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Introduction

Stroke is the second leading cause of death in the Western 
world, preceded only by heart disease and cancer.1 About 
5.5 million people die from stroke every year worldwide.2 
The prevalence and the incidence of stroke increase expo-
nentially with age, peaking in people older than 85 years, 
with 75% of strokes occurring in those over 65 years old.3,4 
In Europe and in Italy the prevalence of stroke ranges from 
4.6–7.3 per 1000, and the annual incidence ranges between 
7.5–10.1 per 1000 for people over 65 years old.3

Stroke is the leading cause of disability in the adult 
population: one year after a stroke about one-third of 
patients are entirely dependent due to high levels of 

residual disability.5 This results in a significant impact on 
individuals, families and health care costs.6,7

Returning home after a stroke is a challenging experi-
ence for patients who struggle to adapt to their new life con-
ditions because of physical disabilities, stress, depression, 
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cognitive impairment and reduced quality of life.8–10 
Although many studies have been conducted on stroke sur-
vivors’ experiences, few studies have focused on the lived 
experience of patients when they return home.11–16 In addi-
tion, although many advances have been made in stroke 
rehabilitation which may have an impact on how stroke is 
perceived by survivors,17–19 few studies have been con-
ducted in the last decade on these perceptions.11–13 Existing 
research has been conducted with several qualitative meth-
odologies and sometimes focused on the specific experience 
of patients, for example, transition from hospital to home 
and the consequences of stroke,11 the experiences related to 
basic care needs during in-hospital stay (e.g. elimination, 
personal hygiene, eating),20 the experience of eating diffi-
culties,21 apraxia,22 depression,23 returning to work,24 and 
sometimes these studies were gender specific, enrolling 
only female people.15 In addition, investigators12,14,16 have 
included patients who differed in terms of time from their 
discharge home, which may limit the understanding of 
stroke survivors’ experience. In fact, stroke survivors physi-
cal and psychological status changes over time16 and this 
might influence the meaning which patients attribute to their 
condition. Rachpukdee et al.25 recently found that predictors 
of quality of life after stroke change between one month and 
three months from when patients are discharged home. In 
fact soon after the stroke, generally within the first month, 
patients are still focused on physical recovery and do not 
pay attention to other important aspects of life such as, for 
example, family relationships, that generally emerge three 
months after patients are discharged home.25 A precise and 
consistent description of the lived experience of stroke sur-
vivors at this specific time (three months after stroke survi-
vors are discharged home) is lacking in the literature but 
may be usefully known in order to provide better care for 
patients who experience changing conditions over time. 
Therefore, the aim of this study was to describe the lived 
experience of stroke survivors three months after being dis-
charged home from a rehabilitation hospital.

Methods

Design, participants and setting

A methodology based on phenomenology was used to con-
duct this study,26 combining features of descriptive 
(Husserlian) and interpretive phenomenology (Gadamerian); 
This methodology has been used in several studies.27–29 
Phenomenological methodology was chosen to conduct this 
study because it allows a deeper understanding of peoples’ 
lived experience as well as an investigation of the meaning 
people attribute to an experience. In fact, according to the 
phenomenological approach that guided this study,26 
‘Understanding patients’ experiences may guide nurses to 
interact in ways that may differ from people who lack that 
understanding’ and ‘The meanings that patients attribute to 

their experiences help create the needs they have and how 
these needs can best be met’ (p.4). Also, we chose phenom-
enological methodology to conduct this study because, as 
discussed by Goldberg,30 the recovery from a stroke is 
rooted in patients’ lived experience, including patients’ per-
ceptions and expectations, which have a deep phenomeno-
logical connection.

Participants interviewed in this study were selected 
from those involved in a larger ongoing Italian multi-site 
longitudinal study aimed at studying quality of life in 
patients after stroke. In the longitudinal study patients are 
enrolled at discharge from rehabilitation hospitals and then 
are followed up for one year. Quantitative data were col-
lected regarding patients’ quality of life when patients 
were discharged and then every three months. To be 
enrolled in the multi-site longitudinal study participants 
met the following inclusion criteria: having a first stroke; 
being discharged from a rehabilitation hospital three 
months before; having no comorbidity with other motor 
disorders (e.g. amyotrophic lateral sclerosis, Parkinson’s 
disease, multiple sclerosis, neuropathies); no aphasia, clin-
ical dementia, cancer or severe organ failure, such as renal 
failure or heart failure. Participants in this phenomenologi-
cal study were consecutively selected from the 80 patients 
surveyed at three months from discharge in the longitudi-
nal study. Interviews with those who agreed to participate 
in this phenomenological study continued until data 
reached saturation with 15 patients: 13 patients were from 
two rehabilitation hospitals in Rome and two patients were 
from two other rehabilitation hospitals in Naples.

Data collection and analysis

Before data collection each investigator involved in the 
study performed ‘bracketing’ that requires each researcher 
to write all pre-understandings, prejudices and assumptions 
about the phenomenon.26 In Cohen et al.’s methodology26 
this is called the Critical Reflection Technique and helps 
investigators to be rigorous in analysis. In fact, phenome-
nological methodologies use an interpretative approach 
where researchers’ own perspectives and the historical con-
texts can make the accuracy of analysis contingent or 
somewhat tentative.26 However, when researchers perform 
‘bracketing’, which is writing their assumptions and beliefs 
about the phenomenon, before data collection and analysis, 
they are more alert to subtle prejudices.26 Bracketing 
enhances the credibility of the data and analysis by reduc-
ing the chance that researchers will introduce their own 
biases rather than seeing the data from the participants’ per-
spective. After bracketing, all interviews were performed 
by the first author. This investigator contacted stroke survi-
vors enrolled in the longitudinal study three months after 
their discharge home and made an appointment for the 
interview. Interviews were all performed at patients’ 
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houses. During interviews, the researcher asked partici-
pants the open-ended question, ‘Please describe your expe-
rience during the past three months since you were 
discharged home’. The use of an open-ended question is 
required in phenomenological research because it allows 
participants complete freedom in reporting their experi-
ences. The participants’ ‘world’ becomes the focus of the 
investigation rather than topics chosen by researchers.31 
The investigator had a welcoming attitude27,32 during the 
interviews, i.e. expressing cordiality and reassurance, not 
judging patients’ storytelling and being serene and smiling 
to facilitate participants’ describing their experience. 
During and after the interview the investigator took field 
notes on her own reflections, the setting, environment and 
patients’ body language. When participants seemed not to 
have anything further to say, the researcher asked them if 
they had anything more to add. If they did not, the inter-
view ended. Data saturation, that is the sampling to the 
point at which redundancy of the extracted themes is 
attained,31 was achieved after 15 interviews. All interviews 
lasted from 30 min to one hour and were all digitally audio-
recorded. The interview was tested with two patients whose 
data were not included in this analysis. This test was done 
to allow the investigator who performed the interview to 
become familiar with the methodology. After each inter-
view the investigator administered the Barthel Index33 
which is a tool to evaluate patient’s autonomy in perform-
ing activities of daily living such as mobility, feeding, bath-
ing, toilet using, grooming, transfer, dressing, climbing 
stairs, bowel and bladder control. The Barthel Index has 
possible score from 0–100 with higher scores meaning bet-
ter independence, and has been widely used in the stroke 
population.34,35

All interviews were transcribed verbatim and the accu-
racy between the digital audio-recordings and the tran-
scripts was checked. The transcriptions were also translated 
into English to involve the foreign co-investigator. This 
approach has been successfully used in prior research,27,32

The analysis was performed by each investigator. In the 
Cohen et al.26 methodology, researchers first reads each 
transcript several time to get a sense of the whole. Then, 
the researcher re-reads each transcript line by line and 
starts to uncover a tentative notion of the meaning of an 
experience and labels passages with theme labels. In doing 
this the researcher uses a reflective awareness that leads to 
dialectical examination of parts of the data to better under-
stand the whole. When the whole is understood, different 
data or the same parts of the data are examined at a deeper 
level. Passages and themes from an interview are then 
compared with passages from other interviews.

To establish theme trustworthiness, a comparison of 
extracted themes was performed and discussed amongst 
all investigators in order to reach agreement; discussion 
with the foreign investigator was done by e-mail. 
Trustworthiness was also enhanced by asking patients to 

confirm extracted themes. The themes were confirmed by 
patients prior to writing this article.

Ethical considerations

Ethical approval was obtained before data collection in 
each centre where participants were enrolled. Patients also 
signed an informed consent form after the study was 
explained to them and before the interview. Participants 
were assured their data would contain no identifying infor-
mation, and that they had the right to withdraw from the 
study at any time.

Findings

Participants were 70 years old on average (age range 34–
85). Twelve stroke survivors were male, three were female; 
13 patients lived in Rome, two lived in Naples (08 AH and 
10 AJ). Level of education was low with 11 of the partici-
pants educated only at elementary or middle school level. 
Eight participants were married and seven were widowed. 
All, except one patient (13 AM), were retired at the time of 
the interview. Most of the strokes were ischaemic, nine 
patients had a stroke in the right hemisphere, six patients in 
the left. Autonomy measured by the Barthel Index33 was 
77/100 on average which means that patient were quite 
functionally independent. With the exception of two 
patients (04 AD and 09 AI), all patients lived with family 
(Table 1).

Five themes emerged from the analysis of the inter-
views and the field notes: deeply changed life, vivid mem-
ory of the acute phase of the stroke, slowed lives, relief 
after recovering from stroke, being a burden for family 
members.

Deeply changed life

The most frequent theme that emerged from participants’ 
descriptions of their lived experience was ‘deeply changed 
life’. Not only had life changed for survivors but it was 
deeply changed. Participants were aware that their stroke 
had forever changed their lives both physically and psy-
chologically. Stroke sequels had changed their life pat-
terns: life now appeared less secure and more precarious. 
One participant reported: ‘Stroke is an event that marks 
you, that changes your life. It seems that your life becomes 
precarious. You become aware that nothing is safe’ (12 
AL). Another participant also reported:

Well, the stroke is an event that marks you, that changes your 
life. All seems reduced to a kind of precarious sensation. 
Shortly, you realise that nothing is certain anymore, no one 
has certainty. But when you have been affected by stroke you 
realise that in a few minutes you can leave everything and 
everyone. (07 AG)
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Another participant added: ‘My life has changed, I am no 
longer able to stand alone: before [the stroke] I was able to 
shave by myself, now I need help, as well as to eat, go for 
a walk’ (09 AI). This patient lived alone, but received care 
from his son’s family who lived downstairs in the same 
house.

Participants noted that even their homes needed to be 
changed, to be adapted to their disability. A participant 
explained: ‘When I came back home my family had to 
rearrange the house for me to facilitate my movements 
with the wheelchair’ (01 AA).

Vivid memory of the acute phase of the stroke

Many patients had very strong and powerful memories of 
the acute phase of the stroke event. During the interview 
they vividly described the physical sensations they felt as 
the stroke began and during the following days. Patients 
clearly remembered the feeling of fear that something 
strange was happening. And this fear was still present in 
participants. A patient described:

At the minimum physical effort the mind runs always and 
remember those moments, that feeling of helplessness, of 
death. Since then [before stroke] I used to have a much quieter 
life, but not anymore. Many times my mind goes to those 
moments of fear of dying, fear of being immobile. Yes, life 
goes on but your mind is marked by the stroke. (02 AB)

When he talked about this experience, this participant’s 
facial expression showed his fear. Another participant 
reported: ‘My mind often remembers when the stroke hap-
pened. I felt fear, fear of dying’ (13 AM).

Slowed lives

Many participants noted that their stroke had slowed down 
their lives: they related this to body movements, to cogni-
tive and decision making processes. A participant noted:

I can move both hands but one [the unaffected hand] is at 
100% and the other one is at 90%. This other hand is like it 
gets tired more quickly. So, I feel slowed down. Also when I 
walk I feel slowed down. (15 AO)

During this report the patient showed the movement of 
both arms to let the interviewer see the differences between 
the two arms. Another participant said: ‘I do almost all the 
same things I used to do before the stroke, but slowly. I 
walk slower. Sometimes it also seems to me that I speak 
slower: I think words but they come out slowly’ (04 AD). 
Also another participant reported: ‘I have no major limita-
tions, although I note my uncertainty in doing things, as if 
I am in slow motion, I am slow to walk and sometimes 
even in articulating my thoughts’ (07 AG).

Relief after recovering from stroke

During the interviews patients very often reported that they 
felt relieved as they recovered and as they gained more 
physical independence. This theme was common among 
participants, even those who still had some limitations. The 
feelings of relief were associated with their physical and 
cognitive recovery even after minimal recovery. One survi-
vor told us: ‘Fortunately my conditions were not changed 
for a long time. Now I have the same life that I had before. 
I’m healthy now, as you can see, I can move my hand, arm, 

Table 1.  Sociodemographic and clinical characteristics of the sample (n=15).

Code Initials Age Gender Education Marital 
status

Employment Type of 
stroke

Stroke 
site

Barthel 
Index

Living 
alone

01 AA 60 M M M R I R 40 No
02 AB 75 M E M R H R 100 No
03 AC 68 M E W R I L 70 No
04 AD 78 M E W R I L 90 Yes
05 AE 64 M H M R H R 80 No
06 AF 69 M M W R I R 75 No
07 AG 63 M H M R I R 80 No
08 AH 77 F E W R I R 40 No
09 AI 65 M M M R I R 100 Yes
10 AJ 85 F E W R I L 75 No
11 AK 83 M E W R I L 100 No
12 AL 63 M M M R I L 50 No
13 AM 34 M M M E I R 90 No
14 AN 85 M H W R I L 100 No
15 AO 83 F H M R I R 70 No

Notes: All initials are fictitious. Education (E: elementary school; M: middle school; H: high school); Marital status (M: married; W: widowed); Em-
ployment (R: retired; E: employed); Type of stroke (I: ischaemic; H: haemorrhagic); Stroke site (R: right hemisphere; L: left hemisphere).
Barthel Index measures independence: higher score means higher independence and vice versa (possible range: 0–100).
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foot, leg’ (03 AC). In showing the possible movements of 
the limbs, he smiled, showing his happiness in observing 
the movements that he could do. This description is consist-
ent with this patient’s Barthel Index score since with a score 
of 70 he could move his upper and lower limbs but was not 
completely independent to move from his bed to a chair or 
to climb stairs. Another participant reported:

The important thing is, to me, that now everything is back to 
normal. Now I am able to walk, to go to the bathroom alone. 
At first it was a tragedy: at the beginning the catheter, then the 
diaper. Now, thanks to God, those things are the past. (07 AG)

Another participant explained: ‘I had the fear that I would 
become useless. So I thought it was better to be thrown 
out of the window or die soon. But now I am healed, luck-
ily, and everything is better than before’ (10 AJ). When 
describing this change, this participant showed a serene 
facial expression. Another participant said: ‘Luckily I 
have had a quick recovery, a good recovery. There are still 
some steps forward that I need to make, but I am optimis-
tic’ (13 AM).

Being a burden to family members

Another theme extracted from the interviews was the feel-
ing of being a burden to family members. In fact, patients 
were aware of, and felt guilty for, the discomfort they 
caused to their family. This was heightened because none 
of them received support from the National Health Service 
at home. One patient even felt guilty about her daughter’s 
divorce. She said:

I see the life of my family members now revolves around my 
life. You see the lives of people around you being upset 
because of you. It is true that at a certain age children have to 
take care of their parents, but this disrupts their lives. They 
have two jobs, their job and me. (12 AL)

This patient appeared heart broken by this situation and 
cried during the interview. Another patient said:

Do you see the condition in which I put my son? I forced my 
son to bounce among work, home, his family, and me. My son 
seems like a yo-yo attached to the rope running back and 
forth, poor man! Now he has started to become nervous about 
silly things. (05 AE)

Another also said: ‘I’m a burden for them, I need help for 
almost everything and I see that my life has a huge impact 
on their lives [family members]’ (O8 AH).

Discussion

The aim of this study was to describe the lived experience 
of stroke survivors three months after being discharged 

home in order to improve our understanding of what it 
means to stroke survivors to go back to their usual life. 
Themes that emerged from the phenomenological analysis 
showed that patients experienced a deep change in their 
lives, had a vivid memory of the acute phase of the stroke, 
felt that their lives had been slowed down, felt relieved for 
the recovery but also felt they were a burden for their fam-
ily members. These findings add a new dimension to the 
literature because prior studies have not been specifically 
focused on the whole lived experience of stroke survivors 
during the first three months after being discharged home. 
Understanding stroke survivors’ lived experience during 
this time is important since it is generally three months 
after being at home that patients ‘first’ have a comprehen-
sive experience of the stroke. Prior to this time, they are 
more likely to be focused only on the meaning of physical 
disability, and only later can they also focus on the mean-
ing of other aspects of daily life and family interactions25

Other authors have also investigated the lived experi-
ences of stroke survivors with qualitative methods but we 
found only two published studies in the last 12 years that 
used a phenomenological perspective to uncover the mean-
ing of the ‘whole’ experience of stroke.15,16 The first 
study15 was conducted with five female survivors one year 
after the stroke and the investigators found the overarching 
theme of transformations which was interwoven with six 
other themes, which were dawning awareness of self as 
disabled, life and suffering through inexorable losses, 
quest for self, adaptation to change, existential reestablish-
ment of self, reconciliation and re-engagement. These 
themes are similar to the experiences our stroke survivors 
described in the themes of a deeply changed life and 
slowed lives. Similarities are interesting despite difference 
in the two studies. Hilton’s study15 was conducted 12 years 
ago and enrolled only women who had survived from 
stroke one year before. In the other phenomenological 
study,16 the themes were: body experiences, coping, and 
altered life. The results of this study are also somewhat 
similar to our findings in relation to the themes of a deeply 
changed life and slowed lives, since changes and slowness 
in our participants sometimes referred to changes of the 
body. However changes and slowness in other aspects of 
life were discussed. Also, in Pallesen’s study,16 stroke sur-
vivors were enrolled five years after their stroke and 
themes might reflect the chronic results of the stroke disa-
bilities rather than ‘first’ or initial experiences related to 
the stroke. Unlike the findings of another earlier phenom-
enological study36 none of our participants reported 
changes in embodiment: this may be due to the high level 
of physical functioning of our stroke survivors.

In our interviews, survivors described vivid memories 
of the acute phase of their stroke and the emotional conse-
quences (fear of dying, fear of being immobile). Other 
researchers14,37 have reported similar results, primarily 
emphasising that patients feared having another stroke. 
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Our findings indicate even stronger fears in the sense that 
according to the criteria specified in the Diagnostic and 
statistical manual for mental disorders (DSM-V)38 the 
lived experience of our participants might reflect a post-
traumatic stress disorder that quantitative studies have 
only recently found in stroke survivors.39,40 Our partici-
pants never mentioned fear of having another stroke. This 
might result from our participants, even though at risk for 
another stroke,41,42 not being aware of that risk. Perhaps 
this also relates to the early time at which our participants 
were interviewed. The need for educational interventions 
focused on preventing future strokes may be important.

Another theme from the interviews was relief after 
recovering from stroke. This theme has not been reported 
in prior studies and might reflect the way in which our 
participants (who had a mean Barthel Index score of 
77/100) were in general quite autonomous even though 
they were in need of help with some activities of daily liv-
ing. It was interesting to note that one participant (09 AI) 
experienced a discrepancy between his reported experi-
ence, expressing clear disability in activities of daily liv-
ing, and his Barthel Index score, which was 100/100. This 
was not completely a surprise since the ceiling effect of the 
Barthel Index is reported in the literature43 and so patients 
may have a high score on this measure even though they 
are not completely independent. However, in general, we 
noticed that even little improvements in rehabilitation 
yielded the feeling and perception of having reached a 
good level of performance. In addition, this emphasises the 
need for health care providers to understand the patients’ 
view of their abilities and not focus only on ‘objective’ 
measures.

The last theme from these interviews was that of being 
a burden to family members. Stroke has a significant 
impact on the quality of life in stroke survivors’ family 
members12,44 and evidence also shows that caregivers’ 
well-being affects stroke survivors’ recovery.45 A recent 
study46 found that caregivers’ self-esteem, optimism and 
perceived control influenced depression in stroke survi-
vors. Therefore, health care providers should consider the 
psychological status of stroke caregivers. Dalvandi et al.12 
reported the theme of ‘life disintegration’ where stroke 
survivors felt as if they were a burden for others and noted 
that because of the consequences of their stroke they felt 
they had destroyed the lives of people close to them. 
However, it is important to note that this theme may reflect 
that participants of our study did not receive any support 
from the National Health Service and so most of the care 
they needed was the responsibility of their family 
members.

Limitations

Our study has a number of limitations. First, our partici-
pants were mostly males (12 of 15) and this might have 

influenced the reported experiences. For example, litera-
ture reports that female stroke survivors have a worse 
quality of life than men:8,47 in our study if more females 
had been involved, more ‘negative’ themes related to the 
lived experience of stroke might have been seen, and per-
haps the theme related to relief might not have been so 
prominent. However, women in our study who reported 
relief linked it with their recovery, so perhaps recovery is 
more important than gender. Research with a larger group 
of men and women would be useful to clarify this. Another 
limitation is that our participants were mostly independent 
and their lived experience would likely have been different 
if they were more dependent. Including more participants 
who had severe limitations, and perhaps even focusing 
exclusively on more debilitated persons, would be useful 
to understand their needs.

Conclusion

This study has provided an overview of the lived experi-
ence of stroke survivors three months after being dis-
charged home, and to our knowledge no prior studies have 
explored the experience of stroke survivors at this specific 
time. Shyu et al.48 emphasised the importance of interven-
ing with stroke survivors even after their physical rehabili-
tation and our findings might contribute to refining 
interventions aimed at improving a comprehensive recov-
ery after patients are discharged home.

Results of this study allowed us to uncover the meaning 
that patients give to the first three months after they return 
home after a stroke. From a clinical perspective, our find-
ings emphasise the importance of continuing physical and 
psychological recovery even when patients return home. 
In fact our participants reported feelings that might affect 
their recovery such as how they had deeply changed lives, 
vivid memories of the stroke event, and concerns about 
being a burden on their families. These findings might be 
useful for nurses and other health care professionals both 
in the acute phase of the stroke, in rehabilitation, and par-
ticularly in home care settings. In fact, Vincent et al.49 
showed a gap between the health care professionals’ reha-
bilitation goals and those of stroke survivors: while profes-
sionals are more oriented to the physical and cognitive 
rehabilitation, patients are more focused on the return to 
their normal life that will result from the rehabilitation. 
Knowing how patients experience their return to normal 
life may help professionals provide stroke survivor-cen-
tred care. Quantitative studies have found several predic-
tors of patient’s quality of life after a stroke50,51 and have 
described how quality of life changes over time.25,52 
Despite this, 40% of stroke survivors are not satisfied with 
the care they received.53 Fraas54 has emphasised that phe-
nomenological studies can offer a comprehensive and 
holistic approach to study stroke recovery, can facilitate 
survivors (and caregivers as well) recovery by 
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highlighting factors that can promote successful recovery, 
and can guide clinicians to develop a more effective and 
holistic treatment, which in turn can improve survivors’ 
active coping style based on their expectations.

Our study explored the lived experience of stroke survi-
vors three months after being discharged home. Future 
research is needed to investigate the experience of patients 
over time because the recovery process from stroke is 
dynamic and unstable.55,56 Future research should also take 
into consideration the lived experience of caregivers since 
they have an important influence on stroke survivors.57

Implications for practice

•• Providers should focus more on stroke survivors’ 
expectations about stroke recovery.

•• Providers should help survivors to cope with life 
changes after stroke.

•• Providers should guide survivors on how to 
adapt their daily life to limitations resulting from 
the stroke.

•• Providers should educate survivors on how to 
prevent another stroke.

•• Providers should improve support to families of 
stroke patients.
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