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Abstract
Purpose To assess the available evidence regarding the quality of life (QoL) of informal caregivers of stroke survivors, by 
identifying the instruments used to assess QoL, and its associated characteristics.
Methods A scoping review was performed, following PRISMA-ScR guidelines. The electronic databases PubMed, ISI 
Web of Science, PsycINFO, and SciELO were searched for empirical, peer-reviewed, original, and full-length studies on the 
characteristics influencing the QoL of informal caregivers of stroke survivors. Eligibility and data extraction were conducted 
by two independent researchers. The main quantitative findings were synthesized, and qualitative data were explored by 
thematic content analysis.
Results The included studies, 56 quantitative, 1 qualitative, and 1 mixed methods, were published between 1999 and 2020. A 
high heterogeneity was found regarding the assessment of QoL, and the characteristics influencing it. Only one study used an 
instrument specifically designed to assess the stroke caregivers’ QoL. The QoL of informal caregivers was inversely associ-
ated with physical and mental health of stroke survivors and caregivers, while stroke characteristics with a better prognosis, 
caregivers’ positive relationships, and a more supportive and participative social context were positively associated to QoL.
Conclusion There is a need for standardizing the assessment of the QoL of informal caregivers of stroke survivors, as well 
as for investing in cross-country/cultural studies with robust mixed methods designs to allow a deeper understanding of 
the experiences of caregivers. Further research, policies, and practices should consider the diversity and complexity of the 
characteristics influencing QoL, to empower informal caregivers and improve their QoL.
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Introduction

Worldwide, stroke represents a major health problem, being 
the second leading cause of death and one of the major 
causes of disability and incapacity [1–3]. Over the last dec-
ades, there has been a decrease in stroke mortality rates 
along with a rise in stroke incidence at younger ages. This 
has led to an increased survival among stroke patients [3–5], 
many of whom with long-lasting consequences that require 
the assistance and support of a caregiver [6]. Family and 
friends assume a central role in maintaining the individual’s 
health, particularly in situations of disabling illness, due to 
its material and affective conditions and characteristics. 
They represent a fundamental resource in stroke survivors 
care and post-rehabilitation period, by ensuring practical and 
emotional support to survivors [6–8]. Therefore, stroke can 
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be a devastating life event not only for those who experience 
it but also for the people surrounding them [6, 7].

The delivery of informal care is defined as the unpaid 
assistance directly provided to individuals with limited 
autonomy, by a non-professional person with whom they 
have a social relationship (e.g. spouses, parents, children’s, 
other relatives, friends) [9, 10]. Caring for stroke survivors 
entails a rapid adjustment to the immediate and long-term 
effects of stroke, requiring varying degrees of caregiving. 
This often represents a sudden and life-changing demand for 
informal caregivers of stroke survivors, who frequently feel 
unprepared to assume this role and responsibilities [8–11]. 
Such life adjustment may be overwhelming for caregivers, 
leading to physical and psychological impairments. The 
combination of these impairments with the socioeconomic 
repercussions of stroke and the survivors and caregivers’ 
unmet short-, medium-, and long-term needs, can lead 
to a significant deterioration of caregivers’ quality of life 
(QoL) [11–13]. Additionally, the quality of care provided 
will impact on stroke survivor’s recovery [9, 14], imposing 
substantial costs for stroke survivors and families, as well as 
for the healthcare and social systems [9]. Thus, guaranteeing 
caregivers’ well-being and QoL constitute a challenge and 
should be a priority for health and social policies, practices, 
and services.

Contrarily to the considerable research on stroke survi-
vors’ health and well-being, little attention has been given 
to informal caregivers’ QoL [8]. In fact, literature on infor-
mal caregiving has mainly focused on caregivers’ burden, 
depression, anxiety, and psychological distress derived from 
caring of a stroke survivor [6, 15, 16]. Research on the QoL 
of stroke survivors’ caregivers offers a relevant resource 
to inform and enrich the development of sustainable and 
effective-integrated people-centred healthcare guidelines 
and interventions. However, review studies synthetizing the 

characteristics influencing the stroke caregivers’ QoL are 
scarce, restricted to specific groups of survivors and car-
egivers [17, 18], and without specific focus on the QoL of 
informal caregivers of stroke survivors [19, 20].

Therefore, this scoping review was undertaken in order 
to assess the available evidence on the QoL of informal 
caregivers of stroke survivors, namely regarding the instru-
ments used to assess QoL and its associated characteristics. 
This review will help to identify knowledge gaps, define 
further research issues [21], and contribute to the develop-
ment of evidence-based recommendations and strategies to 
enhance informal caregivers’ QoL.

Methods

Protocol

This scoping review was conducted and reported follow-
ing the preferred reporting items for systematic reviews and 
meta-analysis extension for scoping reviews (PRISMA-ScR) 
guidelines [22]. A review protocol was developed in advance 
but was not registered or published prior to conducting the 
review.

The electronic databases PubMed, Isi Web of Science, 
PsycINFO, and SciELO were searched for original articles, 
in January 2021, with no restrictions set for language or time 
of publication. The search strategy is described in detail in 
Table 1.

Selection of sources of evidence

The first and second authors independently screened all the 
papers retrieved initially, first based on the title and abstract, 
and second, based on the full texts. Publications with title and 

Table 1  Search strategy

Research question What is the body of knowledge on the characteristics influencing the QoL of informal caregivers of stroke survivors?

Search expression (“QoL” OR “quality of life" OR “life quality”) AND (“caregivers” OR “informal caregivers” OR “carers” OR “primary 
caregivers” OR “caregiving” OR “family caregivers” OR “spouse caregiver”) AND (“stroke” OR “post stroke” OR 
“stroke survivor” OR “brain vascular accident” OR “cerebrovascular accident”)

Electronic databases The electronic databases PubMed, ISI Web of Science, PsycINFO, and SciELO were searched with no restrictions set for 
language or time of publications

Eligibility criteria Inclusion criteria: empirical, peer-reviewed, original full-length studies that (1) reported data on the characteristics asso-
ciated with the QoL of stroke survivors’ caregivers; (2) included unpaid adult (≥ 18 years old) informal caregivers; and 
(3) used quantitative, qualitative, or mixed methodologies

Exclusion criteria: (1) non-original full-length studies (reviews, meta-analyses, study protocols, comments, editorials, 
newspapers articles, conference proceedings and abstracts, reports, guidelines and grey literature, scales validations, and 
randomized control trials; (2) studies whose outcomes were not QoL of stroke survivors’ informal caregivers or non-
related to the research question, namely studies that did not report data on QoL stratified by stroke survivors and infor-
mal caregivers, as well as studies assessing caregivers of hospitalized or in-patient/institutionalized stroke survivors and 
caregivers of multiple chronic health conditions; (3) studies focusing on formal/paid caregivers; (4) articles written in 
languages other than English, French, Spanish, or Portuguese
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abstracts lacking adequate information to determine inclusion/
exclusion criteria underwent full-text review. The process was 
crosschecked in both phases. Discrepancies were discussed 
between authors until consensus was reached. The last author 
resolved conflicts when consensus was not previously achieved. 
An almost perfect strength of agreement was achieved in 
both phases [total percentage of agreement = 95.5%; Cohen’s 
kappa = 0.87, 95% confidence interval (95% CI) 0.80–0.95].

Data extraction

A standardized data extraction sheet was developed and 
completed, capturing data on study design, type of method-
ology, authorship, publication year, country, period of data 
collection, timing of data collection, participants and sample 
size, instruments used to assess QoL, QoL outcomes, and 
its associated characteristics. Quantitative data on informal 
caregivers’ QoL scores were collected, whenever available. 
To describe the variability of instruments used and the con-
sequent variability of QoL values reported, a forest plot was 
generated to display the studies’ mean (95% CI) value of QoL 
of informal caregivers, according to each instrument. It was 
excluded from the analysis: (1) studies not reporting data 
on overall QoL or on the main domains of the instrument 
used (n = 16); (2) those not reporting scores on a 0–100 scale 
(n = 7); or (3) those that did not reported mean values along 
with the standard deviations or the 95% CI (n = 6). For studies 
using the same sample, the one that had the largest sample 
size was selected. Among longitudinal studies, the evaluation 
of QoL presented was the one farther from the stroke.

All variables whose association with informal caregiv-
ers’ QoL were tested and reported as statistically significant 
were retrieved and the directions of the associations were 
registered. When a study provided estimates adjusted for a 
different number of potential confounders, the one adjusted 
for the largest number of variables was selected. Otherwise, 
crude estimates were extracted.

The main qualitative findings regarding the QoL of 
informal caregivers were retrieved from qualitative and 
mixed-methods studies. Qualitative data were inductively 
synthesized into themes and categories by A.M., according 
to Braun and Clarke’s protocol for thematic content analy-
sis [23]. A triangulation strategy was used to guarantee the 
rigour and quality of research—F.T. and E.A. collaborated 
in the development of the coding framework.

records (Fig. 1). Of the 222 full-text papers reviewed, 54 
were considered eligible for final analysis. A backward ref-
erence searching was carried out examining the reference 
lists of eligible publications based on full-text assessment 
and 4 papers were included. Thus, the final scoping review 
included 58 papers.

Characteristics of sources of evidence

Research design

From the included articles, 40 were cross-sectional studies, 
16 were longitudinal studies, 1 had a qualitative design, and 
1 was a mixed-methods study (Table 2).

The assessment of the QoL of informal caregivers in the 
quantitative studies (n = 56) relied on 12 different standard 
instruments, while in the qualitative study, the perception of 
QoL was explored using semi-structured interviews and in 
the mixed-methods study through in-depth interviews and 
focus group discussions. Almost 30% of the studies did not 
provided information regarding the period of data collection, 
and among the remaining, this period ranged from approxi-
mately two months [37, 38, 41, 52, 54] to five years [45]. 
The timing of data collection was also highly variable across 
the studies, ranging from within ten days of stroke onset [70] 
to seven years post-stroke [45].

Country and year of publication

The studies were mainly conducted in Brazil (n = 6), Canada 
(n = 5), Nigeria (n = 5), United States of America (n = 5), 
China (n = 4), Italy (n = 4), and Turkey (n = 4) and were pub-
lished between 1999 and 2020 (Table 2).

Participants and sample

As presented in Table 2, the samples of the included studies 
were composed mostly by informal caregivers (n = 28), fol-
lowed by dyads of stroke survivors and their respective car-
egivers (n = 21), and stroke survivors and informal caregiv-
ers who were not dyads (n = 3). Four studies used control 
groups, such as healthy control subjects, dyads of controls 
and spouses, and caregivers of patients with hypertension, 
while two studies used comparison groups with non-car-
egivers and non-spouses. Considering the baseline data of 
the included studies, the sample sizes ranged from 15 [80] 
to 43,099 [59] participants.

Assessment of QoL

Overall, most studies did not include a clear and theoreti-
cally supported definition of QoL. Thus, different concepts, 
such as QoL, health-related quality of life (HRQOL), and 

Results

Selection of sources of evidence

From the 1817 records initially retrieved, 1210 were 
screened based on title and abstract, being excluded 988 
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general health emerged as synonyms to sustain the concep-
tual, theoretical, and methodological features of the studies.

The instrument more frequently used to assess QoL 
was the WHOQoL-BREF Questionnaire (n = 18), fol-
lowed by the 36-Item Medical Outcomes Short Form (SF-
36) (n = 17) and the 12-Item Short Form Health Survey 
(SF-12) (n = 9). The remaining twelve studies used nine 

different instruments to assess the QoL of informal car-
egivers (Table 2). The diversity of instruments used, each 
one with different domains and scores, hinders a direct 
comparison between the studies included in this scoping 
review.

To describe the variability of QoL values reported 
across studies, a forest plot was developed comprising data 
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Fig. 2  Mean (95 % Confidence Interval) quality of life (QoL) of caregivers of stroke survivors, according with the instrument used. Notes: 
95% CI, 95% Confidence interval. Studies not reporting: (1) data on overall QoL or on main domains of the instrument; (2) mean values along 
with the standard deviations or the 95% CI; or (2) scores in a 0–100 scale, were excluded. If more than one study using the same sample were 
available, the one that had the largest sample size was selected. Among longitudinal studies, the evaluation of QoL presented was the one farther 
from the stroke
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regarding the studies’ mean (95%CI) QoL, according to the 
instrument used (Fig. 2). Among studies using the WHO-
QoL-BREF Questionnaire mean (95% CI) scores ranged 
between 49.14 (43.12–55.16) for the physical domain and 
76.14 (74.81–77.47) for the social domain (Fig. 2). A slightly 
higher variability, although with lower estimates of caregiv-
ers’ QoL, was observed among studies using the SF-36, with 
mean (95% CI) scores ranging from 34.57 (31.87–37.27) on 
mental component summary (MCS) to 69.74 (66.0–73.41) 
on physical component summary (PCS); while the mean 
(95% CI) of QoL ranged between 41.57 (39.39–43.75) and 
68.61 (63.34–73.88) both on PCS, among studies resorting 
to SF-12 scale. The mixed-methods study only assessed the 
QoL of informal caregivers qualitatively, through the analy-
sis of their perceptions regarding life changes after stroke, 
while the qualitative study explored the impact of the two 
different methods of service delivery (domiciliary and day 
hospital) on caregivers’ QoL.

Synthesis of results

The majority of studies reported issues related to physical 
and mental health of stroke survivors and caregivers as nega-
tively influencing caregiver’s perception of their own QoL 
(Table 3). Caregivers’ and stroke survivors’ higher levels of 
burden, depression, and anxiety were consistently reported 
as characteristics predicting poorer QoL among informal 
caregivers. Furthermore, caregivers with health problems, 
and with poor or fair perceived health status also presented 
lower levels of perceived physical QoL. Inversely, caring 
for stroke survivors with fewer health problems and higher 
levels of QoL was associated with a better perception QoL. 
Also, caregivers with chronic diseases who presented higher 
vitality, better physical and mental health and who use more 
frequently coping and planning strategies, as well as those 
reporting a post-traumatic growth and higher levels of resil-
ience and well-being had significantly higher levels of QoL.

Data on sociodemographic characteristics, namely 
sex and age, revealed inconsistent results across studies. 
Although the majority of studies supported that being an 
older and female caregiver were associated with a poorer 
perception of QoL, some studies presented opposite evi-
dence, stating that female sex and increased age were posi-
tively associated with better QoL. Similarly, while some 
authors advocated that caring for older and female stroke 
survivors were associated with poorer levels of physical and 
social QoL, others described positive associations between 
female sex and older age of survivors and overall, physical 
and mental QoL of informal caregivers. The QoL of caregiv-
ers, especially on overall, physical and mental QoL domains, 
was perceived as better when both caregivers and survivors 
had a higher education and were employed. Overall, car-
egivers who reported lower monthly income, medical fees Ta
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paid by spouses and financial difficulties were more likely 
to describe a lower perception of QoL. However, one study 
reported that caregivers with lower income had better QoL 
in comparison with those with higher income. Only one 
study assessed ethnicity, concluding that African-American 
caregivers perceived their QoL as better in comparison with 
Caucasian’s caregivers.

The association between stroke characteristics and infor-
mal caregivers’ QoL was assessed in less than half of the 
studies included in this scoping review. Caring for independ-
ent stroke survivors, with moderate physical impairments, 
ability to communicate, and better cognitive function was 
associated with higher QoL among informal caregivers. 
Similarly, a shorter post-stroke duration, having a hemor-
rhagic stroke and not using assistance devices, nasogastric 
or tracheostomy tubes were described as characteristics posi-
tively associated with QoL. On the other hand, caring for 
survivors with physical disabilities, cognitive impairments, 
aphasia/dysphasia, paresis, and cognitive/emotional deficits, 
who were hospitalized for a longer period of time and who 
had an intracerebral hemorrhagic or ischemic stroke nega-
tively influence caregivers’ QoL.

Studies assessing the nature of the relationship with 
the survivor, the informal caregivers’ marital status, and 
household composition revealed scattered and conflicting 
results, hampering the identification of positive or negative 
associations with the QoL. The relationship status, namely, 
mutuality, marital satisfaction, and relationship satisfaction 
were mentioned as characteristics that positively influenced 
caregivers' mental and physical QoL. Contrariwise, caregiv-
ers who perceived stroke survivors as cooperatives and with 
children tended to report lower levels of physical QoL.

Spending more daily hours caring for survivors, present-
ing higher levels of awareness of stroke impact and having 
a negative perception of the caregiver role were associated 
with poorer perceptions of QoL. Being better prepared, hav-
ing training and feelings of mastery, taking advantage of 
tele-health services, not hiring non-family caregivers, hav-
ing more instrumental support inside and outside the home, 
having a general practice system and a holist care directed 
to informal caregivers and survivors and having a greater 
self-efficacy positively influenced the caregivers’ QoL. Nev-
ertheless, inconsistent results were found concerning the 
duration of care, with studies simultaneously supporting an 
association with better and poorer QoL. Also, the previous 
experience of care was simultaneously reported as a predic-
tor of higher general health and lower physical health among 
informal caregivers.

Characteristics related with social context were less fre-
quently assessed. Lower levels of QoL were associated with 
lack of social support, need of help and advice, isolation 
and loneliness, higher geographic distance from sources of 
support and the caregivers’ perception of poor life situation. 

Contrariwise, caregivers who reported more confidence in 
the support system, higher levels of emotional support, those 
who received support from family, friends, and significant 
others, and encouragement and guidance in the caregiver’s 
role, as well as those who ensure affection and hope to sur-
vivors, presented better QoL. However, one study concluded 
that informal caregivers’ physical QoL was inversely associ-
ated with receiving more support. Higher stroke survivors’ 
social participation as well as the joint participation of both 
informal caregivers and survivors in social activities, and 
the stroke survivors and caregiver’s spirituality, were also 
described as being positively associated with the overall, 
physical and mental QoL of informal caregivers.

Discussion

Summary of evidence

This scoping review highlights the variety of dimensions and 
instruments used to assess the QoL of informal caregivers of 
stroke survivors, as well as the exploration of a wide range 
of associated characteristics.

The heterogeneous assessment of QoL, namely regarding 
the variability of instruments used, highly influenced the 
studies’ results. The smaller dispersion found in the results 
evaluated with specific QoL instruments (e.g. WHOQoL-
BREF) suggests that the studies that use these instruments 
are evaluating the QoL phenomena in a more homogeneous 
way, allowing more reliable comparisons and interpreta-
tions. Therefore, the variability of instruments used com-
promises the comparability of findings, and consequently, 
the development of systematic reviews and meta-analyses 
on the QoL of informal caregivers and may partly justify 
the report of contradictory results across studies. Moreover, 
only one study used an instrument specifically designed to 
assess the impact of caregiving on the stroke caregivers’ 
QoL [83] while the majority resourced to generic instru-
ments to access well-being, HRQOL, and general health as 
proxies of QoL. Thus, literature in this field may be neglect-
ing specific dimensions of QoL that are particularly relevant 
for informal caregivers and which may not be addressed in 
instruments for the general population or in those assess-
ing other constructs than QoL. In this context, the wide use 
of reliable and valid instruments specifically designed to 
assess the QoL of informal caregivers of stroke survivors 
may contribute to broaden the understanding of their QoL, 
assisting researchers and practitioners to unravel the mecha-
nisms behind some contradictory findings.

The results of this study revealed that the QoL of infor-
mal caregivers of stroke survivors was negatively influenced 
by the physical and mental health status of both caregiv-
ers and survivors, while stroke characteristics with a better 
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prognosis, caregivers’ positive relationships status and a 
more supportive and participative social context were posi-
tively associated with QoL. The inconclusive results regard-
ing age, sex, stroke classification, household composition, 
and care trajectory calls for the development of robust 
mixed-methods studies, performed in different contexts and 
cultures, specifically designed to explore and understand 
the characteristics influencing the QoL of this specific 
population.

The QoL of informal caregivers was inversely associated 
with greater burden, depressive symptoms, and anxiety, 
which was mostly explained in the literature by the high 
number of hours dedicated to caregiving, the severity of 
stroke, and the degree of survivor’s independence [10, 16, 
76, 84–88]. Also, the existence of physical comorbidities 
among caregivers and survivors was indicated as predic-
tors of poor QoL, emphasizing the need of health monitor-
ing in order to optimize the health outcomes of both and 
consequently improve their QoL [16, 85, 89–92]. Thus, the 
development of strategies that help to prevent or alleviate 
adverse health effects of caregiving [16, 76, 84, 93, 94], 
as well as the promotion of coping and planning strategies 
[95–98], may increase caregivers’ perceived health status, 
well-being, and survivors QoL, which were described as 
protective characteristics.

Unanimously and in line with most of the studies on 
general population, this scoping review showed that higher 
socioeconomic status of stroke survivors and informal car-
egivers, namely higher educational levels, more financial 
resources, and employment, was associated with caregivers’ 
better perceptions of QoL. More educated individuals tend to 
present higher levels of knowledge about stroke and to more 
quickly and easily access to reliable information regarding 
care and support [99, 100], which may contribute to more 
effective management of health-related situations, as well as, 
to a quicker adaption to the caregiver role [101]. Similarly, 
individuals with higher income less frequently face vulner-
able situations, namely lack of resources and opportunities, 
general uncertainty about future, and are less vulnerable to 
the variations of income, which positively influence their 
perceptions of QoL [102]. Furthermore, being employed 
has positive impacts on physical and mental health of both 
survivors and informal caregivers, since it contributes to 
meeting financial needs, maintaining family well-being and 
their role in society [103–105]. Therefore, public health 
and socioeconomic policies and practices should promote 
equitable access to information, education, training, support, 
and employment opportunities directed to stroke survivors 
and their informal caregivers. These strategies will improve 
inclusion, long-term support, and enhance awareness about 
stroke care, by anticipating, supplying needs and encourag-
ing the best use of resources [104–107].

Caring for stroke survivors with physical, mental, and 
communication disabilities requires greater skills, availabil-
ity, and a higher physical and emotional effort from infor-
mal caregivers, namely on the maintenance of Activities of 
Daily Living. These demands increase caregivers’ fatigue, 
stress, and burden, which may trigger harmful consequences 
on different domains of QoL [108, 109]. Thus, post-stroke 
care services should adopt an inter-disciplinary approach to 
stroke care, including physical rehabilitation for improving 
survivors’ disabilities and mental, educational, and social 
support directed to informal caregivers. The provision of 
stroke and care-related information, training, and emotional 
support will contribute to empower caregivers to provide 
quality care to survivors, without detriment of their health, 
by increasing their knowledge and skills and helping them 
to cope with the negative consequences of caregiving [90, 
110–112].

In line with the results described in our study, previous 
research on the psychological effects of care supports that 
caregivers who spend more hours on caregiving present 
worse QoL, mainly due to higher levels of burden [113, 
114], reduction of the free time available (e.g. for social 
activities, managing their own life and families) [115], and 
frequent loss of their jobs [116]. The perception of QoL of 
informal caregivers was also influenced by the instrumental 
support given to stroke survivors and informal caregivers, 
namely healthcare assistance. This suggest that preventing 
the burden and reducing the strains of caregiving are essen-
tial that health professionals and governmental support poli-
cies consider the care trajectory of each caregiver, trying to 
fill their main needs and promoting their QoL.

The results of this scoping review support the current 
literature stating that caregivers with more satisfactory rela-
tionships have better perceptions of QoL [117, 118]. Hence, 
health and social practices should consider the relational 
dynamics and needs throughout the care continuum, to 
promote caregivers’ QoL. However, few studies have also 
addressed the association between contextual characteristics 
and informal caregivers’ QoL, despite the current evidence 
supporting the importance of the social context on survi-
vors’ QoL after stroke [82, 119, 120]. The results from this 
scoping review seem to reinforce the positive influence of 
a more supportive social context on QoL, which may be 
explained by the alleviation of informal caregivers’ psycho-
logical distress and the promotion of emotional support and 
companionship [121–124]. Considering that social context 
shapes survivors and caregivers needs, expectations, prefer-
ences and QoL, further health and social research, policies, 
and practices should consider its importance on preventing 
psychological health implications and providing favourable 
conditions for a life of quality.
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Limitations

Although our scoping review only included studies that 
reported as their main outcome the QoL of informal car-
ers of stroke survivors, constructs such as life situation and 
well-being, HRQOL, and general health, have been used 
interchangeably in the studies as synonyms of QoL [125]. 
Such heterogeneous conceptualization of QoL may justify 
the high variability of instruments used as well as the contra-
dictory results described across studies, hindering the com-
parability of findings. Additionally, the inclusion of studies 
carried out with populations from different countries and 
continents hampers the use of a population measure capable 
of compare all the QoL results. Also, the exclusion of studies 
who did not report scores on a 0–100 scale or mean values 
along with the standard deviations or the 95%CI in the forest 
plot is a limitation of the current study.

The scarcity of qualitative and mixed-methods studies 
jeopardizes an in-depth understanding of the characteristics 
influencing QoL, since some particular experiences, insights, 
and explanations can only be captured through these meth-
odologies. Also, the poor variability in the countries where 
studies were performed, as well as the very restricted num-
ber of studies focusing on ethnicity, may influence the results 
and preclude the understanding of some specificities of car-
egivers' QoL. However, the selected databases, the search 
strategy, and the inclusion criteria were carefully structured 
and sustained on the literature and research experiences in 
order to capture the greatest amount and diversity of suitable 
studies for the goals of this scoping review.

Conclusions

This scoping review identified some important gaps in the 
literature regarding the characteristics influencing the QoL 
of informal caregivers of stroke survivors. There is a need 
for standardizing the conceptualizations of QoL, and widely 
use of reliable and valid instruments sensitive to the idi-
osyncratic characteristics and needs of informal caregivers. 
As such, it is crucial to produce evidence to support pub-
lic health and social centred among informal caregivers of 
stroke survivors.

Further research should clarify and understand the asso-
ciations between QoL and sex, age, stroke classification, 
household composition, relationship with the survivor, 
and care trajectory, contributing to the identification of 
higher risk groups to develop early, targeted, and differen-
tiated interventions and support. Similarly, the investment 
in mixed-methods designs will allow a deeper understand-
ing of the characteristics influencing the QoL of informal 
caregivers, contributing to the design and development of 

health promotion strategies centred on citizen needs and 
experiences. Moreover, further cross-country and cultural 
research is essential in order to capture broader, diverse, 
and representative experiences, allowing comparisons and 
providing quality support to caregivers, adjusted to different 
realities, needs, and cultural backgrounds.

This review also calls to the need for health and social 
research, policies, and practices that consider the diversity 
and complexity of the characteristics influencing QoL of 
informal caregivers, especially physical and mental health of 
both survivors and caregivers, the stroke characteristics, the 
relationships and the social context, contributing to identify 
high risk groups, empower informal caregivers, and promote 
the main enablers for a better QoL.
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