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Outline	  of	  the	  presentation
The	  experiences	  of	  living	  with	  stroke	  in	  low	  

socioeconomic	  areas	  of	  South	  Africa	  (SA):	  The	  
results	  of	  a	  qualitative	  study

– To	  conceptualise	  community	  reintegration	  in	  the	  context	  of	  people	  
living	  with	  stroke	  in	  low	  socioeconomic	  areas	  of	  SA.
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South	  Africa...8	  Schools	  of	  PT
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Wits	  University:	  celebrated	  90	  years	  of	  
existence	  in	  2012,	  5	  faculties
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Wits	  PT	  department:	  celebrated	  75	  
years	  of	  producing	  PTs	  in	  2012

• Staff	  members:	  15	  (full	  and	  part-‐time)

• 2	  administrative	  staff	  members
– 7	  members	  of	  staff:	  PhD	  (2	  at	  a	  professorial	  level)
– 4	  PhD	  data	  collection	  and	  1	  write	  up	  PhD
– 2	  PhD	  proposal	  development
– 1	  data	  collection:	  MSc	  (research)

• 199	  U/G	  and	  65	  PG	  students
• About	  30	  clinical	  training	  sites	  (in	  3	  provinces	  of	  SA,	  ranging	  

from	  tertiary/academic	  hospitals	  to	  PHC	  facilities	  incl.	  schools)
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Wits	  PT	  Department	  Staff

9



…The Experience of Living with Stroke in 
Low Socioeconomic Areas of South 

Africa….
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• Stroke is a well documented public health problem in low, middle and high income
countries (Lopez et al, 2006).

• There has been improvements in health care delivery but despite these
improvements stroke remains a serious public health problem and a major source
of functional disability (Ashburn, 1999).

• The prevalence of stroke is high in South Africa (SA), especially amongst blacks
people (Connor et al, 2007).

• The experience of living with stroke in high income countries has been documented
(McKevitt et al, 2004; Lynch et al, 2008) but little is known about patients living in
low income countries especially people living in low socioeconomic rural and urban
areas of SA.

Introduction



Introduction cont...

• Therefore the purpose of this study was to establish the experience
of living with stroke in order to conceptualise community reintegration
from the perspective and context of people living in low urban and
rural socioeconomic areas of SA.
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Method	  and	  Procedure
• A qualitative methodological approach was used, using

semi structured face to face interviews.
• Setting: In a community, at the patient’s homes and PHC

clinics in Gauteng (urban) and Limpopo (rural) provinces.
• Ethical clearance was obtained from the HERC of the

University of the Witwatersrand (M070816).
• The respective provincial health authorities and facility

managers were asked for permission to conduct the study.
• Participants were identified and recruited from stroke

registers and approached by the local therapists.
14



• Participants were included if they: 
– Had sustained a stroke 
– Were aged 18 years and over 
– In the case of participants with expressive or receptive aphasia only the 

caregiver was interviewed with the permission of both the participant and 
caregiver. 

– Were members of the community in which they had lived pre-stroke and had 
been back living in their community for six to twelve months since their stroke.

Participants



• Once verbal permission was obtained from patients and caregivers
then appropriate consent forms were signed.

• The demographic data were collected before the interviews.
• Semi-structured interviews were conducted using five main open

ended questions relating to the patient’s life pre and post-stroke,
how they spend their day now. In addition they were also asked
what would indicate community reintegration in their context
after stroke.

• The interviews were conducted by the researcher and assistants in
the patient’s language.

• The interviews were recorded on an audiotape.
• The patients were given an opportunity at the end of the interview to 

listen to the recordings and make changes if they wished.

Procedure: First Round Interviews



• The interviews were transcribed word for word first then translated to
English.

• A thematic content analysis was done in several steps.
– The transcripts were read through sufficient number of times to

establish common concepts.
– These concepts were reduced into categories.
– The categories were reduced into the themes.

• A therapist with experience in qualitative research who had not taken
part in this study reviewed the themes and independently coded the
data.

• The two codings were compared and discrepancies were sorted.

Data analysis



• Justification: To verify, enrich the existing data and gain
more insight a second round of interviews were conducted.

• Data analysis was similar to the first round interview.

Procedure: Second Round Interviews



Results

• Number of initial interviews conducted: 32
– Rural: 19
– Urban: 13 

• Number of re-interviews conducted: 15
– Rural: 8
– Urban: 7

19



Age mean (range) years: Urban: 56 (27-78)
Rural: 60 (35-79)

Gender: Urban: 11 Males and 2 Females
Rural: 5 Males and 14 Females

Date of stroke (range): Urban: 1995 to 2008
Rural: 2002 to 2008

Side of Hemiplegia: Left: 18 (Urban: 8 ; Rural: 10)
Right: 14 (Urban: 5; Rural: 9)

Level of formal education 
attained:

Urban cohort: attained secondary 
level of education
Rural cohort: attained primary level 
of education or none

Results…Participant’s characteristics:



• Seven themes emerged from data analysis
1. Loss of community mobility or restriction in community mobility
2. Social isolation
3. Role reversal in the family and community
4. Loss of role within family and community
5. Loss of meaningful activities of daily living
6. Threat to livelihood
7. Loss of hope

Results cont…



• Participants in both setting were unable to move around their homes let alone in
the community.

• They expressed feelings of frustration, poor motivation and discouragement.
• These feelings were shared by most participants albeit to varying degrees and in

different environments as some participants found it difficult to move in their own
homes whilst others could move in their homes but found it difficult to move around
in the community.

• One rural participant told of the distress at being confined to her home:

“Yes, I do. I am always at home, I do not go anywhere. Where could I go? I am
unable to walk. When I go out with other people they say I slow them down so
it is better to stay at home. I am also afraid that I will fall when I walk with my
walker. The roads are also not in a good condition, they are very rocky and
uneven, not tarred. So I stay home all the time”

Hale et al, (1999); Pilkington, (1999); Buurke et al, (2008);	  Lord et al, (2008); Ada et al, (2009)

1. Loss of  Community Mobility



• Participants in both setting felt cut off from the world as a result of their stroke and
that their social relationships had deteriorated as illustrated by one urban
participant:

“I cannot get up, my whole left side is not working, I find it difficult to do
anything for myself, I really feel trapped in this body. I cannot go anywhere,
visit family, neighbours, friends; I am forever locked in this room until my
daughter comes back from work. I really feel all alone. I can’t remember when
last did I get out of this place”

“I am really on my own; my children leave me here at home all the time”

Glass and Belyea, (1993); Boden-Albala et al, (2005); Lynch et al, (2008); Salter et al, (2009);
Daniel et al, (2009)

2.Social Isolation



• Prior to having a stroke all participants had a role to play as a mother, wife,
father, sister in law, and a grandmother and these roles were fulfilled within
the structure of a family or community.

• The role reversal is illustrated by an old women in the rural setting :

“..and mudding with cow dung I cannot do, it is done by my children”

• One man from the urban cohort said:

“…I am no longer a breadwinner in my house and that affect the
decisions I can or cannot make within the family. My wife now is the
head of the family”

Hafsteinsdottir and Grypdonck, (1997); Lynch et al, (2008)

3. Role Reversal in the Family and Community



• The idea of loss of role within the family and community was described through a
variety of experiences. A caregiver said of his father in law (who could not talk due
to expressive aphasia) who had lost his role in a rural community:

“He was part of the community leaders, tribesman, they would not have a
meeting (Imbizo) without him. He was an advisor at the chief’s kraal (Khoro).
He was very good in meetings, he participated well. If there was anything that
the community needed from the chief they would send him, things like
funeral. He was headman, yes, he was a messenger, when people wanted or
needed something or to get a message to the chief, they would send him”

Hafsteinsdottir and Grypdonck, (1997); Lynch et al, (2008)

4. Loss of Role within Family and 
Community



• Participants in both settings expressed their loss of ability to undertake meaningful
activities, when asked to explain their typical day or rather how they spent their day.
Most women in the rural cohort expressed their loss of meaningful activities as
follows:

“I am unable to collect firewood in the field, chop the wood and prepare fire to
cook”

“Cooking is very difficult but I try because I now use three legged pots on an
open fire but with an electrical stove I struggle as the pots need to be held or
balanced and as you can see this arm (lifted the weak hand up) is not
working”

Dombovy et al, (1987); Parker et al, (1997); Hale et al, (1999); Desrosiers et al, (2006); 
Griffen et al, (2009)

5. Loss of Meaningful Activities of Daily 
Living



• In the context of this study, threat to livelihood refers to
– unsustainable provision for the family or the inability to work with the

subsequent result of not being able to provide for the family
– or the inability to finish a training programme which would then enable one to

get a job and earn a decent living.
• Inability to return to work appeared to be more of a concern for the

urban than rural participants.
• Inability to drive as part of one’s work was expressed by most male

participants in the urban setting as follows:
“I used to drive, that was my work, I need to go back to work for
my family”

Garbusinski et al, (2005); Wolfenden and Grace, (2009)

6. Threat to Livelihood



• Feelings of helplessness and hopelessness were frequently expressed by most participants
in both setting, with statements such as:

“I wish I could die than to be a burden to my children”

• Some participants did not see the chance of their stroke healing or of them recovering to
their usual level of activity:

“I don’t think there is a cure for a stroke; does it mean I am going to live like this until
I die?

• Some patients drew on their spirituality and faith to foster hope about the situation they are
facing.

“I know God is there, he will heal me, and I believe in Him” 

Pilkington, (1999), McKevitt et al, 2004

7. Loss of Hope 



• This suggest that the sudden, overwhelming transformation of
stroke forms a background for
– loss of mobility, social isolation, loss of role in the family/community, loss of

meaningful activities, threat to livelihood and loss of hope amongst stroke
survivors.

• An overwhelming picture of despondency was found, with few
positive stories told. The themes identified from the interviews
reflected the issues that a stroke survivor has to deal with in a low
socioeconomic rural and urban area of SA.

• Recommendation:
– Clinical implication: The assessment of stroke survivors should include these

activity limitations and participation restrictions issues in order to
holistically rehabilitate and successfully reintegrate the patients back into their
communities.

Discussion and Conclusion
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Soccer	  city	  stadium...2010
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Gautrain...rapid	  rail	  train
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Sandton	  station:	  underground
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The	  big	  five...
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Table	  mountain...Cape	  Town
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Joburg	  cont...
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Where	  I	  live...Midrand,	  North	  of	  Joburg
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My	  family:	  our	  10th year	  wedding	  anniversary,	  
2009
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Children...
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Children...baby	  of	  the	  family
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Roxy...
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• Thank	  you
Ke	  a	  leboga

Ngiyabonga
Ndolevhoha

Baie	  Bankie
Inkomo

Ndiyabulela
• Ke	  a	  leboha
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