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RÉSUMÉ
Cette étude a examiné les types d’aide fournis par des proches aidants qui visaient à optimiser la participation de 
personnes aînées ayant des déficits cognitifs (personnes aidées) consécutifs à un accident vasculaire cérébral (AVC), et 
la façon dont ces types d’aide différaient selon le niveau de fardeau des proches aidants. Un devis longitudinal mixte a  
été utilisé. Douze proches aidants d’aînés ayant subi un AVC ont complété un questionnaire sur le fardeau du proche 
aidant et ont participé à des entrevues semi-structurées qui ont été réalisées trois semaines, trois mois et six mois suivant 
le congé de l’hôpital (soins aigus), de l’unité de réadaptation fonctionnelle intensive ou de l’hôpital de jour. Les personnes 
aidées ont passé des tests cognitifs et ont rempli un questionnaire sur la participation sociale. Les types d’aide fournis par 
les proches aidants ont différé selon la quantité d’aide apportée, selon le niveau de préoccupation associé au bien-être 
de la personne aidée et selon l’impact sur la vie sociale du proche aidant. Il est intéressant de constater que les types 
d’aide favorisant la participation, l’estime de soi et le maintien des capacités n’étaient pas associés à un impact négatif 
sur la vie sociale des proches aidants. Une meilleure compréhension des relations entre les différents types d’aide et le 
fardeau des proches aidants permettrait d’optimiser le soutien fourni pour la participation sociale d’aînés ayant subi un 
AVC sans augmenter le fardeau de leurs proches aidants.

ABSTRACT
This longitudinal mixed-method study examined the types of help provided by caregivers to optimize participation of 
older adults with cognitive deficits post-stroke (care recipients), and how these types of help varied with caregiver’s 
burden. Twelve family caregivers of care recipients post-stroke completed a burden questionnaire and semi-structured 
interviews one month, three months, and six months following care recipient’s discharge home from acute care, 
rehabilitation, or day hospital. Care recipients completed cognitive tests and a social participation questionnaire. Types 
of help caregivers provided differed according to the amount of daily living support, degree of concern for care recipient’s 
well-being, and impact on caregivers’ social life. Interestingly, types of help fostering care recipient’s social participation, 
self-esteem, and abilities were unrelated to a negative impact on caregivers’ social life. Understanding how different 
types of help relate to caregiver burden could improve the types of help to optimize care recipients’ social participation 
without overburdening caregivers.
 

1	 School of Rehabilitation, Faculty of Medicine and Health Sciences, Université de Sherbrooke, and Research Center on Aging, 
Québec

2	 School of Rehabilitation, Faculty of Medicine and Health Sciences, Université de Sherbrooke, Québec
3	 Research Center, Institut universitaire de Gériatrie de Montréal and Department of Psychology, Université de Montréal, 

Québec

Manuscript received: / manuscrit reçu : 08/08/18

Manuscript accepted: / manuscrit accepté : 10/08/18

Mots-clés :  vieillissement, proches aidants, processus mentaux, activités de la vie quotidienne, qualitatif, accident vasculaire 
cérébral

Keywords:  aging, caregivers, mental processes, activities of daily living, qualitative, stroke

https://doi.org/10.1017/S0714980818000521 Published online by Cambridge University Press

https://doi.org/10.1017/S0714980818000521


Types of Help and Caregiver Burden La Revue canadienne du vieillissement 38 (2)    223

Introduction
Stroke is among the main causes of disabilities in 
adults, and in Canada, 315,000 people living in the 
community suffer from the effects of a stroke (Public 
Health Agency of Canada, 2011); the majority are older 
people since aging is a main risk factor for stroke 
(National Heart, Lung, and Blood Institute, 2017). 
Stroke can have a devastating impact on people’s lives 
and result in physical, cognitive, emotional, and social 
disabilities. As a result, older adults who have had  
a stroke frequently require varying degrees of help 
to maintain their social participation (Fougeyrollas, 
Cloutier, Bergeron, Côté, & St-Michel, 1998) in daily 
activities and social roles. Help might be required for 
basic activities of daily living (ADL) as well as more 
complex activities, including instrumental activities of 
daily living (IADL), and leisure and social activities 
(Public Health Agency of Canada, 2009). Nevertheless, 
up to 85 per cent of stroke survivors return home, 
and many need help from caregivers to compensate 
for their disabilities and restrictions in participation 
(Canadian Institute for Health Information, 2009). In 
Canada, more than one in four people reported helping 
a family member living with disabilities, such as those 
secondary to a stroke (Sinha, 2013). Caregivers’ help 
is often essential for stroke survivors to stay at home, 
especially when they suffer from post-stroke cognitive 
deficits, which is the case for almost half of stroke sur-
vivors (Mellon et al., 2015). These cognitive impair-
ments may affect memory, spatial ability, executive 
functions, attention and language, and restrict ADL 
and IADL (Sun, Tan, & Yu, 2014).

Caregivers do not all provide the same types of help 
for a given situation, due in part to a lack of knowledge 
regarding their effects on disabilities, participation, 
self-esteem and the caregiving relationship (MacIsaac, 
Harrison, & Godfrey, 2010). Different types of help 
may result in various outcomes for the person who has 
had a stroke (Bhogal, Teasell, Foley, & Speechley, 2003). 
For instance, providing the maximum emotional sup-
port along with only the amount of assistance required 
for disabilities in ADL and IADL was found to be the 
most beneficial combination in terms of fostering the 
participation of people suffering from the effects of a 

stroke and living at home. Interestingly, the type of 
help provided by the caregiver seems to be determined 
by the type and pattern of post-stroke impairment. For 
instance, help given to people without cognitive defi-
cits post-stroke differs from that given when cognitive 
deficits are predominant. Furthermore, depending on 
the presence of some specific cognitive deficits, some 
types of help are used more than others (Viscogliosi, 
Caron, Desrosiers, & Belleville, 2013).

The particular type of help that the caregiver pro-
vides can also vary as a function of the quality of the 
relationship between caregiver and care recipient 
(McPherson, Wilson, Chyurlia, & Leclerc, 2011). When 
the caregiver–care recipient relationship is good, the 
caregiver uses types of help that foster the care recipi-
ent’s well-being and self-esteem. Even though some 
types of help are more appropriate to maintain the 
social participation of people who have had a stroke, 
if they require more of the caregivers’ time or energy, 
their use could have adverse long-term effects for both 
of them. Some types of help could actually increase 
care recipients’ behavioral problems especially in the 
presence of cognitive deficits. For caregivers, the burden 
created by their role has been associated with adverse 
effects such as subsequent memory deficits in care-
givers (Chen & Botticello, 2013), particularly when 
the stress and caregiving role lasted for a long time 
(Bhattacharjee, Vairale, Gawali, & Dalal, 2012). Thus, 
to be beneficial, types of help not only should have a 
positive impact on the care recipient but also not 
have a negative impact on the caregiver.

Zarit, Reever, and Bach-Peterson (1980) described care-
giver’s burden as the negative consequences for the 
caregiver of caring tasks done for another person. 
Burden can be objective or subjective. Objective burden 
depends on how much physical assistance and how 
many interventions are needed to assist the care recip-
ient. Subjective burden encompasses the caregiver’s 
feelings and perceptions associated with performing 
caregiving functions. Among the different dimensions 
affected by stroke, cognitive deficits are ones that have 
a major impact on caregiver’s burden (Othman, Wong, 
Drahman, & Zakaria, 2014). Since types of help differ 
when cognitive deficits are present, and cognitive 
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deficits are related to greater caregiver burden, it is 
possible that some types of help could be used more by 
caregivers experiencing a greater burden. Moreover, 
because different types of help influence differently the 
care recipient’s recovery and participation (Viscogliosi 
et al., 2013), they may also result in different caregiver 
burden. It is thus important to understand the relation-
ship between the types of help provided by caregivers 
and the level of burden to help minimize caregiver 
burden while optimizing the social participation of 
people with cognitive deficits following a stroke.

This study aimed to examine the relationship between 
types and amount of help provided by family care-
givers to optimize the participation in daily activities 
and social roles of older adults with cognitive deficits 
following a stroke and the different dimensions and 
level of burden.

Methods
This study used a mixed-method design based on the 
Miles and Huberman approach (Miles & Huberman, 
2003). We adopted a pragmatic paradigm as our episte-
mological position, situated on a continuum between 
post-positivism and naturalism. Qualitative and quan-
titative methods were integrated in all steps of the study: 
sampling, data collection, analysis, and interpretation 
using the Miles and Huberman approach.

The study was approved by the Research Ethics 
Committees and professional services managers of the 
institutions involved in recruitment. Caregivers and 
care recipients both gave informed written consent.

Recruitment of Participants

This study was part of a larger research project  
(Desrosiers et al., 2008) carried out with 197 older 
adults with stroke, recruited at discharge from an acute 
care hospital, rehabilitation unit, or geriatric day 
hospital in three cities in the province of Québec. 
The caregivers recruited for the present study were 
the main caregivers of some of the older adults with 
stroke (> 65 years) involved in the larger study.

In the larger study (Desrosiers et al., 2008), we used 
cognitive tests to identify deficits in memory, visual 
perception, executive functions, unilateral attention, 
and language of the participants with stroke. The tests 
used were valid and reliable and have reference values 
to determine the presence or absence of specific cog-
nitive deficits. The Logical Memory subtest of the 
WMS III (Wechsler, 1987) was selected to measure epi-
sodic memory. We assessed visual perception with 
the Motor Free Visual Perceptual Test, vertical version 
(MVPT-V) (Mercier, Hébert, & Gauthier, 1995). The inhi-
bition capacities of executive functions were measured 

with the Victoria Stroop Test (Stroop, 1935); we mea-
sured unilateral visual neglect with the Bells Test 
(Gauthier, Dehaul, & Joanette, 1989). For language 
abilities, we examined three domains: naming, oral 
comprehension, and reading. The Boston Naming Test 
(BNT) (Kaplan, Goodglass, & Weintraub, 1983) was 
what we selected to evaluate picture naming. For 
sentence comprehension, we assessed it with the Token 
Test, short form (De Renzi & Faglioni, 1978). Finally, 
we used the Montreal-Toulouse reading test (Dordain, 
Nespoulous, Bourdeau, & Lecours, 1983) to estimate 
reading abilities. For each cognitive test we recorded 
raw scores and compared them to reference values 
to establish the presence of cognitive deficits post-
stroke. A more detailed description of these cogni-
tive tests and analysis procedures has been published 
elsewhere (Viscogliosi, Desrosiers, Belleville, & Caron, 
2011).

Also in the larger study, the Assessment of Life 
Habits (LIFE-H), short version 3.1 (Fougeyrollas et al., 
1998), was used to assess the care recipient’s partici-
pation. This assessment is based on the disability creation 
process (DCP) model and measures 77 daily activities 
and social roles grouped into 12 domains. Each activity 
or role is measured on a Likert scale ranging from  
0 to 9, where a higher score indicates optimal partic-
ipation. In the LIFE-H, daily activities refer to nutri-
tion, fitness, personal care, housing, mobility, and 
communication whereas social roles include respon-
sibilities, interpersonal relationships, community life, 
education, work, and leisure. The education and work 
domains were not included in this study as they do 
not usually apply to this age group (Desrosiers et al., 
2005), leaving 67 items in 10 domains. The validity 
and reliability of the LIFE-H have been studied in 
older adults (Noreau et al., 2004; Desrosiers et al., 
2004).

Quantitative data, including data on the cognitive 
status and participation of the people with stroke (care 
recipients) from the larger study, were reviewed to 
select caregivers according to a maximum variation 
sampling method. We then selected a theoretical 
sample of 12 caregivers to obtain a variety of types and 
severity of cognitive deficits among the care recipi-
ents, as well as a range of living situations (alone, 
with caregiver, etc.), community services used (help 
with bathing, paratransit, etc.), and types of dyad 
(spouse, sister, son, etc.).

Data Collection

Caregivers participated in semi-structured interviews 
at their home lasting approximately 60 to 90 minutes 
one month (T1), three months (T2), and six months 
(T3) after the care recipient’s discharge home after 
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receiving care and services. Interviews were recorded 
and the tapes transcribed. Conducting three interviews 
with each caregiver helped deepen our understanding 
of the relationship between different dimensions of 
caregiver’s burden and the types of help provided.

Materials

Qualitative Interview Guide
The conceptual framework, including the DCP 
(Fougeyrollas et al., 1998), as well as the Bowers (Bowers, 
1988) and Vézina and Pelletier (Vézina & Pelletier, 
2001) models, inspired the development of the inter-
view guide for caregivers. In Bowers’ model based on 
grounded theory methodology, five different roles are 
specified for caregivers’ help: (a) anticipation of care 
receiver’s needs, (b) prevention of physical or mental 
deterioration, (c) supervision of care provided by for-
mal or informal services, (d) protection of self-esteem 
and the dyad’s relationship, and (e) instrumental 
tasks (for example, personal care), which are more 
technical activities to maintain physical integrity. Vézina 
and Pelletier’s model (2001) describes different types 
of help provided in dementia such as: “accomplish”, 
“delegate”, “control”, “protect”, “prevent”, “stimu-
late”, “situation avoidance”, “decide or do for the 
care -receiver”, and “visit”.

The interview guide for caregivers was validated by a 
group of experts on stroke and caregiving, comprising 
four clinicians and three researchers. The guide was 
then pretested with one caregiver. Interviews began 
with a broad question on the impact of stroke on the 
care recipient’s participation and the help provided 
according to this impact. For each caregiver, more 
in-depth questions were asked based on the care recipi-
ent’s participation and cognitive deficits and also the 
caregiver’s responses on the quantitative burden ques-
tionnaire. In the analysis for the present study, we con-
sidered aspects related to participation domains (daily 
activities: nutrition, fitness, personal care, housing, 
mobility, and communication; and social roles: respon-
sibilities, interpersonal relationships, community life, 
and leisure) and types of help provided. Interviews 
with the first three caregivers were broad to cover the 
context of help in all domains of participation. Subse-
quent interviews with caregivers recruited later were 
designed to deepen elements described in less detail in 
the first three interviews.

Sociodemographic Questionnaire
We completed a sociodemographic questionnaire with 
both care recipients and caregivers. Data such as age, 
gender, community services used, living arrangements, 
and relationship between caregiver and care recipient 
were recorded for analysis purposes.

Quantitative Instrument – Caregiver Burden
Caregiver burden was evaluated with the three di-
mensions of the caregivers’ perceived burden scale 
(Dumont, St-Onge, Fougeyrollas, & Renaud, 1998): 
(a) daily living support (18 items), (b) concern for care 
recipient’s well-being (6 items), and (c) impact on care-
giver’s social life (17 items). Each of these dimensions 
includes a series of items where caregivers are asked to 
choose the score that best reflects their situation on a 
four-point scale. The Daily living support subscale 
describing the frequency of assistance provided was 
scored as never (0), sometimes (1), often (2), and al-
most all the time (3). The caregiver’s concern for care 
recipient’s well-being and impact on caregiver’s social 
life (i.e., how much the caregiving role interferes with 
own social life) subscales of burden were scored as not 
true at all (1), somewhat true (2), moderately true (3), 
and completely true (4). The score for each dimension 
is the mean score of items in this dimension. A higher 
score suggests a greater burden on each dimension.

Data Analysis

Qualitative Analysis
To deepen the analysis, our research process went back 
and forth between data collection and analysis (Miles & 
Huberman, 2003) based on the conceptual framework. 
All the transcripts were coded by the first author using 
axial coding and selective coding. An external coder 
co-coded one interview to verify the reliability of the 
results. Coding was done on NVivo software. We used 
Miles and Huberman analysis tools – interview synthe-
sis sheets, coding, methodological memos, analytical 
memos, researchers’ meetings, and analysis matrix – to 
integrate the qualitative and quantitative methods. 
A more detailed description of the data analysis has 
been published elsewhere (Viscogliosi et al., 2013).

Quantitative Analysis
We used frequencies and proportions for the categor-
ical variables to describe sociodemographic and clin-
ical characteristics of the caregivers and care recipients. 
For caregiver burden, we dichotomized the score for 
each dimension to distinguish between a high and low 
level of burden. On the daily living support subscale, a 
mean score of 2/3 or more indicates substantial daily 
living support given by the caregiver. On the concern 
for care recipient’s well-being subscale, a mean score of 
3/4 or more shows great concern for the care recipi-
ent’s well-being. On the impact on caregiver’s social life 
subscale, a mean score of 2/4 and higher indicates a 
substantial impact on the caregiver’s life. Since there 
was no guideline for the thresholds, we determined 
them according to a logical division between the words 
describing the different categories (never and some-
times / often and most of the time).
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Results
Seven of the 12 caregivers who participated in the 36 
interviews lived with the care recipient. Caregivers 
were aged 45 to 88 years, and their schooling varied 
between 0 and 15 years, with a median of seven. Four 
caregivers provided 10 or fewer hours of help per 
week, six between 13 and 16 hours, and two provided 
more than 20 hours. The caregivers’ relationships with 
the care recipients included four wives and a husband, 
two sisters, a stepdaughter, a nephew, a niece, a son, 
and a mother. Among the care recipients, seven had 
memory deficits; eight, visual perception deficits; 
three, unilateral neglect; seven, executive function def-
icits; and seven presented with language deficits. The 
age of the care recipients varied between 65 and 86; 
eight lived at home and four in seniors’ residences; five 
care recipients received community services (Meals-
on-Wheels, paratransit, etc.).

Daily Living Support and Types of Help Provided

On the daily living support subscale of the quantitative 
burden questionnaire, two caregivers reported giving 
a lot of daily living support at the time of all three 
interviews to stimulate the care recipient’s participa-
tion. Two caregivers thought they gave a lot of daily 
living support only at the first interview, and one care-
giver reported giving a lot at the second and third 

interviews only. Seven caregivers reported that they 
never gave a lot of daily living support.

Caregivers who gave a lot of daily living support 
mostly used types of help that fostered social partic-
ipation. These types of help include teaching, task 
modification, verbal cues, downplaying, supervi-
sion, and stimulation, and were used more by care-
givers who thought they gave their care recipients a 
lot of daily living support than by those who thought 
they gave less daily living support. Caregivers who 
reported giving less daily living support used more 
types of help that limited the care recipient’s social 
participation such as restricting the latter’s activ-
ities, delegation, substitution, and choosing not to 
intervene. For definitions of the types of help, see 
Table 1.

One caregiver who provided a lot of daily living sup-
port explained how she used stimulation with her 
stepmother to help maintain her capacities, “I said to 
her: Even if you don’t do the puzzle for a long time, 
try… it will help you concentrate and move your 
hands …” (C1T1). Following are two other examples 
of caregivers who thought they gave a lot of daily 
living support and used stimulation to maintain the 
care recipients’ capacities and foster their social partic-
ipation. In the first example, the caregiver told her 
care recipient, “Follow me; I’ll watch you do your 

Table 1:  Definitions of types of help provided by caregivers

Types of Help Definitions

Urging care recipient to do certain things Caregiver suggests to care recipient which activity, action, or behavior to adopt in a given  
situation

Physical assistance Caregiver provides care recipient with physical help to perform an activity or task
Psychological support: humor Caregiver uses jokes to alleviate the situation
Cognitive support: task adaptation Caregiver simplifies activity or task according to care recipient’s residual abilities
Support/repair Caregiver uses support or compensation to correct or repair something done by care recipient
Substitution Caregiver does the whole activity or task for care recipient without latter’s participation
Supervision Caregiver makes sure activity or role is done properly without physical or cognitive help
Cognitive support: stimulation Caregiver provides care recipient with verbal support to encourage latter to initiate or continue  

activities
Cognitive support: teaching Caregiver explains how to do activities or tasks by providing examples or exercises to enhance  

care recipient’s capacities
Psychological support: downplaying Caregiver minimizes or makes light of the situation
Restriction Caregiver intervenes to limit some activities deemed hazardous for care recipient
Choosing not to intervene Caregiver intentionally chooses to let care recipient do things as he/she wants and does not help
Cognitive support: verbal cues Caregiver gives indications to help care recipient when doing the activity
Cognitive support: warning Caregiver explains the potential consequences of an activity or action that care recipient wants  

to do
Reflection of care recipient’s difficulties Caregiver verbalizes care recipient’s difficulties
Psychological support: explanation of interventions Caregiver explains the aims and types of help he/she chooses to use
Cognitive support: problem-solving strategies Caregiver helps care recipient find different ways to overcome difficulties encountered
Delegation Caregiver asks someone else to do something previously done by care recipient or caregiver
Psychological support: accompanying Caregiver is present and empathetic as the situation evolves
Psychological support: approval Caregiver shows agreement with care recipient’s behavior or action
Asking care recipient which type of help to give Instead of choosing him/herself which type of help to provide, caregiver does what care  

recipient wants
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exercises” (C2T1). To stimulate the ability to walk, the 
same caregiver insisted:

If you want to, you can do it. They told you that you 
had to make an effort … It’s not your leg; it’s in 
your head … You have to tell yourself … some-
times I get upset about his lack of effort … I say, 
“Don’t give up, you have to tell yourself: I can do 
that. (C2T1)

A few months later as the situation evolved, the same 
caregiver said, “If you could build up your strength a 
bit, it could be fun … we could take walks” (C2T3).

Another caregiver who thought he gave a lot of daily 
living support used task modification to maintain not 
only capacities but also self-esteem and to encourage 
participation in the care recipient’s social roles:

I prepared the bucket and mop and soap and 
shortened the mop handle. I helped her sit in her 
wheelchair and said, “Let’s go! I moved the furni-
ture to make room for her wheelchair. She cleaned 
the whole kitchen floor on Monday … all by her-
self”. (C10T2)

Finally, the following caregiver felt she gave a lot of 
daily living support to her care recipient. Because she 
thought it was important to prevent her care recipient 
from giving up on a task he found difficult, she used 
verbal cues: “Place your foot and leg like this, it’ll be 
easier” (C2T1). Even though considered to require a lot 
of daily living support, more types of help fostering 
active social participation were used by caregivers 
who considered it important to enhance capacities and 
preserve self-esteem.

Concern for the Care Recipient’s Well-being and Types 
of Help Provided

On the concern for care recipient’s well-being subscale of 
the quantitative burden questionnaire, six caregivers 
expressed great concern for the care recipient’s 
well-being at all three measurement times. Two care-
givers reported great concern for the care recipient’s 
well-being only at the time of one interview (the second 
interview for one caregiver and the third for another) 
and two caregivers at the time of two interviews, 
while two caregivers expressed a low level of con-
cern for the care recipient’s well-being across the 
three measurement times.

Caregivers who expressed great concern for the care 
recipient’s well-being reported using more physical 
assistance, psychological support such as humor and 
downplaying, cognitive support such as task adapta-
tion and teaching, and also urging the care recipient to 
do specific things. Support/repair, substitution, super-
vision, and stimulation were also used more by care-
givers who expressed great concern for the care 

recipient’s well-being than by those who reported less 
concern. Table 2 shows the percentage of each type of 
help provided by caregivers who expressed great con-
cern for their care recipients’ well-being compared to 
those showing less concern. For example, humor (psy-
chological support) was frequently used (70%) by care-
givers expressing great concern whereas it was used 
by only 30 per cent of caregivers less concerned about 
their care recipient’s well-being. One caregiver who 
expressed great concern for her care recipient’s 
well-being used downplaying to preserve the care 
recipient’s self-esteem and maintain his participation 
despite difficulties:

It depends on the words he tries to use. Frequently 
used words are easy but less frequent ones, ones 
he does not hear or use very often, are difficult for 
him to find. I told him, “it’s the same for me … 
sometimes, my memory is poor … for names, if it 
has been two or three weeks since I heard them,  
I can’t remember them”. (C3T1)

Demonstrating great concern for her care recipient’s 
well-being, one wife explained how she used psycho-
logical support and physical assistance to maintain 
social participation and self-esteem: “When he tried to 
open a pack of playing cards, he [her husband] said: 
‘I can’t do it.” I opened it for him and told him that 
he was able to play” (C6T1). Very concerned by her 
stepmother’s well-being, another caregiver used 

Table 2:  Types of help provided by caregivers who expressed 
great concern for care recipient’s well-being

Types of Help

Percentage of Each 
Type of Help Provided 
by These Caregivers

Urging care recipient to do certain things 100
Physical assistance 71
Psychological support: humor 70
Cognitive support: task adaptation 69
Support/repair 67
Substitution 66
Supervision 66
Cognitive support: stimulation 65
Cognitive support: teaching 65
Psychological support: downplaying 65
Restriction 61
Choosing not to intervene 60
Cognitive support: verbal cues 60
Cognitive support: warning 60
Reflection of care recipient’s difficulties 59
Psychological support: explanation of  

interventions
50

Cognitive support: problem-solving strategies 50
Delegation 44
Psychological support: accompanying 39
Psychological support: approval 29
Asking care recipient which type of  

help to give
29
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cognitive support to help regain function and assist 
with problem-solving: “We’ll try to see what we can 
do … what the problem is … Are you sure about 
that? We’ll stop for a second to see … I questioned 
her to make her realize her mistake” (C1T1). Finally, 
very concerned about her husband’s well-being, 
when providing cognitive support to help him use 
his potential, caregiver #2 (T1) adapted the task by 
simplifying it and also gave teaching and physical 
assistance: “Hold onto the bedhead and pull, then if 
you move your buttocks, it will be easier for you to 
sit down”. Caregivers who were very concerned for 
their care recipient’s well-being did not, to any great 
extent, use delegation, accompanying, approval, or 
asking care recipient which type of help to give.

Impact on Caregivers’ Social Life and Types of Help 
Provided

On the impact on social life subscale of the quantitative 
burden questionnaire, three caregivers experienced 
great impact on their social life across the three mea-
surement times. Four caregivers reported little impact 
on their social life in all three interviews. One caregiver 
experienced a low impact at the time of only one of the 
three interviews, and four caregivers at the time of two.

For some specific types of help fostering social partici-
pation, self-esteem, and abilities, even though care-
givers reported a high level on the daily living support 
and concern for care recipient’s well-being subscales, they 
expressed a low level on the impact on caregiver’s social 
life subscale. For caregivers reporting a low impact on 
their own social life, the following types of help were 
provided more often: asking the care recipient which 
type of help the caregiver should give, psychological 
support such as approval of the care recipient’s behav-
ior and explaining the type of help given, and cogni-
tive support such as assisting with problem-solving, 
giving verbal cues and warning. Table 3 presents the 
percentage of each type of help given by caregivers 
who reported a low impact on their social life com-
pared to those reporting a great impact on their social 
life. A total of 75 per cent of the problem-solving strat-
egies to maintain the care recipient’s active social par-
ticipation were used by caregivers with a low impact 
on their social life. Supervision, downplaying, repair, 
reflection of care recipient’s difficulties, humor, and 
accompanying were used more by those reporting a 
high impact on their social life. Conversely, other types 
of help, such as only giving the help the care recipient 
asked for, as in this example cited by caregiver #9, are 
related to a low impact on social life;

She told me: If you don’t mind, I’d like you to call 
for my appointment because sometimes I can’t find 
my words when talking on the phone or when they 

ask a question I have difficulty answering it. If I 
have to find a phone number, sometimes I can’t 
remember where it is. Then I ask her what to do 
with her investment even though I have power of 
attorney. (C9T3)

Another example of the type of help given by a care-
giver who experienced a low impact on her social life 
was approval of the care recipient’s positive behaviors. 
Since this care recipient was prone to make negative 
comments and often displayed aggressive behaviors, 
his caregiver used frequent approval to help him when 
he demonstrated positive behaviors, as she modelled 
herself:

I encourage him when he seems to appreciate the 
beauty of nature more than before: he said “it’s 
beautiful … the flowers …” I mentioned it many 
times before but he never paid any attention to our 
beautiful surroundings … now he looks around, he 
appreciates it more ... even the birds …. (C6T3)

A caregiver who reported having a low impact  
on his social life explained the type of help he gives 
to maintain the care recipient’s abilities and social 
participation:

I said to her: “I want you to do a painting for me”. 
She used to paint very well before the stroke. She 
told me to choose one of her paintings but I replied 
that I didn’t want one from before but a new one 

Table 3:  Types of help provided when impact on caregiver’s 
own social life was low

Types of Help

Percentage of Each 
Type of Help Provided 
by These Caregivers

Asking care recipient which type of  
help to give

86

Psychological support: approval 86
Psychological support: explanation of  

interventions
75

Cognitive support: problem solving strategies 75
Cognitive support: verbal cues 67
Cognitive support: warning 67
Delegation 63
Cognitive support: stimulation 62
Choosing not to intervene 61
Substitution 57
Physical assistance 54
Urging care recipient to do certain things 50
Restriction 50
Cognitive support: teaching 48
Cognitive support: task adaptation 48
Supervision 47
Psychological support: downplaying 43
Support/repair 42
Reflection of care recipient’s difficulties 41
Psychological support: humor 40
Psychological support: accompanying 38
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Table 4:  Comparison of perceived amount of help provided by caregivers, negative impact on their own social life and their  
concern for care recipient’s well-being for each type of help

Types of Help
Negative Impact on  

Caregiver’s Own Social Life
Daily Living Support  

Provided by Caregiver
Caregiver’s Concern for  

Care Recipient’s Well-being

Cognitive support: verbal cues — + =
Asking care recipient which type of help to give — = —
Psychological support: approval — = —
Psychological support: explanation of interventions — = =
Cognitive support: problem-solving strategies — = =
Cognitive support: warning — = =
Cognitive support: stimulation = + +
Cognitive support: teaching = + +
Cognitive support: task adaptation = + +
Supervision + + +
Psychological support: downplaying + + +
Support/repair + = +
Reflection of care recipient’s difficulties + = =
Psychological support: accompanying + = —
Physical assistance = = +
Psychological support: humor + = +
Urging care recipient to do certain things = = +
Substitution = — +
Choosing not to intervene = — =
Restriction = — =
Delegation = — —

Note. +: more for caregivers using this type of help than for those not using it; —: less for caregivers using this type of help than for 
those not using it; =: equal for caregivers using this type of help and those not using it.

that she would paint now. She said she would 
have to buy new brushes and paints. I told her that 
wasn’t a problem. (C8T2)

Caregiver #7 (T2) explained to her care recipient 
why she adapted the activity to maintain her abilities: 
“I explained that I put a sticker on the remote control 
button that she’s not supposed to touch.” Without 
creating a great impact on the caregiver’s social life, 
explaining the help provided and its aim seemed to be 
related to a strong relationship between caregiver and 
care recipient. For other types of help such as teaching, 
supervision, and task adaptation, the impact on the 
caregiver’s social life did not differ between caregivers 
who used these types of help to a great or small extent.

Relationship between the Three Subscales of Burden 
and Types of Help Provided

This section presents the relationship between the 
types of help given by caregivers and the three dimen-
sions of burden. Caregivers who used many verbal 
cues as cognitive support reported a low impact on 
their social life, and their concern for their care recipi-
ent’s well-being was not high (see Table 4). When care-
givers asked care recipients which type of help to give, 
approved care recipients’ behavior, explained the type 
of help given, used problem solving as a cognitive sup-
port or gave numerous warnings, they reported little 
impact on their own social life. These types of help 

were never related to greater concern for the care  
recipient’s well-being. Moreover, for caregivers who 
gave a lot of daily living support fostering the care 
recipient’s social participation, such as task adaptation, 
teaching, and stimulation, the impact on their own 
social life remained low even though they expressed 
great concern for their care recipient’s well-being. This 
was the case for caregiver #6 (T1), who explained that 
she adapted tasks to maintain the care recipient’s 
abilities and active social participation as well as to 
protect his self-esteem when doing leisure activities:

At the library, he always chooses long complicated 
novels. I let him choose them but I also borrow 
some books that are based on facts and not a story 
to follow. When he tells me that the books he chose 
aren’t interesting, I show him the ones I chose, and 
he likes to look at those books.

This caregiver thought she gave a lot of daily living 
support and expressed great concern for her care recipi-
ent’s well-being but reported little impact on her social 
life. Caregiver #9 (T2), who also expressed great con-
cern for her care recipient’s well-being, gave substan-
tial cognitive support to help the care recipient organize 
her medical appointments and transportation:

[I asked her] “How will you get to the ophthalmol-
ogist? You have to ask the residence’s manage-
ment if they can provide transportation for the 
appointment.” I could have asked management 
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myself but I knew she could do it. The next week,  
I checked to see if she had done it, and she had. 
She told me how she had arranged for transporta-
tion with an attendant.

Finally, caregiver #12 (T1) said, “I was making 
cabbage rolls, she was helping me with her only 
functioning hand but it was difficult … when she 
wasn’t watching, I replaced the cabbage to fix the 
rolls … she wanted to help …”. Being very concerned 
for his care recipient’s well-being and giving her a 
lot of daily living support while experiencing little 
impact on his social life, he allowed her to do what-
ever she could to help prepare meals in order to 
maintain her self-esteem.

Supervision and downplaying are two types of help 
provided to a large extent by caregivers very con-
cerned for their care recipients’ well-being. These types 
of help were also used more frequently by caregivers 
who reported a greater impact on their own social life. 
Even though support/repair and reflection of the 
care recipient’s difficulties were not used to any 
great extent, these types of help have a high impact on 
the caregiver’s social life. Other types of help not often 
used, such as delegation and choosing not to intervene, 
are equally used by caregivers expressing a small and 
a large impact on their own social life. Some types of 
help not used to any great extent and mostly limiting 
social participation, such as delegation, were used 
more by caregivers expressing little concern for the 
care recipient’s well-being. Restriction and choosing 
not to intervene were used equally by caregivers  
reporting little and a lot of impact on their social life 
and by caregivers expressing little and great concern 
for their care recipient.

Approval and asking the care recipient which type 
of help to give were used equally by caregivers express-
ing a lot or little concern for the care recipient’s 
well-being. However, these types of help were used 
more by caregivers who perceived little impact on 
their social life. In fact, several types of cognitive and 
psychological support such as teaching and task adap-
tation fostering the care recipient’s social participation, 
self-esteem, or abilities were used equally by care-
givers reporting more and less impact on their own 
social life. Otherwise, types of help limiting the care 
recipient’s social participation or self-esteem such as 
restriction were used more by caregivers reporting less 
impact on their social life. Table 5 summarizes positive, 
neutral, and negative types of help from caregivers’ 
and care recipients’ standpoints.

Discussion
To our knowledge, this is the first study to explore the 
relationship between the dimensions and level of bur-
den and the types of help provided by caregivers to 
optimize the participation of older adults living at 
home with cognitive deficits post-stroke. We examined 
three dimensions of burden: (a) daily living support 
provided to care recipient, (b) caregiver’s concern for 
care recipient’s well-being, and (c) impact on caregiv-
er’s social life. Some types of help provided by care-
givers differed substantially in relation to the level of 
burden for these three dimensions.

In the presence of cognitive deficits, cognitive (e.g., 
task adaptation and teaching) and psychological (e.g., 
downplaying and accompanying) support are the 
types of help most often used. Types of help fostering 
the care recipient’s active social participation (e.g., task 

Table 5:  Positive, neutral, and negative types of help according to care recipient’s social participation, self-esteem, and capacities, 
and in relation to impact on caregiver’s social life and burden

Types of Help Positive  
for Both Care Recipient  
and Caregiver

Types of Help Positive  
for Caregiver and Neutral  

for Care Recipient

Types of Help Positive for  
Care Recipient But Negative  

for Caregiver’s Social Life

Types of Help Neutral  
for Both Care Recipient  

and Caregiver

Types of Help Negative  
for Both Care Recipient  

and Caregiver

• Cognitive support:  
problem-solving strategies

• Cognitive support: verbal cues
• Cognitive support: stimulation
• Cognitive support: teaching
• Cognitive support: task  

adaptation
• Psychological support: approval
• Psychological support: 

explanation of interventions
• Asking care recipient which  

type of help to give
• Urging care recipient to do  

certain things

• Delegation
• Choosing not to intervene
• Cognitive support: warning

• Psychological support:  
downplaying

• Psychological support:  
accompanying

• Support/repair
• Supervision

• Psychological support:  
humor

• Physical assistance
• Substitution

• Restriction
• Reflection of care  

recipient’s difficulties
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modification, verbal cues, stimulation) are used more 
by caregivers who think they provide a lot of daily 
living support than by caregivers who consider they 
give little daily living support. Moreover, types of help 
limiting social participation (e.g., restriction), are used 
more by caregivers who think they give little daily 
living support versus those who consider they give a 
lot. In this context, cognitive support, psychological 
support, asking the care recipient which type of help to 
give, and urging the care recipient to do certain things 
appear to be appropriate types of help congruent with 
the caregiver’s values and aims centered on social par-
ticipation and self-esteem. They are also related to a 
low impact on their social life.

Types of help fostering the care recipient’s active social 
participation are also used more by caregivers who 
express concern for the care recipient’s well-being 
than those who report less concern. Most of the time, 
when using these types of help that encourage active 
social participation, caregivers’ perception of the impact 
on their own social life remains low compared to not 
using them. Types of help used by caregivers who 
give a lot of daily living support, such as teaching 
and downplaying, are those that help care recipients 
regain their capacities and that foster their self-esteem. 
Even though they appear to require more time and 
energy than those limiting the care recipient’s social 
participation, such as restriction and substitution, 
they do not have a greater impact on the caregivers’ 
social life. This is consistent with a previous study 
wherein it was found that caregivers involved in  
interventions aimed at maintaining the care recipi-
ent’s capacities, self-esteem, and social participation 
did not experience any increase in their burden 
(Thivierge, Jean, & Simard, 2014). It is possible that, 
even when caregivers believe they give more daily 
living support, if they also believe they contribute  
to the maintenance of capacities, participation, and 
self-esteem, the perceived impact on their own social 
life remains low.

Some caregivers who report a low impact on their 
social life provide types of help that are characterized 
by reassuring the care recipient and maintaining a pos-
itive caregiving relationship. For instance, explaining 
the type of help given and assisting with problem 
solving encourage the care recipient’s active social par-
ticipation without having a greater negative impact on 
the caregiver’s social life. Even though these types of 
help are often used by caregivers to maintain capac-
ities, active social participation, and self-esteem, they 
probably require relatively less time and energy than 
other types of help (Rigby, Gubitz, & Phillips, 2009).

It is interesting that caregivers who give a lot of daily 
living support to care recipients do not report a greater 

impact on their social life than caregivers who do not, 
if their help takes the form of cognitive support such 
as verbal cues and teaching and psychological sup-
port such as downplaying. Moreover, caregivers who 
give a lot of daily living support fostering the care 
recipient’s social participation, such as stimulation 
and verbal cues, and who are concerned for the care 
recipient’s well-being, report a low impact on their 
social life. It has been shown that the relationship 
between caregiver and care recipient influences some 
participation domains targeted by caregivers after a 
stroke (Viscogliosi et al., 2013). In this context, care-
givers could see the positive aspects of their care-
giving role, which creates a feeling of psychological 
uplift and gratification. This could explain the low 
impact on the caregivers’ social life when providing 
a lot of daily living support for types of help fos-
tering social participation, self-esteem, and abilities 
(Mackenzie & Greenwood, 2012).

Two types of help – approval and asking the care  
recipient which type of help to give – are not often 
used by caregivers who express great concern for the 
care recipient’s well-being. They are used more by 
caregivers who report little impact on their social life. 
It could be hypothesized that in these situations, the 
strong relationship between caregiver and care recip-
ient may account for the care recipient’s acceptance of 
the type of help chosen by the caregiver (McPherson 
et al., 2011) and avoids the need for justification by 
the caregiver. These types of help could be useful in 
maintaining social participation, abilities, and self- 
esteem (Viscogliosi et al., 2013) and reducing the impact 
on the caregiver’s social life while improving the rela-
tionship between the dyad. Finally, when caregivers 
express a high level of burden, health professionals 
should be aware of the utilization of types of help that 
limit the care recipient’s social participation, such as 
restriction and reflection of care recipient’s difficulties, 
since such types of help may have negative effects on 
both care recipient and caregiver. In fact, these results 
may in part be due to the negative impact of these 
types of help on the evolution of the care recipient’s 
participation, abilities, and self-esteem (MacIsaac et al., 
2010), which may increase caregiver burden, espe-
cially because these types of help do not generate pos-
itive aspects of caregiving (Zhai, He, Zhou, Liang, & 
Yu, 2018).

These results have direct and concrete clinical implica-
tions for health professionals and community support 
organizations especially when considering the partner-
ship with caregivers. They could be used to contrib-
ute to a family-centred care model, which promotes 
partnerships between health professionals, care recipi-
ents, and caregivers (Creasy, Lutz, Young, & Stacciarini, 
2015). In fact, health professionals could use them in 
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their interventions with care recipients and caregivers 
to give advice on the types of help that have positive 
effects for the care recipient without having a negative 
impact on the caregiver’s social life. Since these  
results stem from caregivers’ experience following care 
recipients’ strokes, their implications should interest 
other caregivers in fostering better social participation, 
abilities, and self-esteem in care recipients while  
not having a greater negative impact on caregivers’ 
social life.

Future Research

The choice of which types of help to use should, in 
addition to encouraging social participation, also con-
sider the impact on the caregiver’s social life. Types of 
help that foster care recipients’ social participation, 
self-esteem, and abilities but do not have a great impact 
on caregivers could be positive for both caregivers 
and care recipients. Education programs centred on 
types of help that foster social participation without 
increasing the impact on caregivers’ social life are 
important because they have been shown to improve 
caregivers’ health and emotional well-being (Gelmini, 
Morabito, & Braidi, 2009) and decrease negative out-
comes for care recipients (van Exel, Koopmanschap, 
van der Berg, Brouwer, & van den Bos, 2005). Since 
types of help provided are related to care recipients’ 
social participation (Chung, Pollock, Campbell,  
Durward, & Hagen, 2013; Haskins, 2012) and to 
caregiver burden, they could be included in educa-
tional programs for caregivers. However, educational 
programs rarely focus on cognitive support even 
though they are used by caregivers of people with 
cognitive deficits following a stroke. Moreover, these 
caregivers experience greater burden more often 
(Othman et al., 2014) when care recipients have cog-
nitive deficits. Because caregivers’ needs are complex, 
especially when cognitive deficits are present, they 
may require multi-component interventions (Chung 
et al., 2013).

In a multi-component approach, educational interven-
tions should also use daily life applications to help 
caregivers adapt cognitive support to common day-to-
day problems encountered by caregivers and care 
recipients in daily life situations. Since the types of 
help provided by caregivers differ when caregivers 
who experience a high level of burden are compared to 
those experiencing a low level, future studies should 
examine caregivers’ educational needs when they 
want to maintain their care recipients’ social participa-
tion, abilities, and self-esteem.

Future research should also look at the impact of the 
types of help provided by caregivers on changes in 
their burden and positive aspects of their role according 

to the types of help provided. Although the aim of 
the study was not to compare changes over time in 
types of help but rather to understand their relationship 
to burden, it could be interesting for future studies to 
monitor the evolution of the types of help provided 
and their impact on caregiver burden and care recipi-
ents’ social participation, abilities, and self-esteem. In 
addition, it would be interesting to explore care recipi-
ents’ perception of the acceptability and impact of dif-
ferent types of help on their social participation and 
the maintenance of their capacities and self-esteem. 
Finally, future research should consider coping skills 
(Kumar, Kaur, & Reddemma, 2015) and other psycho-
logical variables such as anxiety (Jaracz et al., 2015) as 
well as caregivers’ emotional distress and loneliness 
(Scholte op Reimer, de Haan, Rijnders, Limburg, & van 
den Bos,1998), because they are associated with care-
giver burden and could influence the types of help 
used by caregivers.

Strengths and Limitations

The mixed-method design used in this study was 
very useful in gaining an in-depth understanding of 
the relationship between types of help provided by 
caregivers and the level of different dimensions of 
their burden. It also shed light on the rationale for 
the type of help provided. To increase the validity  
of the mixed analysis, we used quantitative valid 
and reliable neuropsychological tests with reference 
values to distinguish between participants whose 
main cognitive functions were intact or impaired. 
The quantitative measure of caregiver burden also 
enabled us to analyse relationships between the 
level of three dimensions of caregiver’s burden and 
the types of help reported in the qualitative part of 
the study.

To meet scientific requirements, we fulfilled the cri-
teria of scientificity (Laperrière, 1997) (auditability, 
credibility, transferability). The three interviews with 
each caregiver enriched our understanding of the 
types of help provided in relation to the different  
dimensions of caregiver burden. None of the partic-
ipants in the qualitative part dropped out of the 
study. There could have been a social desirability 
bias in the qualitative interviews even though the 
caregivers were not aware of the study objectives. 
However, the relationship of trust developed with 
the interviewer (first author) in the course of three 
interviews might have reduced this bias and thus 
enhanced the validity of the information provided by 
the caregivers. Although participants were recruited 
from different settings, we cannot assume that they 
are representative of all stroke caregivers; in fact,  
it was not our aim to ensure generalization to the 
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whole population of stroke caregivers. The relatively 
short duration of our study (six months) aimed to 
limit attrition but did not allow us to see how the 
types of help could be used differently with regard 
to different aspects of caregiver burden over the 
long term. As an exploratory study, the three times 
were considered to deepen our understanding of the 
types of help provided and not to monitor the evolu-
tion of the types of help in relationship to caregiver 
burden. Despite the study’s limitations, the findings 
shed light on the types of help provided by care-
givers in relation to the level of different dimensions 
of their burden.

Conclusion
Types of help provided to stroke patients differed for 
caregivers who thought they gave their care recipient a 
lot compared to little daily living support, who were 
very concerned compared to not very concerned about 
the care recipient’s well-being, and who reported a lot 
rather than little impact on their own social life. Some 
types of help aimed to encourage care recipients’ social 
participation or preserve their self-esteem such as 
humour and downplaying (psychological support), task 
adaptation, and problem solving (cognitive support). 
Moreover, repair was used more when caregivers 
expressed concern for the care recipients’ well-being.

Types of help fostering care recipients’ active social 
participation and maintaining a positive relationship 
between them and their caregiver, such as asking the 
care recipient which type of help to give and assisting 
in problem-solving, were used mostly by caregivers 
who reported little impact on their social life. This is 
true even though they thought they provided a lot of 
daily living support. Although some types of help 
seem to require more time and energy, when they are 
underpinned by values of maintaining autonomy, 
self-esteem, and dignity, caregivers do not feel that 
they have a great impact on their own social life.  
A better understanding of the link between the type 
of help provided and different dimensions of care-
giver burden is essential to help caregivers maintain 
a low impact on their social life while fostering active 
social participation by their care recipient. This study 
contributes to knowledge concerning the partnership 
between caregivers and health professionals working 
with people with cognitive deficits post-stroke living 
in the community.
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