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Abstract
Purpose  To systematically review qualitative studies on outcomes, needs, experiences, preferences, concerns and health-
related quality of life (HRQoL) of people surviving cancer in Europe in the last decade.
Methods  Protocol registered (https://​www.​crd.​york.​ac.​uk/​PROSP​ERO, ID575065). Inclusion criteria: studies with qualita-
tive methods, constructs related to HRQoL, and adults surviving cancer in Europe. The search was conducted in PubMed 
and Scopus since 2013. Abstracts and full text were revised, data extracted and study risk of bias assessed independently by 
two researchers. The primary outcomes were the themes arising from each study. A thematic analysis stratified according to 
the study objective was undertaken by grouping themes into categories.
Results  Of 18,256 articles identified, 43 fulfilled the inclusion criteria: 16 studies with a generic objective and 27 with spe-
cific objectives. Seven categories (57 themes) emerged from the studies with a generic focus: Clinical Management (n = 16), 
Symptoms and Physical Function (n = 5), Psychological Function (n = 21), Social Function (n = 18), HRQoL (n = 3), Life 
Disruption (n = 6), and Individual Factors (n = 1). The 12 studies focused on treatment and care experiences stand out among 
those with specific objectives, with most themes fitting into the same seven categories.
Conclusions  Results clearly showed the predominance of the social and psychological function domains over physical 
domains among people surviving cancer, additionally identifying specific needs in clinical management, such as information 
and communication, and relationship with and support from professionals. Therefore, these aspects should be incorporated 
into the evaluation of patient-centred initiatives for people surviving cancer. Limitations: only two databases were searched, 
and most European countries were not represented.

Keywords  Quality of life · Cancer survivors · Systematic review · Qualitative research

Introduction

The number of people surviving cancer is rising worldwide, 
driven by advances in early detection and treatment and by 
the aging of the world’s population. In 2020, almost 24 mil-
lion people (5% of the population) were estimated to be alive 
after a cancer diagnosis in Europe [1]. In the United States 
of America, more than 18 million people with a history 
of cancer were alive in 2022 [2]. For the majority of this 
population, life after cancer presents lasting challenges [3]: 
late effects occurring months or years after treatment ends, 

combined with long-term effects of cancer that impact sur-
vivors’ health-related quality of life (HRQoL).

The first patient-reported outcome measure (PROM) 
designed for measuring HRQoL in cancer survivors was 
published in 1995 [4] and, since then, five more instru-
ments for survivors of any cancer diagnoses have been 
developed, three in the 2000s [5–7] and two more in 2014 
[8, 9], mainly to be used in research [10]. Nowadays, tech-
nology allows for a larger use of PROMs with a consid-
erably lower administration burden [11]. However, their 
limited adoption in routine care might be related to the 
content of the existing instruments [12, 13], which may 
not consider the evolving needs of cancer survivors nor 
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PROMs’ applications beyond research, such as monitoring 
patients’ clinical management or health services’ quality.

The irruption in the last decade of new treatments such 
as immunotherapy, targeted therapy or minimally invasive 
surgeries have changed the experience of people with, and 
surviving, cancer [14]. To understand the current situa-
tion of this population, there has been an increase in the 
number of qualitative studies and systematic reviews of 
such studies [15] for identifying their emerging needs, 
concerns and worries. It is essential to take into account 
the evidence provided by this qualitative research in the 
development of new PROMs.

A meta-review of qualitative research on adult can-
cer survivors identified 60 systematic reviews published 
between 1998 and 2018 [15], most of which focused 
on specific tumour location populations. Replicating 
its search strategy up to July 2024, we identified more 
than 80 additional systematic reviews published in the 
last 6 years, half specific for tumour location population 
and the remainder specific for the construct explored, the 
most frequent being: unmet needs [16–20], return to work 
[21–25], psychological well-being [26–28], sexual/repro-
ductive health [29–31], and fear of recurrence [32–34]. 
Despite the exponential increase of systematic reviews 
published in the last years, none covered all HRQoL con-
structs that are important for cancer survivors, without 
restricting to a specific tumour location population or 
construct of interest. Thus, a comprehensive summary of 
qualitative research that identifies the most relevant issues 
related to quality of life for people surviving cancer nowa-
days is lacking.

Improving cancer patients’ and survivors’ HRQoL is one 
of the key action areas of Europe’s Beating Cancer Plan 
for 2021–2023 [35] and Mission Cancer [36]. The universal 
health coverage in European countries guarantees access 
to diagnosis and treatment, thus making the trajectory of 
people with cancer different from other world regions. Nev-
ertheless, geographic variation in oncological indicators is 
high even among European countries; for example, mam-
mography screening in women aged 50–69 within the past 
two years ranged from 83% in Denmark to 30% in Hungary 
in 2021 [37].

Therefore, our aim was to systematically review quali-
tative studies focused on disease-related outcomes, needs, 
experiences, preferences, concerns and quality of life of peo-
ple surviving cancer in Europe published in the last dec-
ade. This review was performed within the context of the 
European project EUonQoL [38], which aims at developing 
a new PROM (EUonQoL toolkit) to assess HRQoL across 
cancer patients and survivors in Europe. The synthesis of the 
evidence from this review has provided valuable evidence 
for the development of the EUonQoL toolkit. It also offers 

recommendations for other HRQoL instruments designed for 
people surviving cancer, particularly for identifying domains 
usually unmet in the traditional HRQoL conceptual models.

Methods

The protocol of this systematic review and its reporting fol-
low the Preferred Reporting Items for Systematic Reviews 
and Meta-Analyses (PRISMA) [39] and is under review in 
the International Prospective Register of Systematic Reviews 
database (ID 575065 in https://​www.​crd.​york.​ac.​uk/​PROSP​
ERO).

Eligibility criteria

We considered as inclusion criteria: studies with qualitative 
methods (including also mixed method approaches) focused 
on disease-related outcomes, needs, preferences, concerns, 
worries, or quality of life; in samples of people surviving 
cancer (disease-free without evidence of active cancer, and 
at least one year off active treatment—except for long-term 
adjuvant hormonotherapy); performed in the 27 countries 
belonging to the European Union (EU), the United King-
dom (UK), and 11 associated countries (Supplementary 
Table 1 contains the complete list of 39 countries). Only 
peer-reviewed articles published in European languages 
were considered for this review.

Studies were excluded if samples were composed of chil-
dren, adolescents and young adults (diagnosed of cancer 
at the upper age limit of 39 years [40]); cancer patients in 
active treatment or in palliative care; very specific popu-
lations (e.g., rare tumours, second malignancy, infrequent 
treatments); patients with multimorbidity (with and without 
cancer); partners, caregivers or health professionals; aiming 
to explore tumour location-specific dimensions; or if data 
was collected prior to 2013 to focus on people surviving 
cancer being managed in the last decade.

Information sources

The search was conducted initially in the MEDLINE bib-
liographic databases (specifically PubMed) on March 6th, 
2023, and updated until July 8th, 2024 in MEDLINE and 
Scopus databases.

Search strategy

The search strategy in PubMed, which included both MeSH 
and text word terms, had 4 sections: one focused on the type 
of population (survivors, patients under treatment or pallia-
tive patients), a second one on the pathology (neoplasm), 
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a third section regarding the constructs of interest (related 
to quality of life), and a last one referring specifically to 
relevant issues. The search was limited to publications in 
European languages since 2013. Supplementary Table 2 
shows search strategies for PubMed and Scopus.

Several search strategies were tested and the final deci-
sion was made based on two simple sensitivity analysis 
approaches: results including well-known studies in the 
area of interest; and comparison of the potentially included 
articles using a strategy restricted to subheadings of MeSH 
terms, versus a wider strategy (non-restricted to subhead-
ings). The latter strategy included almost 16% more articles 
than the restricted one, thus no subheadings were applied to 
the MeSH terms.

Although the original search was larger in scope, covering 
all patients in the cancer continuum addressed in the EUon-
QoL project, results presented here are restricted to people 
surviving cancer, due to the major differences between their 
experiences and the ones from patients in active treatment 
and palliative care.

Selection process

All steps of the screening process were performed with 
Covidence™ software (www.​covid​ence.​org), and its auto-
matic function to remove duplicates was used. Each title 
and abstract was reviewed independently by two out of the 
six researchers (CA, OG, MF, CLB, RL, LRC) after a pilot 
test to standardize criteria. Disagreements in all phases were 
resolved through discussion with the participation of third-
party reviewers.

Data collection process

For each study, full text review and data extraction was car-
ried out independently by two researchers (CA, RL, OG, YP, 
RB, CLB, MT, LRC), completing an ad-hoc data extraction 
form created for this review. A third reviewer cross-checked 
the data extraction tables for accuracy and completeness.

Data items

Information extracted included:

(1)	 Study characteristics—author, aim of the study, study 
design, country and year of data collection, recruitment 
methodology, theoretical approach, qualitative method.

(2)	 Sample characteristics—tumour location, sample size, 
age, sex, time since treatment, operation, chemother-
apy, or diagnosis.

(3)	 Reporting of information—use of guidelines for quali-
tative research, saturation of information, themes, sub-
themes and verbatims.

Study risk of bias

To assess the risk of bias of the included studies, we used 
the Specialist Unit for Review Evidence Qualitative Studies 
Critical Appraisal (SURE) checklist [41]. It is composed of 
10 questions that should be answered as ‘Yes’, ‘Can’t tell’, 
or ‘No’, about: (1) the study addressing a clearly focused 
question/hypothesis, (2) the choice of qualitative method 
being appropriate, (3) the sampling strategy being described 
and justified, (4) the method of data collection being well 
described, (5) the relationship between the researchers and 
participants being explored, (6) ethical issues being explic-
itly discussed, (7) the data analysis/interpretation process 
being described and justified, (8) the findings being credible, 
(9) any sponsorship or conflict of interest being reported, 
and (10) the study identifying any limitations and the con-
clusions in the full text matched the ones in the abstract. 
This assessment was performed by the same researchers as 
the data extraction. Because SURE does not have a global 
score, we qualified those studies assessed as ‘No’ in three or 
more of the ten items as ‘poor quality’.

Outcomes

The themes and subthemes arising from each study included 
(and the specific verbatims when necessary) were the pri-
mary outcome. The themes and subthemes were extracted 
literally from each article.

Synthesis methods

Wilson & Cleary’s framework on HRQoL [42], which is 
currently the most applied theoretical model of HRQoL [43], 
was followed. The thematic analysis was conducted by a 
panel of researchers. A deductive phase was implemented 
in the first stage of synthesis to place the themes and sub-
themes into categories within the domains of the Wilson 
and Clearly framework. In a second stage, an inductive and 
iterative approach was followed to allow subcategories to 
emerge from their content to address the review question 
until agreement was reached among the panel of researchers.

Reporting bias assessment

Sensitivity analysis was planned by replicating the analysis 
only on studies of good quality (less than three of the ten 
items in the SURE checklist with a negative qualification). 

http://www.covidence.org
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Furthermore, the analysis was stratified according to the 
objective of the qualitative study into a main thematic analy-
sis centred in the results from those studies with a generic 
focus, and a secondary thematic analysis with studies with 
specific focus. This strategy was applied in order to avoid the 
overrepresentation in the synthesis of results from studies 
aiming to explore specific constructs.

Results

Study selection

A total of 18,256 articles were identified across PubMed 
and Scopus. Detailed information of the study selection pro-
cess is described in the PRISMA flowchart (Fig. 1). After 
screening titles and abstracts, a complete full-text review 
of 1207 manuscripts was carried out. The most frequent 
reasons for exclusion of studies at this stage were: not per-
formed in European countries (30%), non-qualitative study 
design (18%), children, adolescents and young adults (15%), 
data collected prior to 2013 (14%), and outcomes out of 
this review’s scope (10%). Finally, 43 qualitative studies on 

Fig. 1   Selection process overview—PRISMA flow-chart
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people surviving cancer fulfilled the inclusion criteria and 
entered the following phase for data extraction.

Study characteristics

A summary of the studies’ characteristics is shown in 
Table 1. The countries in which more studies had been 
conducted were the UK (n = 14), the Netherlands (n = 6), 
Norway (n = 5), France (n = 3), Ireland (n = 3), and Turkey 
(n = 3). The data collection method most often used was 
semi-structured interviews (n = 26), while 2 studies applied 
nonstandard approaches: one performed content analysis 
of blog data and the other audio-recorded follow-up vis-
its. Seven studies included patients with various tumour 
locations and, among those with specific tumour location 
samples, the most frequent were breast (8 studies), prostate 
(7 studies), and colorectal (7 studies). Women represented 
around 50% of the sample in half of the non-gender related 
cancer studies. A substantial portion of the studies aimed 
to explore disease-related outcomes, experiences, needs, 
concerns, preferences and quality of life of people surviv-
ing cancer in general [44–59], but 27 studies focused on 
more specific objectives: 12 on experience with treatment, 
services and self-management [60–71]; 3 on late effects 
[72–74], 3 on working situation [75–77], 3 on psychological 
distress [78–80], and 6 on other subjects (existential experi-
ences, attitudes and awareness, common language of cancer, 
fear of recurrence, treatment decision making, and transition 
to long-term survivorship) [81–86].

Risk of bias in studies

Supplementary Table 3 shows the quality of the included 
studies, assessed following the SURE checklist [41]. All 
43 studies addressed a clearly focused question/hypothesis 
(100%), and most of them also explicitly discussed ethical 
issues (95.3%), made an appropriate choice of the qualitative 
methodology used for their aim (93%), presented credible 
findings (93%), reported whether they had any conflict of 
interest (90.7%), described and justified the data analysis 
and interpretation (86%), correctly identified the study’s 
limitations (88.4%), and clearly described their sampling 
strategy (72.1%) and the method used for data collection 
(65.1%). The ‘relationship between the researcher and the 
participant’ item frequently downgraded the studies’ quality, 
being reported in only 23.3% of the studies.

Three studies were assessed as poor quality: one focused 
on treatment [62], one on common language of cancer [81], 
and one on existential experiences [83]. As none of them 
were within the studies with general objectives, the sensitiv-
ity analysis was not needed in the main thematic analysis.

Table 1   Characteristics of the included studies

Number 
of stud-
ies

Country
 United Kingdom 14
 the Netherlands 6
 Norway 5
 France 3
 Ireland 3
 Turkey 3
 Denmark 2
 Sweden 2
 Germany 1
 Italy 1
 Israel 1
 Multiple countries 2

Year of publication
 2013–2015 6
 2016–2018 13
 2019–2021 9
 2022–2024 15

Qualitative approach
 Semi-structured interviews 26
 In-depth interviews 5
 Focus groups 6
 More than one 4
 Others 2

Tumour location
 Multiple locations 7
 Breast 8
 Prostate 7
 Colorectal 7
 Ovarian, endometrial or cervical 3
 Head & neck 3
 Brain 2
 Melanoma 2
 Lung 1
 Testicular 1
 Non-Hodgkin’s Lymphoma 1

Gender (% of women)*
  < 25% 3
 25–49% 8
 50–74% 11
  ≥ 75 1

Aim focus
 Experiences, needs, Quality of life 16
 Treatment, services, self-management 12
 Late effects 3
 Working situation 3
 Psychological distress 3
 Other 6
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Results of individual studies

Table 2 shows the characteristics of studies and the identified 
themes. The qualitative studies with a generic focus on sur-
vivors’ outcomes, experiences, needs, concerns, preferences 
and quality of life were mostly published in 2020–2024, with 
sample sizes ranging from 6 to 196 participants. In total, 57 
themes emerged from these 16 studies with the number of 
themes at study level ranging from 1 to 6.

The number of themes emerging from studies with a spe-
cific focus was 114 in total: 56 themes from studies focused 
on experiences with treatment, services and self-manage-
ment, 14 themes from those exploring late effects, 13 themes 
from the studies centred on the working situation, 11 themes 
from the studies on psychological distress, and 20 themes 
from those studies centred in other topics.

Results of synthesis: main thematic analysis

Figure 2 shows in clear boxes the framework developed by 
Wilson and Cleary [42]. It conceives HRQoL as a multidi-
mensional construct encompassing five components (biolog-
ical and physiological variables, symptom status, functional 
status, general health perceptions and overall quality of 
life), as well as the characteristics of the individual and the 
environment that affect these components. Coloured boxes 
show the categories and subcategories that emerged from 
the thematic analysis of themes and subthemes identified in 
the primary studies, and they are placed within the original 
components of the pre-existing framework. The category of 
Clinical Management falls outside of any component, three 
categories (Symptoms & Physical function, Psychological 
function and Social Function) are mainly covering the com-
ponent of Functional status, and two categories (HRQoL and 
Life Disruption) are within the General Health Perceptions 
component.

Table 3 shows the evidence from the 16 studies with a 
generic focus aiming to explore outcomes, experiences, 
needs, concerns, worries, or quality of life impact relevant 
for people surviving cancer. It presents a mapping of all the 
themes and subthemes (descriptions or verbatims when sub-
themes were not reported) aggregated into categories. Some 
of the themes were categorized into more than one category 
or subcategory, according to the content of the subthemes 
or verbatims.

A. Clinical management

A1. Information and communication: The seven themes 
included in this subcategory highlight the need for clear, 
quality, tailored, and timely information and communica-
tion with health professionals. For example, people surviv-
ing melanoma expressed the preference for receiving infor-
mation that specifically applies to their (medical) situation 
instead of general information, and for more relevant infor-
mation from their own perspective:

“I’d like the information to be provided from my—the 
patients’—perspective. Sometimes it can be too clini-
cal from the doctors’ perspective.” [50]

A2. Relationship and support from professionals: Five 
themes consider the relationship with health professionals, 
their emotional and practical support, and the expectations 
on their actions to connect with other health-care profession-
als. A study of people surviving colorectal cancer pointed 
out that the openness offered by a multidisciplinary team 
supported their adjustment at the psychological and practi-
cal level:

“I wanted to know when I could try to go sailing again, 
I thought that it would be a daft question to ask the Dr. 
X sailing is so important to me, but I was wrong, she 
was happy to give me the advice that I needed” [44]

A3. Health care: The 4 themes included in this subcate-
gory refer to health care resources and therapies. The debili-
tating symptoms experienced by women surviving cervical 
cancer [53] challenged the idea that treatment is a cure, and 
it was viewed as both a cure and an illness.
B. Symptoms and physical function

This physical category included 5 themes related to symp-
toms burden, functional effects and bodily challenges. Peo-
ple surviving brain cancer described a heavy symptom bur-
den, including fatigue and reduced cognitive capacity:

“The treatment has caused several late complications 
and significant nerve damage, to such an extent that 
I’m considering discontinuing my treatment plan, and 
then following the strategy ‘wait and see’ … I have 
every late complication you can imagine.” [54]

C. Psychological function

C1. Coping with cancer and the new reality: Themes with 
coping content were the most frequent (12 of 21): accept-
ance of the new situation, re-establishing normality, finding 
a new balance, finding benefits in the experience of cancer, 
and resilience towards the situation. A woman surviving 
colorectal cancer expressed:

Table 1   (continued)
*Excluding gender-dependent tumours
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“I don’t know how it affects other people, […] I’m 
counting my blessings; it’s not stopping me getting 
around.” [47]

C2.  Cancer-related anxiety and distress: Includes 4 
themes mainly expressing uncertainty and long-term wor-
ries. In a study of women surviving cervical cancer, the 
transition from being a patient to a survivor was described 
as a time that challenged one’s identity and purpose, with 
feelings of isolation after being discharged [53].

C3. Body image: The two themes included in this sub-
category were identified from two studies in different tumour 
locations. Women surviving ovarian cancer expressed 
a great deal of dissatisfaction with their body image and 
development of psychological problems due to scars from 
the surgery:

“I say to myself “Well even at fifty-nine years old, I 
have the right to be a woman again and to feel like a 
woman and there you have it.”" [55]

C4. Fear of recurrence: Few themes emerged from two 
studies, one in people surviving melanoma dealing with a 
switch of prognosis, and another on colorectal cancer. In the 
latter study, a participant expressed:

“You’ll never have a headache again, it’ll be a brain 
tumour […] you’ll think worst case scenario, and that 
is me, I have turned into that person … you wake in the 
morning, how am I? … Am I okay? …” [47]

D. Social function

D1. Social relationships: The nine themes included in this 
subcategory highlighted the impact on the family, social net-
work, and social activities. For example, a woman surviving 
breast cancer commented on how their social life changed:

‘I notice that I don’t want much contact with the people 
who don’t ‘give me’ anything. Because I think, my 
life is too short to have relations with people who only 
suck energy out of me’ [49].

D2. Work: There were 5 themes centred on how work is 
a relevant part of relationships. As long as women surviv-
ing breast cancer managed to meet the expectations during 
a workday, they all described employment as a meaningful 
activity, that seemed to give them energy and could repre-
sent a ‘free space’ [49].

D3. Social support: 4 themes described how a sense of 
normality is commonly obtained through a range of sources 
such as family, friends and work colleagues. People surviv-
ing colorectal cancer mentioned family as support players 
[57]: women felt it was easier to talk about feelings with 
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their friends and family while men thought these feelings 
were to be shared only with their partners.

E. Health‑related quality of life (HRQoL)

Only 3 themes were categorized into HRQoL. Male inform-
ants surviving head and neck cancer described that if chal-
lenged in terms of health, one must compensate and recreate 
the quality of life:

“There has been a shift towards something more posi-
tive, she has joined my ritual of sea bathing, so there is 
some closeness around us that is new” [56].

F. Life disruption

This category included 6 themes highlighting self-identifica-
tion by their oncological condition, assumptions from their 
surroundings about being cured, reconceptualizing control, 
or cured but not healed. For example, the adoption of a new 
perspective of life post-ovarian cancer had a positive impact 
for some women, while for others it remains too difficult to 
implement:

“I still think it must inevitably change people’s per-
ception of life so, maybe there are those who, on the 
contrary, were initially negative: “My God, I was sick.” 
Then there are others. For me it’s: “My God, I’m alive! 
So, there you have it!”" [55]

G. Individual factors

Pre-existing individual factors, including age, gender, 
chronic conditions, employment, finances, relationship sta-
tus and urban/rural setting were only identified in one study 
[52], where participants in a better financial position wished 
they had been better informed on private treatment options 
to expedite management.

Results of synthesis: secondary thematic analysis 
of studies with specific objectives

The results of the thematic analysis from studies with spe-
cific objectives are shown in supplementary tables. From the 
12 qualitative studies focused on treatment and self-manage-
ment (Supplementary Table 4), most of the 56 themes identi-
fied fit in the same categories from the above-mentioned the-
matic analysis, except for a new category entitled ‘Healthy 
Lifestyle’. The 13 themes from studies exploring late effects 
(Supplementary Table 5) mainly highlighted psychological 
function, while the 13 themes identified in studies centred 
on the work situation (Supplementary Table 6) pointed out 
the importance of social function, with very few themes in 
the physical function category. Finally, the studies focused 
on psychological distress (Supplementary Table 7) identified 
a total of 11 themes distributed among the categories of the 
main thematic analysis.

Fig. 2   Overview of the results of the main thematic analysis of quali-
tative studies with a generic focus within the Wilson and Cleary 
HRQoL framework [42]. Clear boxes show the framework developed 

by Wilson and Cleary [42]. Coloured boxes show the categories and 
subcategories that emerged from the thematic analysis (number of 
themes/subthemes identified in the primary studies)
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Table 3   Themes and subthemes (or verbatims) distributed into categories

A. CLINICAL MANAGEMENT (16 themes)
A.1. Information and communication (7 themes)
*Need for broader supportive care [50] Need to know where to go and whom to turn to (Information about avail-

able care options and information about whom to turn to with questions 
and problems)

Needs regarding (medical) information and care [50] Need for tailored patient information, available at one location (Informa-
tion tailored to individual’s situations, information tailored to indi-
vidual’s needs and information in understandable language); Need for 
periodic and additionally flexible follow-up (Periodic follow-up checks 
provide reassurance and additional flexible follow-up when needed)

Enough knowledge to understand what is happening [45] Tailored information about treatment and consequences; Tailored infor-
mation from specialists and peers about side effects and how to prevent 
them; HCPs to contact when in need for more information (reinformed)

Problematic events [52] Being informed about the diagnosis and any challenges that arose due to 
it and explanation of the course cancer could take

To be met with interest and support [45] To see, listen to and make sure information is tailored to their need; 
Hope and predict ability; To bring along support to information meet-
ing

Overwhelmed by information [56] “Therefore, you may have to consider how to distribute the information, 
there is an unlikely amount of information in the beginning (…) but it 
could be a good idea to reduce it and mete out in small measures when 
you need it”

Selecting information that enhances self-management strategies [54] Limit the amount of prognostic information they received; Individual 
disease trajectory cannot be determined with any certainty; Increase 
their chances for a prolonged period of life, or to ease symptoms by 
using complementary and alternative therapies; Other long-term survi-
vors searched for literature describing positive patient cases written by 
cancer survivors

A.2. Relationship and support from professionals (5 themes)
Partnership with the multidisciplinary team [44] Partnership between members of the team and the patient through the 

recovery process; Openness from the team supported individual adjust-
ment at the psychological and practical level; Easy access to informa-
tion from the team

Experiences with the professional care and the care trajectory [58] ‘No, I think that if a doctor tells me something, and I have the feeling 
that he is telling me the truth, then I don’t feel the need to be on the 
computer. I don’t need to search books to see if it’s true. … It only 
makes you feel uncertain.’

Talking about mental well-being [56] “There is a massive absence of mental support. Socio-economically, it 
might have made a lot of sense to help people return after treatment. It 
can be some support groups or individual conversations after the treat-
ment as you do with parents who lose a child”

*Bodily and mental loneliness [49] Information and timing mismatch
After chemotherapy phase [46] Unmet needs (Receiving a longer aftercare period. Receiving infor-

mation about the total duration of side effect, Receiving emotional 
support)

A.3. Health care (4 themes)
Healthcare factor [52] Cancer type; Treatment type; Rapport with clinicians; Health literacy; 

Health resources
*Environmental factors [52] Health provider usage
Treatment-related issues [59] Posts referred to prostate cancer medications and treatment-related 

consequences
Treatment as a paradox [53] Reflections on treatment; Treatment after-effects
B. SYMPTOMS AND PHYSICAL FUNCTION (5 themes)
Physical functioning [59] "Next week I’m taking up sport again.… Since my operation, I walk 

twice a day (for half an hour) [along with] my other activities.… Life 
continues, and it’s wonderful!"

*Bodily and mental loneliness [49] Bodily and mental challenges
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Table 3   (continued)

*Body and physical issues [55] Major surgery for minor symptoms: perception that the therapeutic 
measures are disproportionate; A reduction in physical quality of life: 
The consequence of age or of cancer treatments?

*Protection for safety reasons [54] Heavy symptom burden and a variety of late complications
*Negative manifestations of cancer survivorship [51] Physical/bodily side effects;
C. PSYCHOLOGICAL FUNCTION (21 themes)
C.1. Coping with cancer and a new reality (12 themes)
Self beyond cancer [44] Altered concept of self; Sense of resilience; Actions to regain roles and 

identity; Assumption of psychological approaches to living with can-
cer; Developing expert knowledge; Altruistic actions, empathize with 
other’s situations; Willingness to participate in research

Dealing with prostate cancer and treatment [58] ‘On the one hand I was ok with it, but on the other hand I was, like, 
“why me?” And then I think, “well, so be it. I can’t change it. It is what 
it is” ‘

Reviewing one’s perspectives on life-influenced coping strategies [57] “I’ve had enough people to talk to and the intimacy with friends and 
family did me good”

*New centre of gravity in everyday life [49] Reorientation of daily occupations
A plan to build/base the new life [45] Someone to contact when in need; Use of humour, direct language; 

Accept the new situation, body changes; Use own experiences to help 
fellow stranger

Adversarial growth [53] Re-establishing normality; Acceptance
Finding a new balance [50] Coping with uncertainty; Changed perspective on life, re-evaluation of 

close relationships and changed personality; Towards no longer being 
a patient

Living Beyond Colorectal Cancer: Impact and Benefit [47] Living with the impact of colorectal cancer; Striving to find benefits in 
the experience of cancer

Personal factors [52] Personality; General self-efficacy; Responsibilities; Mentality; Resil-
ience; Life events

Reclaiming one’s role [48] “I don’t know, but at the beginning, I did, and now it has become normal, 
and I don’t pay attention to it anymore. I don’t think any more of those 
who say: ‘Look at that unfortunate guy’, so I don’t have any fears or 
problems”

Putting changes into action [51] Prioritizing one’s self; Professional changes; Helping others
Changes in perceptions of self [51] A better version of myself; A stronger sense of capability;
C.2. Cancer-related anxiety & distress (4 themes)
Emotional fluctuations [53] Challenges to identity; Long-term worries
Psychological and social role functioning [59] Bloggers reported feeling surprised or shocked upon hearing of the pos-

sibility of having prostate cancer and when receiving a confirmatory 
diagnosis of prostate cancer

Feeling unpleasant emotions [48] “The aftermath of the operation was hard. When I looked at myself in 
the mirror, I didn’t recognise myself; I didn’t know who I was”

Accepting a life with the “without” to survive [48] “It was bad at frst. I was going a little crazy. I was already thinking of the 
worst. It happened… I still have a knife like that [he opens his hands to 
show the length of the knife]”

C.3. Body image (2 themes)
Changes in the body [57] Invisible body changes; Visible body changes
*Body and physical issues [55] Impact on body image and on feminine identity
C.4. Fear of recurrence (3 themes)
The Shadow of Colorectal Cancer: Fear and Vigilance [47] Living in the shadow of colorectal cancer; Striving for vigilance
Dealing with a switch in prognosis [50] Mixed feelings and emotions regarding prognosis switch; Facing an 

uncertain future
*Negative manifestations of cancer survivorship [51] Fear of cancer recurrence
D. SOCIAL FUNCTION (18 themes)
D.1. Social relationships (9 themes)
*Bodily and mental loneliness [49] Relationship and partnership (Sexual relations)
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Table 3   (continued)

*Changed relationships with partners [57] Sexual challenges
*Changes in social life [57] The importance of social networks
*Changed relationships with partners [57] Vulnerable relationship
Involvement of and with others [58] Fellow patients; Personal relationships
*The impact of cancer experience on social life [55] The evolution of social activities: The impact of age and OC treatments; 

Providing care to others: Social adjustments after OC experience
*Protection for safety reasons [54] The effects of the patients profound symptom burden negatively influ-

enced their social relationships; Patients and the caregivers explained 
that their family roles changed

Getting the hang of communication again [48] “I was a chatterbox before the operation, but not so much now”
*Negative manifestations of cancer survivorship [51] Negative impact onrelationships
D.2. Work (5 themes)
*New centre of gravity in everyday life [49] The meaning of work
*Changes in social life [57] The importance of work
*The impact of cancer experience on social life [55] The impact of OC experience on participants professional careers
Searching for meaningful activities [54] Impaired health due to the disease, often leading to a working disability 

that also caused psychological vulnerability; Faced various obstacles 
when trying to returning to work

*Putting changes into action [51] Professional changes
D.3. Social support (4 themes)
Enablers [44] Societal attitudes to cancer; Willingness to demystify the stigma of can-

cer; Social support to achieve sense of normality; Personal goals and 
targets; Return to work

*Need for broader supportive care [50] Need for psychosocial support (Practical and personal information, psy-
chological information and support, access to peer support and work-
related information and support); Need for support for close relatives 
(Support in dealing with consequences of disease)

*Environmental factors [52] Social support; Community support; Travel
Reactions to experiences [59] They [bloggers with prostate cancer] forewarned each other about 

future challenges. They used the blog to alert other men, to urge their 
Association’s president to take stronger political action, and to search 
for solutions

E. HEALTH-RELATED QUALITY OF LIFE - HRQoL (3 themes)
Impacts on quality of life [59] The data illustrated how prostate cancer affected men’s functioning
Impact of prostate cancer [58] ‘No, I guess I function quite well. I do the same things I did 10 years 

ago. I am still …, I feel healthy and vital, and I am still actively doing 
different kinds of things.’

The fine details to quality of life [56] “The nuisance I have after cancer, I have learned to live with. You just 
drink something more or you have to chew the food something extra.” 
[…] “When I do not have the joy of going to work, I have to take care 
of myself and get the best out of life. So, I can retire, it’s just a matter 
of how big the pension will be”

 F. LIFE DISRUPTION (6 themes)
Self-identification [59] The bloggers usually identified themselves by their diagnosis, results, 

treatment method, and rehabilitation; only very few bloggers men-
tioned their social identities, whether as husbands, fathers, or profes-
sionals. Their ‘patient’ identity or health status was described primarily 
in terms of medical metrics […]

The impact of cancer experience on perception of life [55] "Becoming mindful"; Understanding ovarian cancer experience from the 
patient trajectory perspective

Challenges to proceed with life as prior to metastatic cancer [50] Demands and expectations to resume life again; Persistent complaints 
and new problems in different life domains High demands in several 
life domains; High expectations of oneself; Assumptions about being 
cured by surroundings; Persistent physical and psychological com-
plaints; Late effects of treatment; Issues in returning to work; Negative 
influence on social life; Problems felt by close relatives

The Vestiges of Colorectal Cancer: Loss and Control [47] Living with loss; Striving to regain, maintain and reconceptualise control
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Discussion

The review of the existing evidence of qualitative research 
focused on outcomes, needs, experiences, preferences, con-
cerns and quality of life of people in Europe who survived 
cancer identified 43 studies fulfilling inclusion criteria from 
the 18,256 articles found in the search. Main thematic analy-
sis of more than 50 themes and subthemes extracted from 
the 16 qualitative studies with a generic focus showed that 
most fitted within Wilson and Cleary’s domain of Functional 
status (‘Symptoms and Physical Function’, ‘Psychological 
Function’ and ‘Social Function’ categories), with clearly 
fewer themes fitted in the domain of General Health Per-
ceptions (‘HRQoL’ and ‘Life Disruption’ categories). On the 
other hand, the ‘Clinical Management’ category emerged as 
a prominent concern beyond the domains of this framework. 
Furthermore, among the 27 qualitative studies with specific 
objectives, the construct most frequently explored was the 
experience with treatment, services and self-management, 
which is the focus of 12 studies, raising 56 themes.

The thematic analysis showed the relevant impact of can-
cer in ‘Psychological Function’ in studies with both generic 
and construct-specific objectives. The themes related to cop-
ing with cancer and the new reality were the most frequent 
among the studies with a generic focus, but, in those with a 
specific focus, the themes about cancer-related anxiety and 
distress and fear of recurrence were mentioned more fre-
quently than positive ones. Our results are consistent with 
a systematic review of the trajectories of clinically relevant 
distress in adults with cancer [28], which found symptom 
burden as the most consistent predictor of persistent distress 
and highlighted the relevance of multi-disciplinary mental 
health interventions. Another systematic review on screen-
ing for psychosocial well‐being and care needs [27] iden-
tified some studies showing benefits, but the metanalysis 
did not demonstrate efficacy. Lastly, fear of recurrence was 
explored in other systematic reviews showing that its trajec-
tory was predicted by psychological characteristics [34], and 
the importance of its management as a diverse emotional 

experience described in trauma-like terms by some individu-
als [33].

The ‘Social Function’ impact of cancer for survivors is 
clearly shown in the studies with a generic focus by men-
tions of bodily and mental loneliness, vulnerable relation-
ships, change of family roles, the need of adjustments in 
social life and social support to achieve a sense of normality. 
Work emerges as a particularly relevant aspect, including 
the impact on working disability, the limitation of profes-
sional careers and working relationships. On one hand, the 
publication of three qualitative studies centred on the work-
ing situation [75–77] also supports the importance of this 
aspect. On the other hand, the themes emerging from these 
studies identified difficulties and worries (symptoms burden, 
attitude of colleagues, and lifestyle modifications) [76], ben-
efits (mood improvement [76], engagement and socialisation 
[77]), sources of motivation for continuation of work life 
[76], and the need for adjustments of work tasks [75]. All 
these results support that return to work strategies need to 
be included in cancer survivorship programs. Along these 
lines, a systematic review on predictive factors for return to 
work in European people surviving cancer found that risk 
factors can be identified earlier in the patient pathway, and 
programs should focus on early detection [21].

The few themes included in the category of ‘Symp-
toms & Physical Function’ suggest that this area of high 
relevance in the traditional framework of HRQoL [42] has 
less prominence for people surviving cancer, despite the 
persistence of symptoms and physical function limitations 
in this population. A systematic review on cancer-related 
fatigue [25] found high prevalence of this symptom, which 
presents milder severity among the working, compared to 
non-working, survivors. This difference could generate a 
significant health disparity, highlighting the necessity of 
specific policies to support the return to normalcy.

Within the Wilson and Cleary domain of General Health 
Perceptions, themes emerged more frequently in our cat-
egory of ‘Life Disruption’ than in ‘HRQoL’. The connection 
between both categories is consistent with findings from a 

Table 3   (continued)

Transitions—Cured but not healed [56] “In the past, I was a food, wine, and beer connoisseur. I am not anymore. 
If I smell and taste wine, then the nuances are gone. […] it has had the 
advantage that where wine may well cost 150–200 kroner, now I can 
settle for one to 50, you have to see the positive in it (laughs)”

Changes in perceptions of life [51] The future is uncertain and you only live once; Greater appreciation of 
life

 G. INDIVIDUAL FACTORS (1 theme)
Pre-existing factors [52] Age; Gender; Chronic conditions; Employment; Finances; Deprivation; 

Relationship status; Urban life

* Themes categorized into more than one category or subcategory according to the content of the subthemes
CC Colorectal cancer, HCP Health-care professionals, OC Ovarian cancer
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systematic review on the experience of HRQoL in people 
surviving cancer, reflecting how a new sense of normality is 
motivated by the privilege of being alive [87]. On the other 
hand, themes identified in our review within the category 
of ‘Life Disruption’ also refer to negative aspects, such as 
self-identification by their oncological condition [59] or 
challenges to resume their life [50].

The main thematic analysis illustrates that, in the ‘Clini-
cal Management’ category, the need for tailored information 
and communication with health professionals is the most 
clearly and consistently mentioned, followed by relationship 
with them, their emotional and practical support, and health 
care resources. The publication of numerous qualitative stud-
ies with purposes centred on the experiences with treatment, 
services, and self-management [60–71], also confirm the rel-
evance of these aspects from the perspective of stakeholders 
other than patients, such as researchers, clinicians or health 
managers. Our results are consistent with a mixed-method 
systematic review of unmet care and support needs among 
Japanese people surviving cancer [16], in which individuals 
reported insufficient tailor-made information, and care and 
support from professionals. Another systematic review on 
unmet needs [18] found that these are higher in countries 
with less robust health systems, and in people with less time 
since diagnosis. Subsequently, even though ‘Clinical Man-
agement’ was not included as a component of the Wilson 
and Cleary framework, and it is generally understood as part 
of the patient’s experience instead of a health outcome, our 
synthesis of qualitative studies suggests that it is a relevant 
aspect from the patient’s perspective in the patient-centred 
care approach. Furthermore, management of therapeutic 
regimens and self-management was emphasized as a gap of 
the Wilson and Cleary framework [43].

Results presented in this review should be interpreted 
carefully. First, publication bias could affect studies report-
ing findings on traditional domains (e.g. pain, fatigue, anxi-
ety) because they may be considered of no interest, and these 
could be underrepresented in our search restricted to peer-
reviewed articles. Second, many of the included studies had 
a specific objective, not aiming to widely identify quality of 
life-related issues relevant to people surviving cancer. How-
ever, to avoid overrepresentation of results in the synthesis 
from these studies, the main thematic analysis was centred 
on results from studies with a generic focus. Finally, the 
studies that fulfilled the inclusion criteria do not represent 
all the EU-27 countries, nor all the associated ones. There 
is published evidence from only 7 countries of the EU-27, 
3 of the associated countries (Sweden, Turkey, Israel) and 
the UK. People from more than half of the EU-27 countries 
are, therefore, not represented in the published evidence 
collected in this systematic review. The lack of informa-
tion coming from people surviving cancer of southern and 
eastern European regions is remarkable.

Lastly, as most of the studies with a generic focus are 
from the last 5 years (11 out of 16), a strength of this sys-
tematic review is that the results capture the current situa-
tion of people surviving cancer: new therapies, new time-
lines, or new management procedures in specific units. It is 
worth mentioning that the majority of the studies (40 out 
of 43) could be considered of good quality, and 6 fulfilled 
positively the whole SURE checklist. The information least 
reported in the studies was the ‘relationship between the 
researcher and the participant’, even though it is also part 
of previous checklists for qualitative studies [88, 89]. Con-
sidering how recent the included studies are and their good 
methodological quality, findings from this review could be 
valuable to select domains relevant to people currently sur-
viving cancer in future PROMs, as well as they have been 
useful to establish recommendations for the ongoing devel-
opment of the EUonQoL toolkit.

Conclusion

In conclusion, results on this systematic review clearly 
showed that social and psychological function domains 
predominate over physical symptoms and function 
domains among people surviving cancer; and they also add 
the identification of specific needs in clinical management, 
such as information and communication, relationship 
with and support from health professionals, and health 
care. These aspects, usually not present in the existing 
HRQoL instruments for people surviving cancer, due to 
being understood as content of patient-reported experience 
measures, appear now as a potentially relevant domain 
in the patient-centred care approach. The findings from 
this review have helped in the EUonQoL toolkit develop-
ment, which will be validated using data from a survey 
conducted in all European countries. It is necessary that 
PROMs reflect all the identified domains to cover all the 
aspects considered relevant by people currently surviving 
cancer to devise clinical, societal, and healthcare policy-
making systems.
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