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Abstract

Aim: This paper reports the results of a study exploring the information and support needs of secondary breast cancer
patients.

Method: A qualitative focus group study with 12 women with a diagnosis of secondary breast cancer in a UK hospital
was carried out. Participants were aged between 29 and 70 years and had secondaries in bone, brain, liver and lung.

Findings: A thematic analysis revealed that the women felt unsupported by the care system compared to the level of
support they received as primary breast cancer patients. Three overarching themes reflected an immediate sense of loss
of formal support on diagnosis as a secondary breast cancer patient, a changed identity and associated self-stigma, and
the emotional effects of living with the knowledge that their cancer was not curable.

Conclusion: Women living with secondary breast cancer have specific support needs that must be better recognised by
healthcare providers. The extent to which secondary breast cancer nurses can meet these unmet needs should be
evaluated.
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Background

Secondary breast cancer (SBC), also known as metastatic (stage 4) breast cancer, occurs when primary breast cancer cells spread to
other parts of the body, such as bone, liver, brain or lung, due to transmission through the blood or lymphatic system. It is not curable
and results in prolonged cancer-related treatment and shortened life span. Recent estimates suggest around 35,000 people in the UK
are living with SBC, with around five in every 100 people with breast cancer already having secondaries when their cancer is first
diagnosed, and around 35 of every 100 people with primary breast cancer developing SBC within 10 years of their first diagnosis
(Breast Cancer Now 2015).

With significant advances in the treatment and management of SBC that help to control the spread and relieve signs and symptoms,
a diagnosis of SBC now reflects a chronic, potentially long-term condition. Consequently, women with SBC have complex and often
unmet needs, report a higher level of psychological distress compared to what they experienced at primary diagnosis (Breast Cancer
Care, Secondary Breast Cancer Taskforce 2007, 2008, Reed et al 2010, Breast Cancer Care (BCC) 2018) and higher levels of
psychosocial morbidity (Cohen 2002, Coristine et al 2003). Feelings of uncertainty and lack of control, alongside stigma,

abandonment, anger and isolation experienced by those with SBC who are facing early death, are well recognised in the literature and
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clinical field (Hanson-Frost et al 2000, Mosher et al 2013, Krigel et al 2014). Over the last decade UK policy organisations and cancer
charities have highlighted the need for improved specialist care and support for women with SBC. Early National Institute for Health
and Care Excellence (NICE) guidelines (2004) emphasised the need to develop mechanisms to promote continuity of care for patients
with advanced cancer and this agenda has continued to be driven forward by recent campaigns such as BCC’s Secondary not second
rate campaign. Encouragingly, the report produced from this campaign highlighted areas of good practice in service provision and
support, which are a valuable starting point for addressing unmet needs, and include the provision of easily comprehensible written
information covering clinical and support needs (BCC 2018). While UK cancer charities such as BCC and Macmillan provide a range
of resources and information for patients with SBC, including written information, digital patient stories and support groups, women
with the disease have unique characteristics and information and support needs that differ from those with early stage breast cancer
and which are not being consistently met (Tucker et al 2017, BCC 2018, Macmillan 2018).

It is important that women with SBC have their emotional wellbeing regularly assessed and access to appropriate psychological
support at diagnosis, at progression or when treatment changes (NICE 2009, BCC 2018). With the cancer clinical nurse specialist role
shown to be valued by patients for the provision of emotional and information support (Ritz et al 2000, Halkett et al 2006,
Koutsopoulou et al 2010) much of the recent focus has been on access to a designated nurse specialist or keyworker with appropriate
knowledge of the disease, treatments and support needs for patients with SBC, to act as an advocate and a link between the patient and
the multidisciplinary team (MDT) (BCC 2018). However, according to the BCC (2018) report three-quarters of NHS trusts and health
boards across the UK do not have enough specialist nursing care for those with SBC and women with the disease are often not
signposted to appropriate support services.

Aim

This article explores the specific information and support needs of women with SBC through a qualitative lens. The aim of the study
was to explore how women made sense of their experiences of being diagnosed with SBC and their associated information and support
needs. The study formed part of the lead author’s, a qualified breast cancer nurse, master’s qualification in counselling practice. Using
focus group methodology, the study objectives were:

» To explore women’s experiences surrounding their SBC diagnosis.
» To gain an understanding of the emotional support and information needs of breast cancer patients since their secondary diagnosis.

» To discover whether women with SBC believe their needs have been met.

Method
The paper reports findings from two focus groups. The main researcher is a qualified nurse who has been working as a clinical nurse

specialist in breast cancer care for over 20 years. Focus groups have long been recognised as an ideal way of obtaining rich narrative
information about shared experiences of health and illness (Wilkinson 1998) and have been used as an aid to explore and plan future
needs of women with SBC (BCC, Secondary Breast Cancer Taskforce 2008) and other cancer patient groups (Hughes and Phelps
2010, Harder et al 2017). Ethical approval for the study was obtained from the South West Wales Research Ethics Committee.

Participants and recruitment strategy
A purposive sample of women With SBC under the care of the oncology department at Singleton Hospital, Swansea were targeted

for participation in the study between October 2013 and March 2015. Following ethical guidelines, the main researcher was not
directly involved in the active recruitment of participants, including her own patients. For each focus group a poster advertising the
study with an invitation to take part and contact numbers was placed on an information board in appropriate locations around the
hospital. Interested participants had to contact the researcher to confirm their interest. When interest was expressed a participant
information sheet and consent form was posted and once the consent forms were returned the researcher confirmed the date of the
focus group.

Participants were eligible for inclusion if they had a definite diagnosis of metastatic breast cancer made by either cytology or tissue
biopsy or by radiological investigation. Women with bone, brain, liver and lung metastases were also eligible. Two core exclusion
criteria were if the woman became an oncological emergency warranting urgent hospital admission and those considered by the
clinical team as too psychologically vulnerable to participate.

Recruitment of the first six women was in October 2013 and the focus group took place in December 2013. The second focus group
comprising another six women took place 15 months later, following difficulties recruiting women during this period due to their poor

health or death. Across both groups the women had secondaries in bone, brain, liver and lung and their age ranged from 29 to 70 years.
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Importantly, within the context of the study, by the time the second group took place a support group had been established for SBC
patients driven by those who had taken part in the first group. At the time of writing nine of the participants were still part of the
support group while three have died.

Data collection and analysis
Each focus group was held in a comfortable setting in the hospital with soft, comfortable seating and easy access to amenities, and

lasted for 90 minutes. The main researcher (AB) supported the group using a semi-structured topic guide with the help of a co-
moderator (CP). The topic guide explored the women’s preferences in relation to their need for information and support since their
SBC diagnosis, the type of support they believe they would have benefitted from and the ongoing support they believe would make a
difference. Discussions from the focus groups were transcribed verbatim and the transcripts were anonymised using pseudonyms. The
data were analysed using thematic analysis following Braun and Clarke’s (2006) framework due its flexible approach that enables

researchers to identify commonly occurring themes without being overly influenced by a strong theoretical stance.

Findings
Thematic analysis of the focus group data revealed three overarching superordinate themes with underpinning subordinate themes

(Table 1) which are discussed in depth below. Where differences appeared to exist between the first (G1) and second (G2) focus group
as a consequence of the support group these are interpreted below within this context. All names are pseudonyms.

Table 1. Superordinate and subordinate themes resulting from thematic analysis

Superordinate theme 1: Loss of Superordinate theme 2: Changing Superordinate theme 3:
support identity Living with no cure
Sense of abandonment Self-stigma An uncertain future
Needing time to reflect A common identity through shared Resilience

experience
Perceived reluctance to explore the Reluctance to seek
death question psychosocial support
A missing link

Superordinate theme 1: Loss of support
One of the main questions the participants were asked was to think about the type of support they were offered at the time of their

SBC diagnosis. A strong overarching theme reoccurred across both focus groups as the women reflected on this time. All participants
recalled readily the moment they were informed that their cancer was non-curable and many of their reflections involved comparison
with their primary breast cancer diagnosis.

Sense of abandonment
There was a strong and pervasive sense of loss of support and an almost immediate sense of abandonment at the moment of the

secondary diagnosis. For example, one woman said: ‘I was only finding out that | had secondaries this year and | feel totally
abandoned by you know any support whatsoever since | got referred to oncology’ (Mary G1) while another said: ‘I had loads of
support and everything, but then when we were given to oncology | feel | was treated like a statistic not as a person, and you do feel
lost’ (Susan G1).

A similar sentiment was echoed by participants in the second focus group: ‘The doctors come in and they just go “du dudu, this is
what you have got” and they, they go... and then the nurse or whoever is left there...” (Lucie G2). Another participant said she was
‘...sent out of the room a quivering wreck’ (Robyn G2).

During discussions about their experiences the women identified with similar feelings voiced by others in the group and in both
focus groups the effect of this sharing of emotion appeared powerful leading to some tears and comfort from fellow participants: ‘I feel
the same. Once you find out they leave you. You do not know nothing about it. You gets told and then you just walk out of there and
you think well where do | go from here?’ (Tess G1). At this point the participant became tearful.

Needing time to reflect
As the discussion went on it became evident that some women believed they had not been given sufficient time or information to

fully understand their diagnosis: ‘On reflection, it would have been nice if they said this is really hard for you to take in, here’s a
number for when you feel a bit calmer. Then they can explain anything’ (Robyn Group 2).

It was also clear that this need for understanding and seeking answers continued after the initial diagnostic consultation: ‘I mean | do
not think any of us will ever forget the day you told that initial conversation and you walk out of the room and you are in there and you
think right keep your head straight ask the questions, and | will ask the questions and then you go outside and you sit down and you

just shocked, and of course that shock wave may come over you within a couple of hours, oh | want to ask this, | want to ask that’
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(Hannah G1). Another participant said: ‘I felt, I do not know perhaps, if I reflect a bit, perhaps | just blanked out and | did not take it
in, I just switched off. It was the most unbelievable day, I just felt | was left to walk out and find my own way. What shall | do? | came
home and rang (a cancer charity), they did not tell me anything nice. So, I will not be ringing them again (she laughs)’ (Robyn G2).

Perceived reluctance to explore the death question
Across the focus groups, as the discussions unfolded and the women started to share their experiences, they expressed feelings of

frustration, confusion and resentment about what was often perceived as unwillingness on the part of medical professionals to discuss
the details of their diagnosis, particularly in relation to questions about the non-curable nature of the diagnosis: “‘When they have said
you have got cancer again and I just went and | said “am | going to die?” and | do not know why I said it, but they said “well | do not
know”! and | will never forget, never ever and | do not want to see them’ (Edna G1.)

For some the frustration appeared to stem from a sense that their consultant or oncologist was fixated on the fact that their cancer
was incurable and therefore seemed reluctant to engage in in-depth discussion of wider questions. For example, one woman recalled:
‘He says “you do realise you cannot be cured, you do realise you cannot be cured?”” (Susan G1) and continued ‘I find that really
annoying when | go to my oncologist and say, well | would say in, what, a 20 minutes consultation, that if | do not hear that word
(incurable) three times’.

Similarly, Edna voiced frustrations when she ‘asked about something and they sort of fob it off a little bit, because | asked about a
trial and the oncologist “ooh, | had not heard about this”, and | says “well | thought you would have heard about this”” (Edna G1).

Due to these earlier frustrations some of the women appeared to have developed strategies for future consultations to ensure they
could ask questions they believed were important. For example, Susan said she ensured she went prepared to every consultation to get
answers to her questions: ‘I ask many questions when | go in to see my oncologist. | take a list in and he does, he does dread seeing me
because you can see it in his face the minute | walk in through the door’ (Susan G1).

A missing link
While all the women in both groups agreed with the shared sentiment of a change in the level of care following the SBC diagnosis, a

few talked about have receiving excellent levels of care throughout their cancer pathway. For these women there appeared to be a
much shorter time between the diagnosis of primary and SBC and a specific individual had helped to create a more seamless transition
to their new status: ‘So | was under the chemo unit anyway, but xxxx was fantastic, but | was on tablets so | could see her she put me
in touch with Macmillan so I had loads of support from Macmillan’ (Hannah G1).

Participants appeared to feel there was a missing link between them and oncology following their secondary diagnosis: ‘That is why
you need somebody in between’ (Edna G1).

They also talked about how they understood that the oncologist had many patients to see and limited time which appeared to create a
barrier to them actively seeking further advice or support: ‘It would be nice if somebody could be in that middle to help him and help
us because then you think because | said I cannot phone up, | said, because they think | am being a nuisance’ (Edna G1).

A number of participants asked why there were primary breast cancer nurses at their hospital and no allocated nurse for SBC: ‘If
30% of women get secondary breast cancer why is not one of those nurses designated as a secondary breast cancer nurse?’ (Mary G1);
‘We need a secondary breast cancer nurse!” (Angharad G2).

Superordinate theme 2: Changing identity
The diagnosis of SBC appeared to have a fundamental effect on all participants’ self of sense and how they felt perceived by others.

Some shared stories that revealed a change in self identity from being a patient with primary breast cancer to one with an SBC
diagnosis. This change in identity often appeared to be in stark contrast to how they felt on their initial diagnosis months or years
earlier and explicitly linked to the label ‘incurable’.

Self-stigma
Mary (G1) explained: ‘I mean my primary care it was fantastic - was amazing - and the care | got was amazing but | just think 13

years, you get secondary breast cancer and | almost feel like a bit of a second class citizen really, you know, how are you meant to
feel?’

One participant who had regularly attended events held by a cancer charity said she did not feel she used it much since her SBC
diagnosis and talked about how she felt different in the view of the people she came into contact with who had primary breast cancer.
She now felt that she had a different identify to those with primary breast cancer: ‘But sometimes if | am feeling a bit a low then this is
not really, because if someone starts asking me then | am going to end up being upset, which is not going to help them you know, if



they have got primary cancer, not secondary cancer it is quite possible they will get better so they don’t need to see me crying and
going oh yeah but sorry | am not going to get better particularly if it’s breast cancer, as so many people do get better’ (Hannah G1).

Findings from the analysis were alarming; the lack of support meant the women felt isolated and stranded and this made them feel
different. However, one participant who had been attending the chemotherapy day unit when she recurred stated: ‘I must admit | have
to say | must be the odd one in the group whether it is because my head did not really stop between finding that | had cancer, and as
soon as my meds stopped my second cancer came back straightaway’ (Hannah G1).

Another participant spoke eloquently about the lack of continuity and poor communication and her fight to be noticed as a whole
person: ‘So | feel that nobody is treating me holistically because you cannot separate parts of my body’ (Angharad G1).

A common identity through shared experience
For these women participating in the focus groups appeared to evoke a sense of a shared experience and a common identity, and this

was particularly noticeable in the first group where participants shared their frustrations, tears and pain in a frank and honest manner.

In the first group, during the introductions, all the women said how pleased they felt to be in a group with others with SBC: ‘This is a

group that is long overdue and | am really keen to support’ (Angharad G1); ‘I was moved then to oncology. | feel totally abandoned

and unsupported and yeah so | think something like this group is fantastic for me. Yeah’ (Mary G1).

Following this initial focus group a SBC support group was established by the participants supported by AB. The support group had
met on a number of occasions before the second focus group and provided a much-needed mechanism for sharing experiences which
the women had not had before: ‘I feel | belong somewhere. | fitted in” (Amy G2).

Participants in the second focus group talked about the comfort and reassurance they gained from attending the support group and
the effect it had on their self-stigma and perceptions:

» Josie: “The first time | came to the group it was a big comfort in that, Mary, | remember the name because it struck me that
everybody looked normal and you think that you are going to be walking around you know with Dr Death over you. But everyone
looked normal so that was a comfort and it was a comfort when Mary said “oh well | was climbing the alps and I rely on Pinot
Grigio and After Eights” were her exact words and | was thinking well there is hope then. There is hope, where | had felt written off,
and then | went home and | had pizza and wine ‘cos | had been frightened to drink, frightened to have rubbish... (long sigh) it gave
me hope. The group the first time gave me hope, that | did not have before, it lifted me.’

» Nerys: ‘It is not a morbid group is it?’

» Amy: ‘No it’s fab.’

» Josie: ‘It is funny.’

» Serena: ‘I thought everyone is going to be iller than me, disabled on walking sticks and they are not. Yes, so | took a few months to
get here, two months, because my nurse had said, and Maggie’s had said, but | said ooh | am not ready for that yet. So, I did not
come you know, on my diagnosis, | was just going to deal with it really.’

Finally, some participants talked about how well-meaning comments from family and friends were often hard to accept: ‘I always
say “you walk in my shoes” and then, but you cannot say to these people... they have not got cancer’ (Edna G1). For example, one of
the focus group discussions centred on being told to ‘be positive’ which evoked a range of opinions: ‘I just say yes | am positive,
positively pissed off!” (Mary G1) (group laughter).

Superordinate theme 3: Living with no cure
This theme reflects the wider emotional journey of living with the knowledge that ultimately these women are facing an early death.

However, while early death was considered inevitable there was much emotional uncertainty about preparing for the event, a sense of
resilience and determination to live for as long as they could and what appeared to be an emerging reluctance to proactively seek out
and engage with a variety of psychosocial support options.

An uncertain future
There was a common thread that weaved through the findings in relation to the co-occurrence of guilt and fear in relation to what the

future holds for their families and loved ones and the effect of them not ‘being there’: “You are sitting there and you get all these dark
thoughts, and you start thinking Oh God, in my case, it was what if I am not there to see my kids finish school, or what if I am not
there to see them when they need me’ (Hannah G1). Robyn (G2) talked about the difficulties of putting on a brave face for family:
‘But | do find the emotional side was the hardest for me to cope with, my Christmas was the most miserable ever despite trying to put

on a brave face and let’s carry on.”



One of the women who validated the themes emailed a further explanation: ‘Guilt, effect on kids/not here to see them finish school,
or be there if they need me... | feel this way about my parents, who will care for them? Not wanting them to feel the pain of losing a
child, maybe | am being a little immature with my feelings, but it is real all the same, but | am sure there must be other ladies out there
in the same situation as me. | am sure the feelings are the same when thinking about husbands and partners, how will they cope?’
(Susan G1).

Resilience
Despite the emotional effect of hearing the traumatic news that they have SBC the women showed great resilience to help them get

some control to cope and function day to day. Hannah (G1) explained that: ‘Everyone tells me | am not curable, | am only not curable
when | get to that point when they say actually there is nothing else we can do for you.” She went on to explain that: “They say it is not
curable and I feel that the way it has been put its almost to keep my foot on the floor so that | realise that | have got to keep fighting,
and | keep saying well you know, | am fine, | am going for the 10 year, my joke is | am going for the 10 year plan.’

Some participants talked about the ongoing sense of challenge and refusal to be defined by their diagnosis: “Well I will not let it
identify me. | am far more, | have got far more to say about myself, even though | feel as if | have got myself into a bit of a mess’
(Angharad G1). Similarly, Susan (G1) stated that: “’Cos I challenge it ‘cos | am like yourself, it is not cured until the day I die, until
that point’, while Hannah (G1) said: ‘“This what | keep drumming into the kids all the time, | keep saying | have not given up so you
must not give up.’

Throughout the discussions it became clear that many of the women use humour as a coping strategy with their families: ‘It is just |
tend to, | just say to the kids do you know | have made up my mind | am going to get better so that is what | am doing and that is, you
know, | said | just cannot be doing with this being ill stuff that it is a waste of time and that is how we joke it out so it is you know’
(Hannah G1).

During the discussions themselves, although the laughter was mixed with tears at times, the camaraderie and connection of both
newly formed groups appeared almost instant. Nerys (G2) said: ‘I want to know, | want to know how much time | have got to tidy my
bloody house, before someone says “why has mother kept this for” like I did with mine” (group laughter).

Limited engagement with psychosocial support
Although there was a clear perception across both groups that their emotional wellbeing was not regularly, if ever, assessed through

the care pathway, a powerful finding, particularly in the first group, was that the women struggled to articulate the specific types of
support they has been offered as they felt the support they had received was minimal or non-existent. Although some were aware of
services offered by local and national cancer charities they felt the onus was on them to make contact and that was not always easy for
some of them, while signposting to additional support organisations and cancer charities often came from nonformal networks such as
family and friends: ‘It was my daughter-in-law that said “why do not you go to Maggie’s?” and | went, what is Maggie’s? why was not
I told that?’ (Mary G1).

Susan (G1) expressed a sentiment endorsed by other participants which was a reluctance to make contact proactively with other
sources of support even when they had been made aware of it: ‘I was just left thinking oh my god have | got cancer in my back
because | have been in pain since well for six months, not knowing | had breast cancer um, and that I could have done with somebody
to ring then even though yes | would have had my booklet, which said ring Macmillan or ring the Breast Org, but | am the type of
person | find it hard to make that first call’.

In the second focus group, the fact that patients were being signposted to the newly established support group was providing a
mechanism to share information about sources of support as well as providing important social support: ‘My nurse came in with some
reassurance and then | found out the secondary group was going. | did not even know what secondary meant’ (Robyn G2).

There appeared to be varying levels of awareness about the availability of counselling services. Three of the women had received
some counselling and felt they had benefitted from it, allowing them to explore their feelings and identify coping strategies: ‘I think
one-to-one counselling session is invaluable’ (Mary G1).

However, not all women had been offered counselling and one explained: ‘She was too busy fighting on an academic information
level to be concerned for her emotional needs’ (Angharad G1).

There was some acknowledgement that there was limited signposting to these services from clinicians themselves: ‘Although it
seems very much, | love my oncologist I love him, and other doctors have been very fair at this stage of the treatment, but no one asks

you how you are “‘cos they cannot offer you a counselling service. They have not got time, it takes long enough’ (Josie G2).



Discussion
The findings indicate that women with SBC are continuing to report specific information and support needs that are not met

consistently by oncology care pathways. An important finding is that their experiences of being SBC patients were often in stark
contrast to those as primary breast cancer patients, with the overarching themes reflecting a powerful narrative of an almost immediate
sense of loss of formal support, the perception of changed identity and associated self-stigma and the emotional effects of living with
the knowledge that their cancer was incurable.

Health professionals are perceived as the gatekeepers of information, yet there is a distressing and frustrating divide between the
way in which clinicians convey information to patients, the nature of this dialogue and patients’ needs to understand fully the clinical
information provided. Central to reducing the many barriers perceived by women with SBC, to enable greater engagement with their
own future, appears to be a trusted gatekeeper between the various clinical cancer services directly involved in their care and other
appropriate support organisations. The findings support previous research that indicated that access to appropriate psychosocial and
information support is an important mechanism for empowering patients with SBC and improving quality of life (Pender 2002, Reed
et al 2012, Begley et al 2014). Participants in this study valued clinical nurse specialists who are regarded as a vital source of
knowledge about the disease and treatments and an important advocate of their clinical and psychosocial support needs, thus acting as
a crucial link between the women and the multidisciplinary team.

Findings highlight the importance of regular holistic needs assessments at diagnosis and beyond and indicate the importance of a
suitably skilled and experienced person to take on an advocacy role beyond simple signposting. This suggests that alternative roles,
such as support workers who focus solely on providing emotional rather than information support, are unlikely to address these
women’s unmet needs. It is concerning, therefore, that in Wales the Cancer Delivery Plan (Welsh Government 2016) makes little
consideration of the needs of women with this cancer diagnosis, and that the key worker role, as currently construed, does not factor in
how these women might have concerns different from those with a primary diagnosis.

As a consequence of the study the lead author is working as Wales’ first dedicated specialist SBC nurse enabling patients to access
specialist support and nursing care in line with existing recommendations, for example BCC (2018). While not a specific objective of
the study, the insight into the demands and expectations of this SBC nurse specialist role suggests that such roles need to be supported
appropriately by service providers to remain sustainable. With recognition of the ambiguity about the potential scope of breast cancer
nurse specialist roles (Jones et al 2010), the BCC (2018) acknowledges the need for appropriate training in specialist skills and
knowledge. However, there may also need to be recognition of the need to provide appropriate emotional support, whether through
training, counselling skills or increased clinical supervision, for those working in SBC care. Therefore, while there is undoubtedly
evidence that such a role is valued by patients, there is also a need for systematic evaluation of effects of these specialised roles on the
lived experience of those with SBC and on specialist SBC nurses.

While the role of specialist SBC nurses appears crucial in supporting a more holistic care pathway and patient experience, the
findings from this study also indicate that, in line with the wider cancer literature (Moore et al 2013, Tucker et al 2017), there is a need
to explore opportunities to improve communication skills between patients with SBC and other oncology professionals, including
consultants. Much of the anxiety and negative experiences reported in the study appear to stem from frustrating conversations with a
range of oncology professionals who, to the women involved, did not seem willing to engage in difficult conversations about their
diagnosis and living with uncertainty. Additionally, the self-stigma that some of the participants reported appears to act as a barrier to
pushing for more clinical or informal support. While the link between perceptions of stigma and reluctance to seek help has been
evidenced in other fields such as lung cancer (Carter-Harris 2015) this is an important finding in relation to SBC which must be
addressed by the clinical, psychosocial care and research disciplines through appropriate education and intervention.

The findings suggest, therefore, that oncology professionals may need further training to develop effective communication strategies
that help reduce a perception of stigma among their patients and enable them to feel they can raise issues related to their SBC
legitimately at the time of diagnosis and beyond. With recognition that the longer a person lives with breast cancer the less support
they may receive (BCC 2018), this study highlights the need for ensuring continuity of clinical and psychosocial support over time and
not just in the immediate aftermath of the secondary diagnosis. Initiatives such as the BCC Secondary Toolkit (2012) provide easy
access training resources for nurses working in the SBC, however there also appears to be a need for additional resources or training

for other oncology professionals.
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This study highlights the value of focus group methodology in helping to assist with decision making and planning for
implementation of policy and care packages (Krueger and Casey 2000). The fact that the opportunity to take part in this study
appeared to provide a platform for the participants to establish their own monthly support group illustrates the value of peer support
initiatives in providing important support and reducing feelings of isolation and self-stigma. The Breast of Friends SBC Support Group
still meets monthly with up to 20 women attending events and supporting each other at funerals. The group was also instrumental in
supporting the lead author to organise an SBC awareness conference in October 2017 attended by over 100 healthcare professionals
and patients. That these women felt empowered to establish such a group, with ongoing support from their SBC nurse, further
highlights the value of patient engagement and the “patient voice’ in understanding perceptions of ‘good care’ and shaping the future
delivery of services (Begley et al 2014, BCC 2018). Indeed, this must be pushed one step further by involving patients in the codesign
of SBC services and ensuring that specialist SBC nurses believe they can shape these unique services with their patients.

Our ongoing research will seek to identify, develop and pilot a brief communication skills training intervention for healthcare
professionals, coproduced by women with SBC, and focused on dealing with uncertainty and unanswered questions about a diagnosis
of SBC.

Limitations
The small-scale nature of this research is recognised as a limitation of the current study, with the views of a relatively small number

of women not necessarily representative of all experiences of women with secondary breast cancer. We also recognise that the study
participants came from one local health board which again may not be reflective of the experiences of women under the care of other
health boards/NHS trusts. Within our sample, however, we were able to achieve an in-depth understanding of the experiences of
women across a range of ages and time since diagnosis and believe that this rich data can help illuminate many of the ongoing

challenges faced by women with a diagnosis of secondary breast cancer across the UK.

Conclusion
The results of this focus group study indicate that women with SBC still have unmet information and psychological support needs

and there appears to be a missing link in the support offered compared to their experiences as primary breast cancer patients. Women
with SBC require a more holistic care delivery and improved communication between them and their breast multidisciplinary team. In
evaluating the effect of such initiatives or service delivery changes it is important that patients’ voices are not forgotten to truly
understand the ways in which we can best empower these women to face the many challenges of an uncertain future.

Implications for practice
» Women with SBC need to be assessed regularly for their emotional wellbeing and signposted appropriately to additional

psychosocial support at diagnosis and as the disease progresses.

» Oncology healthcare professionals must be made more aware of effective communication strategies to reduce self-stigma among
their patients and with regard to difficult conversations about a diagnosis of SBC.

» The role of dedicated SBC nurse offers an important opportunity to breach the gaps in information provision and support. The extent
to which this role needs to be supported through appropriate clinical and emotional supervision is important to address.

» The power of the patient voice in driving change and shaping services needs to be better recognised and embedded in the codesign
and co-development of future SBC services. Engaging healthcare professionals and patients in the codesign and coproduction of
resources that will improve conversations and information giving in relation to a SBC diagnosis may help improve patients’

experiences and quality of life.
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