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Table S1: Example of search carried out in Ovid Medline (1946 to 2021) 
 

 keywords result 
1 Stroke/ 107629 
2 Cerebrovascular Disease*.mp. 19677 
3 Cerebrovascular Disorders/ 46868 
4 Cerebrovascular accident.mp. 4075 
5 brain hemorrhage.mp. 1077 
6 Brain Ischemia/ 54329 
7 CVA.mp. 2530 
8 #1 OR #2 OR #3 OR #4 OR #5 OR #6 OR #7  198648 
9 limit 8 to (abstracts and english language and humans) 116937 
10 Needs Assessment/ 31185 
11 needs.mp. 343294 
12 "Health Services Needs and Demand"/ 53907 
13 Support.mp. 9569657 
14 concern*.mp. 545360 
15 demand*.mp. 232715 
16 Experience*.mp. 963895 
17 wants.mp. 3881 
18 Requirement*.mp. 267841 
19 Expectation*.mp. 75654 
20 #10 OR #11 OR #12 OR #13 OR #14 OR #15 OR #16 OR #17 

OR #18 OR #19 
10872856 

21 limit 20 to (abstracts and english language and humans) 5923259 
22 Patient Discharge/ 31700 
23 Discharge.mp. 173477 
24 home.mp. 226767 
25 long term.mp. 736793 
26 long-term.mp. 736793 
27 post-stroke.mp. 8065 
28 poststroke.mp. 4775 
29 Community.mp. 510621 
30 #22 OR #23 OR #24 OR #25 OR #26 OR #27 OR #28 OR #29 1552737 
31 limit 30 to (abstracts and english language and humans) 1037599 
32 Qualitative Research/ 61289 
33 Qualitative.mp. 215650 
34 Interview/ 28779 
35 interviews.mp. 186431 
36 Focus Groups/ 31616 
37 focus group.mp. 21348 
38 mixed method*.mp. 18138 
39 case studies/ 2032032 
40 #32 OR #33 OR #34 OR #35 OR #36 OR #37 OR #38 OR #39 2407668 



41 limit 40 to (abstracts and english language and humans) 1225101 
42 #9 AND #21 AND #31 AND #41 1245 
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Supplementary file (C):  

Joanna Briggs Institute qualitative critical appraisal checklist 

1. Is there congruity between the stated philosophical perspective and the research methodology? 

2. Is there congruity between the research methodology and the research question or objectives? 

3. Is there congruity between the research methodology and the methods used to collect data? 

4. Is there congruity between the research methodology and the representation and analysis of data? 

5. Is there congruity between the research methodology and the interpretation of results? 

6. Is there a statement locating the researcher culturally or theoretically? 

7. Is the influence of the researcher on the research, and vice- versa, addressed? 

8. Are participants, and their voices, adequately represented? 

9. Is the research ethical according to current criteria or, for recent studies, and is there evidence of 

ethical approval by an appropriate body? 

10. Do the conclusions drawn in the research report flow from the analysis, or interpretation, of the 

data? 
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Supplementary file (D):  
Table S3 

Auth
or  

First order interpretations (what quotes are used to show 
what participants say) Second order interpretations (what 
the authors of articles say).  

Codes  Clusters  Themes  

Che
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2015 

Readiness to return home 
 
First-time stroke survivors demonstrated low health literacy 
in stroke and prevention of stoke recurrence. Their needs to 
learn more about stroke and rehabilitation programmes were 
usually ignored in busy clinical settings before discharge from 
the hospital. Participants perceived that staff members were 
too busy to explain more detailed information to them and 
inflexible in caregiver training due to time constraint: 
 
They never tell me much about the disease. . . .I had very bad 
experience having a stroke. . .and I said ‘Please tell me what I 
had’. He [the doctor] said, ‘Oh I will look into your file’. . .he 
came back and said, ‘Oh you had a LACI’. I said, ‘Now what’s 
it short for?’, but got no explanation. . .No rehabilitation 
services information. You got to look up in the phone book 
and ring them (Adrian, SP8). 
 
I also felt pressured as I was told they had to teach ADL, 
showering, toileting. . .I had to go in 7 o’clock in the morning. 
. .I couldn’t because I was working then. . .it was very 
traumatic for me. . . (Eileen, CP6). 
 
The caregivers also said that they were not involved in 
discharge education for stroke survivors with cognitive 
impairment that required a long-term and considerable 
effort in rehabilitation and adjustment in their daily activities: 
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The only thing I wasn’t prepared for was the strategies to 
manage cognitive changes from the clinical neurologist cos 
[because] I had not spoken to her until Bill was walking out of 
the ward (Jane, CP4). 
 
Moreover, challenges to manage stroke associated cognitive 
impairment were compounded by other comorbidities that 
required caregivers to carefully monitor the effect and side 
effects of treatment: 
 
She [the stroke survivor with cognitive impairment] had no 
understanding, no insight that she was meant to be on this 
one [antiplatelet]. . .It certainly has not been explained of 
medication in the discharge. . .The hospital staff said ‘. . .we 
gave you one medication list on discharge’ (Jack, CP9). 
 
Participants were not aware of side effects of medications 
that may cause adverse events and contribute to unexpected 
hospital readmission: 
 
The only thing I thought I was a little bit concerned was that 
he hasn’t had a proper drug review. . .The Baclofen was, 
probably I wasn’t aware that it could’ve been blocking 
progress. . . (Rebecca, CP11). 
 
The participants perceived that knowledge and skills enabling 
them to maintain activities of daily living, manage ongoing 
treatments and nursing care for existing chronic conditions 
were prerequisites for participating in rehabilitation 
programmes. However, the participants were not fully 
prepared before discharge from hospital: 
 
...it was almost like [being] throwing in the deep end. I’ve 
never showered anyone in my life before. . .we just sort of 
muddled through. . .maybe like when you’re leaving rehab 
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inpatient, someone probably should go through with the 
partner of the person about showering, medications. . . (Judy, 
CP10). 
 
These perceptions of not being prepared and engaged to 
participate in rehabilitation after discharge from hospital 
clearly reveal the lack of coordinated discharge planning 
process among the multidisciplinary team that targets first- 
time stroke survivors and caregivers’ educational and training 
needs. The consequences of maintaining this status quo 
would be lack of self-care ability and self-efficacy in managing 
stroke associated chronic conditions, restoring function and 
preventing complications during rehabilitation. The nurse’s 
involvement as a discharge planner and coordinator for this 
patient population may be the better intervention to the 
situation. 
 
Coping with care transition 
There was a lack of communication and continuity of 
treatment when the stroke survivors were transferred from 
one institution to another. Rob expressed his dissatisfaction 
with unclear care plan when his brother Philip was 
transferred to a rehabilitation facility. The situation 
threatened not only the patient’s safety but also the 
outcomes of rehabilitation programme and continuity of 
care: 
 
. . .at that stage, there was a considerable degree of lack of 
communication where one didn’t know what was happening. 
. .Philip was first transferred to XX [rehab ward]...so that was 
the transitional period that was difficult for him. . .(Rob, 
CP12). 
 
Transition from acute care to rehabilitation is a difficult time 
for stroke survivors and their family caregivers, who are still 
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grieving the loss of health and independence and trying to 
adapt to their changed roles in their lives. During the 
transfer, stroke survivors were at risk of missed care and 
even a breakdown in the continuum of care caused by 
inadequate clinical handover, which posed a threat to patient 
safety and positive rehabilitation outcomes. 
Transition from hospital care to home care was a significant 
step for stroke survivors and caregivers to cope and adjust 
with daily care activities at home. Stroke survivors and 
caregivers were facing challenges to adapt to the new role in 
their life: 
I don’t have that sounding board. . .it puts an enormous 
weight of responsibility on me in the fact that I don’t have his 
technical expertise to call upon. . .(Jane,CP4). 
 
...Sometimes you feel you are left in the limbo...It is just that 
our bodies both are so tired. . . (Maria, CP3) 
 
...It’s unfortunate sometimes I hear Maria, I wish I wasn’t 
here anymore. . . (Henry, SP3) 
 
The shortened length of stay in an acute care hospital 
resulted in most first-time stroke survivors being discharged 
with ongoing treatment and a level of dependency due to 
physical and mental impairments. Care transition may be 
compromised if caregivers were not prepared and supported 
during the transition: 
 
I was still in the shock of what happened to Sam, back and 
forth from the hospital...and they said that we had to take 
the rented house anyway because it was for him to get 
transitional care. ...The day they sent him home, I was moving 
to that place [new rented home]. So it was moving and have 
him in home...he was home only a week and he ended up in 
XX [residential facility] because I couldn’t cope. It was too 
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much...He couldn’t understand why he wasn’t in his own 
house (Eileen, CP6). 
 
In contrast, provision of education that suits stroke survivors’ 
individual needs, and taking into consideration the home 
situation and caregivers’ emotional endurance, can help 
smooth the transition from hospital care to home care: 
 
I was there [a rehabilitation ward] every day. So I was 
involved in what he was doing. When we came home, they 
showed me every- thing. Remember that nurse came out. She 
told me everything I should be doing. I thought they were 
very good (Marina, CP8). 
 
The variation in the perceptions of care transition is an 
indicator of a lack of guidelines and a coordinated approach 
to ensure the continuity of rehabilitation during care 
transition for all stakeholders involved. 
 
Dealing with fragmented rehabilitation services 
 
The participants’ perceptions of rehabilitation programmes 
were stated as fragmented and disorganized. They were 
compelled to undertake coordination with limited support 
from health professionals. They perceived these fragmented 
services as challenging during post-discharge rehabilitation: 
 
...No rehabilitation services information. You got to look up in 
the phone book and ring them...This is how we got onto the 
XX [rehabilitation centre]...There is no coordination in 
between...you got to pull them [services] all together . . .so 
this part coordinates with that. . .I think the basis of good 
rehab is there now, it just has to be tidied up at the ends 
(Adrian, SP8). 
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The participants identified that if they had a person they 
could talk to regarding services and other concerns it would 
benefit their post-hospital rehabilitation journey. They 
suggested that nurses were in an ideal position to coordinate 
their rehabilitation: 
 
I just had an idea. A sort of discharge rehab nurse that could 
ring you perhaps two or three times after you were at 
home...it would be reassuring even if you didn’t have a 
problem, it would be a link, a transition, intermediate, that 
would be great (Rebecca, CP11). 
 
. . .someone to talk to sometimes, I think. Just like a bridge to 
cross (Michael, SP11). 
 
These participants’ suggestion about the nurse’s role in post-
discharge rehabilitation was based on their experiences in 
working with nurses in rehabilitation wards in hospitals. 
 
The lack of engagement of stroke survivors and caregivers in 
discussing rehabilitation programmes and in making 
informed decision of the programmes was evident when the 
rehabilitative interventions were not delivered consistently 
to a participant with cognitive impairment that caused 
unnecessary stress to both the participant and his wife: 
 
. . .physiotherapist, occupational therapist and speech 
therapist. . .they make an appointment. . .but they just come 
when- ever. . .they overlapped on a couple of occasions. . .in 
James’s case, it got to be structured to a certain degree 
because he gets confused. . .(Sue, CP2). 
 
In contrast, participants also talked about how a motivational 
interview that health professional used increased their 
confidence and rehabilitation intensity: 
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They asked what my goals were...our driveway at home has 
got a step down the bottom. I just asked how I should best 
handle that. . .they talked me through and I tried it at home. . 
.they’ve been successful. . .to subconsciously keep you 
motivated. I look forward to Mondays and Fridays, just to see 
what’s going to happen to me (Andrew, SP10). 
 
When rehabilitation interventions engaged stroke survivors 
in planning and goal setting, they encouraged stroke 
survivors to take charge of their rehabilitation, a crucial 
process to develop their self-care and self-management 
ability in a long-term recovery. 
 
 
Uncertainty about ongoing rehabilitation 
 
Participants perceived ongoing changing of rehabilitation 
goals while they experienced different stages of recovery 
after stroke. However, they had to wait for a period to 
commence a new rehabilitation programme once they had 
been discharged from another: 
 
Well, each time we were waiting for different packages, it 
would be about two or three weeks, you know...yeah it 
affects our life, cos [because] he wasn’t getting nothing. We 
didn’t know what is gonna to happen (Eileen, CP6). 
 
The lack of continuity of rehabilitation was an indicator of 
disengaging stroke survivors and caregivers in goal setting 
and planning rehabilitation programs in a consistent and 
coordinated way based on stroke survivor’s needs in 
different stages of recovery. In addition, participants were 
concerned that the interruption of rehabilitation may 
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jeopardize their recovery and hinder them from achieving 
their rehabilitation goals: 
 
Philip’s primary goal was to get his right arm working as the 
best he can...so that was a bit of worry early on because we 
had the two weeks’ gap in between being discharged and 
starting this program and ...it took a week and a half or 
something before we actually saw the OT [Occupational 
Therapist] in here other than on the initial session with XX 
[therapist’s name] identifying goals (Rob, CP12). 
 
Stroke rehabilitation aims to enable stroke survivors to adapt 
to their new life with improved physical, emotional and 
psychological well-being. Stroke survivors’ needs change over 
time. This study revealed the lack of regular assessment and 
evaluation of stroke survivors’ rehabilitation potential, once 
the planned rehabilitation programme was completed: 
 
No automatic follow up on what I am doing. That’s the 
biggest problem. You’ve got to have some input...There is no 
follow up unless you do it yourself (Adrian, SP8). 
 
Family caregivers expected that ongoing rehabilitation would 
prevent stroke survivors from physical and cognitive 
deterioration and stroke associated complications such as 
falls. Caregivers also believed that engaging in long-term 
rehabilitation may alleviate caregiver burden. Jack was caring 
for Mary who had memory loss post stroke. He shared his 
story about the difficulty he experienced due to a lack of 
strategies to manage cognitive impairment and rehabilitation 
for this condition: 
 
Mary and I both got iPad. I have asked around the world for 
Apps on iPad to help her with her memory...so you know, 
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cognitive things, I did ask [therapists], I had no information 
from them (Jack,CP9). 
 
The participants revealed that inadequate education about 
how to prevent and manage falls contributed to readmission 
to hospital for stroke survivors and added stress for 
caregivers: 
 
It [wheelchair] moved with brakes on it and he slipped down 
there. I didn’t even think about the breakage. The next 
morning I noticed his leg was sticking out to the side like 
that...he was there [hospital] for three weeks (Eileen, CP6). 
 
The above examples indicate that the family caregivers were 
not well prepared to care for stroke survivors due to lack of 
ongoing caregiver education and support about management 
of stroke-related complications. 
The long-term commitment to caregiver role without 
adequate caregiver support also resulted in social isolation: 
 
I am always here to help him. Assist in the shower, personal 
care. If I happen to go out, I always set up all his lunch before 
I go...I am just around most of the time. I don’t go out very 
often (Marina, CP8). 
 
The consequences of social isolation without interventions 
include depressive symptoms, high levels of caregiver burden 
and low levels of quality of life. Social isolation is also an 
indicator that the social reintegration based on stroke 
survivors and caregivers’ psychosocial and spiritual needs is 
largely overlooked in rehabilitation. 
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