Abstract
Most

women

do

not

reconstruct

their

breast(s)

post-mastectomy.

The

experiences of younger women who maintain this decision, although important
to understand, are largely absent in the research literature. This interview-based
study uses interpretative phenomenological analysis to explore the experiences
of six women, diagnosed with primary breast cancer in their 30s/40s, who
decided against delayed reconstruction. Findings reported here focus on one
superordinate theme (decision-making) from a larger analysis, illustrating that
the women’s drive to survive clearly influenced their initial decision-making
process. Their tenacity in maintaining their decision is highlighted, despite nonreconstruction sometimes being presented negatively by medical teams. Patientcentred support recommendations are made.
Key words: Interpretative phenomenological analysis, reconstruction, breast
cancer, mastectomy, decision-making

Introduction
Breast cancer is the most common cancer in women with 1.38 million new cases
diagnosed worldwide each year (Jemal et al., 2011). In the UK, there were 49,961
new cases of breast cancer in 2010, with 80% of these in the over 50s (Cancer
Research UK, 2013).
Surgery is the mainstay of clinical treatment for breast cancer: in 2007, 82% of
all women diagnosed with breast cancer and 90% of those aged under 50 at
diagnosis had surgery (Lawrence et al., 2011).. Of those operated on, 57% had
breast conserving surgery with the remainder undergoing mastectomy (i.e. the
removal of one or both breasts), with immediate or delayed breast reconstruction
often considered as part of the treatment regimen (Morrow et al., 2009).
The most recent National Mastectomy and Breast Reconstruction Audit (NHS
Information Centre, 2009), reported that 21% of women in the UK undergoing
mastectomy chose to have immediate breast reconstruction (a rise of around
10% from the 2005/2006 audit). Of the remainder, 11% opted for delayed
reconstruction. Recent US statistics suggest that age is a clear defining factor in
relation to reconstruction. Jagsi et al., (2014) suggest that reconstruction rates

1

for younger American women are between 66.7 % (40-49) and 75.7% (younger
than 40), whereas reconstruction rates for those over 50 fall between 48.3% (5059) and 33.4% (60 plus). Statistics clearly delineating UK reconstruction rates by
age group are not readily available.
Breast reconstruction takes one of two forms: using implants or using autologous
tissue. In the former, a silicone or saline filled breast implant is inserted beneath
the chest muscle during the mastectomy (immediate implant reconstruction) or
after a period of healing, often at the conclusion of the cancer treatment. In the
autologous method, tissue is taken from one of a number of places in the body
e.g. the back, the lower part of the abdomen, the inner thigh or the buttocks.
Many women choose not to reconstruct their breast(s); 90% of those who take
this route opt to use an external prosthesis (Roberts et al., 2003).
In 2009, the National Institute for Health and Clinical Excellence (NICE) revised
its guidance on improving breast cancer outcomes post-surgery, recommending
that all women in the UK undergoing mastectomy should be offered the
opportunity for breast reconstruction at the point of the initial surgery.
Exceptions might occur (e.g. serious co-morbidity, a need for adjuvant
treatment, pregnancy or other complicating factors) resulting in a need for
information about delayed reconstruction.
Women under 50 seem more likely to be given information about breast
reconstruction by their surgeons (Alderman et al., 2008) and to prefer
reconstruction (Reaby, 1998; Rowland et al., 2000; Ananian et al., 2004;
Finlayson et al., 2001; Jagsi et al., 2014; Sisco et al., 2012). Factors other than
age also influence surgical decisions post-mastectomy such as country, region,
cancer centre and race/ethnicity (Morrow et al., 2001; Rubin et al., 2013) with
input of surgeons also having an effect (Noone et al., 1982; Ananian et al., 2004).
Research suggests that referral to a plastic surgeon correlates positively with
reconstruction rates even when presenting with late-stage disease (Durrant et
al.,

2011)

and

that

dual-trained

surgeons

are

more

likely

to

discuss

treatment/reconstruction options (Shaterian, 2013).

Decision-making after a cancer diagnosis can be challenging for women.
Processing potentially overwhelming amounts of information about diagnosis and
treatment (Heller and Miller, 2004), is made in a limited timeframe (Harcourt and
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Rumsey, 2004). The medical literature commonly suggests that offering women
a reconstruction is surgically optimal (Fang, Shu and Chang 2013; Crompvoets,
2006), especially for younger women (Roje et al., 2010) with studies reporting
the psychosocial benefits of reconstruction (Wilkins et al., 2000; Ananian et al.,
2004), particularly in terms of immediate versus delayed procedures (Al Ghazal
et al., 2000). The picture becomes increasingly complex when pre-existing
characteristics such as mental health and body image are considered (Rubino et
al., 2007; Krauss, 1999; Figuerido et al., 2004). This complexity appears be
reflected in the rates of reconstruction, which remain below 50% when taken
across all epidemiological studies (Alderman et al., 2003), suggesting that
despite the assumed psychological benefits of reconstruction (Abu-Nab and
Grunfeld, 2007), the majority of breast cancer patients do not reconstruct postmastectomy.
The extant literature has focused largely on the cosmetic outcomes and
perceived benefits of reconstructive surgery; a limited number of qualitative
studies focus on reconstruction. Using thematic analysis, Rubin and Tanenbaum
(2011) explored how the personal and social contexts of a group of sexual
minority women informed their reconstruction decisions. In a further study, Rubin
et al., (2013) took a grounded theory approach to better understand why African
American women were less likely to reconstruct than the wider American
population. In a UK-based study, Truelsen (2003) reported the decision-making of
eight women (seven Scottish and one Irish) following mastectomy: four had
immediate reconstruction, two delayed their decision and two decided not to
reconstruct. For those women choosing not to reconstruct, their reported
experiences centred on their relief to be alive. Abu Nab and Grunfeld (2007) and
Sheehan et al., (2007, 2008) focused on specific issues in relation to cancer
treatment (scarring and regret respectively) and recent, more critical approaches
in the area (Harcourt and Rumsey, 2004) suggest that health professionals
accept, somewhat unquestioningly, the psychological benefits of reconstructive
surgery for women post-mastectomy. This variety of methodological approaches,
though addressing extremely important issues for women diagnosed with breast
cancer, give a limited view of the cancer experience itself. Interpretative
phenomenological analysis (IPA, Smith, Flowers and Larkin, 2009) is designed to
do just this: the experience of the woman as told in her own words is
foregrounded in the analysis, with convergence and divergence of experiences
acknowledged ideographically (Smith et al., 2009).
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Prompted by these prior explorations of decision-making around surgery, we
explored the process of decision-making of younger UK women when facing
mastectomy. As oncology teams have been found to initiate more consultations
about reconstruction with their younger patients, we captured the experiences of
this group, who had opted not to reconstruct and had maintained their decision
over a minimum of five years. To our knowledge no studies have been conducted
with this population.
Method
Design
Semi-structured interviews with a purposive, homogenous sample of women
were conducted, with resulting transcripts analysed using IPA (Smith, 1996). IPA
studies individual perspectives and experiences (Smith, 2004) and is popular in
health psychology (Brocki and Wearden, 2006; Smith et al., 2009). It has been
used in recent US-based studies exploring women’s experiences of breast cancer
(Vilhauer, 2011; McDonough, Sabiston and Crocker, 2008).
Participants and Recruitment
Women diagnosed with primary breast cancer under the age of 50, who were at
least five years post-diagnosis and had elected to not reconstruct their breast(s)
post-mastectomy, were recruited. Recruitment was conducted via a breast
cancer charity web forum. Seven women responded to the advert. All were given
an invitation to participate and were sent a copy of the questions in advance. Of
the seven, six participated in the study. Although not part of our inclusion
criteria, none of these participants were eligible for immediate reconstruction
due to adjuvant treatment (and pregnancy in one case) but all were candidates
for delayed reconstruction. The age of the women at diagnosis ranged from 3146 years (median: 38.6). All lived and were treated in England. Table 1 outlines
participant information.
Name*

Eloise

4

Age at

Partnership

Motherhood

diagnosis

status at

status at

diagnosis

diagnosis

Married

2 children

32

Paula

40

Married

1 child

Sarah

39

Male

Information

partner

withheld

Anya

46

Single

1 child

Rebecca

31

Married

Pregnant with
first child

Maureen

44

Married

n/a

* pseudonym
Table 1: Participant information
The study conformed to the British Psychological Society’s (2009) ethical
standards and a university psychology ethics committee granted approval.
Participants gave full and informed consent and were aware that the interviewer
was an academic researcher rather than a clinician. Participants received a £20
shopping voucher for their participation.

Materials and procedure
Interviews (audio-recorded via Skype™), lasted between 30-60 minutes, with a
laptop being used to ‘telephone’ each participant who talked via their phone;
web cameras were not used. Telephone interviews were used to maximise the
convenience for the women who lived across a wide geographical area. This
method has been found to complement qualitative data analysis methods
(Cachia and Milward, 2011) and has been used successfully in IPA research (Swift
and Wilson, 2001). Interviews were transcribed verbatim; pseudonyms were used
in all notes, transcripts and analyses. The interviewer was female and of a similar
age to the participants. A schedule of broad, non-directive, open-ended
questions guided discussions about the women’s lived experience, in particular
their decision not to reconstruct post-mastectomy. Questions were informed by
existing research, for example: a) Can you tell me a little about yourself and how
you came to have a mastectomy? b) Can you tell me about the process that led
you to choose to not reconstruct after your mastectomy? Did you discuss this
choice with others? If so, who? c) Did your choice to not reconstruct have any
effect on your relationships with other people?

d) Before you had the

mastectomy, how would you describe your relationship with your body? Do you
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feel that there were any changes in this relationship with your body once you
had had the mastectomy? It is acknowledged that the authors were all female,
qualitative researchers with a variety of critical health, social psychology and
health promotion backgrounds.
Data Analysis
All authors read through transcripts independently before undertaking a
collaborative, line-by-line coding of each. Linguistic elements, e.g. metaphor and
pronoun use, were noted (Shinebourne and Smith, 2010). Narrative summaries
were developed for participants, with quotes used to highlight emergent themes.
Convergent and divergent quotes were included producing a comprehensive
cross-case analysis. Final theme and sub-theme selection was guided by Smith’s
(2011) recommendations for high quality IPA, including prevalence (occurrence
of themes across all interviews), representativeness (of all participants) and
variation (the full range of experiences). The following analysis represents part of
a larger body covering topics such as identity and familial/social support. Here,
we focus on one superordinate theme, namely

Decisions around

non-

reconstruction. Sub-themes entitled (1) Making the decision: Cutting it out; (2)
Maintaining the decision: Living as a one breasted woman in a two breasted
world and (3) Defending the decision: ‘I’m happy enough without it’ illustrate our
interpretation of experience before, during and after mastectomy.
Results
(1) Making the decision: Cutting it out
After diagnosis, mastectomy was the recommended treatment for five of the
women. The sixth, Eloise, was offered either lumpectomy or mastectomy and
given time to decide. She elected the latter, describing herself as being
‘adamant from the start’ and telling her surgeon, ‘I want a mastectomy, I want it
got rid of’.
Eloise was determined to maximise her survival by opting for the more
aggressive surgical option. She felt relief and was ‘just concerned to be healthy
for [her] children’. This drive to survive was clearly represented across the
accounts. The women moved very quickly into a pragmatic, survival-focused
mode after the initial shock of diagnosis: the breast became a sacrifice to
eradicate any chance of the cancer remaining in their bodies, and the breast and
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cancer became synonymous. ‘Cutting it out and getting rid of it’ (Rebecca) was
seen to enhance their chances of survival.
During

initial

consultations

with

medical

teams,

both

treatment

and

reconstruction were discussed. For the majority of these women, although
immediate reconstruction was not an option, future reconstructive surgery was
often a focus of consultations and promoted as a normative process postmastectomy:
It’s very much have the operation and have the reconstruction straight
away and then deal with the consequences afterwards. Well, in
amongst all of the angst of having been told you’ve got cancer and
being told that’s the way to deal with it, you would go along with it,
when in fact it’s not necessarily a step that needs to be taken
(Rebecca).
The option of immediate reconstruction was positioned for some as part of the
expected course of treatment and the sense of being a cooperative (and passive)
patient was evident in Rebecca’s words. Several of the women reported this ongoing discussion with their medical teams. They reported its potential to perhaps
lead to some women feeling a sense of pressure around the decision while still
experiencing the ‘angst’ accompanying the diagnosis. For these women,
however, the responses to this perceived pressure were mixed; some reported
being sure about not reconstructing from the point of diagnosis; others discussed
the initial attractiveness of reconstruction. As it became apparent that
immediate reconstruction was not a viable surgical option due to their diagnosis,
however, the additional time offered between mastectomy and potential
reconstruction provided an opportunity to think, gather information and evaluate
their individual circumstances to help them make a more informed, rationalised
decision.
In some cases, there appeared to be a lack of information provided about life
post-mastectomy without reconstruction; the majority of resources available
from both formal and informal sources, tended to focus on reconstruction:
I wasn’t given a sheet that said what it is like if you don’t have one
[reconstruction] I mean I think there was something given to me along
the way that said you can have prosthetic breasts and all this sort of
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stuff but I think quite a lot of that stuff I figured out doing my own
research (Paula).
Some of the women expressed a desire to see a post-mastectomy body that had
not undergone reconstruction, either in the form of photographs or by seeing real
women in the flesh – ideally someone who had maintained their decision not to
reconstruct over time. They had been given or had been able to source
information about reconstruction options and outcomes; they perceived that this
was more freely available than the non-reconstruction route. A sense of isolation
and marginalisation as a younger woman wanting to seek out resources around
non–reconstruction was evident. Paula, for example, spoke with a 70 year old
about the woman’s choice surrounding non-reconstruction, but did not feel
comfortable to ask to see her mastectomy site. Paula reported that she went
online to find more images but found that ‘there was not really anything at all’.
For participants who were able to find images of reconstructed breasts, they
seemed generally unappealing and some responded negatively to them:
I would certainly not go through all that to have something that didn’t
look natural and just to make me look, just to make me balance better
on the other side (Anya).
The relationship with their own breasts as ‘natural’ directly contrasts with their
expectations of reconstruction: they were under no illusion that a reconstructed
breast would be ‘other’. Sarah said, ‘it looks like a breast but isn’t a breast’. This
unnatural replacement was described in stark language highlighting its
‘otherness’:
What you’ve got on your chest is a numb piece of fat from your
stomach (Sarah).
Even an autologous reconstruction was distanced as alien:
I thought they looked, even those you know that had been
reconstructed from flesh and muscle taken from the back and then
twisted and had a nipple tattooed on and all the rest of it, it just did
not look natural (Anya).
The women’s own breasts are depicted as functional but also dispensable, due to
their diseased state. For example, Anya reported her breast as having ‘done its
duty’ as she had breastfed her daughter. Rebecca experienced her diagnosis
8

while she was pregnant with her first child and she was only able to breast feed
for four weeks before her mastectomy. This, however, was not perceived
negatively; Rebecca stated that she ‘wasn’t particularly bothered about that
[early weaning]’ because her drive to survive was dominant. The breast was
viewed as part of a much larger whole. Eloise said:
It is only a breast at the end of the day and you know it’s not a vital
organ (Eloise).
A similar attitude was voiced by Paula:
I likened it to, you know, if I was going to lose an arm, that would
probably have quite a big effect on my life and I would not want to do
that but to lose a breast, its not a disability, it doesn’t actually impact
that much on my life (Paula).
The women did not describe reconstruction positively and the magnitude of the
extra surgery was recognised:
I know having a reconstruction isn’t an illness, but it’s a big haul isn’t
it? It’s bigger than the initial operation, especially when you have it
done at a different time (Maureen).
These women felt their bodies had been through enough and were unwilling to
pursue additional elective procedures which were viewed as cosmetic and
inessential to their survival and quality of life.
(2) Maintaining the decision: Living as a one-breasted woman in a two-breasted
world
Once the decision to not reconstruct had been made, some of the women
reported questioning of their decision or pressure to reconsider their onebreastedness

as

a

long-term

decision.

The

pro-reconstruction

messages

reportedly received from some healthcare teams, particularly from surgeons,
sometimes seem to have been prompted by the fact that the women were
younger at diagnosis. These messages continued after the initial diagnosis and
treatment in follow-up conversations:
There was a senior registrar who was there with a consultant who
talked to me about it, who was very much keen, you know you’re a
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young woman, do you want to go through the rest of your life without
something there? (Sarah).
For Sarah, reconstruction was presented as the optimal choice and it was
assumed to be something she would want. In Sarah’s account, it was reported
that the senior registrar drew attention to her age, and his keenness for her to
agree to reconstruction seemed to be tied to that. Not pursuing reconstruction
was positioned by some participants as being an unattractive option and a ‘hard
sell’ and sense of coercion was identified:
Yeah, why don’t you go along with this? But, I suppose, but his
specialism was reconstruction, that was his thing so I suppose if that’s
what you do, you can’t see why someone won’t pursue it (Maureen).
A perceived paternalistic model of care and lack of patient-centred practice was
evident in some of the women’s accounts. Anya and Rebecca, however, (who
both had complicating factors in their diagnoses: poor initial prognosis and
pregnancy respectively) described interactions with their surgeons more
positively than the other participants. This might be due to the lack of options
available when diagnosed which led to their surgeons deferring any discussion
about reconstruction, although Anya’s mastectomy enabled reconstruction to be
more easily completed at a later date:
There was a bit of a sort of flap under my armpit, he said we can
neaten that up for you if you like and I said, well, no, I don’t want any
more bits taken off thank you very much and I told the surgeon about
it and he said, well, we did that in case you wanted a reconstruction
because it would help, you know because there’s more flesh there to
do it, but only as a sort of side line (Anya).
Anya reported that the surgical priming of her body for reconstruction when her
breast was removed was not discussed with her until she asked about it
afterwards, and then only in passing. The assumption that she might want to
pursue reconstruction at a later date seems to position her in a passive,
cooperative patient role and adds emphasis to the idea that the one breasted
body would not be an option given a choice.
Interactions with their breast care nurses were described by the women as taking
a more counselling-focused tone than those with surgeons. However, despite
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feeling more supported in these conversations, Sarah and Maureen felt that
nurses and support group facilitators were still generally pro-reconstruction:
Even though as part of the job I think they have to give the facts, I
think quite a lot of them, just meeting them through support groups
and things, think that reconstruction is a good thing and the be-all and
end-all and that they’d have it done and I came across an awful lot of
that (Sarah).
There’s more discussion about pros and cons of reconstruction than of
not [having reconstruction] (Maureen).
Both women suggest that rather than having a balanced discussion, they
experienced interactions that were generally weighted towards reconstruction.
Sarah indicates that this is not the only message given, and at a different point
in her interview, she discusses how the reality of living with a reconstructed
breast was highlighted by one of her nurses::
Well, you know you’re not going to get exactly what you’ve had taken
away, it’s going to feel different, you know, you may not have any
feeling at all in it, although it can look good cosmetically, there are all
sorts of problems around having it [reconstruction] done (Sarah).
The women all described a pragmatic relationship with their breasts and towards
reconstruction. Anya summarised, ‘you’ve still lost a breast whether you’ve got a
reconstructed one or not’. The women’s drive to survive, recognition of the big
picture and their understanding that replacing a breast cosmetically was a
superficial augmentation of their body was clearly evident throughout their
accounts.
(3) Defending the decision: ‘I’m happy enough without it’
Some of the women described having to defend their decision not to reconstruct
multiple times to their medical team who continued to question this:
I went to the hospital and they did discuss it with me and say, are you
sure? At that point I was definitely I know what I was doing I knew what
I wanted so they kind of gave up (Paula).
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It was only through persistence and tenacity that these women felt their decision
was finally accepted. They were proactive in their commitment to their decision
and in their defensive stance their agency and self-advocacy was highlighted.
The culmination of this experience of making, maintaining and defending their
decision to not reconstruct left the women with a sense of being in the minority –
of going against the perceived norm of reconstruction.
I felt sometimes that I was like being a bit odd by not having it, but I
was totally 100% confident in myself, in knowing what I didn't want so
it might have been a bit easier if they’d just said, right, if that’s your
decision yeah, that’s absolutely fine and let’s look at what you can do
to make that, the not having a reconstruction a good experience
(Maureen).
Maureen desired that non-reconstruction be seen as a viable choice with positive
support rather than a non-choice, leaving some of the women cast in the role of
an outsider or considered a difficult patient. Maureen suggested that support and
agreement was not immediately forthcoming, meaning that her experience was
one of difficulty and anxiety.
An unwillingness to endure additional elected reconstructive surgery for a
number of reasons was evident in these women’s accounts. Sarah represented
this viewpoint:
My body’s as it was with a bit missing that’s been taken away because
there was something wrong with it, so I’m as I was, why go through all
this rigmarole when, you know, I’m happy enough without? (Sarah).
The women’s self-advocacy speaks to their tenacity and resilience as they made,
maintained and, in some cases, defended their decision not to reconstruct.
Despite some of the women encountering difficulties in gaining support from
health care practitioners for the decisions they made,, their sense of wholeness
was maintained. The experience of making these decisions was emotional and
anxiety provoking; this emotion appeared to be less tied to the loss of the breast
itself and more to the processes of having their decision supported.
Discussion
As discussed, rates of reconstruction in the UK are rising (NHS Information
Centre, 2009); however, the majority of women across all age groups do not
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reconstruct

post-mastectomy

(Alderman

et

al.,

2003).

Although

UK

reconstruction rates by age are presently unclear, the women in this study
perceived themselves to be going against a norm. This might possibly be due to
their younger age at diagnosis.Surgeons are suggested to deliver proreconstruction information to younger breast cancer patients (Alderman et al.,
2008), and this group are more likely to choose this surgical option (Reaby, 1998;
Rowland et al., 2000; Ananian et al., 2004; Finlayson et al., 2001, Jagsi et al.,
2014). It is suggested by some of our participants that their medical teams
assumed that they, as younger women, would prefer reconstruction even as a
delayed option. This is consistent with some of Rubin and Tanenbaum’s (2011)
participants who were initially against reconstruction but were persuaded by
their medical teams to proceed with it In some cases, therefore, it is apparent
that information may be delivered with a pro-reconstruction slant. This may be
based on the largely uncritical understandings of the extant literature.
As previously highlighted, studies exploring women’s satisfaction with their
decision to reconstruct or not following mastectomy reveal no significant
difference over time; viewing reconstruction as a ‘universal panacea’ for
emotional and psychological recovery after mastectomy should therefore be
carefully considered by those in cancer care (Harcourt et al, 2003). This critique
is echoed in Sheehan and colleagues’ research (2007, 2008) exploring regret
after decision-making around reconstruction. Previous studies have indicated a
number of variables associated with the uptake of breast reconstruction (Morrow
et al., 2001; Rubin and Tanenbaum, 2011; Rubin et al., 2013) e.g. race, ethnicity,
sexual

orientation,

spiritual

beliefs).

We

suggest,

therefore,

that

tacit

understanding of the psychological implications of reconstruction would benefit
from further exploration by clinicians and researchers. A failure to do this may
result in faulty assumptions and, perhaps, unsupported pro-reconstruction
biases. We acknowledge that the women in our study may be defending their
decision to not reconstruct; however, this may also be the case for those women
who do reconstruct without regret.
Women in the US have the highest rates of reconstruction (56% regardless of
age: Jagsi et al., 2014). The women in our sample were located across England.
We did not explore whether their age affected the level and type of information
they were given by their medical teams, but some of them described feeling
‘odd’ by not pursuing reconstruction. This echoes prior research where younger
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women seem more likely to choose reconstruction (Reaby, 1998; Rowland et al.,
2000; Finlayson et al., 2001; Ananian et al., 2004, Jagsi et al., 2014).
Qualitative research focusing on decision-making around (non-) reconstruction
after breast cancer is limited and no papers exploring younger women’s
experiences relating to decision-making in this area have been conducted with a
UK population. Similarly, no published studies focus only on women who have
maintained the decision to not reconstruct over time. The study reported here
contributes to an emerging body of literature, and introduces an English National
Health Service context. Limitations should be acknowledged. The sample size is
small yet consistent with other IPA studies. It is recognised that women from
different socio-economic, geographic and ethnic backgrounds may have different
experiences. Additionally, women’s age and relationship status should be
considered in future research. Our participants were not eligible for immediate
reconstruction therefore this narrowed the focus of our work to delayed
reconstruction only. We acknowledge that had immediate reconstruction been an
option, their decisions may have been different.

In line with much of the

previous research, the study reported here is retrospective in nature, with
women being interviewed at least five years after their diagnosis. The women
have, therefore, had time to adjust and reflect upon their situation.
Conclusion
For this group of women delayed reconstruction was dis-preferred for a variety of
reasons

including

additional

healing

and

hassle,

unwillingness

to

have

unnecessary cosmetic procedures, wishing to self-examine their bodies without
obstruction

and

perceiving

reconstruction

negatively.

Although

they

acknowledged reconstruction as a valid option for some, they suggested that it
should not be assumed that all women, even if younger, would want it.
Recommendations from this study include increasing the resources available that
educate and support non-reconstruction as a permanent and acknowledged
option, even for younger women. Our participants suggested that seeing and
being able to talk with similar aged women who had engaged in both
reconstruction and non-reconstruction would have positively informed their
decision-making process and decreased their sense of isolation and going
against the perceived ‘norm’ of reconstruction. The experience of having an
extended period to consider their surgical options (because they were not
eligible for immediate reconstruction) was reported as being extremely helpful.
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Some of the women acknowledged that if they had been eligible for immediate
reconstruction, this might have been chosen due to the time pressure to make a
decision, the positive positioning of option by the medical teams and its initial
attractiveness. However, the additional time that delayed reconstruction
provided enabled them to feel less pressured; they could research their options,
adjust to their situation, and were able to make a more considered decision. In
addition, it should be noted that this group of women all described positive
support from their immediate social networks, which also reinforced the decision
making process. It is acknowledged that the findings may link with previous
research in the broader area of social representations of the body. This will be
explored more fully in a later paper. Although the decision making phenomenon
has been studied previously in a variety of contexts, the focus of this paper is to
provide insight into the lived experience of women based in the UK to add to the
studies in the area of mastectomy and reconstruction.
This group of women acknowledged the need for positive messages regarding
non-reconstruction from their medical teams and within the formal resources
provided for them. In addition, informal literature, images and media coverage
were perceived to lack the positive representation of non-reconstructed bodies.
Non-reconstruction, therefore, was not encountered in a balanced way by these
younger women; in some cases, this was reported to negatively affect
relationships with their medical teams. As these women were diagnosed at least
five years ago, information available to women facing mastectomy now may be
more comprehensive. Some of these women highlighted the need for additional,
independent counselling to support the decision-making process; a personcentred approach to this would be ideal. Also, practical information around
prostheses, navigating relationships and accepting their new normal were
discussed as necessary to promote a more positive experience. In moving
forward, it is recommended that medical teams and breast cancer support
services review and reflect upon their current practice and beliefs about the
reconstruction process for women of all ages facing mastectomy. More
information about the pros and cons of immediate and delayed reconstruction, a
balanced view that does not assume that younger women will automatically
choose reconstruction and clearer statistics around reconstruction rates for all
women, would be positive changes for medical teams to make. It is also
recommended that future research explores the decision-making processes and
post-mastectomy experiences of women from different ethnic and socio-cultural
15

backgrounds across all age groups. This will help to build a broader base of
understanding about women’s experiences when facing breast cancer surgery.
Additionally, using IPA to explore the lived experiences of younger women who
have elected to reconstruct their breast/s post-mastectomy (either immediate or
delayed) will positively contribute to this understanding.
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