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Abstract

Background: Many stroke survivors do not participate in everyday life activities.

Obijective: To assess the perceived and experienced restrictions in patticipation and autonomy among adult stroke survivors
in Ghana.

Method: The “Impact on Participation and Autonomy Questionnaire” (IPAQ) instrument was administered in a survey
of 200 adult stroke survivors to assess perceived restrictions in participation and autonomy, followed by in-depth interviews
with a sub-sample on the restrictions they experienced in participation. Results: Perceived restrictions in patticipation were
most prevalent in the domains of education and training (3.4610.79), paid or voluntary work (2.68£0.89), helping and
supporting other people (2.20£0.82), and mobility (2.1210.79). There were significant differences in two domains between
survivors who received physiotherapy and those who received traditional rehabilitation. Over half of the survivors also
perceived they would encounter severe problems in participation in the domains of paid or voluntary work, mobility, and
education and training. The sub-sample of stroke survivors (n=7) mostly experienced restrictions in participation and
autonomy in going outside the house, working, and in fulfilling family roles.

Conclusion: If these perceptions and experiences are not addressed during rehabilitation, they could further inhibit the full
participation and social integration of stroke survivors.
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Introduction

Though many attempts have been made by various
governments of Ghana to achieve the goal of
integration', persons with disability still face the
challenge of coping not only with the disability itself,
but with added burdens of inaccessibility and social
stigma which erect barriers to their social integration®
’. Using the International Classification of
Functioning, Disability and Health (ICF) as a
conceptual framework for rehabilitation, total
integration of persons with disability into their
communities is a central goal of rehabilitation, and
it entails participation or involvement in life
situations®. Participation is conceived as a dynamic
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complex interaction between the individual with
disability, the body functions, functional status, and
the contexts in which the individual lives™ ‘. Most of
the instruments developed to provide insight into
the involvement of persons with disabilities in their
communities have been based mainly on the
concepts of physical impairments and/or functional
limitations*. Assuming that how people function in
the context of their lives was of more concern to
them than actual impairments or difficulties with
individual tasks’, researchers proposed that
estimation of participation restrictions should be
assessed from the individual’s perspective®. Also
autonomy was considered an important prerequisite
for participation, as it was linked to the right of
persons with disabilities to make decisions and to
exert control over themselves and their lives’.

The experiences of persons with disabilities
fall into three rehabilitation chains namely the medical
rehabilitation chain which begins after the onset of
the disability during which persons with disabilities
interact mainly with healthcare professionals'’. Next
is the psychological rehabilitation chain which also
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begins after the onset of the disability, and represents
the internal struggles in persons with disabilities
towards a new life. The psychological problems
encountered are often grounded in the perception
held by persons with disabilities that they are
different". Lastly is the social rehabilitation chain
which documents the experiences of persons with
disabilities in a stigmatizing society'. The lifelong
stigma is classified into “felt” and “enacted” stigma'?.
Enacted stigma manifests as discrimination against
the stigmatized person imposed by others, whereas
felt stigma is the fear of enacted stigma experienced
by the stigmatized person. Felt stigma may result in
stigmatized persons volitionally limiting their life
experiences and opportunities in an effort to avoid
enacted stigma. The “Impact on Participation and
Autonomy Questionnaire” (IPAQ) is an instrument
that assesses “felt” stigma related to physical
disability”. Therefore the main purpose of this study
was to utilise the IPAQ to describe the perceived
restrictions in participation and autonomy in eight
domains among adult stroke survivors in Ghana. In
addition, in order to assess “enacted” stigma, in-depth
interviews were conducted to explore the restrictions
experienced in participation by the survivors. We
hypothesised that the perceived and experienced
restrictions would be similar.

Physical disability from stroke was selected
for the purpose of this study because it contributes
significantly to mortality and morbidity in Ghana,
and the prevalence is on the increase™”. Consequently,
the number of stroke survivors with resultant physical
disabilities, may also increase. Routinely, adult stroke
patients in Ghana are initially admitted during the
acute phase to the two teaching hospitals in Accra
and Kumasi, the regional hospitals, or the district
hospitals. The patients admitted to the teaching
hospitals and the regional hospitals would benefit
from physiotherapy, while those admitted to the
district hospitals would not receive physiotherapy
because the services were not available. Some of
these patients could therefore attend neighbouring
traditional herbal clinics for rehabilitation. It is
common practice in Ghana for stroke survivors or
family members to be suspicious of witchcraft when
healthcare does not provide the expected results.
Consequently, the survivors would turn to traditional
healers in preference or in addition to other

%15 much more in the face of

healthcare services
the grossly inadequate numbers of physiotherapists
and other rehabilitation personnel’®. Though

traditional healthcare is more often the second
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recourse to orthodox medicine, individuals have
expressed satisfaction with the outcomes of
traditional medicine'*. Therefore this study also
explored if there was a difference in perceived
restrictions in participation between stroke survivors
who received physiotherapy and those who received
traditional rehabilitation.

Methods

A descriptive mixed methods research design'” was
utilised for this study after obtaining approval from
the Faculty of Health Sciences Research Ethics
Committee of the University of Cape Town, South
Africa (REC REF: 232/20006) and the Ethics
Committee of the College of Health Sciences,
University of Ghana. The purpose and the relevance
of the study were discussed with the physiotherapists
in the hospitals and the health care provider in the
herbal clinic, and their support for the study was
sought. The cross-sectional survey and its purpose
were advertised in the out patients’ units of the
Departments of Physiotherapy in the two teaching
hospitals, the two district hospitals, as well as at the
traditional rehabilitation clinic. Stroke survivors who
came for treatment during the data collection period
were invited to take partin the study. Male and female
stroke survivors aged between 18 and 65 years, with
a first-ever stroke experienced within 3 or more
months, were then invited by one of the investigators
the research (GGN) to take part. Additional inclusion
criteria were a medical diagnosis of stroke, orientation
to time and place, ability to speak clearly, as well as
able to sign or thumb print the consent form. Stroke
survivors who indicated interest were then contacted
to ensure they met the inclusion criteria. Stroke
survivors who reported that they were not
independent in basic activities of daily living (like
bathing and dressing) prior to the onset of stroke,
were excluded from selection.

The participants finally selected for the survey
included stroke survivors who received or were
receiving physiotherapy in the two teaching hospitals
in Accra and Kumasi (101 survivors), as well as those
who received or were receiving rehabilitation from
a traditional rehabilitation clinic in the Eastern part
of Ghana (97 survivors). The authors were informed
that traditional rehabilitation included oral herbal
medication and herbal compresses to the affected
limbs. Two additional participants had been patients
at both the traditional rehabilitation clinic as well as
physiotherapy departments in the hospitals. The
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socio-demographic variables of the survivors were
obtained (table 1).

After obtaining informed consent, we
quantified perceived restrictions in participation and
autonomy utilising the English version of the “Impact
on Participation and Autonomy Questionnaire”
(IPAQ), through face to face interviews by one of
the authors (GGN). Similar to the domains and sub
domains of the ICF, indicators of perceived
restriction and autonomy are covered in nine domains
with 32 sub domains. In this study, one of the
domains (leisure) was excluded as the survivors
could not relate to the concept of leisure for
someone with physical disability. The first three of
the remaining eight domains were mobility which
included getting around where and when an individual
desires (four sub domains), self-care which involved
engagement in activities of daily living where and
when an individual desires (five sub domains), and
looking after own’s money which involved deciding
when and how to spend it (two sub domains).
Another three domains were activities in and around
the house which includes planning and getting
household work done (six sub domains), social life
and relationships which related to the quality and
frequency of the social relationships of an individual
(seven sub domains), and paid or voluntary work
which related to the chances of finding or keeping a
paid or voluntary job (five sub domains). The last
two domains were education and training which
related to the chances of getting the education or
training an individual wants (one sub domain), and
helping and supporting other people which related
to opportunities to help and support other people
such as family, neighbours, friends or members of a
club (one sub domain). The perceived restrictions in
participation and autonomy in each of the sub
domains were graded on a 5-point scale ranging
from very good (0) to very poor (4). Indicators of
personal burden of a perceived problem in
participation in each of the nine domains were

estimated on a 3-pont rating scale, ranging from no
Asub-

sample of ten participants were later purposively

problem (0) to severe problems (2).

selected, and invited to partake in in-depth interviews
(conducted by GGN) to describe the restrictions
they had experienced in participation. However, only
seven survivors (aged 40 to 60 years) attended the

interviews. Since the survivors had earlier taken part

26

in the survey, the interviews mainly comprised of
probing questions focusing on their personal
expetiences in restrictions in patticipation. Three of
the seven survivors were receiving physiotherapy,
while four were receiving traditional rehabilitation.
The recorded interviews were later transcribed.
For each of the eight domains and sub domains, the
mean scores in perceived restriction for all the 200
survivors were calculated. Also the standardized
mean (domain scores divided by the number of sub
domains) was calculated for each domain. Higher
scores denoted more restrictions in participation. For
each domain, the t-test for unequal samples sizes was
used to determine if there were differences in the
mean scores between survivors who received
physiotherapy and those who received traditional
rehabilitation. Also the proportion of survivors who
perceived problems in participation in each domain
was calculated and analysed using chi-square.
Finally the transcripts of the in-depth
interviews were read and re-read, and the experiences
were categorised into the eight domains of the IPAQ.
Data were then examined for recurrent themes using
the content analysis procedure!’. For each domain,
the experiences that best reflected the experiences
of other participants were selected and presented.

Results

The average age of the survivors (N=200) was
53.717.9 years. There were no significant differences
(p>0.05) in the socio-demographic characteristics
between the survivors who received physiotherapy
and those who received traditional rehabilitation
(table 1). In table 2, perceived restriction in
participation was highest in the domains of education
and training (3.4610.79), paid or voluntary work
(2.68%0.89), helping and supporting other people
(2.20£0.82), and mobility (2.12£0.79). There were
statistically significant differences in perceived
restriction in participation and autonomy between
survivors in the two rehabilitation groups in the
domains of mobility (p<0.02) and helping and
supporting others (p<0.01). Participation was
perceived relatively poorer in two domains for
participants who received physiotherapy, namely
mobility, and in activities in and around the house.
In the remaining six domains, participation was
perceived relatively poorer among those who
received traditional rehabilitation.

African Health Sciences Vol 13 Issue 1 March 2013



Table 1: Socio-demographic characteristics of the stroke survivors (n=200)

Characteristics Total participants Type of rehabilitation received

(n=200) Physiotherapy  Traditional Combined

(n=101) 0n=97) (n=2)

Female 100 (50%) 48 (47.5%) 51 (52.6%) 1 (50%)
Male 100 (50%) 53 (52.5%) 46 (47.4%) 1 (50%)
Age (years)
28-38 11 (5.5%) 5 (4.9%) 6 (6.1%)
39-48 31 (15.5%) 16 (15.8%) 15 (15.5%)
49-58 89 (44.5%) 44 (43.6%) 43 (44.3%) 2 (100%)
59-65 69 (34.5%) 36 (35.6%) 33 (34.0%)
Marital status
Divorced 25 (12.5%) 15 (14.9%) 10 (10.3%)
Married 137 (68.5%) 69 (68.3%) 66 (68.0%) 2 (100%)
Never married 4 (2.0%) 2 (2.0%) 2 (2.1%)
Separated 6 (3.0%) 6 (5.9%) 0 (0.0%)
Widowed 28 (14.0%) 9 (8.9%) 19 (19.6%)
Educational level
None 49 (24.5%) 18 (17.8%) 30 (30.9%) 1 (50%)
Primary 41 (20.5%) 20 (19.8%) 20 (20.6%) 1 (50%)
Secondary 53 (26.3%) 27 (26.7%) 26 (26.8%)
Post-secondary 57 (28.5%) 36 (35.6%) 21 (21.6%)
Employment
House wife 2 (1.0%) 1 (1.0%) 1 (1.0%)
Retired 4 (2.0%) 1 (1.0%) 3 (3.1%)
Paid employment 63 (31.5%) 40 (39.6%) 23 (23.7%)
Self-employment 56 (28.0%) 24 (23.8%) 31 (32.0%) 1 (50%)
Unemployed 75 (37.5%) 35 (34.6%) 39 (40.2%) 1 (50%)
Household
Living with extended 88 (44.0%) 42 (41.6%) 46 (47.4%)
family
Living with nuclear 108 (54.0%) 56 (55.4%) 50 (51.5%) 2 (100%)
family
Staying alone 4 (2.0%) 3 (3.0%) 1 (1.0%)
Duration of stroke (months)
3-6 65 (32.5%) 31 (30.7%) 34 (35.1%)
7-12 56 (28.0%) 29 (28.7%) 27 (27.8%)
13-18 20 (10.0%) 10 (9.9%) 9 (9.3%) 1 (50%)
19-24 23 (11.5%) 9 (9.3%) 9 (.3%)
Above 24 36 (18.0%) 18 (18.6%) 18 (18.6%) 1 (50%)
Rehabilitation (months)
1-6 79 (39.5%) 37 (36.6%) 41 (42.3%) 1 (50%)
7-12 55 (27.5%) 31 (30.7%) 24 (24.7%)) 1 (50%)
13-18 20 (10.0%) 10 (9.9%) 9 (9.3%)
19-24 22 (11.0%) 13 (12.9%) 9 (9.3%)
Above 24 24 (12.0%) 10 (9.9%) 14 (14.4%)
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Table 2: Standardised mean scores in perceived restrictions in participation and autonomy

Total participants Type of rehabilitation received

IPA domains (n=200) Physiotherapy Traditional p-value
(n=101) (n=97)

Mobility (4 sub domains)
Standardized mean” (sd) 212 (79)(n=186)  2.26 (0.77)(n=91) 1.98 (0.81)(n=94) 0.02*
Self-care (5 sub domains)
Standardized mean (sd) 1.27 (0.52) 1.27 (0.53) 1.29 (0.52) 0.75
Activities in & around the house (6 sub domains)
Standardized mean (sd) 1.72 (0.65) 1.75 (0.65) 1.70 (0.65) 0.70
Looking after own money (2 sub domains)
Standardized mean (sd) 1.67 (0.79) 1.56 (0.72) 1.76 (0.84) 0.07
Social life & relationships (7 sub domains)
Standardized mean (sd) 1.39 (0.56) 1.34 (0.57) 1.45 (0.55) 0.12
Paid or voluntary work (5 sub domains)
Standardized mean (sd) 2.68 (0.89) 2.63 (0.85) 2.72 (0.93) 0.47
Education & Training (1 sub domain)
Standardized mean (sd) 3.46 (0.79) 3.41 (0.82) 3.51 (0.73) 0.27
Helping & supporting others (1 sub domains)
Standardized mean (sd) 2.20 (0.82) 2.06 (0.78) 2.35 (0.85) 0.01"

“Standatrdized mean = total scores in a domain divided by the number of sub domains
*Statistically significant difference in mean scores (p<<0.05)

In table 3, over half of the survivors perceived they encounter severe problems while participating in six
would encounter severe problems in participation domains, but there were significant differences
in the domains of paid or voluntary work (66.0%), (p<0.5) in only two domains namely helping and
mobility (57.5%), and education and training (50.9%). supporting others, and engaging in activities in and
Higher proportions of stroke survivors who received around the house.

traditional rehabilitation perceived they would

Table 3: Proportion of stroke survivors who perceived severe problems in participation in domains

Type of rehabilitation

IPA domains Total group (n=200) Physiotherapy (n=101) Traditional (n=97)
n (%) n (%) n (%)

Mobility 115 (57.5) 62 (61.4) 52 (53.6)

Self-care 29 (14.9) 13 (12.9) 16 (17.4)

Activities in & around the house” 52/192 (27.1) 22 (21.8) 29/89 (32.6)

Looking after own money 46/195 (23.6) 20 (19.8) 25/92 (27.2)

Social life & relationships 39 (19.5) 18 (17.8) 21 (21.6)

Paid or voluntary work 132 (66.0) 69 (68.3) 62 (63.9)

Education and training 59/116 (50.9) 38/80 (47.5) 21/35 (60.0)

Helping & supporting others” 68/198 (34.3) 25/101 (24.8) 41/95 (43.2)

“Statistically significant difference between proportions of survivors in the two rehabilitation groups (p<0.05)

28 African Health Sciences Vol 13 Issue 1 March 2013



Collating the experiences, the survivors encountered
restrictions in participation in mainly three domains,
namely going outside the house, engagement in paid
work, and participation in family and social activities.
The restrictions that inhibited the survivors from
going outside their homes included environmental
barriers, and self- and family-imposed restrictions.
A survivor described his encounter with
environmental barriers —

“Because of this illness I'm not able to worship God as 1
would have liked to ... I was a very active member of the
men’s fellowship in [my] church, now I'm not able to go to
church. Before I can enter the church premises, I have to be
carried like a baby. 1 have stopped going to church. The
pastor has been visiting very often to pray with me and give
me communion. I have been facing this problem of climbing
statrs even when 1 go to the bank. Where ever I go, I have to
g0 with someone. Last week for example, my wife travelled
and I wanted to go to the bank. So I had to hire someone to
assist me. 1 paid the person’s transportation and gave the
person some money.”

Environmental barriers led to self-imposed
restriction for another survivor —

“T am not able to walk to family gatherings. Even if I hired
a ltaxi to take me there, it cannot go directly to the place.
People still have to assist me to walk to the place. That is why
I have decided not to go to those gatherings. 1t worries me that
DI'm not able to meet with the elders of my family to discuss
Sfamily issues.”

Another survivor described family-imposed
restriction —

“My children do not allow me to go out again for they think
Imay fall down . .. and the whole process will start again and
may even worsen. 1 am now recovering, so I can’t allow this
problem to start all over again.”

The restrictions encountered in participating in paid
work were either self-imposed or family-imposed
“When I am well or healed, I will go to work becanse I have
not had what 1 want in life. I can now walk without being
tired, so all that is left is with my right hand. If I'm able to
use both hands to work I can do whatever I want to do. 1
want to recover fully. 1 was a driver in the city ... I have not
been able to drive for almost two years now. I can now use my
hand to eat. I don’t want to say I am well becanse I am not
able to raise my right hand. I want to raise the right hand to
the same level as the left before I can start work.”

“T really don't know the type of job I can do at this age, and
with this condition it is really a problem. I don't think I can
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do any strenuons work. I don’t want to involve myself in any
strennous activity or anything that will add stress to my life. I
Just want to be careful not to get another attack. 1 have asked
my sisters and other friends for some loan so that I can start
a trade, but they have refused because they are afraid that 1
will suddenly fall sick again and I can’t pay back the loan.”

The restrictions encountered in participating in family
and social domains were mostly self-imposed —
“This is not a good sickness and people say it cannot be cured.
I don’t want people to see me becanse an evil eye may worsen
my condition. Our forefathers say it is an evil disease. Now
that I can walk, I am going to seek spiritual assistance before
I start involving myself in any activity, to protect myself from
another evil attack.”

“Some people say I am prond and that is why I have the
stroke. So I don’t go near them. I don’t even want to go out.
I don’t want to visit people becanse they may think I am there
to beg for money.”

“T ahways feel dejected when I'm in the house. My own relatives
avoid me. Whenever I ask them the reason for avoiding me,
all that they say is that I am sick, so they don’t want to
bother me. But 1 think they should regard me as part of
them. If I bear these words, 1 felt neglected.”

“... when I recovered a bit, I had a meeting with the elders of
the community. 1 could not stand to talk to them. There were
chiefs and their elders, but 1 bad to sit and talk. 1t is never
allowed but I conld not stand. 1 would have disgraced myself
Surther by falling. I had to sit and talk. I'm not going for such
meetings again. I can't disgrace myself. I don’t have any control
over my own body. What a disgrace!”

Discussion
The sample for this study was not representative of
the whole population of adult stroke survivors in
Ghana as there were others in communities who
may not be receiving any form of rehabilitation. Also
the impairments of the survivors were not assessed
to determine if these contributed to the restrictions
perceived or experienced. Inferences from the study
should therefore be made with necessary caution.
Participation restriction relates to the social
impact of disability in terms of an individual’s level
of participation in different activity domains*.The
outcome of this study suggested that stroke survivors
experienced both felt and enacted stigma. The
survivors perceived they would encounter restrictions
in participation and autonomy in each of the eight
domains, notably in education and training, and in
paid or voluntary work. They also perceived they
would encounter severe problems in participation
in all the domains, with the highest proportion of
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survivors (66%) in the paid or voluntary work
domain. These evidences of felt stigma could lead
the survivors to volitionally limit their participation
in life experiences in order to avoid enacted stigma'?.
If not addressed by the physiotherapists or the
providers of traditional rehabilitation, the outcome
of the rehabilitation of the survivors could be
limited. Also the sub-group of stroke survivors
experienced an array of psychological and
environmental barriers which included restrictions
in participation in activities outside of the house, loss
of autonomy’ and enacted stigma'?.

While the domains of the perceived and
experienced restrictions were not exactly the same,
the combination of the perceptions and experiences
could have resulted in lowered self-esteem of the
survivors'?, becoming potential barriers to
participation with daunting impact on attempts to
enhance the social integration of the survivors.
Similarly, there was little difference in the perceived
restriction in participation and autonomy between
survivors in both rehabilitation groups. It is unclear
what could have informed the perceptions of the
stroke survivors, as well as the attitudes or behaviours
of the people the survivors interacted with. Having
an understanding of the factors that inhibit
participation and autonomy is vital in developing
effective rehabilitation that would ensure the full
participation of persons with disability in their
communities™’.

Conclusion

We therefore recommend that physiotherapists and
traditional healers involved in the rehabilitation of
stroke survivors in Ghana should pay greater
attention to the perceived and experienced
restrictions in participation, and be skilled to assist
stroke survivors and their family members to identify
and overcome the perceived restrictions.
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