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Introduction:Understanding local complexities and challenges of stroke-related caregiving are essential to devel-
op appropriate interventions. Our study aimed to characterize the impact of post-stroke care among informal
caregivers in a setting of transitioning economy.
Materials and methods: Qualitative study based on in-depth interviews with primary caregivers of stroke survi-
vors in Lima, Peru. Transcribed datawas organized around the following themes: emotional impact of caregiving,
main stress factors and coping mechanisms to deal with the caregiving role, as well as the unmet needs of care-
givers.
Results:We interviewed twelve caregivers, mean age 52.5 years. Eight were females, whowere either the spouse
or child of the stroke survivor. Stroke patients had a median age of 70 years, range 53–85 years. All participants
reported having experienced emotional stress and depressive symptoms as a result of caregiving. Althoughmost
had family support, reduced social activities and added unanticipated financial burdens increased caregiver's
stress. None of the caregivers had received training in post-stroke care tasks after the patient's discharge and
only a few had received some psychological support. Almost all expressed the need to see a professional to im-
prove their mental health. Keeping a positive attitude towards their relative's physical post-stroke condition
was a key coping mechanism.
Conclusions: In the absence of structured institutional responses, family members are responsible of providing
care for stroke survivors, a task escorted by major emotional, financial, and social strains. This burden could be
prevented or curtailed if caregivers were to be targeted by interventions providing psychological and financial
support, together with basic training on post-stroke care.

© 2017 The Authors. Published by Elsevier B.V. This is an open access article under the CC BY-NC-ND license
(http://creativecommons.org/licenses/by-nc-nd/4.0/).
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1. Introduction

It is well known that stroke is amajor public health concern not only
because of the large number of deaths, globally estimated at 6.7 million
in 2012 [1], but also because of the long-term disability that it generates
[2,3]. More than 80% of deaths by stroke occurred in low- and middle-
income countries (LMIC) [4], where stroke occurrence has been increas-
ing [4,5]. In South America, stroke mortality is between two and three
times higher than in high-income regions of the world [4,5]. In 2007,
Peru registered stroke as the 5th cause of death, scaling up drastically
from the 21st position occupied in 1987 [6]. Post-stroke mortality
rates in Peru after discharge are 20% [7], almost twice theworldwide av-
erage [8]. Despite the increase of deaths by stroke, much of stroke bur-
den arises from disability [4,5,9]. Stroke impacts the quality of life of

stroke survivors and burdens their families [9–11]. Between 30 and
50% of stroke survivors live with severe disability resulting in depen-
dency of care [4]. In Peru, the need for care among stroke survivors
varies from 20% in rural settings to 39% in urban areas [4].

The literature distinguishes informal caregivers from formal ones,
i.e. those who have some degree of training and get paid for their ser-
vices. Informal caregivers are usually family members with no previous
training [12–14]. In Peru, it is usually a familymemberwho takes care of
a relative with disability given that only 10% of people with special
needs have access to adequate rehabilitation services [15]. The commit-
ment, capacity and preparedness of an informal caregiver to provide
good quality of care, while protecting their own health, have implica-
tions for stroke survivor's long-term outcomes [16]. Studies conducted
on informal caregivers in Taiwan [17], the United States [18–20], and
Vietnam [21], have found that family caregivers of stroke survivors
need more information related to their caretaking chores, and “feel in-
adequately prepared to deal with the physical, cognitive and emotional
needs of the stroke survivors” [17].
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Studies from other countries have shown that informal caregivers
are vulnerable to physical and psychological distress [9,22–31]. These
caregivers often develop depressive symptoms, combined with stress,
anxiety, and grief [9,22–24,27,29,32]. Sources of psychological distress
are multiple, but are usually connected to an impact on the caregivers'
quality of life since they often have to stop working or change their reg-
ular social and family activities [30,33]. We wanted to know if informal
caregivers' in Peru had similar experiences and their strategies to cope
with them.

Informal caregiving is highly prevalent in Peru, approximately 95% of
individuals with a disability in a dependency situation receive care pro-
vided by family members, usually a female relative [15]. However, very
little research has been done on understanding informal caregiving con-
ditions of stroke survivors within the Peruvian context. Doing so may
encourage the implementation of effective interventions to help infor-
mal caregivers with their daily chores, and to improve their own overall
quality of life [10,34]. Reducing the caregiving burden could also con-
tribute, to improve the stroke-survivor's health and recovery. The aim
of this paper is to describe the emotional impact, main stress factors,
coping mechanisms, and unmet needs of individuals functioning as in-
formal caregivers of stroke survivors, and identify elements that could
inform future interventions for caregivers.

2. Materials and methods

2.1. Study design

We conducted a qualitative study to explore, through individual in-
depth interviews, the experiences of a group of informal caregivers of
stroke survivors. Interviewswere selected as themost robust technique
since it allows a thoughtful understanding of the complexity of care-
givers' everyday lives as well as ensuring a close rapport between inter-
viewer and interviewee that facilitated discussing the more sensible
topics of proving care to a relative with disabilities [35].

2.2. Setting

The study was conducted between June and September 2013 in
three different healthcare facilities in Lima, Peru: 1) a rehabilitation ser-
vice of a large public hospital in northern Lima; 2) a private rehabilita-
tion service also in the north of Lima; and 3) a primary healthcare
center in southern Lima. All these facilities serve low-income people
from some of the most populated districts of the country's capital city.

2.3. Participants and recruitment

The projected sample size of the study was 16 primary caregivers,
defined as the family member that provided most of the daily care re-
ceived by the stroke survivor. To be invited to participate, a person
had to fulfill the following inclusion criteria: i) 18 years of age or
older; ii) self-identification as a primary caregiver of a stroke survivor
who had suffered a stroke at least 6 months previous to the study, had
received medical attention for the acute episode within the public
health system, and required assistance to perform daily domestic activ-
ities, such as eating or relieving themselves, as a result of the stroke; and
iii) able to voluntarily and independently consent participation in the
study.

Sixty-seven potential caregiverswere contacted but only 23were el-
igible. Only 15 were finally interviewed, two did not accept to be
interviewed, one accepted but her relatives did not agree with her par-
ticipation, one person did not understand the study and four only par-
ticipated in the first interview session after which they declined to
continue. Out of the 15 caregivers interviewed, we deemed that the
quality of the data was poor in the case of 3 interviews; thus, this
paper is based on the information provided by 12 caregivers.

Eight participants were recruited in thewaiting room of the rehabil-
itation service of a public hospital. After some weeks in the field, not
many of the users of the rehabilitation services fulfilled the inclusion
criteria and it was decided to visit smaller primary healthcare centers
in other underserved areas of Lima. Four other caregiverswere recruited
in primary healthcare facilities using the snowball sampling method, a
technique that allows the identification of cases of interest from people
who know other individuals who are eligible for the study [35]. After
four months, the recruitment phase was halted with 15 stroke care-
givers participating in the study.

2.4. Data collection

The research team designed a semi-structured interview guide for
conducting in-depth interviews with caregivers. Participants also an-
swered a short questionnaire designed to collect basic socio-demo-
graphic information of the caregiver and the stroke survivor. Each
participant was interviewed between two and five times, depending
on their availability and convenience. Each interview session lasted ap-
proximately one hour. Interviews were conducted by two trained an-
thropologists and performed at the health facilities or caregivers'
homes.

2.5. Topics covered in the interviews

The interview guide covered awide range of topics that aimed at un-
derstanding caregivers' experiences since the occurrence of the stroke
event. Caregivers were first asked about the stroke including the cir-
cumstances in which the stroke occurred, the initial medical treatment
provided to the patient, the initial information that the caregiver re-
ceived from the medical staff, the caregiver's emotional reaction to the
stroke and how they imagined that their life would be like after the
stroke event. The interviews proceeded with questions about the initial
changes to the caregivers' lives right after the stroke, such as the initial
organization within the family of caregiving activities, help received
from others, changes to their home environment, family life, employ-
ment and income, and social activities. Afterwards, current impacts on
the mentioned areas were ascertained. Furthermore, the interviews in-
cluded questions about the caregivers' role,why theywere the ones tak-
ing care of their relative, their everyday household and leisure activities,
as well as caregiving activities and their knowledge about how best to
do them and their perceived needs. Additionally the caregivers' were
asked about their experience with the health care system, for example,
their evaluation of the consultation, service and treatment received, the
need for mental health care and the care sought. Detailed information is
provided in the interview guide, Appendix 1.

2.6. Data analysis

All interviews were recorded and transcribed verbatim, producing a
total of 458 pages of transcribed material. The information collected in
the interviews (Appendix 1, interview guide) was organized around
eight topics (Appendix 2, codebook). After interviews were fully
coded using the ATLAS.ti 7.1 (Scientific Software Development GmbH,
Berlin, Germany), the datawas arranged into five domains: i) emotional
impact of post-stroke care among caregivers; ii) social impacts and fam-
ily relations of post-stroke care among caregivers; iii) financial impact of
post-stroke care among caregivers; iv) impact on physical health among
caregivers; and v) needs of caregivers, as well as the needs for support
as described by caregivers.

Following a detailed scrutiny of the various types of impacts, the the-
matic analysis [36] yielded fourmajor categories to assemble and report
the data: emotional impact, stress factors, coping mechanisms, and
needs for each of the caregivers (Appendix 3, summary of themes).
Stress factors were defined as all aspects mentioned by the participants
related to the context of taking care of a family member that negatively
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