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ABSTRACT
Purpose: The purpose of this qualitative study was to explore how stroke patients with unilateral spatial
neglect experience; (a) performance in activities of daily living; (b) alterations in bodily perceptions; and
(c) personal hopes and expectations, looking at the period between stroke onset and discharge from
inpatient rehabilitation.
Materials and methods: We conducted individual semi-structured interviews with 7 (5 men, 2 women,
mean age 69 years) consecutively sampled participants. All interviews were transcribed verbatim and ana-
lyzed using thematic analysis.
Findings: Participants’ experiences were captured in three over-arching themes: “unawareness of neglect,”
“emergent awareness for neglect-related difficulties,” and “comparing the new life with the old one.”
Findings showed that participants progressed from initial unawareness to emergent awareness for their
neglect-related difficulties over the course of rehabilitation. Comparing their current life situation with the
one before their stroke triggered feelings of uncertainty and regret, with associated decreased pleasure in
meaningful activities.
Conclusions: This study informs health professionals regarding personal experiences of orientation in and
reorganization of life of stroke patients with unilateral spatial neglect. The findings highlight that being aware
of neglect-related deficits is a prerequisite for using coping strategies and incorporating them in daily life.
Possible therapeutic strategies that fit the current stage of recovery and level of awareness are discussed.

� IMPLICATIONS FOR REHABILITATION
� Symptoms of unilateral spatial neglect and anosognosia are most common after right hemispheric

stroke, both being predictors of poorer functional outcome during rehabilitation.
� Patients’ regaining some awareness of their impairments is a prerequisite for successful treatment

and for engagement in neglect-specific interventions.
� Health care providers should carefully examine the “state of awareness” of the patient and adapt

their therapeutic approach accordingly.
� This check should frequently be repeated over the course of rehabilitation, as awareness changes at

different paces for each patient.
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Introduction

Stroke remains the third most common cause of disability and the
second most common cause of death worldwide [1,2]. For survi-
vors, post-stroke challenges are multifaceted, typically including
motor, sensory, and cognitive deficits of diverse severity [3,4], as
well as significant psychosocial difficulties [5]. These consequences
may be long lasting and will likely cause alterations in everyday
functioning [6], as well as reducing the quality of life [7,8].

Hemispheric specialization within the brain often leads to char-
acteristic symptoms, depending upon the laterality of the cerebral

event. In simple terms, communication problems are more com-
mon after left hemisphere lesions while unilateral spatial neglect
(USN) and extinction are more frequent after lesions on the right
hemisphere [9–11].

USN is the most common cognitive disorder following stroke
and is characterized by a multimodal failure to respond to con-
tralesional stimuli [12]. The consequences for rehabilitation are
most debilitating in the visual and tactile modalities [13]. Typical
problems experienced by patients include difficulties in navigating
their environment (e.g., bumping into objects on one side) [14],

CONTACT Bernadette C. Tobler-Ammann bernadette.tobler@usz.ch Physiotherapy and Occupational Therapy Research Center, Directorate of Research and
Education, University Hospital Zurich, R€amistrasse 100, 8091 Z€urich, Switzerland
� 2018 Informa UK Limited, trading as Taylor & Francis Group

DISABILITY AND REHABILITATION
2020, VOL. 42, NO. 11, 1578–1587
https://doi.org/10.1080/09638288.2018.1531150

http://crossmark.crossref.org/dialog/?doi=10.1080/09638288.2018.1531150&domain=pdf
http://orcid.org/0000-0002-5426-1762
http://orcid.org/0000-0002-1572-5122
http://orcid.org/0000-0002-1246-8167
http://orcid.org/0000-0001-5882-9303
http://orcid.org/0000-0002-6542-7385
http://www.tandfonline.com


and in carrying out activities of daily living (ADL) (e.g., failing to
shave both sides of the face equally) [15].

Between 9 to 22% of USN patients additionally suffer from
anosognosia, which is a lack of awareness or underestimation of
motor impairments (e.g., hemiparesis) [9] and visuospatial deficits
[16]. It is well known that USN and anosognosia present a risk for
poor stroke rehabilitation outcome, as well as for ADL function at
rehabilitation discharge [8,17–20]. In the long-term, many USN
patients remain impaired in ADL, as visually guided behavior
dominates performance [12,21]. Stroke patients with anosognosia
in the acute phase show poorer functional outcome at one year
post-stroke than those who are without the problem [18].

During stroke rehabilitation, therapies include the training of
specific motor [22,23], sensory [24], and cognitive [25,26] skills,
also focusing on improvements in social participation and occu-
pation [27–30]. Therapies may further address psychosocial diffi-
culties (e.g., sleep disturbances or emotional instability) [5], and
symptoms of post-stroke depression [31]. Neglect-specific ther-
apy methods include video feedback [32], visual-scanning train-
ing [33–35], right half-field eye-patching [36], and limb
activation therapy [13,37]. Promising new tools for the treat-
ment of spatial neglect symptoms include the use of interactive
virtual reality training [38], and strategies involving visuomotor
imagery [39]. A combination of treatments is commonly recom-
mended [40].

For a truly holistic approach to stroke treatment, not only is it
crucial to provide the most effective treatment available, but it is
also necessary to have expertise regarding stroke survivors’ per-
ceptions of their actual life situation [41]. This perspective may
help health care professionals to better comprehend patients’ pri-
orities and goals and nurture individualized effective rehabilitation
strategies [41]. Previous research investigating stroke patients’
experiences during rehabilitation highlights the importance of
including these experiences in the rehabilitation process, due to
its positive correlations with quality of life and treatment compli-
ance [41–46]. The focus has mostly been on patients’ experiences
of physical rehabilitation [44], the description of psychosocial
processes that influence identity post-stroke [42], or on the resili-
ence of stroke patients [45]. Other research has focused on the
impact of dysphagia during stroke recovery [47] or has included
stroke patients with aphasia [48].

Few studies have examined the subjective experiences of per-
sons with right hemispheric stroke and USN symptoms during
inpatient rehabilitation [49–52]. These studies focused on the
impact of the social [51] and physical [50] environment on
patients with USN, on neglect experiences adjacent to the first
weeks following a stroke [52], and on the adjustment process of
discovering and handling USN-related disabilities [49]. Less is
known, however, about experiences of stroke patients with USN
in relation to their performance of daily activities, their bodily
perceptions, and their hopes and expectations between stroke
onset and discharge from inpatient rehabilitation. Knowledge of
this area is important as patients with USN perceive their body
and self differently to how their social environment does. As a
consequence, they are oblivious to the contradictions in their
own activity performances [53]. Furthermore, a better under-
standing of USN patients’ perceptions may help health professio-
nals to better address patients’ needs and concerns during
inpatient rehabilitation. The purpose of this study, therefore, was
to explore how stroke patients with USN experience their ADL
performance, their alterations in bodily perceptions, and their
hopes and expectations between stroke onset and rehabilita-
tion discharge.

Methods

Participants

This qualitative study was part of a larger research project investi-
gating the feasibility and usability of a novel game-based exercise
intervention aiming to improve neglect symptoms [54,55].
Occupational therapists and neuropsychologists at two-stroke
rehabilitation clinics in Switzerland consecutively recruited seven
suitable participants between March 2015 and March 2016. These
had already participated in the larger feasibility and usability pro-
ject. Criteria for participation were (a) diagnosed with a first right
hemispheric hemorrhagic or ischemic stroke between 2weeks to
6months prior to the time point of study inclusion, and (b) USN
as measured by the Catherine Bergego Scale (CBS) [56]. The clinic
staff adopted the CBS as part of the inclusion screening. We add-
itionally administered the individual level of anosognosia as
described by Vossel et al. [15], where negative scores reflect
higher self-ratings than external ratings, thereby reflecting ano-
sognosia. This index was calculated based on the results of the
Behavioral Inattention Test [57], which participants had completed
for the feasibility study [54]. Exclusion criteria were the presence
of (a) visual deficits (e.g., hemianopia and optic ataxia) [58], and
(b) communication disabilities (e.g., aphasia and dysarthria) [59].
Ethical approval for this study was received. All patients signed
written informed consent before study entry.

Data collection

For this qualitative study, we used semi-structured, open-ended
interviews [60]. Each interview lasted from 18 to 47min (mean
32min), the exact duration was dependent on each patient’s lev-
els of fatigue and willingness for disclosure. Interviews were con-
ducted by the first author near or shortly after the end of
inpatient rehabilitation (see Table 1 for interview locations). This
time point was chosen to include retrospective accounts of
patients with USN about their experiences with neglect during
inpatient rehabilitation. The “Canadian Occupational Performance
Measure” served as a basis to design the interview guide [61]. We
chose this assessment for its client-centered design and prede-
fined structure in three occupational performance areas (self-care,
productivity, and leisure). Each participant was asked to describe
the ADL based on a daily routine post-stroke in the inpatient
rehabilitation setting. Subsequently, the course of the interview
touched topics such as perceived difficulties and changes in per-
formance of ADL, alterations in bodily perceptions, and their
hopes and expectations during the period between stroke onset
and discharge from inpatient rehabilitation. The interviews were
all audio-recorded and transcribed verbatim. The first author car-
ried out an instant debriefing after each interview, aiming to
record immediate observations and impressions [60]. Privacy was
ensured during all interviews.

Data analysis

We used a data-driven inductive thematic analysis to gain insight
into the ways in which life events and experiences are described
within a social context [62]. Braun and Clarke’s six-phase guide to
thematic analysis was followed (Figure 1) [62]. During data ana-
lysis, each step was discussed with due consideration of all previ-
ous ones between the authors. This allowed us to check if the
condensed data units still represented the meaning of the whole
data set. Additionally, we checked the instant debriefing notes to
complement the interview data, integrating those notes as
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memos to the corresponding data extract. Only after consensus
was reached between the authors data analysis moved forward to
its next phase. An example of how we conducted our data ana-
lysis is given in Figure 2. We used MS Word to structure the data
analysis phases 1–3 and 5–6, and PowerPoint to generate the-
matic maps (phase 4). We exchanged all documents in an anony-
mized format through a secured email-address and stored them
in a password-protected computer.

Findings

In total, 5 men and 2 women (mean age 69 years, range
53–78 years) were interviewed. They had USN of varying severity
(CBS score range 5–17 points). Five out of seven participants had
regained partial awareness of deficits during task performance at
the time point of the interview. All participants were independent
and living at home prior to the stroke event. Additional demo-
graphic data are presented in Table 1.

The data analysis revealed three main themes in the partic-
ipants’ discourses about how they experienced everyday life post-
stroke with USN in relation to their performance of ADL, altera-
tions in bodily perceptions, and their hopes and expectations
between stroke onset and discharge from inpatient rehabilitation.
Each theme incorporated specific sub-themes (Figure 3).

Theme 1: Unawareness of neglect

Early after stroke, all participants reflected on an unawareness of
many of the behavioral deficits caused by USN. This unawareness
had caused incomprehensible situations, where mismatches
between their personal capabilities and external demands became
evident. We identified three sub-themes indicating areas where
those mismatches were manifest: in (a) being unaware of the par-
alyzed side of the body; (b) perceiving incomprehensible mis-
matches between personal capabilities in (i) results of actions, (ii)
content of therapy; and (c) trusting themselves to do more than
they were able to.

Being unaware of the paralyzed side of the body
Whilst USN was evident to external observers, most participants
described early frustrations at being unaware of their own sen-
sorimotor deficits. P4, for example, told his wife not to call the
ambulance after the stroke event, because he perceived that his
hands worked perfectly: “She nevertheless called [the ambulance]. I
told them to go: Nothing happened, you see, I can walk again and
the arm functions well, too. But it was the right arm that functioned
well and that still works fine today.” During acute care, P6
recounted not realizing that he had a paralyzed leg: “I simply
couldn’t walk – not a single step. This was very clear to me. But I
didn’t realize I was paralyzed, and even less so my hand.” P5
wanted to get out of bed in the hospital without having the cap-
acity of doing so: “I always kept the nurses busy. As soon as I woke
up at night [after the stroke event], I wanted to get up. I somehow
had the feeling that I was able to walk.”

Perceiving incomprehensible mismatches between personal capa-
bilities and
(i) results of actions. All participants described how, on the day
that their stroke occurred, they had experienced discrepancies
between their personal expectations and the actual achieved
results. Some participants, for example, expressed how they got
exasperated with their confusing arm, because it did not do what
they wanted. For example, while taking a shower at homeTa

bl
e
1.

D
em

og
ra
ph

ic
da
ta

of
pa
rt
ic
ip
an
ts
.

P1
P2

P3
P4

P5
P6

P7

Ag
e

64
74

64
70

53
78

77
Se
x

m
m

m
m

m
f

f
W
ee
ks

of
in
pa
tie
nt

re
ha
bi
lit
at
io
n

6
8

14
11

10
9

8

CB
Sa

7
17

5
6

5
10

16
N
eg
le
ct

aw
ar
en
es
sb

0
0

�0
.0
7

0
0.
27

0.
18

�0
.9
2

W
ee
ks

po
st
-s
tr
ok
e

At
tim

e
po

in
t

of
in
te
rv
ie
w

9
12

22
12

14
13

11

In
te
rv
ie
w

pl
ac
e

cl
in
ic

ho
m
e

cl
in
ic

cl
in
ic

cl
in
ic

ho
m
e

nu
rs
in
g
ho

m
e

St
ro
ke

ty
pe

is
ch
em

ic
is
ch
em

ic
is
ch
em

ic
is
ch
em

ic
is
ch
em

ic
he
m
or
rh
ag
ic

he
m
or
rh
ag
ic

H
an
d
fu
nc
tio

n
of

Af
fe
ct
ed

le
ft
ha
nd

no
ne

fu
ll

no
ne

fu
ll

cl
en
ch
in
g
fin

ge
rs

fu
ll

fu
ll

Lo
co
m
ot
io
n

W
C

W
W
C

W
C

W
W

W
C

Pr
of
es
si
on

fa
rm

er
di
vi
si
on

al
ba
nk

di
re
ct
or

ca
te
rin

g
se
rv
ic
e
ho

ld
er

bl
ue
-c
ol
la
r
w
or
ke
r

ne
w
sp
ap
er

ed
ito

r
se
cr
et
ar
y

bo
ok
se
lle
r

Fa
m
ily

st
at
us

m
ar
rie
d/
2

ad
ul
t
ch
ild
re
n

w
id
ow

ed
/n
o
ch
ild
re
n

m
ar
rie
d/
2
ad
ul
t
ch
ild
re
n

do
m
es
tic

pa
rt
ne
r/

no
ch
ild
re
n

m
ar
rie
d/
2
ch
ild
re
n

m
ar
rie
d/
2
ad
ul
t
ch
ild
re
n

w
id
ow

ed
/3

ad
ul
t
ch
ild
re
n

Le
is
ur
e

tim
e
ac
tiv
iti
es

do
g
ca
rin

g/
rid

in
g
a

bi
ke
/
tim

be
rin

g
ga
rd
en
in
g/

vi
si
tin

g
re
la
tiv
es

sk
iin
g/

bi
ki
ng

/
sa
ili
ng

/
pl
ay
in
g
m
us
ic

si
ng

in
g
in

a
ch
oi
r/

pl
ay
in
g
ca
rd
s
an
d
bo

w
ls

ga
rd
en
in
g/
co
ok
-

in
g/
hi
ki
ng

vi
si
tin

g
fr
ie
nd

s/
re
ad
in
g/

lis
te
ni
ng

to
m
us
ic

re
ad
in
g/

kn
itt
in
g/

se
w
-

in
g/

tr
av
el
in
g

N
ot
e.
CB

S:
Ca
th
er
in
e-
Be
rg
eg
o-
Sc
al
e;
f:
fe
m
al
e;

m
:m

al
e;
P:

pa
rt
ic
ip
an
t;
W
C:

w
he
el
ch
ai
r;
W
:w

al
ke
r.

a C
BS
:m

ax
im
um

sc
or
e
¼
30

(s
ev
er
e
ne
gl
ec
t)
;0

po
in
ts
¼
no

ne
gl
ec
t/
/b
le
ve
lo

f
ne
gl
ec
t
aw

ar
en
es
s;
an
os
og

no
si
a
in
de
x
�0

:n
o
an
os
og

no
si
a;
<
0:

pa
tie
nt

su
ffe

rs
fr
om

an
os
og

no
si
a.

1580 B. TOBLER-AMMANN ET AL.



immediately after his stroke, P5 realized that “everything I tried to
hold in my left hand fell on the floor, which extremely upset me.”
He did not understand that his left arm was paralyzed and
expected it to function as usual. P5 mentioned having the same
feeling when he unsuccessfully tried to place his rucksack on his
back prior to leaving home to meet a friend for lunch: “I was
extremely upset because I could not thread in my left arm through
the strap of my rucksack. This didn’t work out.” P5 did not realize
he had had a stroke until his friend told him that something was

wrong with his left arm and face when they finally met later
that day.

(ii) content of therapy. For most participants, the neglect-specific
therapy made no sense in the early stage of recovery: “Initially I
didn’t understand what this was all about [the computer-based vis-
ual scanning therapy]. For what purpose it was meant to be useful.
I’ve always seen all objects to the left and to the right. But she [the
therapist] kept telling me that I have a ‘left-handicap’.” (P2).

Figure 2. Example of thematic data analysis.

Figure 1. Braun and Clarke’s six-phase guide to thematic analysis [62].
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Another example was provided by P6, who had to attend an
“arm-group” without understanding why: “Because I can do every-
thing with my arm, no problem. But they told me that it was para-
lyzed, too, which I didn’t realize.” Despite experiencing such
mismatches between the external feedback they received from
clinic staff and their self-awareness, all participants were nonethe-
less compliant with therapy. “Well, I thought: As I’m here anyway
[at the rehabilitation clinic], I might just as well improve ‘this thing’
[neglect] with those therapists.” (P2).

Trusting themselves to do more than they were able to
During inpatient rehabilitation, most participants talked about
having trusted themselves to do more than they were actually
capable of doing. This experience was described in terms of hav-
ing to deal with constraints imposed by clinic staff for safety rea-
sons that they did not understand. P2, for example, explained:
“Throughout my life I’ve always read a lot. That’s why it initially
bothered me not being allowed to go to the cafeteria independently
[to read the newspaper]. And well, on the second-to-last day, he
[the neurologist] told me: ‘We simply had to thwart you a bit [to
avoid accidents]. I don’t like having people in casts in the clinic [due
to a broken limb].”

Statements made by clinicians, which the participants did not
agree with further described this sub-theme. P4, who was in a
wheelchair at the time of the interview, stated: “They [the thera-
pists] don’t let me do the transfer on a chair independently yet.
They say that it’s too dangerous. However, I’ve got the impression I
can do so.” As a farmer, P1 used to cut his fruit trees alone in the
past. “I then asked my therapist: ‘Will I be able to climb those trees,
use the ladder next year to cut them?’ I should forget about that
and hand it over to someone else, she replied. Well, I nevertheless
thought I would be able to do it. I considered trying it.” Driving was
one activity most participants wanted to resume in the near
future, but the doctors kept telling them that they were not
allowed to do so due to their current situation. Despite his ano-
sognosia, P3, for example, was nonetheless convinced that: “I’m
able to drive, I know that. [… ] I see everything. I’m not restricted in
my field of view. I don’t have all those limitations. My

responsiveness is still good.” As he owned a catering service, driv-
ing a car was a prerequisite for earning his living: “If I can’t drive
again, I can forget about my job. [… ] If not [being able to drive
again] I will have to join the breadline, [… ] if I don’t earn anything
at all, can’t do anything at all.”

Theme 2: Emergent awareness for neglect-related difficulties

Most participants recounted how, as rehabilitation had pro-
gressed, they had (a) gained partial awareness for their neglect-
related difficulties through doing, and (b) gradually started to
implement coping strategies for mastering those difficulties dur-
ing daily life.

Gaining partial awareness for perceived difficulties
With time, four men and one woman (see Table 1) narrated that
they started becoming aware of difficulties. P5, for example,
became aware of having problems with calculating and reading
the time: “I have a problem with reading the time. Often I don’t
look properly. I’m then sometimes too early and wait for the thera-
pists. [… ] The same story with calculating. I do have problems
there, too. Adding and subtracting [figures].” Discovering those
neglect-related difficulties caused feelings of uncertainty and con-
fusion. P6 described her dismay when she tried for the first time
to type in her name: “I felt as if struck by a hammer when I sat at
a computer for the first time and realized that I wasn’t able to write
my name. Awful! This was terribly awful. Really.”

At this stage of rehabilitation, all participants searched for a
reason behind experienced difficulties with familiar activities. P6,
for example, equated her deficits with having mental health prob-
lems: “‘You’ve now become a basket case’ I thought.” Furthermore,
having difficulties when reading the newspaper, or when working
on a computer, were believed as being due to “poor eyesight”
(P7), forcing them to “look two to three times” (P6) until they were
able to read something. At this stage of recovery, the participants
did not yet relate these difficulties to their having USN.

Figure 3. Overview of main themes and sub-themes of the thematic data analysis in relation to the time of inpatient rehabilitation.
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Implementing coping strategies for neglect-related difficulties
Toward the end of rehabilitation, most participants had started
implementing coping strategies for perceived neglect-related bar-
riers to mastering daily activities. Strategies used ranged from del-
egating tasks to others, to doing them together with other
people, to adopting an increased level of awareness toward their
left side. P6, for example, explained how she now organized tasks
with her husband, whereas she had previously completed these
independently prior to the stroke incidence. “We now do quite a
lot of things together.” Besides cooking, they now shared doing
some computer work, too: “I cannot pay our bills [on the com-
puter] at the moment, because I can’t properly read the figures.
Well, this would result in very funny bills if I did pay (laughs). No,
my husband simply has to type them now. Yes - teamwork.”
Besides the positive aspect of doing things together, P6 also
described herself as “being much more sensitive” than before the
stroke event: “If my husband says something twice I do not agree
with, I’m immediately grumpy. [… ] He’s a poor man with me now,
and I feel sorry for him, but it’s not that simple.”

P5 expressed experiencing a raised awareness toward his
environment, which “happened unknowingly”: “I take more care of
what is on the left. This was already a problem from the beginning
in the hospital. Because of the neglect, you know. That I don’t
always bump into the door frame. My awareness for that got raised.
This doesn’t happen to me anymore. [… ] You simply take much
more care of that.”

Theme 3: Comparing the new life with the old one

During the interviews, the participants often compared their cur-
rent life situation with the one before their stroke. For P2, it was
“no better or worse than before”, as he was able to cook, dress,
and shower again independently, plus was able to work at the
computer on his own once more. Most participants, however, per-
ceived that changes had occurred, with associated decreases in
pleasure and feelings of uncertainty and regret in some instances.

Perceiving changes
The participants talked about perceived changes. For P7, “the
whole of life has changed. It’s simply not the same as it used to be.
I’m not as fit and adventurous as I used to be. The body isn’t the
same anymore.” This change was not easy to accept for her, as
she liked traveling to visit friends. P6 perceived herself being
slower than before the stroke, which was difficult for her: “When I
have to be somewhere at 10 a.m. [… ] I then check 100 times –
well no, I am exaggerating now, but 20 times if it adds up what I
have calculated to get up at the right time to be ready on time.”

Another example was given by P3, who used to be very active
before his stroke: “I always did something from morning till even-
ing. I’ve been working 12 to 14 h a day and additionally did lots of
things during my leisure time. I always used to be active – and now
all of a sudden you’re just a couch potato.” This change in identity
triggered feelings of uncertainty and fear about his
future employment.

Feeling tired was another issue most participants talked about.
P6, for example, explained: “I was tuckered out in the evenings.
From 6 p.m. onwards, I would have been able to fall asleep stand-
ing up. [… ] So many sensations bombarded me each day - they
frazzled me out. It is getting better now with every week.” To cope
with this tiredness, she started to take a nap after lunch to rest.

Experiencing a decrease in pleasure in meaningful activities
Both women expressed a decrease in pleasure in reading, one of
their leisure time activities before the stroke: “Then you try to read
the newspaper. I don’t like reading that much anymore, because I
have much more difficulty reading. [… ] I then think: ‘is it worth
reading it?’ (laughs). This effort, you know. [… ] No - reading isn’t
as nice as it used to be.” (P6). This change was perceived as
“difficult for someone who likes reading” (P7). Another activity P6
did not like doing that much anymore was her computer work,
“because I have so much bother now doing my computer work”.

Most men regretted not being able to resume certain leisure
time activities that required physical effort. P4, for example,
stated: “I used to play bowls… well, if I’ll ever be able to resume it
is doubtful.” P2 liked gardening: “You see the garden out there.
I had lots to do which I now have to drop. The doctor said
I shouldn’t do anything in the garden – because of exhaustion.” P3
was especially desperate, as almost all of his hobbies were sport-
related: “I went skiing during winter time. I went sailing and biking
during summer. I played music. None of that’s possible anymore.”
He considered learning to play the trumpet instead, which can be
done single-handedly.

Discussion

This study identified three themes that described everyday life
experiences of seven persons with right hemispheric stroke and
USN, based on their recollections at or shortly after discharge
from inpatient rehabilitation. The findings supplement existing lit-
erature by providing evidence of rehabilitation experiences from
an insider’s perspective, which might help to reduce barriers to
providing the best possible care for USN patients [63]. They might
enhance the rehabilitation process by, for example, enhancing the
planning and implementation of therapy in accordance with the
patient’s stage of recovery, needs, and preferences [37,64].

Some of the findings in the present study are of particular
interest for health professionals working with stroke patients and
USN symptoms in an inpatient rehabilitation setting, which we
would like to discuss below.

Unawareness of neglect

The initial unawareness of hemiparesis described in this paper
triggered perceptions of mismatch between personal capabilities
and results of actions, causing feelings of confusion and exasper-
ation in some participants. Other patient groups, such as the trau-
matically brain injured, have also described similar feelings of loss
of control over one side of the body [65,66]. Like our participants,
they also experienced their body as ‘something that can’t be
trusted’, thus hampering their emotional response to their sud-
denly disabled selves.

According to the “pyramid model of awareness,” restoration of
this faculty occurs on three levels [67–69]: (1) intellectual aware-
ness, where patients are aware of the types of deficits following
stroke; (2) emergent awareness, where patients have regained
partial awareness of deficits during task performance; and (3)
anticipatory awareness, where patients are able to predict their
task performance. Adopting this model in clinical practice might
assist therapists in choosing the right intervention that fits the
current stage of awareness recovery. Therefore, at this early stage,
the study findings suggest implementing an educational approach
for the patients to learn about the types of impairments following
stroke to gain intellectual awareness [68].
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The findings revealed that a lack of understanding for neglect-
specific therapy by patients at an early stage of recovery might
further aggravate their confusion. In order to diminish confusion,
experts recommend choosing specific treatments by recovery
phase and, thus, waiting with neglect-specific therapy interven-
tions until the relevant level of awareness has been established
[37]. For example, some participants described how they were
convinced of being able to do more than the clinic staff allowed
to, thus potentially increasing their risk of injury. Therefore, struc-
turing the environment and providing greater levels of supervi-
sion to enhance neglect patients’ safety during the acute stage of
recovery are effective interventions [69], as was the case for P2’s
visits to the cafeteria.

Emergent awareness for neglect-related difficulties

During the course of rehabilitation, the participants described an
emergent awareness for their neglect-related difficulties experi-
enced during performance of everyday tasks such as reading and
computer work. The more they engaged in doing daily activities,
the more aware of their disabilities and the effects of these on
their lives they became. This stage of recovery has been variously
described as “fostering autonomy [44],” “adjustment,” [45] and
“constant strife for mastery” [50] over the problematic physical
world and body. It is described as a process of adjustment often
marked by setbacks [45], which triggers new modifications and
simplifications of daily activities whenever possible. During this
process, provision of an appropriately timed and measured thera-
peutic input can be challenging for health professionals. Examples
of strategies designed to meet their specific needs during this
adjustment process might be to (i) allow patients to practice daily
activities on their own and – thus – experience setbacks, and (ii)
provide sufficient time and support to gain familiarity with new
therapeutic appliances [43,46].

Only after having recovered to a level of emergent awareness
is the patient ready for a multicontextual approach to neglect-
specific interventions [69]. Then, the combination of active learn-
ing of new skills to compensate for impairments with receipt of
passive stimulation training seems to be most effective [69–71].
Examples for passive stimulation training include sensory cueing
[72,73], prism adaptation [74,75], and virtual reality [54,76].
Evidence also supports the benefits of providing video and obser-
ver feedback [77]. For feedback to be successful, it is important to
know patients’ actual level of awareness in order to adjust both
feedback and support accordingly [51]. Furthermore, adopting a
feedback culture that is concordant among different health pro-
fessionals (e.g., nurses, therapists, clinicians), might reduce the
described perceptions of mismatches and, thus, enhance
patient’s comfort.

Toward the end of inpatient rehabilitation, some participants
were able to predict their task performance and implement
appropriate coping strategies to accomplish those activities suc-
cessfully. These participants had regained a certain level of antici-
patory awareness [67–69]. For example, doing tasks together that
have been done independently prior to the stroke event, such as
paying bills on the computer for P6, was a coping strategy that
worked well for her and her husband. This creation of a “shared
life-world” has previously been described [51], where family mem-
bers have learned how best to assist their relative during task per-
formance. For health professionals, it is therefore important to
integrate families within the rehabilitation process to increase an
understanding of what it means to live with a stroke and unilat-
eral neglect [78]. Embracing an increased awareness for the

neglected environment is another example of a coping strategy,
as for example adopted by P5 in order not to “bump into objects.”
This finding is in line with previous neglect studies [49,51], where
participants increasingly screened the left side of the body and
environment as a compensatory strategy. Learning from mistakes
made in the “left-world” encouraged this searching process.
Evidence suggests that health professionals should support
patients in using their own strategies in a more structured way,
rather than teaching new strategies. Additionally, the provision of
external feedback, also from other patients in the clinic, might
facilitate encountering the “left-world” [49,51].

Comparing the new life with the old one

During the interviews, participants often compared their current
life situation with the one before their stroke. This experience of
change, transition and transformation challenged the participants’
sense of self by being confronted with a new post-stroke self.
Participant P3, for example, perceived himself as a “couch potato”
early after stroke, with inherent feelings both of anger and frustra-
tion. This challenge has been previously described as an ongoing
process of re-interpretation of the post-stroke self [41,42].
Professional and family support are crucial at this time to assist
patients to rebuild their lives through this experience. For health
professionals, it is important to acknowledge that the present self
of stroke survivors is not a desired self, which can cause tensions
between the past and present self [66]. Engagement in meaning-
ful occupations in familiar environments can facilitate this self-
adaptation process [51]. In our study, the opportunity to go home
over the weekend during inpatient rehabilitation supported
this process.

Needing more time to perform ADL and being more tired
thereafter were experiences reported by all participants. The
stroke event creating effort where there had previously been
none is a well-known phenomenon [44]. There is evidence that
stroke-related fatigue can overwhelm participants’ ambitions to
be more active or independent [44]. For health professionals, it is
important to recognize that recreational activities (e.g., reading,
crafts, sleep, and electronic games) also form part of rehabilitation
in order to reduce fatigue and, thus, improve the patient’s cap-
ability to participate in therapy.

The study findings also emphasized how some patients experi-
enced a decrease in pleasure in meaningful activities, as for
example P6’s comments about reading the newspaper.
Experiencing difficulties in reading were also described by
Lampinen et al. [50] and Klinke et al. [79], who recount resultant
feelings of powerlessness. Interestingly, our participants talked
mainly about leisure time activities that were important and
meaningful to them, as they associated joy and pleasure during
the performance. Therefore, addressing and integrating such
meaningful activities during rehabilitation is deemed crucial to
meet the patients’ priorities, expectations, and goals.

Limitations and future research

The rather disproportionate number of men in our sample might
have biased our results. It is likely that men and women differ-
ently respond to and deal with USN and its associated conse-
quences, feelings, etc. Therefore, future studies should strive for a
more homogenous sample regarding gender, neglect severity and
presence of anosognosia.

During thematic analysis, distinguishing neglect-specific experi-
ences from other depicted impairments - for example, those due
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to the hemiparesis - was quite challenging, as those experiences
are always intertwined. Therefore, a constant dialog between the
co-authors of this study was a prerequisite for the selected chunks
of data and related codes to match. A mix of data collection
methods (triangulation), such as for example conducting inter-
views together with participation observation, might facilitate this
process in future studies and increase validity of the findings. This
approach has been taken in other studies [50–53].

We considered data saturation as reached when further coding
relevant for the scope of our study was no longer feasible [80,81].
However, one might argue that a sample of seven participants
with but one interview per person is insufficient for data satur-
ation to be reached. This might be true in terms of reaching
“meaning saturation” to “understand it all”, where 16 to 24 inter-
views are recommended [81]. However, potential participants,
who were both well enough and willing to participate in this
study, were hard to find. We were, therefore, pleased having
reached at least “code saturation”, indicating that researchers
have “heard it all” after seven interviews [81].

Future studies with this target group should consider applying
a longitudinal design by conducting at least two interviews per
participant. Follow-up interviews might give insight into how par-
ticipants’ lives have developed over time and if anosognosia still
persists [82], and how they reason about their inpatient rehabilita-
tion from a more distant point of view. If adopting a longitudinal
design, a narrative approach might be a suitable method of data
analysis, focusing on change over time [83].

Conclusion

This study presents everyday life experiences of seven persons
with right hemispheric stroke and USN symptoms near or shortly
after the end of inpatient rehabilitation. The findings showed that
all participants initially suffered from unawareness of USN during
the early stage post-stroke. During the course of rehabilitation,
most participants experienced an emerging awareness for their
neglect symptoms, while comparing their current life situation
with the one before their stroke. Only after having recovered to
this level of “emerging awareness” is the patient ready for a multi-
contextual approach to neglect-specific interventions. The study
findings further highlight that being aware of neglect-related defi-
cits is a prerequisite for using coping strategies and incorporating
them in daily life. They inform health professionals regarding per-
sonal experiences of orientation in and reorganization of life in
stroke patients with USN during inpatient rehabilitation. Based on
the findings, health professionals should provide a multimodal,
client-centered treatment approach fitting the current stage of
recovery, while maintaining a collaborative relationship and open
communication style with patients and their relatives.
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