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Abstract
Purpose  Advances in breast cancer care have led to a high rate of survivorship. This meta-review (systematic review of 
reviews) assesses and synthesises the voluminous qualitative survivorship evidence-base, providing a comprehensive over-
view of the main themes regarding breast cancer survivorship experiences, and areas requiring further investigation.
Methods  Sixteen breast cancer reviews identified by a previous mixed cancer survivorship meta-review were included, 
with additional reviews published between 1998 and 2020, and primary papers published after the last comprehensive 
systematic review between 2018 and 2020, identified via database searches (MEDLINE, Embase, CINAHL, PsycINFO). 
Quality was assessed using the Joanna Briggs Institute Critical Appraisal Checklist for Systematic Reviews and the CASP 
(Critical Appraisal Skills Programme Qualitative) checklist for primary studies. A meta-ethnographic approach was used 
to synthesise data.
Results  Of 1673 review titles retrieved, 9 additional reviews were eligible (25 reviews included in total). Additionally, 76 
individual papers were eligible from 2273 unique papers. Reviews and studies commonly focused on specific survivorship 
groups (including those from ethnic minorities, younger/older, or with metastatic/advanced disease), and topics (including 
return to work). Eight themes emerged: (1) Ongoing impact and search for normalcy, (2) Uncertainty, (3) Identity: Loss and 
change, (4) Isolation and being misunderstood, (5) Posttraumatic growth, (6) Return to work, (7) Quality of care, and (8) 
Support needs and coping strategies.
Conclusions  Breast cancer survivors continue to face challenges and require interventions to address these.
Implications for Cancer Survivors.
Breast cancer survivors may need to prepare for ongoing psychosocial challenges in survivorship and proactively seek sup-
port to overcome these.

Keywords  Breast cancer · Survivorship · Qualitative · Meta-review · Systematic review

Introduction

Breast cancer (BC), while highly prevalent globally (highest 
incidence cancer among women in 159/185 countries) [1], 
has a high survival rateThe average five-year survival rate in 
Australia for BC from 2013 to 2017 was 91.5%, compared to 
69.7% for all cancer types combined [2]. Cancer survivors 
are defined as individuals diagnosed with cancer who have 

completed their initial cancer treatment [3], including those 
considered cured and those living with ‘advanced’ disease 
(including locally advanced and metastatic cancer), receiv-
ing ongoing care.

BC survivors may experience significant long-term psy-
chosocial effects that impact their quality of life, includ-
ing fatigue, pain, difficulty sleeping, cognitive challenges, 
sexual dysfunction, depression, anxiety and fear of recur-
rence or progression [4–7]. Women with advanced BC may 
additionally experience feelings of abandonment, isolation, 
existential distress and a loss of control [4, 8, 9]. Thus, BC 
survivors may benefit from tailored support and care [4, 8].

To inform development of BC survivorship services, 
a comprehensive understanding of women’s experiences 
and needs is required. Qualitative research, which captures 
women’s lived experiences, is well placed to provide that 
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understanding [10]. The number of qualitative studies focus-
ing on BC survivorship has steadily increased since the late 
1990s (see Fig. 1). Systematic reviews which aim to criti-
cally appraise and summarise the findings of these primary 
studies have also increased. While systematic reviews pro-
vide a high level of evidence to inform research and policy 
[11, 12], many BC survivorship systematic reviews focus on 
specific topics (for example, return to work [13]) or popula-
tions (for example, women from a particular ethnicity [14]). 
To provide a more complete picture of the evidence base 
and identify areas of research density/paucity, a meta-review 
(systematic review of systematic reviews) is required. Meta-
reviews can synthesise entire fields of research and are par-
ticularly beneficial when there is a large evidence base on a 
topic [12]. Such an overview is required firstly to ensure that 
new research investigates areas where data are lacking, and 
secondly to guide BC health professionals in their provision 
of care, particularly within survivorship centres which focus 
on this phase of the disease.

To date, one meta-review of qualitative cancer survi-
vorship studies has been conducted [15]. Laidsaar-Powell 
et al.’s [15] meta-review of 60 qualitative systematic reviews 
conducted between 1998 and 2018 included 19 reviews 
addressing BC survivorship. However, due to its wide scope, 
no specific detail was provided about BC survivorship, 
and systematic reviews focused on advanced BC were not 
included. Furthermore, new systematic reviews and primary 
qualitative studies focused on BC survivorship have been 
published since 2018. Thus, the current study aimed to con-
duct an extensivemeta-review of qualitative BC systematic 
reviews supplemented by a systematic review of primary 
qualitative studies conducted since the last SR search-date. 
This BC meta-review aims to provide the first truly com-
prehensive and exhaustive summary of qualitative evidence 
focusing on survivorship experiences of women with BC, 
across both early and advanced stage disease.

Methods

Search strategy

This meta-review and systematic review followed Smith 
et al.’s [12] meta-review guidelines, and adhered to a 
predefined protocol registered on the International Pro-
spective Register of Systematic Reviews (PROSPERO; 
registration #CRD42021258728, https://​www.​crd.​york.​
ac.​uk/​prosp​ero/​displ​ay_​record.​php?​ID=​CRD42​02125​
8728). BC survivorship reviews identified in Laidsaar-
Powell et al.’s [15] original meta-review (n = 19) were 
examined for eligibility. Three literature searches were 
conducted via electronic databases (MEDLINE, Embase, 
CINAHL, PsycINFO). Search 1 identified systematic 
reviews published between May 2018 (the latest date 
searched by Laidsaar-Powell et  al. [15]) and August 
2020 (the date of this search), used the keywords: (breast 
cancer) AND (survivor* OR post-treatment) AND (qual-
itative OR experience OR thematic analysis OR inter-
views OR focus groups) AND (review OR synthesis OR 
summary). Search 2 conducted in October 2020, identi-
fied systematic reviews focusing on advanced BC sur-
vivorship. This search did not restrict publication date. 
It used the same search terms, replacing the keywords: 
(survivor* OR post-treatment) with (advanced OR meta-
static OR late stage). Search 3 conducted in February 
2021, focused on primary papers published since the 
last search conducted for an eligible comprehensive sys-
tematic review (January 2018), using the same search 
terms, but omitting the terms (review OR synthesis OR 
summary). Search results were imported into Covidence 
reviewsoftware [16], with duplicates deleted. Study 
selection, data extraction and bias assessment were 
undertaken by one author (RK), with 20% independently 
reviewed by a second reviewer to check accuracy; disa-
greements were resolved through consensus and discus-
sion with the wider research team.

Eligibility criteria and study selection

Systematic reviews/papers were included if they were pub-
lished in English in peer-reviewed journals, and reported 
qualitative findings relating to BC survivorship experi-
ences. Letters to the editor, conference abstracts, com-
mentaries, and case studies were excluded. Reviews /
papers focused on end-of-life/palliative care, caregivers, 
practitioners, paediatrics/adolescents (i.e. under 18 years 
of age), or patients currently undergoing or yet to undergo 
initial treatment, or which focused on service provision, 
interventions or treatment evaluations, were excluded. 
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Fig. 1   PubMed search results by year for BC survivorship qualita-
tive studies. Articles on PubMed for the search terms (breast cancer) 
AND (survivor*) AND (qualitative)
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Reviews/papers reporting both qualitative and quantita-
tive results or multiple populations (e.g. survivors and 
patients) were included provided qualitative survivorship 
findings were reported separately and in sufficient detail to 
be extracted. Initially, titles and abstracts, then eligible or 
potentially eligible full-texts, were reviewed for evaluation 
against eligibility criteria.

Data extraction and bias assessment

Data were extracted onto a study-designed form (see 
Tables  1 and 2). The Joanna Briggs Institute Critical 
Appraisal Checklist for Systematic Reviews and Research 
Synthesis [11] and the Qualitative Critical Appraisal Skills 
Programme (CASP) [17] were used for bias assessment 
(see Supplementary Table 1 and 2 for checklist items). One 
item for systematic reviews (‘was the likelihood of publica-
tion bias assessed?’) was excluded, as it primarily relates to 
quantitative findings. Each review/paper received a score out 
of 10 derived from the 10 applicable items (scored as 1 = yes 
or not applicable, and 0 = no or unclear), with higher scores 
indicating better quality.

Data synthesis and interpretation

Thematic synthesis was conducted by RK, in consultation 
with the broader research team, whereby iterative revisions 
of themes and categories were discussed until consensus 
was reached. A meta-ethnographic approach [18] was used, 
including (1) extraction of findings from included reviews/
papers, with an accompanying quote; (2) development of 
categories for findings where there are at least two examples; 
and (3) development of higher order categories. Categorisa-
tion involved repeated, detailed examination of assembled 
findings for similarity in meaning.

Results

Figure 2 describes the study selection process guided by the 
Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) [19]. Three of the 19 Laidsaar-Powell 
et al. [15] BC reviews were excluded as they contained very 
limited qualitative BC findings. After deletion of dupli-
cates and eligibility screening, 25 systematic reviews were 
included in this meta-review (including 7 from Search 1 and 
2 from Search 2), with an additional 76 primary papers.

Study characteristics

Eight systematic reviews included qualitative studies only 
and 17 included mixed methods studies. Fourteen (56%) 

reviews were published in the past five years (2016–2020), 
reflecting the recent increase in BC survivorship research 
(see Fig. 3). Of the papers, only three were mixed methods.

Three systematic reviews focused completely or partially on 
metastatic/advanced BC [5, 20, 21]. Five reviews focused on eth-
nic minorities including African American [14, 22, 23], Asian 
American [24], and Korean American [25] women. Two reviews 
focused on rural BC survivors [26, 27] and three focused com-
pletely or partially on age (i.e. younger and older BC survivors) 
[28–30]. Some reviews had a broad focus on BC survivorship 
and psychosocial needs, while others covered specific topics 
including return to work [13, 31–34], cognitive difficulties [34, 
35], adherence to adjuvant endocrine therapy [36], pain [37], 
spirituality [20], parenthood [38], and sexual functioning [29].

Seven papers focused on metastatic BC [39–45]. Five focused 
on African American survivors [46–50], eleven on ‘younger’ sur-
vivors (e.g. under 50 years) [41, 43, 49, 51–58], nine on return to 
work [59–67], two on cognitive difficulties [68, 69], four on lym-
phoedema [65, 70–72], four on cancer-related fatigue [73–76], five 
on sexual and/or reproductive health [51, 58, 77–79], and four on 
healthy lifestyle factors (i.e. nutrition and exercise) [45, 54, 80, 81]. 
Other populations/topics explored included low SES survivors 
[39, 82], sexuality and gender diverse survivors [83], infant feeding 
[84], healthcare experience [85–87], economic burden [71], parent-
hood [88], posttraumatic growth [89], fear of recurrence [90–92], 
adjuvant endocrine therapy persistence/management [93, 94], and 
religion/spirituality [94]. Other papers had a wider scope, exploring 
BC survivors’ experiences and psychosocial needs.

Quality assessment

See Tables 1 and 2 for an overview of the methodological qual-
ity of included reviews/papers. Six systematic reviews received 
a score of 10/10, indicating high methodological quality. Most 
reviews (12) scored in the moderate quality range (7–9/10). 
Seven SRs scored 5–6/10, indicating limited methodological 
quality. Items F (‘was critical appraisal conducted by two or more 
reviewers independently?’) and G (‘were there methods to mini-
mise errors in data extraction?’) were the two most unmet items.

Fourteen papers received a score of 10/10. Most papers (60) 
scored in the moderate quality range (7–9/10). Two papers 
scored 4–6/10, indicating limited methodological quality. Item 
F (‘has the relationship between researcher and participants 
been adequately considered?’) was the most unmet item.

Thematic analysis

From the included reviews/papers, 8 over-arching themes were 
identified: (1) Ongoing impact and search for normalcy, (2) 
Uncertainty, (3) Identity: Loss and change, (4) Isolation and 
being misunderstood, (5) Posttraumatic growth, (6) Return to 
work, (7) Quality of care, and (8) Support needs and coping 
strategies. These themes are presented with subthemes and 
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participant quotes selected from systematic reviews (reviews) 
and primary papers (papers), where appropriate.

Theme 1: Ongoing impact and search 
for normalcy

“Am I healthy or am I not”?

The ongoing impact of BC and its treatment came as a shock 
to many women as they transitioned into survivorship [36]. 
Many systematic reviews examined the impact of ongoing 
symptoms on survivorship, including persistent pain, fatigue 
and weakness, feeling unwell, sleeping difficulties, lymphoe-
dema, impaired cognition (including ‘chemobrain’), skin con-
ditions, menopausal symptoms, sexual problems, and fertility 
issues [5, 13, 21, 22, 29, 33–37], as did primary papers (PPs) 
[41, 44, 49, 51, 52, 55, 68–70, 73–76, 79, 84, 85, 95–102]. 
These ongoing side-effects challenged expectations that after 
treatment, BC survivors would return to their premorbid level 
of health. Instead, survivors found themselves in a space 
between illness and health [Review: [37]].

Now I've finished my treatment but am stuck in a 
period where I sit and think ‘am I healthy or am I 
not?’ It's like something in between [Review: [37]]
You kind of think, you’ll have your surgery…and then 
life will go back to normal, but it doesn't [PP: [85]]

Physical and cognitive symptoms led to significant limita-
tions that impacted daily life (e.g. inability to clean or drive), as 
well as impairing social, occupational, and physical activities 
[Reviews: [5, 13, 21, 33, 34, 36, 37]; Papers [44, 70, 95, 96]].

I can't ride a scooter, I can't raise my arms… I can't 
lift a pack of milk, it's too painful [Review: [37]]
Less able to play with grandkids or do simple chores 
requiring strength or lifting [Paper: [70]]

Some survivors reported feelings of desperation and fatal-
ism that their symptoms would never improve [Review: [37]].

Sometimes when I wake up I think ‘will the pain be 
like this every day, always, always…’ that's hard to 
manage sometimes [Review: [37]]

Due to the significant impact of persistent side-effects, 
some survivors began to value their quality of life (QOL) 
(i.e. symptom management) over length of life [Review: 
[36]]. For example, some BC survivors chose to cease adju-
vant treatment designed to prevent recurrence and prolong 
life, to reduce debilitating side-effects and increase quality of 
life [Review: [36]; Paper: [93]].

I said, I’ve had tamoxifen, and I’ve had breast cancer. 
I would rather have breast cancer [Review: [36]]

I chose a lesser time left. I said at my age, does it matter 
if the cancer comes back one way or another… I like 
my home and I like being involved in the community, 
going to the club and that. Coming off the tablet has 
given me back that quality of life [Review: [36]].

Psychological impact

BC survivors also experienced psychological problems 
due to enduring side-effects, ongoing uncertainty and 
concern about the future. They expressed feelings of 
sadness, shock, guilt, insecurity, worry, anger, fear, dis-
appointment, distress, and grief [Reviews: [5, 21, 28, 
29, 33]; Papers: [41, 49, 52, 55, 57, 68, 70, 74, 75, 79, 
96–99, 102–104]], especially those experiencing recur-
rence [Review [5]:].

It [BC recurrence] was such a dreadful disappointment 
that I got a feeling that it didn’t matter what I did. That 
little devil who has sunk his claws into me isn’t going to 
let go… the disappointment was enormous [Review [5]:]

“Things will never be normal, and that’s awful”

Many survivors sought normalcy after treatment: a return 
to pre-cancer health and ability [Reviews: [5, 13, 21, 22, 
28, 36]; Papers: [95, 97, 100, 105, 106]]. Re-establishing 
normalcy involved adjusting daily activities to match limita-
tions, focusing on relationships, and not focusing on the BC 
[Review: [21]; Paper: [69]]. Additionally, women attempted 
to rebuild their pre-treatment lives (and identity) to re-estab-
lish normalcy, including returning to work [Review: [13]]. 
For some, a return to normalcy was perceived as impossible. 
Significant changes to the body (e.g. scarring, menopausal 
symptoms, physical and cognitive impairment) and to lives 
(e.g. career and relational disruptions) made the life that 
women once had, or imagined for their future, impossible to 
reach [Review: [28]; Papers: [70, 107]. Recurrence exacer-
bated this sense of loss [Review: [5]].

I feel so terribly sad that things will never be normal again. 
Things will never be normal, and that's awful [Review [5]:]
This [BC related lymphoedema] will affect my life 
forever [Paper: [70]]

Theme 2: Uncertainty

Patient to survivor

BC survivors underwent a transition from undergoing pri-
mary treatment (being a patient) to life post-treatment (sur-
vivorship) and this transition was characterised by uncer-
tainty regarding future quality and length of life [Reviews: 



94	 Journal of Cancer Survivorship (2024) 18:84–123

1 3

[28, 37, 108]; Papers: [91, 96, 109, 110]]. This uncertainty 
was exacerbated by decreased support from and contact with 
health providers and other patients, as women shifted to self-
management while losing the hospital ‘safety net’ [Reviews: 
[14, 37, 108]; Papers [60, 85, 96, 100]:].

The problems start after that [end of treatment]: whom 
do you turn to when you have pain in your hip like I 
do? [Review: [37]]

Uncertainty of symptoms

BC survivors experienced uncertainty and worry related 
to ongoing symptoms and need for further treatment (e.g. 
ongoing adjuvant treatment) [Reviews: [34, 36, 108]; 
Papers: [48, 109]]. One review noted survivors were unsure 
about the likely duration of ongoing cognitive impairment, 
which was compounded by a lack of information about their 
symptoms [Review: [34]].

Fear of recurrence and death anxiety

The transition into survivorship and loss of regular contact 
with the treatment team heightened many women’s fears 
of cancer recurrence (FCR) [Review: [14]]. FCR, recently 
defined as “fear, worry or concern relating to the possibility 
that cancer will come back or progress” (p. 3266)[111], was 
a common and significant issue for survivors [Reviews: [28, 
30, 36–38, 108]; Papers: [52, 55–57, 82, 90–92, 99, 101, 109, 
110, 112]]. FCR focused women on the uncertainty of their 
future [Review: [5]].

One of my biggest fears is the 5-year waiting period, to 
find out if we are going to survive or not. That creates 
suspense, fear, and negative emotions… I feel like I’m 
standing on a balance just waiting to see which way it is 
going to go [Review: [5]].
The furthest I can think is the coming weeks and months. 
I don't make long-term plans [Review: [5]]

FCR can lead to excessive vigilance regarding symptoms. 
While some degree of symptom monitoring is required for 
early detection of recurrence if it occurs, hypervigilance can 
lead to ongoing and exacerbated fears and anxiety. Many 
women had difficulty determining what is ‘normal’ and what 
may be a sign of recurrence [Reviews: [37, 108]; Paper: [52]].

You really listen to your body in quite a different way 
now. Every little thing you feel in your body could be 
signs of something abnormal [Review: [37]]

Women with metastatic BC were particularly hyper-vigilant 
while monitoring for signs of disease progression [Reviews: 
[5, 21]]. The need for symptom monitoring and the possibility 

of recurrence meant the survivorship period had no certain 
endpoint [Review: [108]].

“My time’s running out”

Reviews found a preoccupation with death in BC survivors 
[Reviews: [28, 37]], particularly in survivors with advanced 
BC [Reviews: [5, 20, 21]]. For some women, this led to a 
sense of urgency to live life to the full, leaving them out of 
step with friends and family [Review: [37]; Paper: [41]].

It felt like everyone was driving too slowly and I didn't 
have the time to sit there and wait… I felt like ‘you have 
all the time in the world, but my time's running out’ 
[Review: [37]].

Younger women coped with thoughts of death by 
attempting to have some control over the process through 
communicating their dying wishes, while mothers coped by 
making plans to ensure their children would be well cared 
for [Review: [28]]. However, not everyone feared death, as 
was found for some survivors with advanced BC [Review: 
[5]].

I've kind of come to terms with these fears, and I'm not 
really afraid of dying [Review: [5]]

Theme 3: Identity: loss and change

“I’m different… I’m imperfect”

Bodily changes due to BC and its treatment (including loss 
of hair and one or both breasts), meant that many women 
were persistently reminded of their cancer due to an altered 
body image. Some felt a loss of control and alienated from 
their bodies, disfigured and undesirable, with a changed 
identity [Reviews: [5, 14, 21, 22, 28, 29, 113]; Papers: [48, 
51, 53, 70, 78, 95, 98, 99, 101, 103, 104, 110, 112, 114]]. 
However, some survivors did not experience body image 
disturbances or were able to adapt to changes over time 
[Papers: [53, 110]], even viewing their scars as positive 
signs they were disease-free [Review: [113]].

Each time I passed a mirror I jumped back because I 
didn't recognise myself [Review: [5]]
I'm different from those who are normal… For 
myself, I'm imperfect. I had the surgery and lost one 
side [of the breast] [Review: [113]]
I saw myself and I felt bad they had taken my breast. 
But then, I said, `No. Thank God. Because it was 
taken, I live.' Then I was assimilating, and now it's 
normal for me, that I don't have my chest [Paper: [53]].
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For some women, losing a breast led to changes in their 
sense of femininity and womanhood [Review: [113]].

… you started discovering that you were now just half a 
woman ‐ my femininity disappeared… [Review: [113]]

In reviews focusing on African American BC survivors, 
hair loss from treatment (and changes to hair texture and col-
our), as well as body altering surgeries, left women feeling 
damaged and less feminine and this was amplified by a desire 
to appear strong and to look well [Reviews: [14, 22]].

Sexuality and relationships: “I felt something 
was missing”

The impact of BC treatment on women’s bodies also affected 
sexuality and intimate relationships [Reviews: [5, 21, 22, 
29, 113]; Papers: [53, 58, 76–79, 95–97]]. Insecurities after 
mastectomy reduced women’s sense of sexual desirability 
[Reviews: [5, 22, 113]; Paper: [77]].

The majority of us feel degraded as women as we 
see ourselves in the mirror and wonder, ‘If we cannot 
accept ourselves, how can our husbands or partners?’ 
[Review: [5]]

Other treatment side-effects impacting sexual activity and 
intimacy included early menopause, pain, vaginal dryness, 
and reduced sexual desire/libido [Reviews: [22, 29]]. Some 
women felt rejected by partners due to changes in their rela-
tionship [Review: [22]].

Fertility and infertility

Reviews/papers examined association between identity and 
fertility and how BC and treatments posed a threat to this 
part of women’s lives [Reviews: [28, 29, 38]; Papers: [52, 
53, 88, 96]]. For some women, especially pre-menopausal 
women, loss and grief related to infertility was significant 
and served as an emotional reminder of BC [Review: [28]]. 
For other survivors, a pregnancy post-cancer was considered 
restorative and normalising [Paper: [84]].

To have something grow inside you on purpose in 
contrast to this cancer that grew unwelcome… you’re 
trusting in your body again…It felt just so normal 
[Paper: [84]]

Fertility, for others, was viewed as secondary to survival 
and preventing recurrence [Review: [38]]. While some 
women desired children in the future, others decided against 
children due to FCR, genetic risk and the health of the baby 
[Review: [38]].

Changing and maintaining roles

For many survivors, there was a significant shift in roles and 
relationships, from providing to receiving care [Reviews: [22, 
25, 28, 108]; Paper: [76]]. There was also a desire (and some-
times expectation from others) to maintain identity and nor-
malcy by fulfilling former roles, such as upholding the role of 
homemaker [Review: [34]], returning to work [Review: [13]], 
or caregiving [Reviews: [25, 28]; Papers: [39, 43, 114]]. For 
some women, however, this expectation to fulfil their pre-diag-
nosis role was a challenge and burden [Review: [25]].

Even after getting chemo, I still had to take care of my 
children, so that was hard [Review: [25]]

Theme 4: Isolation and being misunderstood

Limitations and stigmatisation meant some survivors iso-
lated themselves or felt unable to fully participate in social 
life, consequently reducing the social support available 
to them [Reviews: [21, 113]; Papers: [44, 48, 72, 74, 90, 
103]]. Some survivors, especially older survivors, reported 
not wanting to burden those around them [Reviews: [25, 
28]; Paper: [90]]. Many also felt misunderstood by oth-
ers (including family, community and co-workers) as they 
struggled with ongoing challenges from their diagnosis and 
treatment. Survivors described an unrealistic expectation 
from those around them that they would fully recover and 
be symptom-free after primary treatment [Reviews: [13, 14, 
25, 32, 34, 37]; Papers: [56, 107]], especially when they may 
appear physically well to others [Paper: [43]].

Families don’t understand. They say they understand, 
but they expect us to be the same people as before the 
disease [Review: [25]]
That’s one of the things that people don’t understand 
about having stage IV cancer. I think a lot of people 
think [your] appearance should be bald and super thin 
and kind of sickly looking. When I tell people, “I’ll 
always have stage IV cancer,” they look at me. “No, 
you don’t.” I’m like, “I look normal, I know.” You can 
look normal. People don’t realise that [Paper: [43]].

Theme 5: Posttraumatic growth

“To grow from it, to heal from it”

Many reviews/papers identified posttraumatic growth along-
side the negative impacts of BC and its treatment [Reviews: 
[5, 13, 21, 28, 32, 34, 113]; Papers: [39, 48, 55–57, 89, 
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102, 104, 105, 109, 110, 114]]. Some women were able to 
embrace and accept their new bodies [Reviews: [5, 113]; 
Paper: [114]].

[Cancer] definitely changed my life… for the better. It gave 
me more of a clarity about myself… to take it and grow 
from it, and heal from it, and achieve from it [Paper [39]:]
I like my body better now… I've accepted it so I like 
my body… it's part of life you know and you just get 
on with it… [Review: [113]]
‘Wakeup call’

Some survivors also reported a greater appreciation for 
life and a sense of gratitude, viewing their cancer experience 

as a turning point and making the most of their lives now 
[Reviews: [5, 21, 28, 34, 113]; Papers: [39, 57, 102]].

Little things now mean a lot to me. I don't take life for 
granted any more [Review: [5]]
[Cancer] definitely changed my life, but it changed it 
for the better. It gave me more of a clarity about myself 
[Paper [39]:]

For some, the shift to focusing on appreciating life 
included a re-evaluation of their work/life balance, [Reviews: 
[13, 32]; Paper: [55]], working towards personal goals and 
values, prioritising relationships, and contributing to the 
community [Reviews: [21, 34]; Papers: [48, 89, 109]]. 
This included a sense of empowerment through focusing 
on healthy lifestyle changes and self-management [Papers: 
[48, 105, 109]]. Finding meaning in the BC experience was 
realised by connecting with (and supporting) others diag-
nosed with BC and advocating for increased BC awareness 
[Reviews: [5, 20, 21, 28]; Papers: [48, 55, 109, 110]].

Theme 6: Return to work

Four reviews specifically focused on the return-to-work 
experience for BC survivors [Reviews: [13, 31–33]], 
while one review discussed return to work in the con-
text of cognitive changes [Review: [34]]. Employment 
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was also discussed in many primary papers [Papers: 
[53, 59–68, 95, 99]]. Returning to work was impor-
tant to many survivors as a way of regaining a sense 
of normalcy, meaning, identity, support and connection 
[Reviews: [13, 32, 34]; Paper: [95]]. However, some 
survivors found the work environment unsupportive, 
with some even facing discrimination [Reviews: [31, 
32]; Papers: [53, 63]]. Privacy regarding disclosure of 
illness was an issue; some survivors found that employ-
ers did not keep their health status confidential [Review: 
[32]]. Treatment side effects and body insecurities led 
to challenges and loss of confidence at work [Reviews: 
[13, 31, 33]; Papers: [63, 64]].

I had to lean down to do anything on the bottom, lower 
shelf or even for bags to pack them, I was like this [covered 
her chest] all the time, holding it together… every minute 
of my working day you’re thinking of it [Review: [33]].

Some survivors reported cognitive impairments such as 
problems with concentration, executive function, memory, 
and speed of processing [Review: [33, 34]; Papers: [63, 68]].

With this memory thing, I was very frustrated at work 
and so I thought that I can’t go on like this. It was a chore 
now going to work than a joy [Review: [33]]

Many survivors experienced anxiety and frustration around 
their capacity to return to work [Reviews: [13, 31–33]]. This 
was further complicated by employers expecting survivors 
to be as capable post-treatment as they were pre-diagnosis 
and survivors not wanting to disappoint or mislead them 
[Reviews: [13, 31, 32]]. Survivors also described financial 
pressure to return to work [Reviews: [13, 32]].

Theme 7: Quality of care

Health care experiences

Many reviews focused on experience of the health care sys-
tem as a cancer survivor. While many women reported posi-
tive healthcare experiences, some reported negative inter-
actions. AlOmeir et al. [36] reviewed factors influencing 
survivors’ adherence to adjuvant treatment, finding that the 
decision to accept or delay treatment was influenced by trust 
in health care providers as well as concerns, expectations 
and knowledge of the treatment. Selamat et al.’s [34] review, 
focused on experience of cognitive changes, found survivors 
experienced a lack of information about cognitive deficits 
and felt invalidated and dismissed by health professionals. 
Some survivors with metastatic BC reported that their needs 
were not met if care focused on physical symptoms to the 
exclusion of psychosocial needs [Review: [21]].

Feeling alone; lack of information and support

Survivors noted a need for information about the reality 
of survivorship and disease management, especially about 
ongoing side-effects [Reviews: [22, 28, 30, 31, 34, 36, 37]; 
Papers: [60, 87, 95, 98–100, 109]].

They (the doctors) said in a year you'll be back to your 
regular everyday life, and I'm not. It's a disappointment 
[Review: [37]]
We feel lost, really. There is a lot of information miss-
ing—information about knowing what to do, where to 
call [Paper: [60]]

Survivors also noted a need for relevant information, 
empathy and support from health services, otherwise they 
felt dismissed, unsupported and alone [Reviews: [36, 37]; 
Papers: [40, 46, 51, 68, 72, 82, 84, 85, 90, 91, 97, 105]].

I wished that my pain at home was followed up much 
more [Review: [37]]

Barriers

Reviews identified barriers for survivors to access health ser-
vices. For rural BC survivors, location and transport needs 
were a barrier to care [Review: [26]]. For some low SES 
and/or ethnically diverse BC survivors, there were concerns 
about the quality of care they had access to [Paper: [39]].

It’s a county hospital, so it’s an overly stressed system 
… They don’t have resources … I was told that in a 
private institute, you were assigned a nutritionist, a 
social worker and a binder that had everything broken 
down … I wish we had a universal medical system and 
when you get cancer this is what you get [Paper: [39]].

Several primary papers highlighted the ongoing financial 
burden/barrier associated with BC due to healthcare cost and 
productivity loss [Papers: [82, 99, 103, 105, 112]], including 
BC survivors with lymphoedema [Paper: [71]].

I lost my job ‘cause I got diagnosed with breast cancer 
so financially it was very difficult … I was out of work 
for almost a year … with the chemo… I was really 
sick and then I went back against the doctor’s orders 
‘cause I needed to make money… When I came back 
to work that’s when they expected me to resume all of 
the duties… full force and…I got fired… [Paper: [71]].

Language can also pose a significant challenge when 
seeking information and support. Wen et al. [Review: [24]] 
found for Asian American women, communication with 
health professionals was sometimes challenging. Simi-
larly, survivors struggled to find support groups in their 
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community when there was a language barrier or perceived 
cultural differences [Review: [25]].

Americans don’t seem to share their emotions with 
immigrants like us. They don’t try to talk to us first… 
[Review: [25]]

Theme 8: Support needs and coping 
strategies

Social support

BC survivors reported needing practical and emotional sup-
port from family, partners, friends, community groups, co-
workers, other BC survivors and health providers [Reviews: 
[5, 14, 21–23, 25–29, 34, 36, 115]; Papers: [39, 43, 47–49, 
53–55, 68, 69, 74, 78, 82, 84, 95, 97, 99, 105, 109, 112, 114, 
116]]. These supports helped survivors to engage in activi-
ties, contribute to community, talk about their experiences, 
and cope with distress [Reviews: [21, 34]]. Support from 
other survivors was important due to shared experiences 
[Reviews: [21, 22]; Papers: [69, 73, 84]].

My kids are my all and being with them keeps me going. 
Even through what I’m going through now.. They’re like 
my sun. I see them, and I light up [Paper: [39]]
Yeah when I met fellow survivors at BCF (Breast Can-
cer Foundation) … yeah … I thought, they also experi-
enced what I have experienced. So it’s OK. It’s not too 
bad and we laughed about it [Paper: [69]].

Spirituality

Spirituality was important to many survivors in coping with 
their BC and its ongoing impact on their lives [Reviews: [5, 
14, 20–24, 27, 29, 115]; Papers: [39, 41, 47–50, 78, 94, 97, 
102, 103, 109, 114]], as it helped them to cope with uncer-
tainty and accept their condition [Reviews: [5, 20, 21]].

He's chosen me to survive this cancer journey. It's 
really helpful to me to have a higher power that I 
choose to call God and to believe that I have a purpose 
in this world [Review: [5]].

My spirituality and belief in God are so strong and my 
faith keeps me strong [Paper: [39]]

“We must learn to live with it”

Besides social support and spirituality, women found other 
ways to cope, including adapting daily activities to accom-
modate limitations, accepting side-effects and integrating the 
disease into current life [Reviews: [27, 37, 115]].

I learned to change some of my movements. I learned 
movements that relieve. Instead of wringing the 
kitchen glove like that, now I wring it like this, against 
the side of the sink [Review: [37]].

Others, especially women with advanced BC [Reviews: 
[5, 21, 22]], and rural BC survivors [Review: [27]], coped 
through avoidance or denial of their disease, such as trying 
to forget about their condition [Paper: [90]].

Thinking positively and hopefully, as well as having a 
‘fighting spirit’ towards the disease and its ongoing impact, 
was important for some [Reviews: [5, 21–23, 115]; Paperss: 
[41, 47, 107]].

I believe that a person should be satisfied and not 
embittered…. Constant anger will cause more disease 
[Review: [5]]

Many older survivors coped by not having the expectation 
they would return to full health, as they had already begun 
to accept declining health as part of aging [Review: [28]]. 
These survivors focused on their present experience rather 
than focusing on the past or future [Review: [28]].

Discussion

This meta-review identified and synthesised 25 systematic 
reviews, and an additional 76 primary papers to describe 
the psychosocial experience of BC survivors. Overall, the 
quality of included reviews and papers was mixed, with the 
majority of studies classified as of moderate quality, sug-
gesting that future research could be improved by following 
recommended methodological procedures [11]. Some of the 
included reviews/papers focused on specific groups of BC 
survivors, including younger/older, rural, ethnic minorities, 
and survivors with metastatic BC. Return to work was well 
covered, as was quality of care. Ongoing symptoms (e.g. 
physical, cognitive, psychological and sexual) was an area 
of saturation within the included systematic reviews.

Eight of the included systematic reviews were pub-
lished after the Laidsaar-Powell et al. [15] meta-review 
and focused on adherence to adjuvant endocrine treatment, 
rural BC survivors, pain, return to work, sexual problems, 
metastatic BC, transitioning from patient to survivor, and 
survivorship characteristics of different BC stages (post-
treatment to recurrence and metastatic BC). More recent 
reviews emphasised ongoing physical and psychological 
impacts, changes to identity and roles, as well as the tran-
sition from patient to survivor. In recent papers, similar 
topics were covered with many papers focusing on specific 
populations (e.g. metastatic BC, BC survivors with lym-
phoedema, low SES, African-American, sexual and gender 
diverse, young BC survivors) and/or topics (e.g. sexual 
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and reproductive health, cognitive impairment, return to 
work, posttraumatic growth, cancer-related fatigue).

After combining all of the reviews/papers, the meta-
review synthesis resulted in eight overarching themes. A 
key thread across many of these themes was the challeng-
ing transition from patient to survivor; characterised by 
searching for normalcy, ongoing treatment and side effect 
impacts, feelings of uncertainty, FCR, lack of informa-
tion, feeling misunderstood, and changing roles and iden-
tity. For many women, this transition was complicated by 
unmet expectations that once treatment was completed 
women would return to their healthy premorbid life, which 
was not a reality for many. Instead, they faced ongoing 
symptoms and limitations, which in turn led to a sense 
of being misunderstood by family members and employ-
ers. For those women who belonged to an ethnic minority 
group, challenges could be further exacerbated by difficul-
ties communicating with health professionals and access-
ing support from within their own communities [24, 25].

These themes reflect the findings of a scoping review by 
Maheu et al. [117] which focused on uncertainty and FCR 
in BC survivors. The authors found that the experience 
of uncertainty was characterised by doubt, liminality, a 
sense of insecurity, and an inability to meet expectations. 
Uncertainty was also found to be a cause of FCR. Lack 
of information and lost connection to health profession-
als were found to exacerbate both uncertainty and fear of 
recurrence [117], as was noted in the current study.

While most research reported in this review focused 
on the ongoing challenges faced by BC survivors, within 
some reviews women also reported positive aspects of 
their survivorship experience, including greater apprecia-
tion of life. Positive outcomes have been previously identi-
fied in survivorship research, emphasising the resilience 
demonstrated by many cancer survivors [118]. Posttrau-
matic growth refers to the positive change (or growth) that 
occurs in individuals after a significant stressor [119, 120]. 
Reflecting these domains, many cancer survivors report 
appreciation for the value of life, more self-confidence 
and self-esteem, positive social interactions and stronger 
interpersonal relationships, reprioritisation of personal 
values, as well as strengthened religious faith and spiritu-
ality [118, 119] after BC.

Clinical implications

Due to the long-lasting impacts that BC survivors face 
during their survivorship, highlighted in this review, these 
women require ongoing support to manage their symptoms 
and improve both quality of life and metastatic BC survival 
outcomes [4, 121]. BC survivorship research can inform psy-
chosocial interventions and these should ideally be embed-
ded into established patient care [122]. Interventions may 

include individualised support, with regular assessment 
of ongoing challenges and survivorship needs, as well as 
addressing healthy lifestyle changes, treatment adherence, 
and symptoms where needed [123]. Support during survi-
vorship should be sustained and more than a one-off consul-
tation [123]. For rural BC survivors, scheduling all appoint-
ments on one day and providing support and information 
via various sources (e.g. social media, internet resources) 
are suggested ways of improving their health care experi-
ence [26].

One important strategy to address the long-term needs of 
BC survivors is the use of survivorship care plans (SCPs) 
which are designed to provide support and information dur-
ing the transition into survivorship [124]. Individualised 
SCPs created by the oncology treatment team [124] can 
provide information regarding quality of life and concerns 
for BC survivors, as well as including plans for follow-up 
and disease recurrence surveillance [124]. SCPs aim to pro-
vide BC survivors with a realistic understanding of what 
to expect as they transition into survivorship, normalising 
their feelings of uncertainty. Kozul et al. [125] noted that 
SCPs can promote discussion of varied survivorship issues, 
including side effects, FCR, medication adherence, psycho-
social/mental health, bone health, difficulties with relation-
ships, exercise, and fertility, and prompt referral to appropri-
ate health professionals for help with these issues.

Interventions aimed specifically at body image, sexuality, 
and identity may also help women struggling with the impact 
of BC on their bodies (e.g. after mastectomy) and function 
(e.g. inability to return to work/care). Morales-Sánchez et al. 
[126] systematically reviewed eight studies of interventions 
aimed at improving body image and self-esteem, finding 
varied effectiveness. Of the interventions, group therapies 
(e.g. cognitive behavioural therapy groups) were found to 
demonstrate the most positive results. Other interventions, 
such as psychosexual counselling and intimacy enhance-
ment (couple-based) interventions, have also been found to 
improve sexuality and intimacy concerns [127, 128].

An important consideration for all interventions is cul-
tural appropriateness. As highlighted in our findings, many 
women prefer to access support that includes others like 
them, conforms with their values and beliefs, and which 
can help them with specific issues such as challenges with 
language and communication.

Further research

While the current review highlights the large body of evidence 
examining BC survivorship, several gaps in the evidence base 
are noted, including BC survivors with BRCA​1/2 gene muta-
tions, women receiving tailored treatments (including emerging 
treatments such as immunotherapy/targeted therapies), those of 
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low socioeconomic status, and the unique experiences of BC 
survivors with multimorbidity and complex health care needs. 
While the included reviews discussed the impact of various 
long-term side-effects of BC and its treatment (e.g. sexual dys-
function, cognitive impairment, psychological distress, loss of 
fertility, sleep impairment, body image concerns, lymphoedema, 
ongoing pain, and fatigue), some late effects (emerging months 
or years after treatment completion) were not covered, including 
cardiotoxicity and osteoporosis [123, 129]. Lifestyle changes are 
recommended to reduce risk of cardiotoxicity and osteoporosis 
including addressing tobacco and alcohol use, managing weight, 
and increasing exercise [123, 129]. These lifestyle changes may 
also decrease the risk of recurrence and are therefore commonly 
part of BC survivorship care [121, 123, 124, 129]. Despite the 
importance of lifestyle changes in survivorship, this was rarely 
discussed in the included reviews/papers.

Experiences of gender and sexually diverse BC survivors 
were also largely missing from the included reviews/papers, 
reflecting a paucity of research within this area. A recent PP 
from Brown and McElroy [83] that focused on the unmet 
needs of sexual and gender minority BC survivors found that 
these survivors experienced a lack of appropriate support 
from health care systems and BC survivor organisations.

Strengths and limitations

This study has several limitations. Searches were limited 
to reviews published in English and, therefore non-English 
reviews may not have been included. Systematic reviews 
may be limited by the interpretation provided by these 
reviews and their choice of quotations, and this review only 
included primary papers published after the last search made 
by a systematic review. Therefore, some detail may be miss-
ing. Additionally, it is likely that some included reviews 
drew upon the findings of the same primary papers; there-
fore, some duplication of results across reviews is possible.

By focusing on qualitative and non-intervention stud-
ies, this meta-review may be missing valuable informa-
tion about the BC survivorship experience. Future studies 
could incorporate a wider range of research types. Nev-
ertheless, this meta-review is the first to synthesise the 
available qualitative evidence of BC survivorship and pro-
vides the most comprehensive overview of BC survivor 
experiences to date.

Conclusion

This meta-review synthesised the qualitative BC survi-
vorship evidence base and found that BC survivorship is 
characterised by many ongoing physical and psychosocial 

impacts, as well as posttraumatic growth in some women. 
The quality of research within this meta-review was moder-
ate, and future studies should make use of methodological 
quality guidelines when conducting systematic reviews and 
primary research. The findings suggest that BC survivors 
experience significant uncertainty and changes in identity, 
along with ongoing physical and psychosocial challenges. 
It is therefore important to provide timely and accessible 
support to these women, such as through the use of indi-
vidualised SCPs. Specialised information about and support 
for ongoing effects and interventions aimed at body image, 
sexuality, and identity may be beneficial. To address gaps in 
the BC research, future studies should include BC survivors 
with BRCA​1/2 gene mutations, women receiving tailored 
treatments, women from low socioeconomic backgrounds, 
BC survivors with multimorbidity and complex health care 
needs, late effects, as well as interventions targeting gender 
and sexually diverse BC survivors.
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