

me of the value of this research.
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A feminine connection

| have never previously identified myself as a feminist, but since commencing
this research, | have been drawn to the literature that identifies the
medicalisation of women’s health across the lifespan (Conrad, 2007). This has
also been emphasised to me through supporting my sister during a planned
home birth, and her need to keep her birth plan ‘quiet’ due to the potential
disapproval from others. This has fuelled my passion as a Clinical Psychologist

to empower women and the decisions they make.

Paper 1. Reconstruction and CPM: Pathways to Normality?

Reflecting on the process

| believed this to be a radical piece of a research in a field where CPM and
reconstruction are viewed as entirely separate procedures, despite their
similarities. | found it striking that risk and survival benefit dominate authors’
discourse around CPM, but are largely absent from research exploring
decisions for reconstruction. This is despite the fact that neither surgery is

without risk and both procedures involve compromising healthy body tissue.

My review question initially attempted to find out how decisions to have
elective breast surgery were made by women who had a unilateral
mastectomy. This search revealed that women make elective-surgical
decisions prior to having their mastectomy; women decide against having one
breast before they even experience it. This altered my research focus to how
women who have a unilateral breast cancer (and who require a mastectomy)
make decisions to have elective surgery. In doing so, | kept my initial search
terms given that searching for ‘mastectomy’ would be inclusive of women with

a single side breast cancer.

As part of constructing the search strategy, | felt under pressure to try and find
every relevant paper that | could, which ended up being an arduous and
extensive task. My experience of this reflected the findings by Neill, Amstrong
& Burnett (1998) who stated that information seeking provided a coping
strategy for women wanting a reconstruction. For me, this process helped me
to manage my fear of failure associated with completing this doctorate.

Fortunately, | sought support from my supervisors who were able to offer
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reassurance. However, | wondered about the support provided to women who
do not elect to have a reconstruction, given that psychological support is
predominantly offered to women who wish to undergo this procedure
(Rainsbury & Willett, 2012).

Limitations

Combining decision-making for reconstruction or CPM was a complex task.
The research for reconstruction is complicated by participant samples being a
mix of women who have and have not had a reconstruction, and who have
different diagnoses (for example, unilateral combined with bilateral breast
cancer) and breast surgeries (including breast conservation surgery and
mastectomy). Similarly, participant samples in studies exploring CPM are
mixed with high and low risk women for contralateral breast cancer and also
include women who have had a reconstruction. Trying to identify women who
share similar decision-making experiences was a significant challenge. In
addition, some women choose to have a reconstruction following their CPM
and hence can elect to have both surgical procedures rather than one or the
other. For this reason, there may be a greater variation in the decisions that
women make based on these differences, than those outlined in Paper 1.
However, | was reassured by my supervisor, in her role as Chair of the Faculty
of Oncology and Palliative Care for the British Psychological Society, that this
is in fact the national picture and it contributes to the confusion in developing
appropriate decision-making guidelines.

Paper 2: “It’s all about a balance...”: Women’s experiences of having

one breast

Ethical issues
Identifying women with one breast in the community was far easier than in the
published research; a possible indication of their experiences being
underrepresented in the existing literature. | was keen to commence my
interviews after enduring the bureaucratic nature of the NHS ethical approval
process. | was surprised then, that when requesting consent and signposting
participants to the information sheet prior to the interviews, that participants
were generally not interested in the ethics. Phyllis humorously said “I don'’t
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care about all of that, ask me what you like love”. However, it was during this
same interview that Phyllis described some distressing experiences related to
her care in hospital, substantial enough to warrant a complaint. | was pleased
that | had provided her with the Patient Advice and Liaison Service number
within the participant information sheet, despite her not wishing to act on her

concerns.

The ethical process was also reassuring in supporting my transition from
clinician to researcher. Women were sharing their personal and often
distressing accounts of having breast cancer. | was suddenly faced with the
reality that, although | was able to draw upon my clinical skills if necessary, |
was not in a positon to offer participants psychological therapy. For this
reason, | was reassured by the NHS ethical process. This provided me and
the participants with a safety net that enabled me to leave the interviews with
confidence of their welfare.

Reflecting on process

Making field notes and transcribing my own interviews enabled me to reflect
on one interview at a time. | noted from the first participant that | introduced
the topic of her remaining breast over half way through the interview. |
appeared to fall into the trap that is so apparent in the research, by focusing
on what has been lost and not what remains present. However, my interview

style may have been a reaction to the participant’s defence:

Petra appeared committed to demonstrating her strength to me, to the
extent this felt intimidating at times. She quickly dismissed the idea of
having thoughts or feelings towards her opposite breast, an idea that
she seemed to consider as being weak. She ended the interview
stating that | probably wanted someone who was ‘psychologically

suffering’.

| reflected on Petra’s need to appear strong in relation to her profession as a
nurse. This may have been a coping strategy developed from having to
prioritise the needs of others over her own. Following this interview, | made a
concerted effort to ask about women’s experiences of their opposite breast

towards the start of the interview.
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| found that once the interview was over, women were interested in my own
perspective of having/not having a breast reconstruction. It seemed odd, that
irrespective of having cancer, | was still entitled to an opinion on this decision.
In this sense, it is being a woman that gives me access to this decision, and
not my experience of having cancer. This was noted during the literature
review, whereby studies exploring reconstruction did not include women’s
experience of cancer, which contrasted to research exploring CPM. The topic
of reconstruction seems to reinforce the notion of breast cancer as a cosmetic

rather than a health crisis (Rubin & Tanenbaum, 2011).

Women in the study demonstrated their array of coping styles. | felt reassured
by the women as they described their ability to hold on to their sense of self in
spite of their significant physical changes. All of the participants described
wearing the prosthesis in public, even if they were comfortable without it at
home. | was surprised by the comparison between breast loss to their
perceptions of disability, which appeared to connect them to a physical sense
of defectiveness. The perceived defectiveness of having one (or no) breasts
iIs perhaps further perpetuated by the National Health Service, whereby
reconstruction is promoted, and where CPM is challenged. Sue described
being repeatedly asked by her doctor whether she wished to pursue a
reconstruction despite her decision against it. It would seem incomprehensible
that women would be asked or even encouraged to have a CPM in absence
of a medical need. It is not surprising then, that women who make decisions
against the norm of having a reconstruction describe themselves as being

‘different’ to others (see Paper 2).

Limitations

Due to the subjectivity of Interpretative Phenomenological Analysis, Smith
(2011) recommends that data is discussed with other researchers to provide
triangulation and reduce bias. Whilst the themes of Paper 2 were clarified with
my supervisors, it was not possible to do this in any great depth. Having the
availability of a research team or second reviewer, could have strengthened

the validity of the themes identified.

Women’s curiosity towards my own opinion regarding reconstruction may

have been a reflection on our age differences. The experiences which they
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agreed to share with me were likely shaped by this difference. | reflected on
this with my supervisor, specifically in regards to the difficulty of asking about
women’s sexual experiences post-mastectomy. | found this topic difficult to
approach due to the absence of a perceived neutrality in which a dialogue
around sex could be facilitated. | found that women were generally quite
dismissive about the impact of their mastectomy on their sex lives. The
differences between our ages may have also influenced how women spoke
about their remaining breast. To overcome this limitation, an open-ended
questionnaire that explored women’s sexual experiences after mastectomy

may have facilitated a more open conversation.

Clinical Implications

Based on the findings of Paper 1 and 2, Clinical Psychologists have the
opportunity to support women to reflect on the meaning they ascribe to their
breasts, and the impact that mastectomy has imposed on this meaning. This
would be beneficial given that surgical decisions could be made in response
to their unknowing disconnection from these meanings. This could
subsequently impact on the expectation of the elective surgery and the role

women expect the surgery to serve.

Overall, women’s decisions not to have a reconstruction should be viewed as
making an active choice rather than a ‘non-choice’ (Holland, Archer &
Montague, 2016). Psychological support should be offered to aid this decision,
much as women are offered psychological support when electing to have

reconstruction or CPM.

Future Directions

There is much curiosity around women electing CPM based on its limited
survival benefit. In contrast, there appears little concern about the promotion
of reconstruction in absence of a definitive psychosocial benefit. Further
research with greater methodological rigour and longitudinal designs are
required to investigate the role of reconstruction on body image and quality of
life. Similarly, research is required to determine the effect that CPM has on
reducing the fear of a cancer recurrence (Beesley, Holcombe & Salmon, 2013)
compared with those who do not elect this surgical choice. The outcomes
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should also be compared against the use of psychological therapies for the

treatment of fear associated with cancer recurrence.

The women in this study described how they had adjusted to the use of their
prostheses, though most mentioned their expense and heaviness. More
attention should be given to ensuring women are aware of their ‘one breasted’
options, and the products which are available. This is important given some
women elect to have a reconstruction because of their expectations of how
they may cope without a reconstruction (Begum, Grunfeld, Ho-Asjoe &
Farhadi, 2011).

Learning points

As a psychologist, | am naturally drawn (and trained) to tolerate being in a
position of ‘unknowing’ rather than that of an ‘expert’. The unknown position
facilitates curiosity and encourages a greater person-centred approach that is
so integral to clinical psychology (British Psychological Society, 2009). In
contrast, doctoral research requires greater authority and certainty over one’s
knowledge and interpretation. This position has helped me to have a greater
sense of autonomy and self-belief as a researcher and as a clinician.
Conducting this research has also encouraged me to work methodically and
scientifically, whilst integrating my own reflexivity. By completing this doctoral
thesis, | feel | have developed the skills that reflect the cornerstones of being
a reflexive-scientist practitioner (Health and Care Professions Council, 2012).

Concluding Comments

As a female, | am subject to being on the receiving end of breast cancer
campaigns and have in the past, taken part in various Race for Life events in
the support of breast cancer. My position with this movement has been on the
periphery of having some knowledge of breast cancer and some experience
of what it is like to lose someone to the iliness. In effect, | currently have a
flexible membership to a club that | might one day have exclusive access to,
whether | desire it or not. Despite having more exposure to the positive role
that others can offer after having breast cancer, | remain ambivalent towards
the authenticity of these connections. The marketing of the campaign itself is

also something I fail to connect with. Does losing a breast mean | am required
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to connect with all things pink and feminine? | continue to question whether
the over-exposure to breast cancer awareness allows women to connect with
their own emotional experience of the disease. | also question whether the
pink campaign puts femininity at the forefront before women can even question

what meaning they ascribe to being and feeling feminine.

It is important that | stipulated that | am no more favourable to one decision
than another. | am also immensely aware of the benefits that being a member
of ‘breast watchers’ provides for some women. The overall aim of my empirical
paper was to hear the views of women who are underrepresented in breast
cancer research. Considerable clinical value can be taken from these women
who accept and manage their changed physical female form, whilst deciding
against surgery that challenges the norms and pressures of society to look like

the ‘ideal’ female.
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Appendix A

Author Guidelines for Psycho-oncology

Manuscript style. The language of the journal is English. 12-point type in one of the
standard fonts: Times, Helvetica, or Courier is preferred. It is not necessary to double-line
space your manuscript. There should be a separate title page with full information and
another page for an abstract, prior to the Introduction. Tables must be on separate pages
after the reference list, and not be incorporated into the main text. Figures should be
uploaded as separate figure files.

e During the submission process you must enter the full title, short title of up to 70
characters and names and affiliations of all authors. Give the full address, including
email, telephone and fax, of the author who is to check the proofs.

¢ Include the name(s) of any sponsor(s) of the research contained in the paper, along
with grant number(s)

e Enter an abstract of up to 250 words for all articles. An abstract is a concise summary
of the whole paper, not just the conclusions, and is understandable without reference to
the rest of the paper. It should contain no citation to other published work.

You must submit your abstract according to these headings: objective; methods;
results; conclusions.

e Include up to ten keywords which must contain the words cancer and oncology that
describe your paper for indexing purposes.

e All manuscripts must include within the Discussion section a paragraph explaining
the study limitations and a paragraph explaining the clinical implications of the
study.

e Research Articles should not exceed 4000 words (including no more than four figures
and/or tables) plus up to 40 references. Review papers of up to 6000 words will be
considered, with 80 references - authors should contact the Editors for advice. All
papers should use the following headings: Background, Methods (including statistical
methods), Results, Conclusions. Word counts should include the title page, abstract,
main manuscript, tables and figures, but exclude the references.

Reference style. All references should be numbered consecutively in order of appearance
and should be as complete as possible. In text citations should cite references in
consecutive order using Arabic superscript numerals. Sample references follow:

a) Journal article

1. King VM, Armstrong DM, Apps R, Trott JR. Numerical aspects of pontine, and inferior
olivary to two paravermal cortical zones of the cat cerebellum. J Comp Neurol. 1998;39:537-
551.

b) Chapter in a book

2. Jupiter KC, Ringer DC. Nonhuman Primates. In: Fond MG, Sanders CC, Loewen FM,
eds. Laboratory Animal Medicine. San Diego: Academic Press; 2002:675-791.
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c) Book

3. Voet D, Voet JG. A Population-based Policy and Systems Changed Approach. New York:
John Wiley & Sons; 1990.
d) Website references

4. Groove KJ. Primate Factsheets 2010. http://pin.primates.12345.wisc.edu/factsheets/.
Accessed November 21, 2015.
Journal title abbreviations should conform to the practices of Chemical Abstracts.

Illustrations. Upload each figure as a separate file in either .tiff or .eps format, with the
figure number and the top of the figure indicated. Compound figures e.g. 1a, b, ¢ should be
uploaded as one figure. Tints are not acceptable. Lettering must be of a reasonable size that
would still be clearly legible upon reduction, and consistent within each figure and set of
figures. Where a key to symbols is required, please include this in the artwork itself, not in
the figure legend. All illustrations must be supplied at the correct resolution:

Black and white and colour photos - 300 dpi

Ethics.This journal is a member of, and subscribes to the principles of, the Committee on
Publication Ethics (COPE). Authors of research papers should provide information about
funding, a Conflict of Interest statement, the name and reference number of the Research
Ethical Committee, and (if the paper is a clinical trial) details of trial registration, including the
registration number and name of the registry. All of these declarations should be in the main
paper itself, not in a separate document. If authors include named individuals in the
Acknowledgements they must confirm that they have approval from those individuals in their

covering letter.
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Appendix B

Search Terms

The following terms were searched in EBSCO, Web of Science and
Cochrane Library. All searches were conducted on 14.12.16.

EBSCO search - All terms were searched using the ‘Abstract’ option.
Web of Science - All terms were searched using the “Topic’ option.
Cochrance Library - All terms were search using the ‘Abstract/topic/title’
option.

"unilateral mastectomy" OR mastectomy OR "simple mastectomy” OR "total
mastectomy"

AND

reconstruct® OR “contralateral prophylactic mastectomy” OR “contralateral
mastectomy” OR "contralateral risk reducing mastectomy" OR “risk reduc*”
OR "breast reconstruction”

AND

experienc* OR “decision making” OR decision* OR decid* OR choice* OR
reason*

AND NOT

"genetic testing" OR "prophylactic bilateral mastectomy” OR "BRCA 1” or
“BRCA 2” OR “bilateral risk-reducing mastectomy" OR "bilateral prophylactic
mastectomy” OR "partial mastectomy” OR "breast conservation”
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Appendix C

Excluded Topics using Web of Science Database

Physics applied

Obstetrics gynaecology

Paediatrics

Otorhinolaryngology

Radiology

Nuclear medicine

Medical imaging

Public environmental occupational health
Materials science biomaterials
Infectious diseases

Integrative complementary medicine
Cardiac cardiovascular systems
Imaging science photographic technology
Urology nephrology

Hematology

Respiratory system
Gastroenterology hepatology
Genetics heredity

Pathology

Engineering multidisciplinary

Optics

Orthopedics

Information science library
Dermatology

Business

Pharmacology pharmacy
Biochemistry molecular biology
Anesthesiology

Biochemical research methods
Engineering biomedical
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Appendix D

Crude Categories of Excluded Articles n=1542

Not related to
decision-making
= 1415

Reviews /systematic reviews/meta-analyses/ Randomised control trial

=75

Case study = 15

Supplement articles/editorials = 13

Study Protocol =5

Surgeon perceptions/influences = 19

Surgery methods and aesthetic surgery/functional outcomes = 909
Survival rates, trends in surgery types, variations in surgery = 120
Regression studies = 31

Comparison studies = 20

Economic cost of surgery = 10

The impact of pain = 3

Health behaviours/health factors = 3

Genetic testing/familial risk/hereditary/BRCA studies = 58

Impact of radiotherapy/chemotherapy = 41

Use of MRI =10

Claims =2

Role of multidisciplinary teams = 3

Intervention studies = 3

Quality of life/satisfaction/body image/patient reported outcomes = 43

History of reconstruction = 2
Age related = 2

Qualitative = 26

Not oncology = 2

Decision-making
=127

Review =13
RCT =3
Case study = 3
Mixed methods = 2
Guidelines =1
Involves oophorectomy = 1
Supplement/editorial papers = 4
Partial/breast conservation = 6
No reconstruction = 3
Not oncology = 2
The role of the internet = 1
Quantitative studies = 88

o Factors influencing/predictors/social factors = 43
Informational needs of patients = 4
Comparison studies = 11
Intervention studies = 1
Decision regret =7
Decision-making tool =7
Quality of life =4
Satisfaction = 3
Decision making styles = 1
Surgical methods = 2
Survival outcomes = 1
Family history/genetic risks = 4

O 0O OO O O O O 0 o0 O
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Appendix E

Reasons for Articles Excluded n=8

Reference

Reason for exclusion

-Some focus on decision making

1. Fallbjork, U., Frejeus, E., & Rasmussen,
B. H. (2012). A preliminary study into
women’s experiences of undergoing
reconstructive surgery after breast
cancer. European Journal of Oncology
Nursing, 16, 220-226.

2. Hill, O., & White, K. (2008). Exploring
women's experiences of TRAM flap
breast reconstruction after mastectomy
for breast cancer. Oncology Nursing
Forum, 35, 81-88.

3. Fang, S., Balneaves, L. G., & Shu, B.
(2010). "A struggle between vanity and
life": The experience of receiving breast
reconstruction in women of Taiwan.
Cancer Nursing, 33, 1-11.

4. Murray, C. D., Turner, A,, Rehan, C., &
Kovacs, T. (2015). Satisfaction following
immediate breast reconstruction:
Experiences in the early post-operative
stage. British Journal of Health
Psychology, 20, 579-593

This article from Sweden focuses on
women’s experiences of having
reconstruction. Deciding to have
reconstruction features within this study but
it is not the primary aim of the research.

The aim of this study was to explore
women’s experiences of TRAM flap
reconstruction. Decisions regarding breast
reconstruction were explored but these
were asked alongside the impact of breast
cancer and having a mastectomy.

This study explores the experiences of
Taiwanese women who have undergone
breast reconstruction. Questions were
asked about how women made the decision
to have surgery but decision-making was
not the primary aim.

This study aimed to explore women’s
experiences of immediate reconstruction
shortly following surgery with the objective
to determine the factors influencing patient
satisfaction. Decision making features
throughout this article but is not the primary
focus of the study.
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Reference

Reason for exclusion

Heavier focus on decision making

5. Fallbjérk, U., Salander, P., & Rasmussen,
B. H. (2012). From "no big deal" to "losing
oneself": Different meanings of
mastectomy. Cancer Nursing, 35, 41-48.

6. Potter, S., Mills, N., Cawthorn, S., Wilson,
S., & Blazeby, J. (2013). Exploring
inequalities in access to care and the
provision of choice to women seeking
breast reconstruction surgery: A
qualitative study. British Journal of
Cancer, 109, 1181-1191.

7. Truelsen, M. (2003). The meaning of
‘reconstruction’ within the lived
experience of mastectomy for breast
cancer. Counselling & Psychotherapy
Research, 3, 307-314.

8. Wolf, L. (2004). The information needs of
women who have undergone breast
reconstruction. Part 1: decision-making
and sources of information. European
Journal of Oncology Nursing, 8, 211-223.

This study explores how women describe
having a mastectomy and the impact it has
on their lives, which helps the authors to
contextualise women'’s reflections on having
reconstruction. Reasons for having and not
having reconstruction did heavily feature
within the results but this was not the
primary aim of the article.

The aim of this study was to explore
patients’ and heath professional’s
experiences of provision of choice in NHS
services relating to breast reconstruction.
The objective was to determine what
choices and barriers are in place in respect
to having a breast reconstruction.

This study explored women'’s experiences
of having a mastectomy and either choosing
to have or not have breast reconstruction.
However, the article did not meet the quality
requirements as outlined by the CASP
quality tool and considerable ethical
concerns were identified. Specifically, in
regards to the role of the researcher and
approach to participant recruitment.

Decision-making for breast reconstruction
was explored in the context of the
information needs of women undergoing
this surgery. This article focuses on the
relevance and timing of information that is
appropriate to support women’s decisions.
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Appendix F

Quality Scoring Framework using a Critical Appraisal Skills Programme

Tool
KW Not Partially Completely | JW Not sure | Partially | Completely
Fulfilled fulfilled fulfilled fulfilled fulfilled
1 2 0 1 2
0
1. Statement of aims 1. Statement of

aims

2. Appropriate method 2. Appropriate
method
3. Research design 3. Research design
appropriate appropriate
4. Appropriate 4. Appropriate
recruitment? recruitment?
5. Data collection 5. Data collection
appropriate? appropriate?
6. Researcher’s role 6. Researcher's
role
7. Ethical issues 7. Ethical issues
addressed? addressed?
8. Rigorous data 8. Rigorous data
analysis? analysis?
9. Clear statement of 9. Clear statement
findings of findings
10. Valuable? 10. Valuable?
Scores Scores
Total Score Total Score

95




Participant Characteristics

Appendix G

Recon = Reconstruction IR = Immediate Reconstruction DR = Delayed Reconstruction

Author Cancer stage  Age Time since Surgery type Marital status Education Ethnicity

surger

(M/Range) gery

Beesley, Unknown 47 (24-68) Mean of 3 Mastectomy = 52/60 Unknown for Unknown Unknown
Holcombe, years since Bil | _4 entire sample
Brown & last ilateral mastectomy =
Salmon, 2013 therapeutic 54 patients went on to

surgery. have CPM, 3 awaiting the

decision to have CPM.

Begum, Unknown 48 (38-61) 12.5 months IR=12 Married = 12 13/21 had Caucasian =13
Grunfeld, Ho- (4-35 DR=9 Divorced =3 obtained degree  Black African =6
Asjoe & months) Single =6 level or higher Black Caribbean
Farhadi, 2011 since recon All autologous =1

reconstruction

White Portuguese
=1
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Author Cancer stage  Age Time since Surgery type Marital status Education Ethnicity
(M/Range) surgery
Boehmer, No recon: No recon: Unknown TRAM Flap = 3 Unknown No recon: No recon:
Linde & 50.7 (43-61) . College = 4 Caucasian =7
Freund, 2007 Stage 0= 2 Saline implant = 5 College grad =3
Stagel=1 Recon: Recon:
Stage 2 =3 47.3 (41-53) Recon: African American
Unknown = 2 College = 5 =1
College grad =3  Caucasian = 7
Recon:
Stage 0=2
Stage 1=1
Stage 2=3
Unknown = 2
Covelli et al., Stage 1 =15 Unilateral 9-12 months  Unilateral mastectomy Unknown Unknown Unknown
2015 mastectomy  from either with recon = 3
Stage2=14  _55(42.84) having
unilateral Cpntralateral mastectomy
CPM = 37-69 mastectomy with recon = 8
M46 or UM+CPM

Unilateral mastectomy no
recon = 6

Contralateral mastectomy
no recon = 8
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Author Cancer stage  Age Time since Surgery type Marital status Education Ethnicity
(M/Range) surgery
Harcourt & Unknown 55 (29-78) Unknown Mastectomy alone = 56 No recon No recon Unknown
Rumsey, 2004 . . .
Immediate reconstruction Married = 39/56 Post-secondary
=37 education = 25
Recon group
Married = 26/37  econ group
Post-secondary
education = 18
Jerome- 0=2 46 (30-68) 1-3years of  All women underwent Single =1 Some college =7 Caucasian = 22
D’Emilia, diagnosis bilateral mastectomy and _ . .
Suplee, Boiler 1=7 (Age at and bilateral reconstruction. Married = 20 College graduate  African American
& D’Emilia, 2=9 Ic\i/lljgnloss = treatment Divorced = 2 =12 =1
2015 1) Graduate school
3=5 =4
Lee, Hultman  History of early Unknown Recruitment  Women who either opted  Unknown Unknown Unknown
& Sepucha, stage breast within 5 to have reconstruction or
2010 cancer years of not. No further details
women given.
having a
mastectomy.
Neill, Not stated 48 (39-61) Unknown IR=10 Married = 8 Unknown White = 8
Amstrong & DR=1 Divorced =1 African American
Burnett, 1998 e TRAMflap =6 Single = 2 =2

e Saline=4
e Silicone=1

Asian American =
1
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Author Cancer stage  Age Time since Surgery type Marital status Education Ethnicity
surger
(M/Range) gery
Reaby, 1998 Not stated Prosthesis Between 2 Breast recon = 31 Married = 67 unknown White = 76 (80%
group =M 63 and 7 years N 64 (70% of the of the sample)
Recon =M since o recon = sample)
a diagnosis. i
495 g Typg of re_:t():ogstructlon No further -
(M=3.2 not described. information : ? urther -
years) provided. information given.
Rendle, Hally, Stage M48.1 Unknown All underwent Married/partnere  Graduate degree  Asian = 2
May & Frosch, 0=1 NG furth Contralateral d=7 =4 c an =6
2015 - 0 l.m er mastectomy. . College graduate aucasian =
1=6 details given Separated/divorc  _ _ ,
5=1 od =2 =2 Hispanic= 1
3 ~ 1 - Some college = 2
a High school =1
Rubin, Unknown Age at 23 women Recon =12 Single =13 Unknown African American
Chavez, mastectomy had recon in N _ 15 Married = 10 women
Alderman & 52.7(26-78)  the last 3 o recon = Widowed = 3
Pusic, 2013 years Unknown =1
Mastectomy -
1 month-8
years
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Author Cancer stage  Age Time since Surgery type Marital status Education Ethnicity
surger
(M/Range) gery
Rubin & Stage: (29-56) 7-82 months Recon =11 Long-term All highly Caucasian = 12
Tanenbaum, 0-2= 9 NG furth since N —5 relationship = 7 educated, holding Unk -1
2011 >é :3 do L.Jlr er mastectomy. o recon = Single = 5 some college nKnown =
N e ¢ q etalls given. ingle = education and 8
ever informe Divorced = 1 holding degree or

=1

graduate
education.
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Appendix H

Thematic Analysis: Method for Qualitative Synthesis

Adapted from Thomas & Harden (2008)

Stage

Description

1. Free line-by-line
coding

This involves the translation of concepts between each article to develop a list of
codes. Multiple codes can be used to describe single sentences. Ensure
developing codes reflect the text description as closely as possible.

2. Organising free
codes to develop
descriptive themes

Organise the codes into themes looking for those that both support and refute the
developing themes.

3. Develop analytical

themes

Involves going beyond the developing themes and applying them to answer the
review question.




Appendix |

Examples of Coding Strategy
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Appendix J
List of Codes and Supporting Examples

Descriptive codes

Evidence (Descriptive statements and quotes)

Article

The initiation of the
decision

Because he said to me, do you want to reconstruct it and | said no, |
want want to get rid of it [first]”.

Harcourt & Rumsey, 2004

Women argued sensibly and cogently.

Beesley, Holcombe & Salmon,
2013

CPM discussion was always initiated by the patient.

Covelli et al., 2015

Reconstruction was initiated by the surgeon.

Harcourt & Rumsey, 2004

Reconstruction
and pressure

Implicit and explicit pressure to have reconstruction with clinicans
framing it to be a ‘natural’ step in treatment following mastectomy.

Rubin & Tanenbaum, 2011

Assumptions were made about what the women wanted —
information was selectively offered to the women.

Rubin & Tanenbaum, 2011

You have to justify to opt out of surgery, reasons for opting in were
viewed as self-evident, particularly those judged to be good
candidates.

Rubin & Tanenbaum, 2011

Just do it —
reconstruct or get
rid

Get rid of them.

Beesley, Holcombe & Salmon,
2013

Just do it (have reconstruction).

Begum et al., 2011.
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We'll just do this and get it done and then close this chapter.

Jerome-D’Emilia, Suplee, Boiler
& D’Emilia, 2015

| was just like, I'm done, take them both.

Rendle, Halley, May & Frosch,
2015

Control cancer

Move on, regain control over body and future.

Beesley, Holcombe & Salmon,
2013

Electing to have a bilateral mastectomy was a means of taking
control.

Jerome-D’Emilia, Suplee, Boiler
& D’Emilia, 2015

CPM means removing future worry.

Rendle, Halley, May & Frosch,
2015

Reconstruction put women in the power seat — it enables them the
choice of when and where to talk about their cancer history.

Rubin & Tanenbaum, 2011

Vulnerable feelings

Intolerable vulnerability and vulnerability that cannot be reassured.

Beesley, Holcombe & Salmon,
2013

The choice to be flat (CPM) gives peace of mind and symmetry.

Covelli et al., 2015

The difference in breasts reminds you of being a victim (i.e. after
having unilateral mastectomy).

Rendle, Halley, May & Frosch,
2015

Despite reassurances that a second cancer could be detected with
increased surveillance, women were reluctant not to have CPM
based on not wanting to re-live being told about having cancer.

Jerome-D’Emilia, Suplee, Boiler
& D’Emilia, 2015
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Subjective feelings
of risk

Mammograms create worry and are an inconvenience — the
anticipation of worry led some women to have CPM.

Rendle, Halley, May & Frosch,
2015

Benign pain increases subjective risk.

Beesley, Holcombe & Salmon,
2013

All or nothing approach to risk.

Beesley, Holcombe & Salmon,
2013

Disproportionate concerns about breast cancer returning - not being
worried about the treated side but the other side.

Covelli et al., 2015

| didn’t want to consider silicone because the safety is somewhat
guestionable.

Lee, Hultman & Sepucha, 2010

Women worried about the implant interfering with the detection of
the cancer a future cancer.

Rubin, Chavez, Alderman &
Pusic, 2013

Life is on hold
versus getting on

Put life on hold

Beesley, Holcombe & Salmon,
2013

‘Getting life back’ was the prevailing theme of choosing
reconstruction, which also involved seeking information and talking
it over. Women described wanting to get back to a life they had
previously.

Neill, Amstrong & Burnett, 1998

CPM means not having to have other treatments and getting it
done.

Rendle, Halley, May & Frosch,
2015
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Reconstruction gives you your life back.

Rubin, Chavez, Alderman &
Pusic, 2013

Need for Symmetry

The need for breast symmetry.

Beesley, Holcombe & Salmon,
2013

Large breasted women feared being unbalanced.

Boehmer, Linde & Freund, 2007

Choice to have UM and CPM were due to symmetry — trying to
match both breasts by having both reconstructed.

Covelli et al., 2015

The choice to be flat (CPM) which gives peace of mind and
symmetry.

Covelli et al., 2015

A body is supposed to be symmetrical, it will look lopsided.

Neill, Amstrong & Burnett, 1998

Negative feelings
towards self and
wanting to look like
awoman

Actual or expected feelings of having low confidence and negative
feelings towards the self (reason for reconstruction).

Begum et al., 2011.

Some women described feeling complete by having two breasts
again.

Boehmer, Linde & Freund, 2007

| want to feel like a woman again

Covelli et al., 2015

Resisitance is harder to not choose reconstruction (despite images
of one breasted warriors) and again this then turns into feelings of
inadequacy for some women because they did not choose that
option.

Rubin & Tanenbaum, 2011

Procedures and
recovery

“So | guess it was about whether | wanted to go through the pain
and deliberation twice instead of once”.

Begum et al., 2011.
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It takes a long time to recover, to go back and have another
procedure... (reason for immediate reconstruction).

Begum et al., 2011.

She didn’t want reconstruction; we sort of agonized through that
one... but the options weren't realistic for her

Boehmer, Linde & Freund, 2007

CPM allows you to finish treatment. Without CPM it would be a
continuous wortry.

Rendle, Halley, May & Frosch,
2015

Surgery/ reconstruction involves further cutting, pain and more
recovery, more pain and no guarantees it will work out.

Rubin, Chavez, Alderman &
Pusic, 2013

Trust in the
healthcare team

Trust in the surgeon and their reputation for doing breast
reconstruction was an influencing factor.

Begum et al., 2011.

The roles of trust and power from the surgeon are very important.
Breast nurses are very important.

Reaby, 1998

A lack of trust in the screening equipment led to making a decision
to have CPM.

Rendle, Halley, May & Frosch,
2015

Risk of implants rupturing etc.

Rubin & Tanenbaum, 2011

Being black...we don't trust the medical profession. We figure they
use us as guinea pigs.

Rubin, Chavez, Alderman &
Pusic, 2013

Elective surgery is
an emotional

Reconstruction is an emotional response to having the breast
removed and the woman’s belief about what it would be like to live
without a breast.

Begum et al., 2011.
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response to
mastectomy/cancer

Reconstruction reduces the emotional response to having a single
breast

Begum et al., 2011.

The prosthesis does not allow you to cope with breast loss

Reaby, 1998

Breast
reconstruction
maintains body

Reconstruction helps to maintain a positive body image and
maintain femininity.

Begum et al., 2011.

“Otherness” was noted in context of health providers — discrepency

Boehmer, Linde & Freund, 2007

iImage and : . . . )

femigninity of values and body image with mainstream society. Lesbians have
diffeent views about body image.
Choosing autologous reconstruction — it's more natural and droops | Lee, Hultman & Sepucha, 2010
more naturally.

(Social) An adult woman should have both breasts. Begum et al., 2011.

perceptions of
female body image

Breast size featured in the decisions of whether to have or not have
reconstruction due to the visibility in the difference between breasts.

Boehmer, Linde & Freund, 2007

Reconstruction helps you to deal with the outside world

Lee, Hultman & Sepucha, 2010

Comfort with social self was threatened by physical changes.

Neill, Amstrong & Burnett, 1998

Restore normalcy

So it’s just about feeling, just kind of more normal, feeling a bit
normal straight away (immediate reconstruction).

Begum et al., 2011.

reconstruction made things easier and allowed me to return to what
| was.

Reaby, 1998

Reconstruction is about looking normal.

Rubin, Chavez, Alderman &
Pusic, 2013
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Practicalities of
having elective
surgery

Reasons to have immediate reconstruction were based on practical

issues: money, children and time — one single operations costs less.

Begum et al., 2011.

CPM means not having to have other treatment and getting it done.

Rendle, Halley, May & Frosch,
2015

Not being aware of
reconstuction

| was blind as far as reconstrution was concerned — / didn’t even
know it existed.

Harcourt & Rumsey, 2004

I didn’t know much about reconstruction, because when the doctor
tried to explain it | just left it up to him, | know it was the only thing
that | could live with. | didn’t care about complications or risks.

Reaby, 1998

Information as
overwhelming

You have to be careful what you search for when going online.

Jerome-D’Emilia, Suplee, Boiler
& D’Emilia, 2015

There are multiple sources of information available —women who
have had a reconstruction, physicians, support groups, family and
friends.

Neill, Amstrong & Burnett, 1998

Lots of information can feel overwhelming.

Harcourt & Rumsey, 2004

Information
seeking as a way of
coping

Talking it over enabled women to clarify their thoughts and reinforce
their decision. Talking to others was affirming.

Neill, Amstrong & Burnett, 1998

Collecting evidence helped to know how to feel and to react.

Jerome-D’Emilia, Suplee, Boiler
& D’Emilia, 2015

Information is assimilalated based on the personal needs of the
woman.

Neill, Amstrong & Burnett, 1998
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Hide cancer

The decision to have reconstruction is about covering up cancer.

Boehmer, Linde & Freund, 2007

If people think you are terminally ill then they will think of you
differently — they know it could reoccur — so | decided not to tell
anyone.

Neill, Amstrong & Burnett, 1998

Thinking about the
future

Thinking about partners in the future lead to decing to have
reconstruction.

Boehmer, Linde & Freund, 2007

CPM means never having to go through it again.

Covelli et al., 2015
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Appendix K

Thematic Synthesis

Additional informaticn relating to
body image and illness perceptions

: Cancer and the vulnerable self

Life is on hold: Seeking
and assimilating
information

Trust versus mistrust

Decision-making and finding
meaning

Restoring Wellness

Minimisation

J Moving on and reflecting back

J
l
y

Preventing an uncertain and
vulnerable future

111



Appendices

Paper 2

112



Appendix L

Author Guidelines for submission to the Journal of Psychology and
Health

Preparing your paper
Structure

Manuscripts should be compiled in the following order: title page; abstract; keywords; main text;
acknowledgements; references; appendices (as appropriate); table(s) with caption(s) (on
individual pages); figure caption(s) (as a list).

Word limits

Please include a word count for your paper.
A typical manuscript for this journal should be no more than 30 pages; this limit includes tables,
references, figure captions, endnotes.

Style guidelines

Please use British spelling style consistently throughout your manuscript.

Please use single quotation marks, except where 'a quotation is "within" a quotation’. Please
note that long quotations should be indented without quotation marks.

Formatting and templates

Papers may be submitted in any standard format, including Word and LaTeX. Figures should be
saved separately from the text. To assist you in preparing your paper, we provide formatting
templates.

References

Please use this reference style guide when preparing your paper. An EndNote output style is
also available to assist you.

Checklist: what to include

Author details. Please include all authors’ full names, affiliations, postal addresses, telephone
numbers and email addresses on the title page. Where available, please also include ORCID
identifiers and social media handles (Facebook, Twitter or LinkedIn). One author will need to be
identified as the corresponding author, with their email address normally displayed in the article
PDF (depending on the journal) and the online article. Authors’ affiliations are the affiliations
where the research was conducted. If any of the named co-authors moves affiliation during the
peer-review process, the new affiliation can be given as a footnote. Please note that no
changes to affiliation can be made after your paper is accepted. Read more on authorship.

A structured abstract of no more than 200 words. A structured abstract should cover (in the
following order): Objective, Design, Main Outcome Measures, Results, Conclusion. Read tips
on writing your abstract.

Graphical abstract (Optional). This is an image to give readers a clear idea of the content of
your article. It should be a maximum width of 525 pixels. If your image is narrower than 525
pixels, please place it on a white background 525 pixels wide to ensure the dimensions are
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http://www.tandf.co.uk/journals/authors/style/reference/tf_APA.pdf
http://endnote.com/downloads/style/tf-standard-apa
http://orcid.org/
http://orcid.org/
http://authorservices.taylorandfrancis.com/defining-authorship/
http://authorservices.taylorandfrancis.com/abstracts-and-titles/

10.

11.

12.

13.

maintained. Save the graphical abstract as a .jpg, .png, or .gif. Please do not embed it in the
manuscript file but save it as a separate file, labelled GraphicalAbstractl.

You can opt to include a video abstract with your article. Find out how these can help your
work reach a wider audience, and what to think about when filming.

3-6 keywords. Read making your article more discoverable, including information on choosing
a title and search engine optimization.

Funding details. Please supply all details required by your funding and grant-awarding bodies
as follows:

For single agency grants: This work was supported by the [Funding Agency] under Grant
[number xxxx].

For multiple agency grants: This work was supported by the [funding Agency 1]; under Grant
[number xxxx]; [Funding Agency 2] under Grant [number xxxx]; and [Funding Agency 3] under
Grant [number xxxx].

Disclosure statement. This is to acknowledge any financial interest or benefit that has arisen
from the direct applications of your research. Further guidance on what is a conflict of interest
and how to disclose it.

Geolocation information. Submitting a geolocation information section, as a separate
paragraph before your acknowledgements, means we can index your paper’s study area
accurately in JournalMap’s geographic literature database and make your article more
discoverable to others.

Supplemental online material. Supplemental material can be a video, dataset, fileset, sound
file or anything which supports (and is pertinent to) your paper. We publish supplemental
material online via Figshare. Find out more about supplemental material and how to submit it
with your article.

Figures. Figures should be high quality (1200 dpi for line art, 600 dpi for grayscale and 300 dpi
for color, at the correct size). Figures should be saved as TIFF, PostScript or EPS files. More
information on how to prepare artwork.

Tables. Tables should present new information rather than duplicating what is in the text.
Readers should be able to interpret the table without reference to the text. Please supply
editable files.

Equations. If you are submitting your manuscript as a Word document, please ensure that
equations are editable. More information about mathematical symbols and equations.

Units. Please use Sl units (non-italicized).
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http://authorservices.taylorandfrancis.com/enhancing-your-article-with-supplemental-material/
http://authorservices.taylorandfrancis.com/submission-of-electronic-artwork/
http://authorservices.taylorandfrancis.com/mathematical-scripts/
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Appendix M

Independent Peer Review Approval from the University of Staffordshire

\/

)
STAFFORDSHIRE

Faculty of Health QUS40 |

INDEFENDENT PEER REVIEW APPROVAL FEEDBACK

Researcher Mame  Katherine Williams

Title of Study Women's experience of unilateral breast mastectomy without
reconzstruction

Award Pathway Profeszional Doctorate Clinical Paychology
Status of approval:  Approved

Thank you for forwarding the amendments requested by the Independent Pesr Review
Panel (IPR)

Action now needed:

You must now apply to the Local NHS Research Ethics Committes (LREC) for approval to
conduct your study. You must not commence the study without this second approval.

Please forward a copy of the letter you receive from the LEEC to Karen Simpson at the
Science Centre as soon as possible after you have received approval.

Once you have received LREC approval you can commencs your study. You should be
sure fo do =0 in consultation with your supervisor.

You should note that any divergence from the approved procedures and research method
will invalidate any insurance and liability cover from the University. You should, therefore,
notify the Panel of any significant divergenes from this approved proposal.

When your study iz complete, pleaze send the Faculty ethics commitiee an end of study
report. A template can be found on the ethics BlackBoard site.

Signed: Dr E Boath Date: 17" December 2015
Cheair of the Faculty of Health Sciences IPR Panel
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Appendix N

NHS Research Ethics Committee Confirmation

NHS

Health Research Authority

West Midlands - Black Country Research Ethics Committes
Foya Sxandand Flace

HoEngram
MG EF3

24 May 2016

Mrs Katharine Willlams

Tralee Chnlcal Psychologlst

South StafMordshire and Shropshire NHS Trust
Trust HQ, 5t Geonge's Hospital

Corporation Strest

Staford

ST15 32R

Dear Mrs Willams

Study titla: How do women sxperience having cns breast following
simpls mastectomy without reconstruction? &

phenomenobegical atudy.

REC refarancs: 16141

IRAS projsct I0: 131307

Thank you for your lether of 13 May 2016, responding to the Committee’s request for further
Infommation on the abowe research and mi]mrlﬂrrg revisad documeniation.

The furiher Informabion has been conslderad on behalf of the Committes by the Chalr.

We plan to publlsh your reseanch swmmary wonding for the above study on the HRA wabsite,
togethar with your contact detalls. Publication will b= no earller than thre2 manths from the
date of this opinion letier. Should you wish 0 provide 3 substite contact point, raguire
further Informiation, or wish to make a request o postpone publcation, please contact the
REC Manager, Miss Georgla Copeland , nrescommittee westmidiangs-olackeountry@nhs. net
Confirmation of efhical opdnlion

Cn b=half of the Commities, | am pleasad ta confimn a favourabie ethical opinion for the above

research on the basls descrived In the application fom, protocal and supporting documentation
as revised, subject 1o the conditions specified below.

Conditions of the favourable oplnlen
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The REC favourabie opinion Is subject to the following conditions being met prior to the start of
the study.

Management permission should be sought from afl NHS organisafions nvalved in the study
accordance with NHS research governance amangements. Each NHS organisation must
comimm through the skgning of agreements andsar oiher docixments thal if has ghen permission
for the research fo proceed (except where expliclly specifed otherwise).

Guidance an applying for NHS permissian for research Is avaliable in the kfegrated Research
Appiication Sysiem, www.hra.nhs. ik or af hifpSwww. riorum.nhs.

Where a NHS organisation’s rofe In the study s Mmited fo identifying and referring potential
participants fo research skes (parficipant idenification cenire”), guidance should be sought
from the R&D office an the Informanion & requines fo give permissian for this actviy.

Far non-NHS sites, sfe management permission showd be obiained i accaordance with the
proceduwnes of the relevant host organisation.

Sponsors are not required fo nofiy the Commitiee of management penmissions from host
organisations

Registraton of Clnical Trials

Al clinical taks (defined as the first four categares on the IRAS filter page) muest be reglstared
on a pubbcally accessible databass within & weeks of recnultmant of the first particpant (Tor
medical device studlas, within the timealine determined I]f the ciement regtslmﬂ-nn and PI.II:IIGEUEH'I
mees].

There ks na reguirement to saparately notfy the REC but you should do 50 at the earliest
opporunity e.g. when submiting an amendment. We will audit the registration detalis as part of
the annual progress reporting process.

To ensure transparency In research, we strongly recommend that all research |Is regisiered but
for non-clinkcal trials this s not cumently mandatory.

IT a sponsor wishes to contest the need for registration they should contact Catherine Blieweit
icatherneblewsti@nhs net), the HRA does not, however, expect sxceptions to be made.
Guidance on where to reglster is provided within IRAS.

It i the responsiity of the sponsor to ensurs that all the conditions are compllad with
betors the atart of the study or Its Inflatlon at 3 particular slte [as8 applicabls).

Ethical review of rezearch sltes

MHS slfes

The favourable opinion apolles to all NHS slites taking part in the study, subjact to management
pemission belng obtained from the NHS/HSC RAD affice prior to te start of the study (See
"Condiions of the favourabls EIFIHH!ﬂ' I}E|I}'i'].
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Mon-MHS sites

Approved documents
The final list of documents reviewsd and approved by the Committes 15 38 foliows:
Document Version Daie
g‘rﬁéﬁmw or INdemnity (non NHS SDOrsors 04 Febniry 2016
Interview schedules or tpic guides Tor participamis [Intesview ook |1 25 January 2016
e
#ﬁﬂ!ﬁmlﬁt XML [Checkist_03022016] O March 2016
IRAS Checklist XML [Checkist_D3052016] 03 May 2016
IRAS Checkitst XML [Cneckist_13052016] 12 May 2016
Letter from sponson [SIICs agreamen: mom Lniversty) 17 December 2015
Letters of Invitation 10 paricipant [Expression of Imenest kehar Z 1€ Aprl 2016
Non-yalkdated questionnare [Desciptve nformaton questionrairg] |1 25 January 2016
CEher [ Owens Cv] 1 01 Aprl 2016
CRher [Cover lefer for REC) 12 May 2016
Partcipant consent fom [Consant fonm) 1 25 January 2016
Paricipant Information shest [PIS) [PIS | 7 1€ Aprl 2016
REC Application Form [REC._Fomm 03032015 03 March 2016
Research protocol or project proposal 1€ Aprl 2016
Summary C Tor Chief Investigator (C1) [CV for O] 25 January 2016
Summary CV Tor siudest [CV for sudert'Cl) 25 January 2016
Summary C\ for supenvisor (student research) JCV for Academic 28 January 216

Statement of compllance

The Commitiee Is consituied In accordance wih the Governance Arrangemants for Resaanch
Ethics Commiltees and comples fully with the Siandard Operating Procedures for Research
Ethics Committees In the UKL

Aftar sthical reviaw

Reporting requirements

The attached docwmeant ffer etfilcal review — guidance for researchers” gives detalled
guidance on regoring requirements for studles with a favowrable opinlon, Including:

Motifying substantial amendments

aoding new sites and Investigators
Mottfication of serous breaches of the protocol
Progress and safety reaports

Motifying the end of the sty

The HRA website also provides guidance on thesa toplcs, which ks updated In the light of
changes In reporting requirements of procegures.
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User Fesdback

The Health Research Autharlty Is continually siriving o provide a high quality service to al
EF‘FI"I}MIJE- and SO0ONsare. You are Invited o gr.'e ].'nur'dew of the sanvlce you have regeivad and

the application procedure. I you wish o make your views knoan pleass use the feedoack Tom
avallabde on the HRA websiba:

hitto vy hra.nhs. uk/aout-the-hraigoverman ceiquality-assurance!

HR.A Training

We are pleasad to welcoms researchers and RAD star at our training days - ses detalls a1
hitto: v hra.nhs. ukhra-trainingd

[TerwmioTal Pleass quots this number on all Comaspondsnce |

With the Commiitee’s basl wishes Tor the success of this project.

Yours sincenaly

Dr Hilary Paniagua
Chalr

Emall:nrescommities. wesimidlands-blackcountny@nhs.net

Enclosures: “Afier amical reviaw —gl..lﬂaﬂ{‘l! for
res2anc:hars”
Copy tac Dr EXzabeth Boath

M5 Marfon Adams, Research & innovaton/Ciinical Thals Manager, The
Shrewsbury ang Tefford Hosptal MHS Trust
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Appendix O

Research and Development Approval from Site 1
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Saffondshire Universly, Colege Ricsd
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&T4 20E

RE| Rel: KWILLD1
25M72M5

Cear Mrs YWillkzms,

Re: How do womes exparlansa having ona breest following simple mestectomy withaut recanstrusian? &
phanamanatoglcal study

REC Ko: BN 41
RASREF: 157907

Total Recruiimant Tangat: &
"W b o regeivad all e necessany aaperwerk Tor the sbove reseanch, &3 listed on page 2. This leder ghes
{nis Trusl's approwal Far vour reseanch

Yoo reseanch scliily is now coversd by MHS Indemnbty as sat ot in HSG 58, Your ocal rederence number with
us is Ref HWILLDT whizh shoud baaucted in any comespondence with tis offca

Conditions of approval;

= Priar o appoacting your first pebien?, plasss ensuse Bl vou recaive fnal cosfimaten from e sponsor tat
#ou ane bl o commencs recrui=ent

o Cinoe you fenoe recraind your Birsl paden] please infarm the RES office end a mamber of the tzam wil monikor
your sludy

¢ Corvollanes with the Rassareh Bogsenoncs Framework and Data Protecton legislaton.

Trumd wnis: ol e v anth ook ] . F'.rg_- B B
wl T Caaee

. s kg P Hagpan
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omplksdon or lerminaten.

& |nform s officn of any amendments o the study. Any chanoes |o B shody must red be nofled o e Ral
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Appendix 02

Research and Development Approval from Site 2

Wadnasday, Novermsr 0F. 2014
OUR RLD REF: | &8/00%/5HT

Cottenine Wiliams

Cremaar Kalbrire,

Shucy Tithe: Women's axpenence ol ounikaleral breEost mosbechomy  walboud
reconsiruchon.

Thank you for foresrding informaSon on the obove sy, | can conlionn the oppoosval ol
Ty B shudly 1o procaad.

Faur project wil now 28 odded 10 our Eesearch BEagister on tha EDCEE syshem II'rCI.JI:Ihg 1z
flowinig inloemialion:

Chisf ireesligalar | Kodbsring Willioms ]
Sponsor Organeafon | Slaflorckhing Linivarily

This opproval is B Gr e Bosin ol  review ol B st reecend documieniation resoafved i
ihis office, perlaining e ®a REC Fawseabla Fthical Opinien Leter daled 24 May 20146,

DOCUMENT ) W sl | Daabe: |

Rasgorch prolocol o praject propasa ) )
| Faricipont congand lom [Corsan fomj | F5 Jariory 2 6

Parfic i indsirmation shiead [PE] [FIS | i VB Al 2314
Mareyoidoled  gqueslisanoing |Dascriphve | | 25 Jarsary 200 &

[ ]

| informalion queslionnaing)
Infervienee  Schedules of lops  guddes for | | 25 Javaany M &
pormcipants [inteniew iopic guics] 1
L@y al insilaoion o porlicipond [Expression of | 2 18 April ZD0E
indarasf atter] |

Il Bt are ngl e mical recent documands, o Iherg hove Dpan any amendments snos,
plaase infomm the RED Office imersdialalky
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This Approwal does nol necemonly conder permizson fo Shon recna@ing poriciponts or
cllacling data
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Appendix O3

Research and Development Approval from Site 3

3 November 2016

Dear Mrs Williams

| Study Title [ How do women experience having gne breast following simple mastectomy
[ without reconstruction? A phenomelogical study.
| REC Reference 16/5M/0141
| IRAS project ID 191907 [

Thank you for your application to undertake the above research study here at || NG =
Foundation Trust

I am happy to confirm Trust Capacity and Capability to support the study, with which we wish you
EVENY SUCCESS,

Yours sinceraly

|
£ e A
N Vg T
LL\_}U'% .
§Y

Anne Hogg
Assistant Operational Manager (Research and Development)
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Appendix P

Consent Form

Participant Identification Number for this research:

CONSENT FORM

Title of Project: Women’s experience of having one breast following mastectomy

without reconstruction
Name of Researcher: Katherine Williams

Please place your initials in the box:

1. | confirm that | have read the information sheet for the above
study. | have had the opportunity to consider the information,
ask questions and have had these answered satisfactorily

2. | confirm that | have read the information sheet for the
above study. | have had the opportunity to consider the
information, ask questions and have had these answered
satisfactorily.

3. lunderstand that my participation is voluntary and that | am
free to withdraw three weeks from the date of my interview,
without giving any reason. My medical care or legal rights will
not be affected.

4. | consent to the researcher using anonymised quotes taken
from my interview transcript.

5. | consent to take part in this study

Name of Participant:
Signature:

Date:

Name of Researcher:
Signature:

Date:
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Appendix Q

Expression of Interest Letter

Would you be willing to share your experiences of what it is like to have
one breast following a mastectomy?

This is a study that is interested in hearing about how
women experience life with one breast. It is also
interested in how women experience their remaining
breast following mastectomy without reconstruction.

Participation in this study will involve meeting with a
researcher and taking part in an interview lasting
between 60 and 90 minutes. Depending on what is
most convenient for you, the researcher can either
interview you in your home or at a location within
your NHS Trust. If you feel you could contribute to
this research, then I'd really like to hear from you.

All information that you will provide will be kept
confidential.

The researcher carrying out this study is a trainee Clinical Psychologist, Katherine
Williams a026521e@student.staffs.ac.uk who is supervised by Macmillan Consultant
and Clinical Psychologist, Dr. Marilyn Owens. This research is being carried out as part

of the researcher’s doctoral training, in partnership with|| | iGN

Please tick each box which applies

| would like to participate in this study.

I am unsure whether | would like to participate in this study and would
like a researcher to telephone me with further information.

I do not wish to take part in this study

Please provide your name and telephone number so that Katherine can contact you. If
you have selected the third option, please only write your hame so that Katherine is
aware you do not wish to be contacted further. Please return this form in the
stamped envelope provided. Thank you for your consideration.

Name:
Tel.
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Appendix R

Participant Information Sheet

Women'’s experience of having one breast following mastectomy without
reconstruction

Participant Information Sheet

You are invited to take part in a research study. Before you agree to participate, it is
important that you understand the purpose and nature of the study. Your decision,
regardless of whether you chose to participate or not, will not affect the care you
receive.

The researcher conducting this project — Katherine Williams, is a Trainee Clinical
Psychologist at Staffordshire and Keele University and is employed by -

This study is being supervised by Dr. Marilyn
Owens, Macmillan Consultant Clinical Psychologist. The current study has received
NHS ethical approval.

What is the purpose of this study?

The purpose of this study is to gain an in-depth understanding of women’s
experiences of living with one breast following mastectomy. It has been identified that a
large percentage of women are opting not to have reconstructive surgery following their
mastectomy, yet little is understood regarding women’s experience of this.

This study is also interested in how women perceive the breast that was not affected
by cancer. This study hopes to gain a better insight into how women experience their
remaining breast and how they manage the imbalance of having one breast. This
information will help clinicians and other women undergoing mastectomy to better
understand the experiences women have following mastectomy without breast
reconstruction.

What will my participation involve?

If you chose to participate in this study, you will be invited to attend a one-off interview
with the lead researcher which will last between 60-90 minutes. The interview will
comprise of questions related to a few select topics regarding your experience of living
with one breast. However, the interview will be flexible, giving you the opportunity to
discuss your experiences with the researcher.

The researcher can visit you in your own home to carry out the interview or on within
the NHS Trust from where you have been recruited. This includes Shrewsbury and
Telford NHS Trust, Gloucester NHS Foundation Trust or Burton Hospitals Foundation
Trust.
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It is regrettable that travel expenses will not be reimbursed. The interview will be
recorded on to a Dictaphone to enable the researcher to transcribe and analyse the
interview. The interview transcript will be anonymised and stored on an encrypted
computer provided by the NHS. Information will be stored for no more than 10 years
following the interview date.

You will be asked to sign a consent form at the time of your interview with the
researcher. The consent form and the expression of interest form which you would
have already received will be stored at Staffordshire University and will not be
accessed by members outside of the immediate research team. A copy of this
information and your consent form will also be stored within your patient file. This is to
ensure that there is a record of the information you have been given as part of taking
part in this study. This will also ensure that you will not be invited to take part in multiple
studies.

Do | have to take part?

No. Participation is completely voluntary so you are under no obligation to take part. If
you decide to participate, then you may keep this information and you will be asked to
sign a consent form.

If you decide to take part, but then wish to withdraw, you can do so at any time.
However, if you are interviewed by the researcher and then wish to withdraw, you can
do so within three weeks from the date of your interview. Your interview data will be
destroyed and will no longer be used within the study. You are not required to give any
reasons for your wish to withdraw and your withdrawal will not affect the care you
receive. Please contact Dr Marilyn Owens on the number given below if you wish to
withdraw from the study.

Who has access to my personal data?

Your personal data will only be accessed by your lead breast nurse who is already
involved in your care. This information is accessed in order to determine your eligibility
for the study. If you chose not to take part then no further action will be required. If you
chose to take part, you will be invited to return your Expression of Interest letter stating
your name and contact number in order for the researcher (Katherine Williams) to
contact you. Katherine will not have access to any of your personal medical
information.

What are the possible benefits of the study?

You are unlikely to gain any direct benefit from taking part on this study. However, your
involvement in this study may help other women and health professionals better
understand women’s experiences of having one breast following mastectomy.

What are the risks of the study?
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This study will invite you to talk about personal and sensitive issues which you may find
upsetting. In this event, the researcher will offer to take breaks and will endeavour to
make you feel as comfortable as possible during the interview. Following the interview,
you may also wish to speak to your lead breast nurse or the consultant psychologist
involved in this research for further support.

If you feel in any way distressed by the study after you have left then we suggest
you call Macmillan Cancer on 0808 808 0000, Monday to Friday, 9am — 8pm.

What happens after the study?

The findings of the study will be written up as part of a research thesis which will be submitted
for publication in either an academic or professional journal.

Who pays for the Study?

This study forms the researcher’s thesis which she is undertaking as part of her clinical
psychology training. You will not be expected to pay for anything other than your travel
to and from the interview site.

What if | have a complaint or other concerns?

If you have any questions, concerns or complaints about the study at any stage, you
can contact the Patient Advice and Liaison Service in the NHS trust from where
you have been recruited:

marilyn owens |

If you decide to take part in the study, please contact the lead researcher,
Katherine Williams at Katherine will contact you to
arrange an interview time and date that is convenient for you. You may choose to
take part in this research until January 2017.

If you wish to seek advice about taking part in research in the NHS generally, please
contact our patient advice and liaison service on 0800 783 2865

For further information, you can access the following links for information regarding
breast cancer in general:

http://www.macmillan.org.uk/information-and-support/breast-cancer/coping

Or more specifically, information regarding changes in body image:

133


mailto:a026521e@student.staffs.ac.uk

http://www.macmillan.org.uk/information-and-support/breast-
cancer/coping/changes-to-appearance-and-body-image/body-image-after-
treatment
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Appendix S

Demographic Information Collected prior to Interviews

Participant Number:
The following information is required as part of this study. Please circle where relevant

1. Age:
2. Marital status:

Single In a relationship Married Divorced Widowed

3. Employment status:

Full-time Part-time Self-employed Currently not working

4. Time in education?

5. Do you have any children? Yes/No How many?..................

6. Who do you feel you receive support from the most? (You can circle more than one)

Family Friends Spouse children

7. When did you undergo your mastectomy?
8. What stage of cancer diagnosed were you diagnosed with?
9. What treatments did you undergo before your mastectomy?

10. Were you eligible for immediate reconstruction? Yes/ No
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Appendix T

Interview schedule

The experience of living with one breast

The experience of breast cancer
a. Can you tell me about your experience of breast cancer and
mastectomy?
b. What was your experience of losing a breast?
- The impact this has on daily life, including relationships, friendships, work.
a. How has mastectomy affected your daily life?
b. How has mastectomy affected your relationships?
c. Including friendships?
- How do you experience yourself after mastectomy
a. How do you experience living with one breast?
b. How is this similar or different to how you felt before?
- Thoughts about reconstruction
a. What was your experience of deciding not to have reconstruction?
b. Were you offered reconstruction?
c. What information were you given about it?
- The perception of having one breast by the clinical team
a. How do you think your decision not to have reconstruction was
understood by the clinical team?
b. Friends and family?
- The perception of having one breast in the context of society
a. How do you feel you are perceived by others after having a
mastectomy?

The experience of living with the unaffected, remaining breast

- Perception of the remaining breast both before and after
a. How do you experience your remaining breast?
b. Do you have any thoughts or feelings towards your remaining breast?
c. How do you feel when you look in the mirror towards your opposite
breast?
- The impact on daily life
a. How does having one breast impact on daily life?
- The experience of having mammograms on the remaining breast
a. How do you experience mammograms on the opposite breast?

The experience of managing the imbalance of having one breast.

- What strategies have been explored in managing the imbalance
a. What adjustments have you made following your mastectomy?
- Use of prostheses
a. Are there practical things you do to manage your breasts after
mastectomy?
b. What are these?
c. Why do you use these specific ways of managing having one breast?
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Appendix U

Examples of ‘free coding’

Extract taken from Claire

Extract taken from Louise
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Appendix V

Examples of Line by line coding

Extract taken from Petra

Extract taken from Phyllis

138



Extract taken from Sue
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Appendix W

Superordinate and subordinate themes for individual transcripts

Example 1. Sue

Supordinate | Subordinate Evidence
theme theme
An alien Not a bad | | justfelt it wasn’t part of me, and it had invaded
invasion experience | me... in the end | just wanted to get rid of it... |

thought gosh it must really hurt, erm... but it didn't,
it was fine, it really was fine, and | don’t look on it
as a bad experience at all.(34-37)

..when | look back on it, it wasn’t the awful thing
that you think it's going to be... it wasn’t that bad
an experience (9)

so, looking back it really wasn’t a dreadful
experience and... other people that I've met since,
I've sorta said to them it’s not as bad as you think
it's gonna be.. (15)

But the whole experience was not a bad one, |
don’t look bad and think that was a bad
experience, | really don’t, apart from | had to go
into hospital which | didn't like, but it wasn’t a bad
experience (434-435)

It could be | I think | was one of the lucky ones, | know | was
worse one of the lucky ones (16-17)

Most of the time, I'm not, it doesn’t, well all of the
time really, it doesn’t bother me now, um because
nobody notices, but | think.. in fact, people
probably notice his eye sight more because he
doesn’t drive but there isn’'t anything / can’t do now
that | used to do before (221-223)

I’'m still quite glad that | don’t have two now!
[referring to having mammograms] (331)

| know | was one of the lucky ones, that it’s all
gone, | didn’t, | never had any pain (436)
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Keeping up
appearances

Defending
against
shame

...for quite a long time | felt that I'd done something
wrong and then | was talking to my eldest son one
day... he convinced me that | didn’t have anything
to be ashamed about and after that, | found | could
tell people. But | did feel this really quite strong
feeling of shame, | don’t know why, but | just did,
that I'd done something wrong, um... [pause] |
know you don't sort of, can’t do anything to give it
to yourself or anything but rationally, | knew |
hadn’t but, emotionally felt that | had (203-206)

| was ashamed to tell people and also, the other
thing was | don’t like people making a fuss. | don’t
like being made a fuss of.. I'd rather, if I'm not
feeling well I'd rather be ignored (208-210).

Minimise
illness

...but | came out at lunchtime on Saturday and
Saturday evening | did a roast chicken for
everybody, dragging the bag around the kitchen
(47-48).

...and the funeral and everything else and, and all
the time before the mastectomy | was doing things
like clearing out her house and sorting things out,
so | was probably concentrating more on that than
(105-107)

..In fact to be honest, we didn’t really talk about it
an awful lot, | played it down a lot, because | didn’t
want them to worry.. (135-136)

Asserting
control

A
determined
maverick

| was just determined to carry on and, and not let it
change anything and they were all prepared... my
sons and my husband prepared to cook but | said
“no | think I'd like to do” so, and they lifted it in and
out of the oven for me and things like that but I just
came home and got on with it (52-54).

...um, but I'm not very good at following advice, |
tend to do what | want to do and think well, yknow,
it's my life, I'm not gonna sit here and do nothing,
s0... I'm quite stubborn...I’'m going to do it
whatever anybody says, | don’t see the
point...(350-351).

Deciding
not to
reconstruct

...well right from the beginning, um, when um,
surgeon was talking to me about various things, |
decided | wasn’t go to do it...(231-232).

| can remember reading one girl who said...she
also had pain where they’d taken flesh or skin or
something...(241-242)

Oh in fact had my annual check-up two weeks ago,
and, | was offered it again, | won’t ever say yes! |
won’t. The surgeon says she does it in two stages
so that would be two, twice I'd have to go into
hospital (255-257)
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Cut it off

Well to be honest | was just glad to get rid of it (23)

...I thought right I'm gonna get rid of it, I'll have it
off and | said to my sons I'm just gonna have it off!
(84-86)

and erm, so, it was before then | said to my sons,
“I'm going to just have it cut off, you can have it cut
off” | said “I'm going to have it cut off” and that was
before | knew the options (92-93)

Restoring
the female
form

The breast
friend

Its fine [the prosthesis], and | also bought myself
another one for swimming...it’s lighter and it's got
channels behind to let the water... so | keep it in
the swimming costume (147-150)

| don’t mind wearing it, quite happy to, it's quite
comfortable yknow (183).

[It's] sorta like a friend now...its, it's not very part of
me but it's always with me. (277-279).

A good
seamstress

The surgeon was lovely, um | had a lady surgeon,
she was... amazing and she was also erm, quite
humorous...(10)

And | was told, that although she was very good at
her job, the surgeon would have trouble making it
look reasonable (29-30).

They gave me a whole load of painkillers and um |
didn’t take them because | didn’t have any pain at
all, 1 think she did a really good job (87-188)

She did a good job of sewing me up as well, the
scars quite... its disappearing now! (190).

She must have done a really good job, she was
very good at sewing anyway... she sewed me up
very well (137-139).
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Appendix X

Initial Integration of cases

Red areas illustrate the emerging superordinate themes

Trail o Gouflahon
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Appendix Y

Evidence of Superordinate and Subthemes

Superordinate Subordinate Themes Evidence Reference (including
Themes Line numbers)
Coping across a Damage Limitation | knew it was, | already knew it was malignant. | knew before he told me....And Petra, 60-62
cancer | had already decided, erm, that | would have a mastectomy

continuum No this was before theatre, this was in the anaesthetic room before | went Petra 136-139

down, the realisation that I'd had so many weeks... Holding myself together...

...And then they gave me some about having a mastectomy and it tells you the
procedure and what can happen afterwards... but at the time you...just, don’t
want to read it...you try and block it out but yknow, come the day when, |
was, went in for the operation, | was just calm and that was it

Louise, 63-69

I’'m going to just have it cut off, you can have it cut off” | said “/’m going to
have it cut off” and that was before | knew the options (Sue, 70)

Sue, 92-93

| think because all along, | have been in denial somehow...about having
cancer, | don’t know what it is, that’s all | can say, obviously | am heathy...
yknow, this can’t be me, this can’t be happening to me

Louise, 339-344

“It Could be Worse”

in fact, people probably notice his eye sight more because he doesn’t drive
but there isn’t anything / can’t do now that | used to do before

Sue, 222-223

And to be honest with yer, it doesn’t look too bad, | had a wonderful surgeon,
and she has done a wonderful job, it’s not a bad scar um, I, | thought it would
have been worse...

Phyllis, 128-129

because | think like with me, | was so lucky because it was so, so erm, err Claire, 143
hadn’t yknow, hadn’t advanced at all, it was very early stages
So you just get, get on with this, yknow | suppose there’s worse things that Louise, 564

can happen.

Mastering
Mastectomy

The surgeon asked me two or three times “are you sure you don’t want
reconstruction?” so he was quite a proponent of it

Sandra, 52-53
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oh in fact had my annual check-up two weeks ago, and, | was offered it again,
| won't ever say yes! | wont. The surgeon says she does it in two stages so that
would be two, twice I'd have to go into hospital.

Sue, 225-227

A Breast
Connection

A Changed
Connection

| was very affectionate towards them, they were my friends, but then of
course y’know you get breast cancer and you realise actually that they are
appendages on your body that you don’t always need -and if they’re going to
become diseased then they need to be taken away...

Sandra, 147-149

| did have a good old grope the other day to see if there were any lumps, but
so did the doctor, so err yeah, | mean it’s just an appendage now... It’s weird
isn’tit?

Sandra, 575-574

once | was told they had turned against me as it were [laughs]

Sandra, 105-106

...but erm, my eldest son calls... me monoboob!... in a very very fond way

Sue, 175-177

Oh yeah, | mean | don’t take any notice now, in fact, | use it as a comedy
really...Cause | can now do Mr and Mrs!

Phyllis, 120-122

I've never been big chested, or anything, and erm | was just, I've never gone
topless in the 60s/70s whatever, I’'ve never done anything like that, and |
don’t know, | was just... proud of my breasts

Louise, 89-91

A Burdensome Breast

Shame | didn’t say “why don’t you take both off” and then | needn’t bother Sue, 172
with anything.
Well actually, sometimes gets in the way more than anything else! [laughs] Phyllis, 610

it was quite funny to start with cause it was very smooth, | liked the fact how
smooth it was erm and then it made it a bit odd having this one, | thought I'd
rather think I'd like it smooth, totally smooth... | think that was only because |
just thought oh it’d just end up with one would get in the way, when | was
running and stuff like that [laughs]

I: what’s that about, getting in the way?

P5: like bouncing about, ykno if | have, if | was totally flat chested, you’d be
like “000” but no | don’t think but then it wouldn’t, you couldn’t build up both
could you? So at least now | can put something in this, this one, erm and then

Claire, 175-179
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yeah... cause | think ultimately you would want something there wouldn’t
you? Don’t think you’d want to be totally flat chested [laughs]

| don’t think about it [the opposite breast]... What’s happened, happened, it is
as itis and... | know people...they hate their remaining breast or they love
their reaming breast more, you know I've heard all sorts of things...people
have funny ideas

Petra, 237-238

| suppose | do check it quite a lot. Erm, that’s erm, that’s one thing | do, cause
then your sort of think god I've got nothing to check it against

Claire, 273

cause | suppose when you, yknow, when you feel that one to that one, that
one’s different to that one but now | haven’t got anything to compare it
against have I?

Claire, 280-281

An Inferior Replica

Well it’s not gonna be like a real boob is it? So you might as well have Claire, 258
nothing... | don’t know quite how they are gonna do that and it might look

odd...odd-er...”

| was worried whether one would look different to the other Louise, 111

...smacks of... not plastic surgery, erm... y’know like having a nose job?
Something that’s done...to make you look better and I've never, ever
considered anything like that...”.

Sue, 267-272

My recovery would have possibly been longer and it would have been more
painful and uncomfortable.

Petra, 182-183

Swiss Army Breast

so | made my own swimming one | got one of these...I took all of the inside
out, | got a bath sponge...put the bath sponge in and then | put it in...in my
cosy, and then | swam didn’t it, and then when | come out and | went in the
shower, | used it as...?

Phyllis, 761-770

but I've got to give you all these [inaudible], you’ve got to know if you're
doing this sort of thing...you need to know

Phyllis, 699-702

It wasn’t too bad actually, cause, they’re very sort of caring when you go back
to the erm, to see the nurse and she, yknow, she gets the what she thinks is
the right size for you and everything, and it felt, quite comfortable in fact

Maureen, 112-115
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when I'm wearing it now I’'m not even thinking about it, ‘cause | feel quite
normal

er, | couldn’t wear them, but I've just adapted and I've got very nice
swimsuits, and | do yoga, so | have a breast form for yoga, | got different ones
for swimming... [laughs] and er, and I've got a foam one, that initially was for
swimming but I've got a better one now, which comes in very handy when |
weigh-in on a Friday at Weight Watchers [laughs]

Louise, 147-151

Breast Watchers

I've got the main one from the hospital that I've had, well it's coming up to
three years erm and then, online the Nicola jane. | don’t know if you're
familiar with them, they, they do swimwear and bras...yeah and | can give you
some leaflets after... and | bought erm, some bras and then | brought some
errr these foam prostheses for swimming.

Louise, 238-243

you’ve probability never sat in a radiotherapy waiting room, everyone is in
their dressing gowns and coats waiting, and | thought | just don’t want to start
engaging in conversations and people are telling, in quite graphic details
about, | don’t even know, and | just.. sit there reading my book, get in, have it
done and get out again. But some people, are just...it's like being a member of
an exclusive club... [laughs] “I'll see you again tomorrow!”...God!

Petra, 467-471

yes, she did, she had her breast removed [laughs] in fact she came up here
and we were talking about it and she said “oh have a look” and she just took it
out and she said “catch!” and she just threw it at me!

Maureen, 536-538

well I only got that in September so | use that erm, probably when I’'m going
out, | haven’t at the moment I've just got the soft padded thing erm my
friends mum knitted me some knitted boobs...I've got some of those [laughs]
erm and in fact quite a lot at home, | don’t bother to put anything in.

Claire, 118-191

And she lives in Australia and she had err breast cancer, and she was
diagnosed about a year before me and she use to post, she posted throughout
her treatment and, and although | read them and erm congratulated her on
her, on her blogs, and her and the information she gave, which | thought
would probably be very, now | look back on and think it’s probably very

Sandra, 320-328
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supportive to anybody going through the same thing... she hasn’t posted for a
long time actually but | have been in contact with her on a private level and
err, just and also, I've got a friends who’s, who’s, went through the whole
process probably a month or two before me..So you know there’s a lot, just
opening up those channels of communication really.

Finding Value
Between
Conflicting
Identities

A Prosthetic Disguise

Just | suppose you think that’s normal to have two isn’t it? Perhaps? [pause]
But as | say, | don’t always, but like | would if | was going out in an evening,
I've never really thought about it why | would [laughs] it’s any different to why
| shouldn’t bother really? But | dunno | suppose it’s all part of, of when you
get dressed up to look yknow, have them even perhaps? Hmm yeah

Claire, 458-461

I: why wouldn’t you decide not to wear it do you think?....
Louise: [laughs] | would look so peculiar.

Louise, 518-523

Because | think then it would be then obvious and then | think it would draw
attention to myself, | wouldn’t particularly want to do that | wouldn’t want
people’s perception of me, | wouldn’t want people to feel sorry for me, |
think, | think that’s it...

Sandra, 187-189

| suppose it’s like people who lose an arm, or a leg, and you you just don’t
want to be stared at... um..my mother in law is in a wheelchair because she’s
old, and she said that people ignore you when you’re in a wheelchair, they
look above you all the time, so...

Sue, 225-227

| think, | think I’d be... quite embarrassed if, if anyone did see that | hadn’t got
a breast, yes | would...because | said | don’t feel like a whole person anymore,
a whole woman anymore

Maureen, 139-143

but at the time, just felt about bit, a bit conscious, yknow?...yeah, cause erm,
well, you feel a bit, abnormal to start with, with yer cosy

Phyllis, 796-799

Coherent Identity

I’'m a woman | am, whether | have a breast or not, it makes no difference, | am Phyllis,
still a woman!
I’'m quite comfortable as | am | don’t feel | have to conform, | am who | am Petra,

and I'll do what | want basically
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| don’t feel anything really, the one thing that has been quite funny is, when
you have a wash, you, you lift your breasts and wash underneath, and for a
few times | was washing something that wasn’t there! [laughs]

Phyllis, 47-49

..they told me um, and | didn’t quite understand and | didn’t ever go and ask
them but they said “don’t dig the garden, always wear a glove on your left
hand while washing up, always wear gardening gloves, don’t hoover...”
[pause] but I didn’t know whether that was just while it was healing or all the
time...and in fact | ignored it all, | don’t wear gardening gloves | don’t wear
gloves for washing up, | do hoover and | dig the garden

Sue, 335-354

| still feel the same as far as yknow, emotions are concerned as things like
that, physically I’'m not, normal, obviously because I’'ve only got one breast,
but emotionally and wha.. spiritually | feel, still feel the same person..

Maureen., 280-282

Valued Living

It is important to believe in something and God to me is somebody who is real
erm, he isn’t just a little.... when | did my driving exam, | had him as my
passenger and things like that, yknow? He’s a, he’s a person in my life...he’s a
big influence, he’s my boss...

Phyllis, 64-75

We have such a laugh and they take the mick out of me and they’re just, really
nice relationship...and really, and Christmas, it’s just, not expensive, we don’t,
| don’t buy expensive but we just have a lot of fun...And they still want to
come on holiday, yknow we just have a lot of fun together, good fun, they are,
they are good kids...yeah, yknow what 25 and 23 would a. wantto go to a
Florence and Machine in concert? The year before we went to erm.... a play in
Birmingham and went out for dinner and then the next day we went to the
wildlife centre or whatever, the aquarium in Birmingham and then to the
cinema to watch some trashy... but it was just really nice...Just the four of us
being together, and they get on so well together.

Petra, 537-531

So up until the time then my husband died 16 years ago, from then on my life
seemed to change completely [laughs] so I've done some wonderful things
since my husband died, sounds awful doesn’t it really, I've been all around the
world, two or three times, seen some amazing places, my life seemed to go

Maureen, 637-642
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completely the other way, but I've had a lot of trauma in my life, it was very
very hard living with my husband, | stayed with him whereas a lot of women
wouldn’t, but that was pretty grim...

not really, although having, having had the same experience now as my
mother and sister, my relationships with them have changed, erm, we’ve
become closer and, and erm... | suppose [coughs] we’ve, we’ve just become
closer... errr if that’s possible?

Sandra, 372-374

| was more worried about not being able to do exercise [laughs]...and when |
can get back on my bike again...cause obviously | got to quite a good level...
starting from January from nothing... and | wanted to keep it going because |
obviously then, so then, that was, that was probably the more frustrating
thing

Claire, 95-100
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