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underlying decision conflict, which may be distressing for
some women. Furthermore, psychological interventions
could address the sense of loss and acceptance of limitations
and change.
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Statement of contribution

What is already known on this subject?

Previous qualitative and observational studies have identified that physical symptoms are dis-
tressing for early-stage breast cancer survivors on hormone therapy and that both symptoms
and distress contribute to outcomes such as poor quality of life and medication non-adherence,
increasing the risk of cancer recurrence and death. However, less is known about Aow and why
these symptoms are distressing. Understanding the psychological and emotional burden of
managing physical symptoms may help to develop more targeted and effective interventions.

What does this study add?

* The study provides an in-depth understanding of why hormone therapy side effects are
distressing.

* Psychological approaches may be useful for acceptance and managing the sense of loss
experienced.

* Clinical communication should include clear side effect expectations, validation and empathy.

INTRODUCTION

Breast cancer survivors prescribed hormone therapy such as tamoxifen or aromatase inhibitors (Als)
not only have to manage general survivorship burdens such as the impact of frequent medical contact
ending, uncertainty around the future and fears of cancer recurrence and ongoing physical and psycho-
logical symptoms (Burgess et al., 2005; Lethborg et al., 2000; Schreier et al., 2019; van den Beuken-van
Everdingen et al., 2008), but also have to take a daily medication that comes with additional challenges.
The effect of hormone therapy on the reduction or interference of oestrogen can have significant physi-
cal and psychological effects (Hunter et al., 2004) including joint pain and stiffness, fatigue, headaches
and menopausal symptoms such as hot flushes, night sweats and vaginal dryness (Garreau et al., 2000;
Rademaker et al., 2025).

Distress is prevalent in breast cancer survivors and is associated with poor health outcomes such
as lower quality of life, non-adherence to hormone therapy, and increased personal and healthcare
costs (DiMatteo & Haskard-Zolnierek, 2011; Fang & Schnoll, 2002; Moon et al., 2019; Phoosuwan &
Lundberg, 2022; Waller et al., 2013). Symptoms such as pain, menopausal symptoms and fatigue have
been found to be associated with distress (Andreu et al., 2022; Lambert et al., 2018; Moon et al., 2016;
Syrowatka et al., 2017), observational studies are limited in their ability to explore the underlying rea-
sons for and the nuances of distress.
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Previous qualitative studies have corroborated that symptoms are distressing (Harrow et al., 2014;
Ibrar et al., 2022; Jacobs et al., 2020; Wen et al., 2017). A thematic synthesis of 16 qualitative stud-
ies identified themes related to the daily impact of side effects, the role of healthcare professionals
in preparing women for side effects and supporting adherence, strategies to manage side effects
and the impact on adherence and weighing up pros and cons of taking hormone therapy (Peddie
et al., 2021).

Although revealing important consequences of symptoms, previous research has failed to provide
insight into how and why symptoms are distressing and focuses heavily on the impact on treatment
adherence (Jacobs et al., 2020). However, as women report persevering with their medication despite
difficult symptoms (Lambert et al., 2018), it is important to recognize distress as an outcome regardless
of its relation with behavioural outcomes, particularly as increased distress is related to lower quality of
life (Moon et al., 2016) and increased healthcare utilization (Waller et al., 2013). As symptoms related
to hormone therapy persist (Fawson, 2024; Moon et al., 20106), identifying why and bow symptoms are
distressing could identify targets for future interventions to help manage distress alongside encouraging
long-term adherence.

Qualitative research provides a framework to explore the experiences of breast cancer survivorship
which can help to provide context and uncover unknown mechanisms through which to understand
theorized contributors to distress and identify the process through which symptoms are deemed dis-
tressing. Therefore, the overall aim of the present study was to qualitatively explore the distress breast
cancer survivors on hormone therapy experience with the following research question: why are physical
symptoms/side-effects distressing for early-stage HR+ breast cancer sutrvivors?

METHODS
Study design and data collection

Semi-structured interviews with open questions were used to allow for an open discussion explor-
ing experiences of distress in women on hormone therapy. Due to the COVID-19 pandemic, re-
cruitment and interviews were conducted online through video conferencing software (Microsoft
Teams). A critical realist approach was adopted as this aims to report on the experiences of the
participants as real and true to them, not as a direct reflection but interpreted and acknowledged to
inform further understanding of the data (Willig, 2013). A sample of 20—30 was estimated a priori
to be adequate using general standards of qualitative interview analysis (Sim et al., 2018). Using the
concept of information power (Malterud et al., 2016) a sample size on the lower-to-mid end of the
original estimation was determined to be sufficient as although the research question was broad and
an inductive approach was taken, the population was specific and the researchers were experienced
in qualitative methods. With non-response in mind, a target of approx. 30 was recruited to result in
a suitable sample size.

Participants and procedure

Breast cancer survivors were eligible for the study if they were over 18, lived in the UK, had a di-
agnosis of female Stage I-III breast cancer and had been prescribed hormone therapy in the last
2years. Ethical approval was granted by King's College London Psychiatry, Nursing and Midwifery
Research Ethics Committee HR-19/20-18770 and informed consent was obtained before commenc-
ing. The study was advertised through social media (e.g., Facebook, Instagram, Twitter), the uni-
versity research recruitment circular and relevant charities. After consenting, eligible participants
completed a short demographic and clinical questionnaire for purposive sampling. Thirty-two eli-
gible women were approached to arrange an interview with author SF or MR. Eight women did not
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respond to the email, and one had a delay in starting hormone therapy, so therefore was not eligible,
leaving a sample of 23 women. Informed consent was confirmed over Teams and participants were
fully debriefed. Interviews were conducted between October 2020 and July 2021. The interview
schedule was reviewed by a patient advisory group as well as an experienced clinical psychologist
(see supporting information for interview schedule). Interviews were conducted independently by
two interviewers, recorded, securely stored, transcribed verbatim using the Microsoft Teams soft-
ware and checked for accuracy. The mean duration of interviews was just under 1h (57 min, SD 14,
range 30—89 min).

Data analysis

The interviews were analysed using inductive reflexive thematic analysis (Braun & Clarke, 2006; Braun
& Clarke, 2019). Reflexive thematic analysis is a theoretically flexible approach and emphasizes the re-
searcher as active in the analysis of the data (Braun & Clarke, 2019). This approach allows an in-depth
exploration of the interviewee's experiences and perceptions from a data-driven perspective rather than
having a predefined theory or framework and acknowledges the interplay between the data, the re-
searcher, the research question and the environment and therefore particularly suits an open purpose
(Braun & Clarke, 2023). The researchet's influence when interpreting the data is considered in the re-
flexive report (see Supporting Information).

Braun and Clarke's six stages for reflexive thematic analysis were followed (see Table 1, Braun &
Clarke, 2000, 2019). The process was iterative during data collection; moving between coding and
theme generation (Braun & Clarke, 2019). NVivo 12 (QSR International Pty Ltd., 2018) was used to
store and organize codes.

Some of the included quotes were edited to remove repetitions and [...] indicates a skip to later
content, when meaning and content is congruent. In terms of quality assessment, in line with guidance
for reflexive thematic analysis, themes were conceptualized as containing shared meaning rather than
shared topics, developed through the researchers' involvement and codes were developed through on-
going interpretation and involvement with the data. Although Braun and Clarke (Braun & Clarke, 2023)
recommend best practice for thematic analysis away from standardized measures, this paper reports in
line with their best practice guidelines as well as generic Standards for Reporting Qualitative Research
(SQRQ; O'Brien et al., 2014).

TABLE 1 Phases of reflexive thematic analysis.

Phase of analysis Details from this study

Familiarizing with the data Author SF listened to all audio recordings, checked transcripts and made initial
familiarization notes

Generating initial codes Using NVivo 12 (QSR International Pty Ltd., 2018) author SF generated initial
codes based on semantic explicit meaning
A second round of coding was completed grouping and combining codes and
creating more latent, interpretive codes
The codes were discussed with the other authors and in line with the reflexive
thematic analysis approach, the research question was refined

Generating initial themes Initial themes and subthemes were generated based on overarching concepts,
shared meaning and patterns in data, rather than topics (Braun & Clarke, 2019)

Reviewing themes Themes were then reviewed and discussed with the authors, who all have
Defining and naming themes background knowledge of this area, and developed and refined multiple times
using multiple thematic maps before naming final themes and subthemes

Producing the report Relevant quotes chosen and analysis related back to the research question and

literature
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Techniques to enhance trustworthiness

As highlighted in the SQRQ guidelines (O'Brien et al., 2014) to ensure credibility and reliability in the
study findings, an audit trail was kept with a coding manual reviewed by the authors with frequent dis-
cussion and the coder did not experience breast cancer allowing distance and full immersion in the data
with fewer preconceived ideas. The full reflexivity statement is in Supporting Information.

RESULTS

Twenty-three women with a mean age of 53 (SD 11) were interviewed. See Table 2 for aggregate demo-
graphic and clinical characteristics. The mean time women were on hormone therapy was 9 months (SD 7).
Seventy-eight per cent were White British, with an even split between tamoxifen and Als. For context, physi-
cal symptoms experienced are displayed in the supporting information (Table S3). Symptoms were perceived
to be side-effects of hormone therapy, so the terms have been used interchangeably throughout.

Figure 1 displays the four themes and two subthemes generated from the data. Emotions were ex-
pressed in conjunction with symptom experience throughout, which is highlighted as an overarching
theme; the emotional burden of symptoms. However, experiences went beyond simply identifying the emo-
tional experience of symptoms alone, and the remaining themes detail why symptoms are distressing for
women on hormone therapy. These themes will be discussed with participant quotes (additional quotes
for themes are available in Supporting Information).

TABLE 2 Participant demographic and clinical characteristics.

Aggregate n=23

Age (M, SD, range) 52.57 (10.94; 33—81)
Ethnicity (»)
White British 18
Other White background 3
Black Caribbean 1
Indian 1
Marital status ()
Married or in a civil partnership 17
Single or co-habiting 4
Separated/divorced 1
Widowed 1
Stage at diagnosis ()
Stage I 10
Stage 11 8
Stage 111 5

Current hormone therapy ()
Tamoxifen 12

Aromatase inhibitors

Letrozole 5
Exemestane 2
Anastrozole 4
Months on hormone therapy (M, SD, range) 9.34 (7.45; 0.25-27)

Note: M, mean; SD, standard deviation.
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The emotional burden of symptoms (overarching theme)
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FIGURE 1 Thematic map.

Overarching theme: The emotional burden of symptoms

The supporting information provides quotes to demonstrate and give context to the range of emotions
and emotional language used to specifically describe symptoms experienced while on hormone therapy,
including low mood, frustration and anger. These were described by most women regardless of their
time on or type of therapy.

Some women said symptoms were ‘manageable’ and not ‘terribly difficult’ (P22, [age] 49, tamoxi-
fen). However one described that ‘the distress comes from the cumulative effect of having a lot of little
things’ (P16, 47, exemestane). Older age appeared to be a possible protective factor for distress around
menopausal symptoms such as hot flushes and vaginal dryness.

Theme 1: A sense of helplessness around symptoms

There was a sense of helplessness around symptoms whereby not only did women feel a lack of under-
standing and support around symptoms, but also felt that nothing could be done about them.

Sub theme 1.1: Feeling alone and unsupported with symptoms
Women described a heightened sense of feeling alone and unsupported after primary treatment as they
are being ‘left with this box of tamoxifen’ which was ‘more distressing’ (P5, 39, tamoxifen).

Women felt invalidated and ‘discounted’” when oncologists seemed to ‘shrug’ off their concerns (P8,
49, tamoxifen) or attributed symptoms to other causes which left women feeling they have a lot to learn
themselves, and that the impact is not understood. On the other hand, women who felt listened to
and were told that side effects and symptoms were normal, appreciated the validation, reassurance and
knowledge. This reassurance came from different sources such as breast care nurses, social support on-
line groups and personal research. One participant explained how breast cancer nurses reassured them
that side effects are normal, giving them ‘the ability to kind of go OK, it is what it is” (P22, 49, tamoxi-
fen). Another participant explained how seeing others' experiences through Facebook was reassuring ‘to
know that other people are going through the same thing’ (P14, 45, anastrozole and goserelin).

Women also described feeling unsupported by family and friends. Women felt that because their
difficult side effects were not visible, there was a lack of understanding from loved ones and others. One
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woman described how her “family laughs at me because they think I'm making it up’ (P12, 49, letrozole
and goserelin) suggesting support and understanding may be limited.

And T just thinking I'm not OK though, I don't feel OK, I know I look OK but I don't
feel OK.
(P15, 51, tamoxifen)

Due to the COVID-19 pandemic, some face-to-face support and appointments were withdrawn,
and women found it ‘difficult to ask for things over the phone’ (P14, 45, anastrozole and gosere-
lin) leaving some wondering if the pandemic limited their access to beneficial support. However,
it seems that even those participants whose treatment started before the COVID-19 pandemic felt
unsupported and alone and therefore this does not appear to be specific to the COVID-19 pandemic
changes.

Sub theme 1.2: Nothing can be done about symptoms
There was a sense of helplessness that nothing can be done about side effects or symptoms; therefore,
women just had to deal with, live with or suffer with them.

There's not a lot of help out there, you just kind of have to suffer it really. That's the only
way. It's a shame.
(P19, 43, tamoxifen and goserelin)

Although some women felt there was medication available to help manage symptoms and side effects, they
were aware of the contraindications, and some were reluctant to take further medication on top of hormone
therapy medication. While one participant felt you cannot actually make symptoms better or worse, rather
things improve by learning to cope.

Some women felt they had no option but to be on hormone therapy itself as it is the ‘blue ribbon
treatment’ (P11, 53, anastrozole then letrozole). For some, there was a desire for it to ‘be a choice rather
than a necessity’ (P3, 33, tamoxifen) as those who felt they had a choice or option to stop taking hor-
mone therapy for a period of time or change medication, felt having that sense of control helped their
distress around symptoms.

Just knowing that that option was there [to stop Letrozole], I think in some ways gave me
something to focus on and to make a decision about rather than feeling hopeless.
(P12, 49, letrozole and goserelin)

Theme 2: Living with and managing difficult feelings around loss and change

Difficult symptoms were described in conjunction with limitations to lifestyle and losses. Women used
strong emotional language to describe ‘not being able to do the things I could before’ and dealing with
‘loss’ to parts of their lives (P14, 45, anastrozole and goserelin).

And no you can't pick that up when you can't do this hobby and duh duh duh. It's death
by all of these things.
(P16, 47, exemestane)

A specific area of loss which was unexpected and difficult to manage, was related to vaginal dryness and the
impact of this on their sex lives. This ‘loss’ (P18, 48, tamoxifen) of an important area of their lives was some-
thing they never thought they would have to deal with and ‘had no idea of the impact’ (P23, 49, letrozole).
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In addition, women reported challenging disruptions to their sense of self while taking hormone
therapy. Women described how they now felt like someone with health issues on medication when
they hadn't ever taken medication before. Women referred to the physical impact of pain meaning
they feel they have ‘aged about 20years’ (P20, 75, anastrozole then tamoxifen). Women felt too
young to be going through the menopause and this was described in conjunction with feelings of
sadness and low mood.

I feel too young to be having them [menopausal symptoms], so it does, it does get me down
quite a lot.
(P19, 43, tamoxifen and goserelin)

Additionally, women commented on how these changes “zaps some vitality for life out of you” (P11, 53,
anastrozole then letrozole) and felt that their personality and identity was being ‘chipped’ away.

You know that your sense of self and your identity is just. It's just being chipped at you
know it's had a couple of great big fucking knocks taken out of it and then it's like oh we're
just gonna chipping and keep chipping.

(P16, 47, exemestane)

Women reported feelings of uncertainty around whether they would ever feel normal again. One
respondent disliked the term ‘new normal’ that is often used after primary treatment and felt that it
being described in this way implies ‘you'll get back to your normal, it'll just feel different’ whereas
it is actually ‘abnormal’ as you ‘don't ever really get a chance to feel like yourself again’ (P16, 47,
exemestane).

Some women reported that life wasn't ‘awful’ but ‘that comes down to adapting’ (P23, 49, letrozole)
to these changes and dealing with this loss. However, learning to adapt and live differently can take
time especially as some women felt the limitations made their body feel ‘less resilient” which then made
it harder to cope with change (P11, 53, anastrozole then letrozole).

It's [physical problems| kind of there all the time so you learn to live differently.
(P21, 54, anastrozole)

Managing and coping with these difficulties was done in different ways. Firstly, practical strategies were
used such as ‘managing my diary very carefully and I absolutely have to factor in rest time [...] to just sort of
function and cope’ (P23, 49, letrozole). However, accessing practical aids to manage and adapt to symptoms
such as vaginal lubricants was felt to be ‘embarrassing’ (P19, 43, tamoxifen and goserelin). One woman used
practical devices to manage the impact of her symptoms however she described this as a frustrating and
irritating thing to have to do, despite helping her manage:

As irritating as it is, I think actually some practical aids to just help take some of the diffi-
culty out of life, I think that does help.
(P16, 47, exemestane)

Another strategy was a more psychological response, whereby this same participant described hav-
ing to complete self-talk to not be so ‘vain’, and accept help while losing attachment to what they
used to have.

There is a sense in which you lose attachment to what you used to have and there is that
gradual acceptance of the fact that OK, do you know what you're, you are below par and
you may never get back to the par you had, but you can adapt and you can adjust.

(P16, 47, exemestane)
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Adapting and adjusting was described as doing ‘things differently rather than focusing on what I can't do’
(P14, 45, anastrozole and goserelin) for example, ‘if you can't do your exact hobby, find a near enough or a
good enough alternative’ (P16, 47, exemestane).

However, another participant was aware they could not accept their limitations:

I think I haven't quite accepted my limitations, and I'm not sure that I ever will if I'm
honest.
(P19, 43, tamoxifen and goserelin)

Theme 3: Living with fear, worry and uncertainty around side-effects

Women reported a range of unknown and unexpected aspects related to being on hormone therapy,
which resulted in fear, worry and uncertainty. Some women reported being very ‘apprehensive’ (P5, 39,
tamoxifen) and ‘wary’ (P13, 51, tamoxifen) when first prescribed hormone therapy, particularly about
potential side-effects. In addition, women initially thought side-effects would be manageable, so the
actual impact of the distressing symptoms was unexpected.

One woman mentioned physical symptoms persisting ‘for longer than I realized that they would’
(P22, 49, tamoxifen) and other women felt the thought of experiencing side-effects for a long time was
unnerving, frustrating and worrying, with some women worrying the side-effects could actually get
worse, and continue to negatively impact their lives.

Letrozole for 10years and it was just seemed I just didn't think I was going to be able to
cope with it. It's just unbearable.
(P12, 49, letrozole and goserelin)

It seems that joint pain might be an issue later on, and that's something which I'm quite
worried about because of again, that's going to stop me doing the things I want to do and
being active and everything, yeah (sighs).

(P3, 33, tamoxifen)

Another element of uncertainty was women questioning whether they would have experienced similar
symptoms of a normal menopause.

I mean what's hard to know is if I'd gone through the menopause, would I just be expe-
riencing very similar things to this and is it just that I'm going through an accelerated
menopause?

(P1, 46, tamoxifen)

One participant described the experience of symptoms leading to worries and concerns of future medical
conditions.

I remembered almost worrying and thinking, oh my gosh, could I get dementia from this
drug because of the, you know the brain fog and the concentration being able to concen-
trate. Yeah, those things are distressing and worrying,.

(P8, 49, tamoxifen)

Finally, some women reported fears around changing their hormone therapy and having worse side-effects
on an alternative medication. When suggested she could change from tamoxifen to Al's to manage bone
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pain side-effects, one participant expressed their concern that they could experience “worse bone pain’ and
felt it would not be ‘a very good idea’ (P1, 46, tamoxifen).

Despite the uncertainty, some women were hopeful that things might improve, especially those who
had only recently started taking their medication.

But I'm hoping I'm just going to get them for a few months with any luck.
(P9, 63, anastrozole)

Theme 4: The internal conflict around treatment decisions

Women reported an internal conflict as they weighed up whether taking hormone therapy was the right
decision for them. This included the conflict between quantity versus quality of life, which women re-
lated to the experience of the difficult side-effects versus the reduced risk of recurrence.

I'm still young. I still got children. I've got everything to live for. And yet, it's a very dif-
ficult decision to make. Do I carry on with these horrific drugs and the side-effects are
indescribable sometimes? Or do I say you know what I want to have quality of life, but at
54, I need both. I don't just want quality of life [...].

(P11, 53, letrozole)

This internal conflict also includes struggles with questioning decisions to switch between Als and tamox-
ifen. One participant's oncologist suggested changing medication which left them weighing up different
symptoms over others and the potential increase in risk of recurrence. Some women felt that they did not
have the knowledge or information to make an informed personal decision about being on hormone therapy
which contributed to this internal conflict.

Questioning decisions to stay on hormone therapy was ongoing, with some women reporting a taste
of normality and improved side-effects when taking a break from their medication. However, this added
to the difficulties with decision making, with women stating that hearing others miss tablets and taking
‘tamoxifen holidays’ made them question taking their medication as they were ‘starting to feel normal
again’ (P4, 57, letrozole, exemestane then tamoxifen).

Although these women reported struggling with these conflicts and decisions, on the other hand,
other women reported a more positive focus and seemed to experience less struggle and conflict. They
thought of hormone therapy as ‘a pretty good alternative’ (P18, 48, tamoxifen) to a recurrence or even
‘better than dying’ (P12, 49, letrozole and goserelin). They felt it gives them ‘less chance of it [cancer]
returning’ (P3, 33, famoxifen) and felt this was a good thing that gives them hope. Women felt managing
side effects were therefore a ‘small price to pay’ (P19, 43, tamoxifen, Goserelin). Women reported that
taking hormone therapy and going through treatment ‘affords you a life to live’ and means they are
around for family and ‘still here as a friend” (P2, 63, letrozole). However, women used quite strong ter-
minology to describe coping with and managing this internal conflict. One participant said, ‘I'm trying
my hardest to accept’ (P3, 33, tamoxifen) to imply that this shift of focus or reframing was a cognitive
effort to try and think about taking hormone therapy and symptoms in a different way. A sense of self-
imposed pressure and a forceful nature was also interpreted from the data.

You have to be quite strong-minded

(P11, 53, letrozole)

I just think well suck it up it's, it's better than the alternative.
(P19, 43, tamoxifen and Goserelin)
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DISCUSSION

The current study provides a detailed insight into the distress experienced while on hormone therapy
by early-stage breast cancer survivors. In line with previous literature (e.g., Rosedale & Fu, 2010), the
majority of women described the emotional burden and distressing nature of symptoms and side-effects
themselves, which was the overarching theme throughout this study. However, the current analysis
went beyond previous literature by describing the in-depth emotional impact of the side-effects associ-
ated with being on hormone therapy and exploring the nuances of why physical symptoms are distress-
ing for these women. The study has identified that it is not just the presence of the symptoms, but the
impact, burden and disruption to daily lives of these symptoms that may lead to distress.

The first theme highlighted a strong sense that some women feel they have been left alone to self-
manage hormone therapy and the additional experience of side-effects, with limited support and knowl-
edge from health care professionals. This study found that feeling unsupported left some women feeling
helpless and felt the lack of information made them question whether their experience was normal
and felt unheard, not understood and therefore invalidated for their experiences. Although previous
literature links feeling unsupported by healthcare professionals to decisions to stop taking medication
(Peddie et al., 2021), this present study highlights that these experiences may also lead to distress as well,
outside of the decision to take medication or not. Interestingly, individuals who felt a sense of control
over changing their medication reported that this helped them to cope with their situation. This may
help mitigate the experience of symptoms leading to helplessness and resultant distress. However, some
women reported fears and concerns around unknown side-effects from a different medication. Clear
expectations and plans for managing new potential side-effects should be discussed to avoid women set-
tling for an unsatisfactory but familiar treatment experience to avoid potential unfamiliar side-effects.
Moreover, individuals felt limited support and understanding from their family, friends or loved ones
which may be partly due to the invisibility of symptoms. Women often reported finding support for
managing symptoms and distress through social media and from others with similar experiences, which
helped with validating and normalizing experiences.

There was also a sense of helplessness around managing symptoms. Previous literature has high-
lighted a lack of self-management options for hormone therapy side-effects (Hall et al., 2022); however,
the women in this study felt helpless and like they had to suffer. This further justifies the explora-
tion of why symptoms might lead to distress. Rather than directly targeting management of symp-
toms, which often has limited success, interventions could target self-efficacy in managing symptoms
(Hoffman, 2013) or coping with the experience of symptoms, which might be beneficial for mental
health outcomes by alleviating some of the distress expressed about lack of control and helplessness.

A separate theme describes uncertainty and worry around symptoms continuing throughout survi-
vorship with regards to side-effects worsening and persisting for longer than expected, which they felt
could have longer detrimental health impacts. Feeling unprepared and experiencing surprising side-
effects has been reported previously as influencing an individual's decision to stop taking their medica-
tion (Peddie et al., 2021). However, this current study highlights the ongoing nature of these feelings,
with an emphasis on the fear of the unknown over the course of the prescribed treatment period. This
may link to the feeling of being unsupported, as some of these expectations and information giving
could be provided in a more accessible way to relieve these concerns.

This current study highlights specific psychological and emotional impact from experiencing symp-
toms whereby women reported feelings of loss about their sense of self changing, and feeling older
than they should because of pain and stiffness. Although these symptoms could themselves be a sign
of aging, these women attributed them to AET. This is important because this may amplify feelings of
unfairness and lack of control, and in this study, women often reported feeling helpless and resigning to
these outcomes. Others reported frustration and embarrassment with the physical changes and having
to adapt to them. Accepting limitations or persisting with difficulties was challenging as some could
not see past their limitations. In previous literature, women have reported struggling with reintegrat-
ing into their pre-cancer lives (Costanzo et al., 2007), and in this study, women also identified that the
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often-public narrative around the ‘new normal’ was not helpful as the continued physical and psycho-
logical changes from continuing hormone therapy represented a more permanent change from before
diagnosis.

Breast cancer survivors weigh up the pros (reduction in risk of recurrence) and cons (side-effects
impacting quality of life) of taking hormone therapy, and this has usually been investigated in re-
lation to the outcome of treatment adherence (Ibrar et al., 2022; Moon et al., 2017). However, this
study highlighted that the decision-making process is a burden and an ongoing source of distress
and internal conflict. Those who tried to shift to a more positive stance about taking hormone
therapy described this as requiring cognitive effort with a sense of self-imposed pressure to take the
medication and having to endure symptoms to be around for their family. This feeling of obligation,
also found in Peddie et al. (2021), could be a challenging concept to reconcile while being adherent.
Support to accept the decision they have made may help manage the ongoing difficult thoughts about
the process.

Although not a specific aim of the qualitative study, there seemed to be no differences between the
distress experienced from those taking Als compared to those on tamoxifen, with a range of participant
quotes contributing to the themes. This distinction is often not explored in qualitative research (e.g.,
Clancy et al., 2020; Lambert et al., 2018; Peddie et al., 2021), but quantitative research suggests that there
are no differences in the magnitude of emotional distress between the two types (Ates et al., 2016).
This is despite research suggesting that menopausal symptoms are more common for those on tamox-
ifen, while joint pain is more common with Als, due to the different medications' impact on oestrogen
(Garreau et al.,, 2006; Morales et al., 2004). If experiences are common between those on tamoxifen and
Als, this provides opportunities to inform clinical practice and interventions to treat women on either
medication. This would be particularly useful as switching between the different types of hormone
therapy is common whether due to side effects or menopausal status change (Kwan et al., 2017), mean-
ing a potential intervention would be transferable.

Opverall, the themes presented provide an indication of why symptoms are distressing for this popula-
tion of breast cancer survivors. The participants described physical symptoms in relation to them feeling
unhappy, sad and distressed, rather than in relation to stopping medication. Focusing on the facilitators
and barriers to adherence as the existing body of research has done may miss this important outcome,
particularly in those who persist with medication, continue to experience side-effects and therefore
distress. Furthermore, those who stop taking medication may still experience physical symptoms from
previous treatment as well as the ongoing conflict about their decision to discontinue the medication.
Therefore, this study has provided a unique focus towards the outcome of distress and how physical
symptoms, or side-effects of hormone therapy, may lead to distress. Highlighting distress as a meaning-
ful outcome in this population is important, given its potential cost-related and personal implications
(Fang & Schnoll, 2002; Waller et al., 2013).

Clinical implications and future directions

The current study supports the need for improved communication and expectation setting at hor-
mone therapy initiation (e.g., Clancy et al., 2020; Lambert et al., 2018) and extends our understand-
ing of ongoing challenges of accepting and managing side effects. An empathetic approach with
validation, acknowledgement and normalizing experiences would address the sense of helplessness
and abandonment, ongoing decision burden and uncertainty with symptoms, ensuring information
is conveyed meaningfully, rather than just providing more information about symptoms. It has been
previously reported in the literature that poor healthcare interactions can lead to worse outcomes,
particularly in women from minority ethnic backgrounds (Moon et al., 2020; Tompkins et al., 2016)
and that trust in the healthcare professional is associated with better outcomes (e.g., Birkhiuer
etal., 2017), so the impact of these interactions on symptom experience and distress should be tested
in future research.
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Although patient-initiated follow-up is widely implemented, self-management support interventions
that correctly target the identified sources of emotional difficulties could supplement or substitute di-
rect clinician support. Digital self-management interventions in particular have the potential to be
cost-effective, accessible and tailorable to participants' needs (Ebert et al., 2018; Krebs et al., 2010).
Although an inductive approach was taken, the themes can map onto cognitive behavioural treatment
approaches that may be beneficial for altering or reframing any difficult thoughts around potential
unknown challenges and improving understanding of treatment. Alternatively, a more third wave cog-
nitive behavioural approach such as acceptance and commitment therapy (ACT; Hayes et al., 2000),
promoting more flexible, accepting and compassionate responses may be more appropriate for the
experiences around losing attachment to a previous sense of self and accepting loss of ability and phys-
ical limitations and decisions to be on hormone therapy. Addressing these factors could improve emo-
tional burden, decrease distress and therefore improve quality of life, as has been found in other cancer
samples and in long-term conditions (Graham et al., 2016). Treating distress also has the potential to
improve medication adherence, reduce cancer recurrence and reduce healthcare costs (DiMatteo &
Haskard-Zolnierek, 2011; Early Breast Cancer Trialists' Collaborative Group, 2011; Moon et al., 2019;
Waller et al., 2013).

Different patient experiences have implications for future support. Stage of life was a potential pro-
tective factor as older women mentioned being less emotionally distressed, particularly by menopausal
symptoms. Younger women may need increased support to manage symptoms and their associated
impacts such as reduced vitality, sexual difficulties and stiffness. As there was no clear pattern of differ-
ences between the emotional experiences of women on tamoxifen and Als, it may be that the collective
experience of managing the helplessness, change and loss linked to the symptoms and the ongoing
decision-making is where the distress is coming from. Future communication and interventions could
be the same for those on different medications, reducing costs and increasing accessibility by having
one single intervention which addresses the underlying processes. Successful cognitive behavioural in-
terventions have been developed for specific symptoms such as hot flushes and night sweats (Fenlon
etal.,, 2020; Mann et al., 2012), but it may be that more support for the global burden of ongoing symp-
toms in survivorship is also important.

Strengths and limitations

There are several limitations to this current research. Firstly, selection bias may be an issue as people
with distress may be less likely to respond to online research advertisements. Equally, it could be
that those experiencing symptoms and greater distress were more likely to respond as an opportu-
nity to share their experience. Despite this, there does appear to be variations in the symptoms and
distress reported, suggesting a varied sample. As mentioned in the results section, the study was
conducted during the COVID-19 pandemic. Although breast cancer treatment was impacted (e.g.,
Dave et al., 2021) as reported in this study, feelings of helplessness and being alone were present in
participants across the treatment timeline, regardless of whether treatment was initiated before or
during the pandemic, indicating a range of experiences not necessarily directly linked to the pan-
demic. Despite some studies reporting poorer psychological outcomes for those with breast cancer
(Swainston et al., 2020) other studies reported little difference in psychological wellbeing compared
to before the pandemic (Hulbert-Williams et al., 2021). The sample only included those who had
been on hormone therapy for up to 2years. Future research could focus on those with longer expe-
rience of hormone therapy as medication is prescribed for up to 10years, to see if these emotional
experiences continue. Most women in the sample were of White ethnicity. Hormone receptor posi-
tive breast cancer is more common in White women (Cui et al., 2014), so the data could be used to
inform future research that may be applicable to these women. However, further research would be
useful to focus on breast cancer survivors from other ethnicities to ensure data informing research is
applicable and relevant. As recruitment was online, women were recruited from all over the United
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Kingdom to include different healthcare experiences. A strength of using qualitative interviews is
that they add richness and provide in-depth patient perspectives, which has enabled a deeper under-
standing of the experiences of hormone therapy that could not be explored in quantitative studies.

SUMMARY AND CONCLUSIONS

Women on hormone therapy experience distressing physical symptoms. This study contributes to the
understanding of why these symptoms are distressing for this population of breast cancer survivors.
This includes feelings of helplessness around symptoms and managing difficult feelings of loss and
change. Understanding and managing the distress related to the side-effects from taking hormone
therapy provides clear targets to improve clinical communication in terms of treatment expectations,
validation and acknowledgement and normalizing and compassion, which could help manage some
of the uncertainty and worry experienced. Additionally, the data provide information to contribute
to intervention development to support these women. Third wave or more traditional cognitive be-
havioural approaches could be beneficial to help target some of these factors in future interventions.
Improving outcomes may in turn have implications for individual and systemic healthcare costs. In
addition, there may be implications for patient outcomes both clinically in terms of treatment adher-
ence and recurrence risk, and psychologically in terms of reducing distress and improving quality of
life for these women.
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