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ABSTRACT

Purpose: Communication difficulties are highly prevalent in the stroke population, with implications
for patient experience, safety and outcomes. This study explores the experiences of people with
aphasia and family members regarding healthcare communication in acute and subacute stroke
settings.

Methods and materials: A phenomenological approach was used to understand participants’
experiences. Participants took part in a focus group and data were analysed using an inductive
thematic approach.

Results: For individuals with aphasia (n=4) and family members (n=2), five themes were generated:
“aphasia makes it hard to communicate,” “hospital staff focus on the patient’s medical status only,
“people with aphasia do not get the help they need to improve,” “staff lack the skills to communicate
with people with aphasia,” and “staff are crucial to improving healthcare communication.”
Conclusions: The stroke team has expertise in the medical management of stroke but struggle to
communicate with patients with aphasia. Patients’ experience of healthcare communication is often
one-way and limited to following instructions, with missed opportunities to discuss core topics such
as prognosis, rehabilitation, and person-specific needs. Patients and families assert that all members of
the stroke healthcare team should be able to adapt communication to accommodate patients.
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> IMPLICATIONS FOR REHABILITATION

» Person-centred care is not a reality for many patients with aphasia.

Many healthcare conversations, including informal assessments and discussing prognosis, are not
accessible for people with aphasia.

Consequently, for people with aphasia, healthcare in hospital is characterised by confusion and
exclusion.

Staff are crucial to improving healthcare communication; when appropriate strategies were used,
these were not only effective but very meaningful to patients.

Despite the recognised influence of communication on safe
and quality care, patients’ communication needs continue to go
unmet [19]. Communication breakdown is one of the most com-
mon causes of sentinel events in healthcare [20]. Patients with
communication disabilities are particularly vulnerable: they expe-
rience difficulty communicating their healthcare needs [21-23]
and accessing the care they need [24], have poorer health out-
comes [24] and are at higher risk of experiencing a preventable
adverse event in hospital [25]. This is particularly relevant to stroke
services: as many as 55% of patients on acute stroke wards may
struggle to communicate their healthcare needs [23]. Aphasia is
a common consequence of stroke, affecting approximately one
third of patients with stroke in hospital [26]. People with aphasia

Introduction

Within most Western countries, person-centred care is recognised
as an essential component of healthcare services [1-5]. This phi-
losophy advocates for patients to be involved in healthcare
decision-making, for care to be individualised to specific patient
needs and for patients to have access to care that works for them
[6,7]. Effective communication is embedded within
person-centredness [8-11] and is considered to be a marker of
quality: it influences patient satisfaction [12-14], is linked to
patient safety incidents [15, 16], and may contribute to health
outcomes [17]. In Australia, facilitating effective communication
between service providers, patients, and their families is enshrined
as a standard for safe and quality care [18].
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are vulnerable to distressing adverse events in hospital, report
difficulty interacting with their medical teams, experience negative
emotions relating to communication such as frustration and dis-
appointment, and feel disempowered when healthcare workers
lack sufficient knowledge about and training in aphasia [27].

Given the nature of aphasia, healthcare communication and
involvement in clinical decision-making are vulnerable areas for
patients with aphasia. Information provided by healthcare workers
is often not designed to be accessible and family members report
they receive inadequate emotional support for the adjustment to
living with a person with aphasia [28]. Unsurprisingly, people with
aphasia report dissatisfaction with health services [29]. From the
perspective of staff, nurses have reported not budgeting time for
unexpected communication initiated by patients [30]. Furthermore,
evidence suggests that staff avoid or limit communication with
patients with aphasia, partly due to concerns of lack of time but
also due to a fear they will not be able to understand the patient
[31,32]. When they do interact with patients with aphasia, they
prefer to stick to topics relating to their specific discipline, focus
on basic needs, or speak with family members instead [31]. Yet,
when interactions are task-focused and the topic is controlled by
the staff member, these encounters are unlikely to be therapeutic
or individual, particularly for patients with communication diffi-
culties who will struggle to redirect the conversation [33,34].

Healthcare workers play a key role in enabling effective com-
munication for people with communication disabilities [35]. Staff
want to help patients with aphasia but often lack the time, skills,
resources, and support from management and hospital organi-
sational systems [31,32]. Direct observation of clinical interactions
between healthcare workers and people with aphasia indicate
asymmetrical conversations: nurses on a stroke rehabilitation ward
caring for patients with aphasia or dysarthria were observed to
control the timing, topic and flow of the conversation to the
extent that patients had little input other than to respond to
closed questions [34]. Despite the study taking place on a spe-
cialist rehabilitation ward, the topic of conversation typically
focused on physical care tasks and there was no evidence of
conversations about the patient’s goals or individual concerns
[34]. Similar findings have been reported elsewhere: nurses’ inter-
actions were observed to be warm and respectful but primarily
focused on physical care and there were qualitative and quanti-
tative difference in how nurses interacted with patients with and
without aphasia [36]. For example, clinical interactions between
nurses and patients with aphasia may follow a simple
question-answer pattern, with limited opportunities for the patient
to introduce or expand on the topic [36].

There is a disconnect between the widely accepted and lauded
philosophy of person-centred care and the unmet needs of people
with aphasia and their family members. This study formed part of a
broader project to design an mHealth (mobile health) application to
support healthcare communication between people with aphasia
and healthcare workers during hospital admission. Interest in the
use of mobile technology to support healthcare communication is
emerging [37-39] and may offer solutions to the problem of health-
care communication between healthcare workers and those with
communication disability. For example, nurses have suggested that
mobile technology may assist them to personalise care for people
with communication disabilities [40]. While there is an increasing
trend of mHealth technology within healthcare systems [41], efficacy
evidence is still limited [42]. To inform the development of the appli-
cation, focus groups were held with individuals with lived experience:
people with aphasia, family members and healthcare workers.
Findings related to healthcare workers have been reported elsewhere
[31]. The aim of the current study is to explore the experiences of

I'M NOT MAD, I'M NOT DEAF . 6123

individuals with aphasia and their family members regarding health-
care communication within inpatient-settings.

Materials and methods
Ethics

Ethics approval was obtained from La Trobe University Human
Ethics Committee (HEC16-080) and St Vincent's Hospital Melbourne
(LNR HREC ref: LNR/16/SVHM/238).

Study design

The study adopted a phenomenological approach within a social
constructivist paradigm. The phenomenological methodology
allowed us to explore the individuals’ perspectives of healthcare
communication in order to develop a deeper understanding of
their experiences. A social constructivist paradigm was used
because it reflected our assumption that all knowledge, including
participants’ and researchers’ realities, is constructed through inter-
action [43]. We assumed interaction would help to articulate and
identify patients’ and family members’ beliefs about communicat-
ing with health professionals, and our knowledge of those beliefs.
Data were collected via a semi-structured focus group and anal-
ysed using an inductive thematic analysis. The study is reported
in line with the consolidated criteria for reporting qualitative
research (COREQ) checklist [44].

Participants

Participants were recruited via purposive sampling (see Table 1
for eligibility criteria). Information was disseminated through news-
letters and email distribution via the Stroke Foundation, the Stroke
Association of Victoria and Aphasia Victoria. Individuals who
expressed interest were provided with participant information
sheets in line with aphasia-friendly formatting recommendations
[45-47]. Written informed consent was obtained before data col-
lection commenced.

Four individuals with aphasia and two family members were
recruited and participated in the study. Time post-stroke ranged
from 3 to 7.5years (Table 3). Demographic data were not collected
for family members. No participants refused participation or
dropped out of the study.

Table 1. Eligibility criteria for recruited participants.

Participants Inclusion criteria

Individuals with
aphasia

Over 18 years of age

Diagnosis of aphasia, with some ability to read and
write (self-reported)

Experience of hospital admission post-stroke and an
inpatient stay on acute and/or subacute ward and/or
accessed community rehabilitation

Can be supported to give information/opinions about
their healthcare experiences

Currently living in the community

Sufficient hearing and vision for group interaction

Sufficient English language skills to participate without a
translator

No evidence of progressive cognitive disorder
(self-reported)

Over 18 years of age

Sufficient hearing and vision for group interaction

Sufficient English language skills

No evidence of progressive cognitive disorder
(self-reported)

Family members
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Table 2. Demographic information of the participants with aphasia.

Participant code Gender Age (yrs) Time post-stroke (months) Aphasia severity Aphasia type Family member participated?
Person with aphasia_m1 Male 69 54 Mild Anomic No

Person with aphasia _f2 Female 63 73 Mild Anomic No

Person with aphasia _f3 Female 68 36 Moderate Transcortical sensory Husband

Person with aphasia _f4 Female 68 84 Severe Broca's Husband

yrs: Years in the participant code (column 1); m: male; f: female.

Data collection

The research team collaborated to generate the focus group ques-
tions (Table 2). These key questions were designed to allow suf-
ficient time for discussion with individuals with aphasia, as well
as exploring potentially conflicting experiences amongst partici-
pants. Probe questions were subsequently used to further explore
participants’ responses to the key questions.

A semi-structured focus group took place in November 2016
at La Trobe University, facilitated by the first author and a
research assistant who took field notes. The duration of the focus
group was two hours including breaks and was audio- and
video-recorded to capture verbal and nonverbal communication.
The participants knew each other either from participating in
previous research studies or through community events to pro-
mote awareness of aphasia. This meant that introductions were
minimal (i.e. introducing members of the research team) and
led to a very convivial atmosphere. The facilitator’s role was to
help the group to establish ground rules for the interaction, ask
guestions, use supportive conversation techniques, ensure that
individual participants had the opportunity to contribute to the
discussion, and to time-manage the interaction. Supported con-
versation techniques included writing key words, drawing, and
using gesture to assist participants to understand and follow
the discussion, and to express their thoughts and opinions. The
facilitator made frequent use of verification techniques [48] to
check she had correctly understood the responses of the par-
ticipants with aphasia. During the focus group, participants fre-
quently responded to each other to express agreement,
disagreement or a different perspective.

Characteristics of the facilitator and relationship with the
participants

The first author facilitated the focus group; she is a female
researcher who holds a PhD in relation to aphasia and previously
worked as a speech pathologist in hospital-based and community
multidisciplinary teams. The facilitator/first author had previously
met two of the participants with aphasia and one of the family
members. The participants knew the study formed part of a
broader study to develop a mHealth app to support healthcare
communication; as part of that study, they were invited to share
their experiences of hospital care following their stroke. The facil-
itator/first author’s assumptions were that individuals with aphasia
and families would report negative experiences of communication
in acute settings, possibly more positive experience of subacute
and rehabilitation setting, but report an overall dissatisfaction
with healthcare communication. In order to reduce potential
research bias, the facilitator asked open questions, which had
been developed in collaboration with other members of the
research team (Table 2). Questions were carefully worded to limit
the potential to lead participants to respond in a certain way.
Steps to reduce potential bias were taken during data analysis:
firstly, the first and second authors completed data analysis
together (the second author had not been involved in designing
the focus group questions or in data collection). Secondly,

Table 3. Topic guide.

Focus group questions

Warm-up question: When did you have your stroke? (data not used in
analysis)

1. When you think back to when you had your stroke, what is your strongest
memory of that time?

2. While you were in hospital, who did you have conversations with? Who
did you not have much contact with?

3. What did the hospital staff do to make conversations easier or more
successful?

developing themes and subthemes were discussed with other
members of the research team (the third and last authors) as a
form of peer checking.

Data analysis

The video recording of the focus group was transcribed verbatim
by a research assistant who is familiar with aphasia and who
received transcription training from the first author (this included
using a transcription template, a key for transcribing nonverbal
communication, and checking by the first author). The written
transcript was analysed following an inductive, semantic thematic
approach described by Braun and Clarke [49]. This analytical
method was chosen to allow for investigation of the participants’
realities. In this way, we had confidence that the resulting themes
were data-driven [49,50]. Data from individuals with aphasia and
from family members were analysed together, given that partic-
ipants had all attended the same focus group.

Similar to the analytical method detailed in a related study [31],
the first and second authors completed multiple readings of the
transcript to identify relevant data and generate descriptive codes
(Phase 1, according to Braun and Clarke). Related codes were clus-
tered together (Phase 2) to create possible sub-themes and themes
(Phase 3). These preliminary themes were reviewed with the third
and last authors (Phase 4); questions and disagreements were doc-
umented and resolved through discussion to reach consensus on
the final sub-themes and themes (Phase 5). Finally, all co-authors
were involved in preparation of the manuscript to ensure partici-
pants’ experiences were presented with transparency and honesty.

Trustworthiness

Trustworthiness of the analysis included consideration of credi-
bility, transferability, dependability and confirmability [51]. A pro-
cess of continual peer review and peer debriefing throughout all
stages of analysis was important in establishing the dependability
of the data. Confirmability was established through documentation
of decisions relating to how data were coded. Team meetings
were used to discuss possible sub-themes and themes as a form
of peer review: the result of these discussions was consensus on
the nature and wording of sub-themes and themes as well as
decisions on whether a theme was relevant or distal to the
research question. An audit trail of decisions and changes was
maintained to show the evolution of the analysis. Purposive sam-
pling of individuals with lived experience (that is, people with



aphasia and their family members with experience of receiving
hospital-based care post-stroke) contributed to the transferability
and credibility of the data collected and analysed. Participants’
views and experiences are frequently reported verbatim in the
results, in order to respectfully preserve their voices and to allow
readers to draw their own conclusions. Occasionally, quotes are
abbreviated (indicated by three full-stops, [52]) to remove repe-
tition or errors that might impede the reader’s understanding. At
all times, care was taken not to deviate from the speaker’s
intended message. Quotes were selected by the first author and
reviewed by all co-authors.

Results

We generated five major themes and four subthemes:

1. Aphasia makes it hard to communicate;
2. Hospital staff focus on the patient’s medical status only;
3. Patients with aphasia do not get the help they need to
improve;
4. Staff lack the skills to communicate with people with
aphasia; and
a. Communicating with the healthcare team was a neg-
ative experience
b. Staff did not help patients with aphasia to
communicate
3. Staff are crucial to improving healthcare communication
a.  Communication can be successful
b. Conversations would be easier if other people helped

Major theme 1: aphasia makes it hard to
communicate

The shock regarding the immediacy and totality of the disability
associated with aphasia was evident: problematic, difficult health-
care communication started with the ambulance worker and pre-
vailed throughout the hospital pathway: “When the ambo
[ambulance worker] came he he was this ((gestures talking)) but |
couldn’t say anything, nothing there” (person with aphasia_f4). In
the acute phase, error production was high: “[wife’s] ‘yes’ and ‘no’
didn’t necessarily mean ‘yes’ or ‘no. So she had very few words and
even what she said wasn't necessarily what she meant” (family mem-
ber of person with aphasia_f4). These errors made it challenging
to involve the patient with aphasia in healthcare discussions and
decisions. There was a distressing discrepancy between persevered
internal ability and impaired expressive output: “You know what
you got to say and your brain what you mean but to say these words,
wrong things” (person with aphasia_m1). As one participant with
aphasia put it, “l was fully full functioning in the brain out... the
problem is | couldn’t communicate... | had an adult brain but the
communication of an 18" month old” (person with aphasia_f3).
Comprehension also presented challenges to everyday communi-
cation, which further undermined self-efficacy for some partici-
pants: “The problem | had was... | don’t understand very well... it’s
almost as though it’s another language... that you've only done it
two or time... lessons on it and you think, 'Yes I've heard that word
but what do you mean?” (person with aphasia_f3). Participants
recalled that communication difficulties also impacted communi-
cation with those who were most familiar to them: “When friends
come and have a look... you can most time you can understand...
very hard just to say hi to the guys... all that stuff, that’s a very hard
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Figure 1. Theme 1.

bit” (person with aphasia_m1). The inability to communicate left
people feeling infantile, frustrated and disconnected. The expres-
sive and receptive symptoms of aphasia had powerful and dis-
tressing impacts on participants’ attempts to connect with those
around them. With the benefit of time and recovery, participants
could communicate the strangeness of the early stages of aphasia
(Figure 1).

Major theme 2: hospital staff focus on the patient’s
medical status only

Participants perceived that the main business of staff in the hos-
pital was to manage the medical status of the patient and this
did not include engaging in effective communication with the
patient (“They do the checks and checking checking” and “the normal
doctor comes in the morning... to check blood transfer and all that
stuff but then the other people come and check it after that,” person
with aphasia_m1). It is unclear whether these multiple checks
represented clinical thoroughness or were redundant, but the
need of such checks was perhaps not explained or understood.
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Figure 2. Theme 2.

For one family member, the lack of communication between
patients with aphasia and the medical team reflected the reality
of hospital life. In hospital, particularly in the acute setting, med-
ical matters dominate; as a family member said “/ think in the
hospital the neurosurgeons are there... to make you better from the
stroke. They're not there to treat you for aphasia” (family member
of person with aphasia_f4). When discussing the experience of
individuals with aphasia communicating with the healthcare team,
this family member did not see it as a priority to involve the
individual with aphasia in communication, “[wife] was not capable
of having a conversation so I'm not sure you're asking a question
that’s relevant to her” (family member of person with aphasia_f4).
While this did not reflect the opinions of the other participants
in the group, it does serve to highlight that some patients or
family members have different expectations about communication
with the healthcare team in hospital.

All participants described conversations with healthcare pro-
viders as centred on the patient’s medical status, although there
were some differences in their expectations about whether the
patient with aphasia should be included in these conversations
or not. There was an acceptance that stroke is a medical emer-
gency and that a medical response is necessary; but for some
participants, over-medicalisation led to a singular focus on medical
tests, without seeing the patient as a whole (Figure 2).

Major theme 3: patients with aphasia do not get the
help they need to improve

Participants felt that they did not get enough help to improve.
Once the medical emergency of limiting the damage caused by
the stroke had been achieved, participants felt there was a
reduced urgency to address the residual consequences of the
stroke. The participants felt strongly that more action was needed
in the days and weeks following the stroke, which led to feelings
of impatience and frustration: “/ felt as though I'm being wasted
time... To me | felt like, ‘Come on, you've got to be doing something

Figure 3. Theme 3.

now to reverse and stop what was happening'.. | was so frustrated
on that” (person with aphasia_f3). Patients and family members
were keen to work to improve the situation, yet they felt this
approach was not shared with some of the healthcare team. As
a result, patients and families felt frustrated that they were not
given suggestions and advice on how to improve. One family
member described how the specialist showed them a scan of the
stroke and used this to rule out the possibility of improvement:
“When he showed us the MRI scan he said to me ‘That is a serious
injury’ That’s what he was trying to do. We're trying to say... ‘We
want to improve.... the rest of it is all working, what do we do about
that [the aphasia]?... It was a very frustrating time” (family member
of person with aphasia_f3). Participants had busy lives, roles, ambi-
tions and plans they longed to return to. Yet there was a sense
of competing beliefs and goals between the healthcare team and
the participants. Turning to some professionals for a robust recov-
ery plan led to disappointment and frustration, with test results
used as a reason to scale down hope and expectation. What may
be viewed by healthcare staff as resource management or deliv-
ering prognostic information, was received by participants as the
healthcare team not being on the same page as them (Figure 3).

Major theme 4: staff lack the skills to communicate
with people with aphasia

Despite some participants accepting that conversations would
focus on their medical status and that they would not be included
in these conversations (as described in Theme 2 above), others
expected that staff would need to communicate with the patient
with aphasia and that they would have the knowledge and skills
to do so. However this was not the reality of participants’ expe-
riences. Participants described a range of negative experiences
communicating with the healthcare team and staff using ineffec-
tive strategies when attempting to help.

a. Communicating with the healthcare team was a negative
experience



The healthcare team has expertise in stroke, but participants
often had negative experiences communicating with them. There
was a lack of information immediately post-stroke: “/ was not being
told anything. At all...” (person with aphasia_f3); “I didn’t know about
the aphasia, all | knew was about the stroke” (family member of
person with aphasia_f3). There was a sense that health professionals
did not understand aphasia. One experience that was common to
participants involved a medical professional pointing to his/her
watch, without any explanation, in an attempt to elicit naming
from the individual with aphasia. This resulted in confusion, as the
individuals with aphasia were unsure what was required of them,
i.e. was the correct answer “watch” or to provide the time? Yet their
responses carried significant weight regarding prognosis and plan-
ning of services. When one participant failed to respond to the
doctor’s impromptu language test, the doctor interpreted this as
an indication that rehabilitation was not appropriate: “/ wasn’t worth
doing rehabilitation” (person with aphasia_f3).

Communication difficulties also arose in allied health interven-
tion sessions: “they don't give you clear constructions [instructions]”
(person with aphasia_f3). An example of this related to the occu-
pational therapist asking the participant to make a cup of tea for
her husband, which she refused to do. She was unable to explain
the reason for her refusal was that the only household chore her
husband did was making her a cup of tea and she did not want
him to discontinue this. Furthermore, during a physiotherapy ses-
sion, the participant was asked to jump over a line but she wanted
to show that she could do more: “...I thought with my brain ((points
to head)), ‘| can be very clever. | can go from here or | can jump over
to there. However, what they really wanted was that | could actually
get over the line to see that | could adjust how far they were going”
(person with aphasia_f3). In both situations, whether having a
reasonable objection to the task or trying to over-deliver, the
participant reflected that her behaviour was interpreted negatively:
“They felt | wasn't being... | was being objuctable [objectionable]”
(person with aphasia_f3). Communication with the healthcare
team was not collaborative and was often limited to patients
following instructions and complying with tests. One family mem-
ber recalled that communication with the person with aphasia
was necessarily one-sided but that this was not a problem: “...it
was very directional. People came in and said ‘Look this is what we're
going to do’ and she'd go off and do it but it it was hardly a con-
versation” (family member of person with aphasia_f4). Speech
pathologists were often not available in the acute phase to sup-
port communication: “She [acute speech pathologist] was... very
good but | only saw two or three times... and one was to say good-
bye” (person with aphasia_f3). Only one participant with aphasia
felt that her needs were met in hospital and seemed happy to
take the role of a passive patient: “/ was happy I | was there... food
there... whatever, fine for me, whatever whatever go on” (person
with aphasia_f4).

b. Staff did not help patients with aphasia to communicate

Participants recalled both difficulty communicating with health
professionals and reduced opportunities to communicate, partic-
ularly with the doctors. Staff adapted their communication in
ways that were not effective or facilitative. For example, one par-
ticipant recalled the doctor coaxing her to encourage her to talk,
but this was not an effective strategy: “[The doctor said] ‘Come on
come on you can say it! [l said] | can’t say it at all, at all, at all”
(person with aphasia_f2). A participant with a comprehension
deficit had experiences of members of the health team speaking
more loudly to her: “He [specialist] would ask me a question and
as I'm slow getting it out he would do it more louder to me and the
third time that he would ignores me at all... | was so frustrated...”
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(person with aphasia_f3). Participants identified a distinction
between knowledge and skill to manage stroke, and knowledge
and skills to engage with someone with aphasia caused by the
stroke: “He [the specialist] was a stroke man who did not understand
aphasia... the communication was appalling” (family member of
person with aphasia_f3).

Family members became an important conduit in the commu-
nication process: “I was asking [husband] ‘What's wrong with me?’
And he was then saying that | had aphasia” (person with apha-
sia_f3). Family members became the main contact point between
the patient with aphasia and the health team; this worked well
as a method of getting information: “/ used to meet the stroke team
at 8 am... and that was really valuable talking to them” (family
member of person with aphasia_f4). However, for participants
with aphasia, being excluded from the communication chain led
to frustration (“The doctor that came in there, the specialist, did not
talk to me at all... he spoke so quickly, he ignored me at all” and
“He [the doctor] would ((pointed to her husband))... | was so frus-
trated,” person with aphasia_f3).

There was an absence of evidence of person-centred care in
participants’ recalls of their hospital experiences. Doctors in par-
ticular seemed to struggle to implement effective strategies to
mitigate at least some of the symptoms of aphasia. In some cases,
family members seem to replace patients as the focus of educa-
tion and decision-making (Figure 4).

Major theme 5: staff are crucial to improving
healthcare communication

a.  Communication can be successful

Participants did experience instances of effective communication,
facilitated by environmental props or non-verbal communication.
One participant with aphasia recalled how useful it was to see the
therapy timetable displayed on the wall of the rehabilitation gym:
“I went to the [physiotherapy gym] and oh! ((points to the wall and
gestures reading)) ok... and whatever happens yes... for about an
hour... yes and good... Monday Tuesday Wednesday Thursday Friday”
(person with aphasia_f4). Furthermore, when staff attended to
non-verbal communication, participants found they were able to
express preferences and choices. For example, when the hospital
catering staff visited the wards to offer hot drinks, one participant
with aphasia recalled being able to point to, rather than verbalise,
their preference for tea or coffee. Another participant with limited
verbal output practised typing on her iPad so that she could
communicate with the healthcare team. She was motivated to do
this as she was frustrated with not receiving adequate support to
communicate with the doctor. She recalled typing, “I'm not mad
and I'm not deaf” (person with aphasia_f3) on her iPad and going
to the specialist’s office to show him. None of the participants
recalled any of the healthcare team using additional communica-
tion strategies such as writing, gesture, or verification strategies.

b. Conversations would be easier if other people helped
Participants felt communication would be improved if health
professionals used strategies to support the patient’s comprehen-
sion and response. In the acute and sub-acute phases of stroke
recovery, patients with aphasia might not have the cognitive flex-
ibility to realise that their verbal output is problematic and that
they need to switch to another means of communication. As one
participant with aphasia put it, in the early days and weeks
post-stroke, she was unable to problem-solve to try out different
ways to let the nurse know she had a headache: “My head was
((gesturing pounding headache)) and | was trying to get a Panadol...
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Figure 4. Themes 4a and 4b.

what | was saying out was not making sense... and the girl said to
me ‘The doctors said that you can't have those... | burst into tears
because | knew that | could have that” (person with aphasia_f3). She
suggested the nurse should have used gesture and offered choices
to which the patient with aphasia could then respond: “If someone
could come in and act out something, if | couldn’t talk and she said
to me ‘Have you got pain?’ ((gestures pain)) or something, | could
recognise it.” This participant with aphasia described this strategy
as “charades” and saw it as the responsibility of the entire healthcare
team to consistently use such strategies (Figure 5).

Discussion

The current study investigated the experiences of individuals with
aphasia and their family members regarding healthcare commu-
nication following a stroke. We generated five themes relating to
the difficulty of engaging in healthcare communication with apha-
sia, unmet needs, lack of accessible communication opportunities,
possibilities for improvement, and understanding the realities of

the hospital environment. This study adds to the evidence base
by giving voice to individuals with a range of aphasia types and
severity and their family members.

It seems uncontroversial to state that aphasia can present
serious challenges to effective healthcare communication
[31,32,53,54] and findings from the current study re-enforce this.
Participants in the current study expressed frustration, disappoint-
ment and concern regarding the lack of accessible communication
within the hospital environment. Moreover, participants perceived
this as a systemic lack of interest or ability to include them in
healthcare-related communication. Nurses have reported valuing
task-oriented communication that relates to their workload (for
example, assessment, providing care, discussing discharge pro-
cesses) rather than communication related to rapport-building
[30]. Yet in the current study, participants’ frustration was not
related to communication as a ‘soft’ skill in relation to
rapport-building; rather, patients’ needs were often unaddressed
due to poor healthcare communication and lack of ways to mit-
igate the effects of aphasia. For example, pain management needs



Figure 5. Staff are crucial to improving healthcare communication.

went unaddressed, patients were unaware they had aphasia and
what that meant, and family members had to act as key advocates
and conduits for communication with the treating healthcare
team. Participants reported staff do not know how to help people
with aphasia and either use inappropriate compensatory strategies
(talking too loud, encouraging the person with aphasia to talk
when it was not possible) or simply ignoring the patient with
aphasia. Regarding doctors on the ward, participants in the current
study had constrasting perspectives. Some expressed dissatisfac-
tion that experienced stroke doctors did not know how to com-
municate with patients with aphasia, while a contrasting view
was that it may be unrealistic to expect doctors to be skilled in
communicating with patients with aphasia. However, the latter
does not align with the expectations of the medical profession
itself and regulatory bodies (e.g. [18,55]).

A novel finding from the current study relates to the potentially
problematic nature of informal assessment used by health pro-
fessionals. At times, the healthcare team gave instructions or
requests that were unclear to patients, such as the doctor pointing
to his/her watch or the physiotherapist asking the patient to jump
over a line. When patients did not understand the purpose of the
assessment, this was a source of not only frustration but also
concern that opinions regarding eligibility for rehabilitation were
being formed in a non-transparent way. Information needs were
routinely not addressed in a tailored way. For example, formulating
and delivering information about prognosis is complex [56,57]
but participants in this study recalled the information being
received as a shock and not within the context of an accessible,
open, two-way conversation. Even when health professionals
attempted to embed an assessment task in an everyday activity,
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such as the occupational therapist asking the patient to make a
cup of tea for her husband, the patient’s own daily routines will
influence whether this is an acceptable task or not. Such misun-
derstandings could lead to patients being viewed as non-compliant
[58]. For one couple with aphasia, there was a sense that the
scan data of the brain lesion was a key determinant in whether
the patient had rehabilitation potential and that the family mem-
ber had to fight to advocate for access to rehabilitation.

Interestingly, the role of the speech pathologist was not a
predominant theme in any of the participants’ experiences.
Admittedly the focus group questions were not designed to spe-
cifically probe experiences of working with the speech pathologist;
nonetheless the absence of the impact of the role is noteworthy.
The literature suggests the role of the speech pathologist shifts
throughout the stroke pathway, for example, in the acute phase
of care, this role focuses mainly on dysphagia management [59].
This aligns with the perceptions of participants in the current
study that priority is given to managing medical status while
other needs are neglected, such as those relating to education,
engagement, and contributing to decision-making. There is a sense
that the acute speech pathology service is restricted to screening
and assessment [59] and/or education and strategies rather than
individual therapy [31]. As argued elsewhere in the literature,
there is potential to fundamentally redefine the role of
hospital-based speech pathologists to focus on establishing
healthcare communication, that is, working with staff and patients
to establish at least a basic communication system in order to
manage essential basic transactional and interactional needs
[21,60,61]. Interestingly, in the current study, the professional
identity of an individual healthcare worker did not appear to
influence participants’ expectations or experiences; on the whole,
individuals with aphasia agreed that the healthcare team should
have the knowledge and skills needed to adjust communicate for
someone with aphasia. The lack of speech pathology service was
not a source of complaint for participants in the current study;
that is, patients’ dissatisfaction did not specifically relate to a lack
of speech pathology intervention, but more the lack of accessible
information and conversations with the wider team.

Findings from the current study highlight the discrepancy
between the experiences and expectations of the stroke pathway
by individuals with aphasia and their family members and by the
treating healthcare team. Participants expressed alarm, impatience,
distress and a sense of urgency. There was a sense of time being
wasted in the early days and weeks post-stroke, with patients and
family members lacking guidance or counselling. This is not some-
thing that has been reported by health professionals (e.g. [31,53]),
who are trained in, and exposed on a daily basis, to medical
emergencies. Nonetheless, staff want to help and feel distressed
when they feel restricted by lack of time, resources, training or
skills [31]. Healthcare workers are operating in a non-optimal
environment (time not available for staff-patient interaction, lack
of access to readily available materials) and feel insufficiently
skilled to interact with patients with aphasia; this leads to staff
dreading, limiting or avoiding talking with patients with aphasia
and to patients experiencing poorer quality of care and dissatis-
faction with the service they received [31,53,62]. What is missing
is protected time in the clinical environment to tailor information
and healthcare conversations to the individual patient. Sundin
and Jansson [63] describe “understanding and being understood”
as a basic foundation within care (p.107). They elaborate that
caring is an interaction, a dialogue between the patient and care
giver, where they work together to create action. Participants in
the current study did not appear to recall being included in a
meaningful dialogue with the healthcare team.
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Taken together, this evidence suggests a relatively inflexible
system where patients are expected to fit into a one-size-fits-all
model of communication. This has been echoed elsewhere by indi-
viduals with aphasia and their carers who report being regarded
as “just a number” [53,p.7]. This represents a dehumanising of
healthcare, with a reductionist view of the body as a collection of
medical symptoms [64-66]. Pound and Jensen [65] highlight the
pitfalls of fragmenting the human experience into fixed domains:
“Without a more nuanced, inclusive view of human experience,
healthcare practitioners may inadvertently operate within artificially
narrowed boundaries of the practical, the doable and the visible and
therefore be less well equipped to respond with creativity and
curiosity” (p.1229). A fragmented approach focusing on “the prac-
tical, the doable and the visible” may explain why participants in
the current study and elsewhere report dissatisfaction with health-
care services and, on occasion, safety concerns [29,54]. Evidence
from the stroke multidisciplinary team suggests that healthcare
workers do indeed focus on the practical, doable and visible (e.g.
[31]), which likely reflects the organisational environment. Hospital
systems are designed for fast-paced judgements and decisions,
while internal structures and processes promote efficiency. Models
of person-centred care should ensure that care is wrapped around
the patient; instead, patients with aphasia report an inflexible expe-
rience of care that prioritises physical care tasks (which may require
little or no communication with the patient). Patients whose injuries
require adjusted communication are vulnerable to being poorly
treated as a result of a ruthlessly efficient and overburdened system.
As a result, these patients are at increased risk of adverse events
and falls [25,67,68]. Roter and Hall [69] argue that medical care has
two fundamental ingredients: the first is the expert knowledge of
the clinician and patient, the second is communication. The absence,
then, of effective communication could result in reduced quality
of care and poorer health outcomes. Given the increasing presence
and acceptance of eHealth and mHealth platforms, future clinical
research could harness the potential utility of technology to allow
healthcare professionals to access resources and advice in real time
to help them to engage patients with aphasia in healthcare-related
discussions. In order to affect meaningful change within the hospital
system, technological innovation should be developed with input
from consumers including patients and staff, and embedded within
centralised team processes.

The current study found that individuals with aphasia and
family members think the healthcare team should have the skills
to communicate with patients with communication disorders and
be prepared to change their usual communication style to accom-
modate these patients, as echoed elsewhere in the literature [62].
What might be a solution to this impasse? Providing care to
patients with communication difficulties is challenging [24] and
requires a different approach to planning care for patients without
communication difficulties. Instead of focusing on aphasia as a
symptom of stroke and as a target for therapy later in the care
pathway, aphasia could be viewed as an immediate obstacle to
providing person-centred care. This obstacle could be mitigated
by optimising the immediate environment so as to compensate
for the language impairment, e.g. assessment of healthcare com-
munication [70]. Providing training and tools is obvious, but on
its own, unlikely to lead to behavioural and cultural change on
the ward. Hemsley and Balandin [71] caution that we need to
consider the multiple barriers to uptake of communication tools
in hospitals, as well as the need for comprehensive evaluation of
any such interventions in order to persuade hospital services of
the need for investment. Systemic interventions are called for in
order to shift the hospital and ward culture towards an “institu-
tional culture of partnership” [34,p.544). Hospital policies and

procedures should be developed so that communication-vulnerable
patients are identified on admission [61] and consideration given
to how practical care tasks can be balanced with time for
clinician-patient interaction [34]. O’Halloran, Grohn, et al. [61]
recommend embedding the prioritisation and value of commu-
nication in staff recruitment and promotion. For existing staff,
ongoing education and training should be delivered in a variety
of formats, including formal training as well as on-the-job training
via shadowing and case conferences. Such training should include
not only communication strategies but also staff’s roles in creating
opportunities for communication [61]. Ultimately, healthcare com-
munication is a central and key part of delivering person-centred
care. For all patients, and particularly those with communication
disability, any threats to healthcare communication should be
viewed as relevant to all healthcare professionals, with imple-
mentation of system-level solutions required to move the needle
on patient experience and safety.

Limitations

The current study presents data from a small number of participants
within one metropolitan area in Australia, collected for the purposes
of guiding the development of a mHealth application in November
2016. Despite the window of time between data collection and
publication, unfortunately there is nothing to suggest that the
experiences of individuals with aphasia and their family members
have improved, particularly following the COVID pandemic and its
impact on healthcare. Therefore, we suggest the findings of the
study may continue to reflect hospital experiences for some indi-
viduals with aphasia and their families. Individuals living with apha-
sia from different linguistic and cultural backgrounds, as well as
from regional and remote areas, are likely to have different expe-
riences of receiving post-stroke care; their inclusion would have
strengthened the relevance of the findings. We acknowledge that
those participants who consented to join the study may hold par-
ticularly strong feelings about post-stroke healthcare communica-
tion. However, the participant with severe aphasia and her husband
consistently reported feeling happy with the level of communica-
tion, representing a contrasting but nonetheless valid view.

See Appendix 1 for an aphasia-friendly summary of this paper.
A draft of this summary was shared with the participants and
their feedback incorporated in the final version.
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