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Introduction

For many people with aphasia, anomia is the most common feature of their aphasia
(Goodglass & Wingfield, 1997). Speech and language therapists apply word finding
therapies to address anomia with good outcomes on treated words but less evidence
of generalisation to untreated words (Efstratiadou et al., 2018; Lavoie et al., 2017;
Wisenburn & Mahoney, 2009). As generalisation cannot be assumed, one solution is to
select words for therapy that people want to use. For example, if someone wants to talk
about golf, select golfing vocabulary for anomia therapy. Involving people with aphasia in
selecting treatment stimuli is therefore highly desirable. However, it poses a challenge,
given that the anomia makes it difficult to propose treatment vocabulary.

This problem of stimuli selection has been reported in a few studies and addressed in
different ways. Research has explored the stimuli for naming therapy based on what
words are most frequent (Renvall et al.,, 2013a; Renvall et al., 2013b) or has prompted
participants to choose words that are most useful (Palmer et al., 2017). When studies
observed the topics people with aphasia talk about or explored in retrospect the topics
people chose to practice in therapy, differences emerged. Observations showed a focus on
the ‘here and now’ with less discussion about books, current events and politics (Davidson
et al.,, 2003). When asked to choose topics, people made use of the therapy to describe
their stroke story (Holland et al., 2010). This raises two points. Firstly, it is possible that
what people with aphasia aspire to discuss is not what they are talking about day to day.
Secondly, the research question asked determines the response to some degree.

It is difficult to determine how stimuli have been chosen in the past. Despite a high
number of published papers addressing word finding treatments (Efstratiadou et al., 2018;
Sze et al,, 2020; Wisenburn & Mahoney, 2009), the methods for selecting treatment stimuli
is not widely reported. A recent review looked at the important components of word
finding therapies in detail (Sze et al., 2020) using a framework to explore Regime, Item,
Technique and Application of technique (RITA). In the RITA framework, the ‘I’ explored the
items used in therapy. Information extracted was number of items treated, number of
times an item was named and grammatical class of the items, but not how or why
particular items were selected.

To our knowledge two studies have described their methods for selecting
a meaningful word list (Hickin et al., 2022; Law et al., 2018). Hickin et al. (2022) elicited
a personally relevant word list through a total communication conversation about people,
situations, and topics. Picture prompts were deliberately avoided to avoid a bias towards
concrete stimuli. This method works well for individually tailored therapy. In another
study, people with aphasia were prompted to talk about an important event in their life,
their responses were coded, and the resulting topics were concluded as meaningful (Law
et al,, 2018).

This qualitative study took a different approach. It sought a list of topics that
could be used across many people with aphasia so was searching for the universal
rather than the personal. It also hoped to capture the topics and conversations
people with aphasia aspire to have, rather than useful or actual conversations.
Therefore, it asked about aspirations for conversations, what the conversations are
that enrich our lives. In line with the Life Participation Approach to Aphasia this
study has placed those with aphasia at the centre of the decision making (Chapey
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et al., 2000). Twelve people with aphasia were invited to focus groups to discuss
meaningful topics of conversation. A focus group methodology was chosen as it
allowed participants to share their views, hear the views of others and adjust their
contributions based on the new information (Acocella, 2012). This iterative process
generates consensual data, representing the collective views of the group. These
methods asked participants not only to share their own experience but also to
reflect on the views and experiences of other people with aphasia they know.
These methods (SWIM, Someone Who Isn't Me) have been used successfully with
people with aphasia by this research team (Wilson et al., 2015). The resulting topics
can guide word lists for naming therapy or provide topics for conversation groups.
To this end, the focus groups addressed the question:
What topics do people with aphasia find most meaningful to talk about and why?

Materials and methods

Ethical approval was gained from the City, Universityof London Language and
Communication Science Proportionate Review Research Ethics Committee (ETH1920-
0148). The Standards for Reporting Qualitative Research were used as guidance in the
reporting of this study (O'Brien et al., 2014).

Qualitative approach and research paradigm

Focus groups were used to identify the most meaningful topics. Focus groups were chosen
as they can identify and clarify what topics are most important through discussion, and how
a variety of opinions can be prioritised (Tausch & Menold, 2016 p.8). The researchers took
a constructivist viewpoint, that knowledge is co-constructed through our interactions and
experiences and not an external reality to be discovered (Given, 2008).

Researcher characteristics

Student researchers led the focus groups (authors SB, CF, DS & JW). The students
were speech and language therapists in training. As such, they had some knowledge
and clinical experience of aphasia. In each focus group one student researcher led
the group, a second student researcher supported participant’s communication.
A specialist speech and language therapist experienced in qualitative research
methods (author ND), was present in one of the two focus groups. This group
included a participant with severe aphasia, so required additional facilitation to
ensure that all views were captured. The student researchers received a two hour
training session on how to run focus groups from ND. The training covered the
nature of focus groups and focus group data, the stages of group discussion, the
questions that elicit breadth or depth of a topic, and how to moderate the group e.g.,
the use of body language to include all participants, the use of neutral but encoura-
ging responses (Ritchie & Lewis, 2003). In both focus groups two participants were
known to two of the student researchers prior to the study, through a previous
volunteering role. Otherwise, the student researchers had not met the participants
prior to recruitment.
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Context

Two focus groups were held on the same day in separate rooms in City, University of
London in January 2020. Some participants were familiar with this venue as a community
aphasia group was also held at this site.

Sampling

Participants were recruited from community aphasia groups in London, by speech and
language therapy students (SB, CF, DS & JW), see figure 1. Participants were invited to take
part if they were >18 years old, had aphasia as a result of a stroke that occurred more than
4 months previously, and were a fluent English speaker pre-stroke. Participants were
excluded if they had additional cognitive impairments or neurological diagnoses that
impact on cognition.

The study was presented in the aphasia group and interested people were given the
participant information sheet. Participants had a week to read the study information and
had the option to ask questions before giving informed consent to take part. Study
information was made accessible by following published guidance (Rose et al., 2012).

Data collection instruments

A topic guide was developed by student researchers with supervision from ND
(Appendix 1). To ensure that both focus groups covered the same content, some
sections of the topic guide were scripted e.g., the purpose of the groups. The focus
groups began with introductions and group aims. Then group rules were agreed,
and a warm-up activity was undertaken. The research aim of drawing out
a discussion about meaningful conversations was achieved through a guided elicita-
tion technique. Similar to the methods used in Hickin (2022), conversation topics

3 community aphasia groups were visited by
researchers with a total of 33 people with aphasia

22 people expressed an interest

5 did not meet criteria:

17 met inclusion criteria and were screened: Aphasia not due to stroke

Aphasia as a result of a stroke
More than 4 months post stroke
English speaker (E2L is fine)
Over 18 years old

No other diagnosis

5 declined/unable to attend:
Not present on day of screening
Unable to make the time of focus groups
Did not want to be video recorded
Felt topics might be upsetting

12 people invited to attend 2 focus groups
6 participants in each group

Figure 1: Recruitment flow chart
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were first generated through a discussion about who people with aphasia commu-
nicate with, where they have these conversations, what the conversations are about
and how those conversations made them feel. Answers from the group were
recorded in a large grid with columns for who, where, what and feel. Participants
were asked to write what the conversations were about on post-it notes. For those
who needed support with writing the student researchers or therapists wrote the
single word. This was an orienting task. It allowed the concept of meaningful
conversations to be asked in the context of recent discussion about all the possible
conversations that happen.

Then, the concept of meaningful conversations was introduced as “now we are going
to start to think about what is most important ... what is most meaningful for us to talk
about?” (Student researcher). Meaningful topics were subsequently explored in two
activities. First, participants placed written topics (the post-it notes) on a line on a piece
of paper that represented a personal rating scale of least to most meaningful. Participants
answered the question ‘what topics are meaningful and why’ for themselves, by physically
manipulating the post-it note on the drawn line. Each participant used their own scale to
map what they felt were meaningful for them personally, this was supported by gesture,
writing down key words and drawing. Participants were supported in this task by the
student researchers. For example, the students helped them to record their ideas, either in
writing or though visual images. Some were also helped to rank topics on a low- to high-
meaningfulness scale. Then, there was a group discussion about where topics should go
on a single agreed sliding scale for the group. The session was closed by the group leader
checking back the agreed topics from the single sliding scale with the group.

Units of study

The transcript of the conversation about topics and meaning was the data. The post-it
notes on the rating scales were support materials for this conversation, not data.

Data Processing

The focus groups were video recorded, orthographically transcribed, and transcripts were
uploaded to NVivo 12 software for coding. Video recording was used to capture non-
verbal communication and gestures and facial expressions were documented in the
transcription double parentheses (Beeke et al., 2013). Data was pseudonymised. Each
participant was given an identifier (1-6) that indicated which focus group they had
attended (A or B) e.g., P1A.

Data analysis

Framework Analysis (FA) was used to identify dominant topics, see figure 2 for the
stepped process (Richie and Spenser 1994). Student researchers analysed the data follow-
ing FA training from the university and supervision from ND.

To establish whether there was consensus on what was meaningful, the researchers
used a consensus decision process (Sirman et al., 2017). Using the themes in the frame-
work, researchers cross checked by individual. If more than half the participants in a focus
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* Familiarisation:
* Researchers immersed themselves in the transcripts through re-reading

* Thematic Framework:
* Thematic index was developed with themes and subthemes

¢ Indexing and Sorting:
* Transcripts were coded using NVivo software

* Charting:
* A thematic matrix was constructed with a theme per column and a participant per row

* Mapping and Interpretation:
* Dominant themes were identified from the matrix and extracted

Figure 2: Framework analysis stepped process

group (>3) talked about a topic as having high, medium, low meaning it was stipulated

that consensus was reached.

Techniques to enhance trustworthiness

Double coding was carried out on 10% of the coded focus group transcripts in NVivo, to

check if there was agreement in the coding.

Results

Twelve participants with aphasia took part in the focus groups. The sample was predo-
minantly white (10/12), male (10/12) and aged >/= 60 years old (8/12); half were university

educated, including one with a post graduate degree (6/12), see table 1.

Table 1. Participant characteristics

Focus Group 1 Focus Group 2 Total

n==6 n==6

=}

Il
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N

Age Range (years) 40-49
50-59
60-69
70+
Gender Male
Female
Ethnicity White
Black
Asian
Highest Education GCSE
A-level
Undergraduate
Postgraduate
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Table 2. Meaning rank and example quote for all topics that reached consensus

Participants
Meaning Topic and example quote FG1 FG2 Total

High Family and friends 6 5 11
“Ummm well | would go nuts if | didn’t talk to my sister once a week” (P3A)
“But family are at the top” (P6A)
“I'm quite proud of them and (.) so deep down it's important” (P3B)
Food and drink 5 4 9
“It's good (.) for everybody” (P6B)
“It's as important as any of them food is very important that’s my opinion.” (P5A)
Living with aphasia 6 2 8
“Speaking about stroke and things are very important” (P3A)
“But for me consistent ones are promoting aphasia, promoting [name of aphasia group]”
(P3A)
The arts 4 1 5
“Well, I would say as important as food and drink” (P1A)
“It's more important and meaningful than food and drink” (P3A)

Sharing jokes and humour 5 - 5
“I'd put it as one that’s most meaningful” (P1A)

Holidays and travel 1 3 4
“They are everywhere oh my god yeah” (P1B)

Life experiences - 4 4

“I'm very interested in um what people did before they had their stroke ‘cos everybody has
an interesting story to tell” (P5B)

News - 4 4
“Ok em how about talking about the news? Is that meaningful for you?” “Very very” (R4/
P3B)
Medium No topics reached consensus for a medium ranking - -
Low Religion 3 2 5

“Against it” (800, P3B)

“it's very personally” (personal) (P3A)

Money 4 - 4
“no one wants to talk about it!” (P1A)

FG = focus group

All participants and had a mild/moderate aphasia except for one participant who
had moderate/severe aphasia. All participants communicated predominantly though
a verbal modality. This was determined though the clinical judgment of the
therapist.

Twenty topics were generated by the twelve participants with aphasia across the two
focus groups: stroke recovery journey; living with aphasia; medical; food and drink;
nutrition; family and friends; work; holidays and travel; entertainment; sports; the arts;
books; sharing jokes and humour; life experiences; daily events; sex; politics; news; money
and religion. The number of topics highlights the range of views across the groups. The
most popular topic (family and friends) was suggested by eleven participants, while two
topics (sex, nutrition) were suggested by one person.

If more than half the participants in a focus group (>3) agreed, then consensus was
considered established. Ten topics reached consensus. The three topics most partici-
pants thought meaningful were 1) family and friends, followed by 2) food and drink,
and 3) living with aphasia. The other topics that reached consensus as meaningful
were the arts, humour, travel, life experiences, and news. Two topics reached con-
sensus as having low meaning. These were religion and money, see table 2. Ten topics
did not reach consensus.

Reliability of the double coding was almost perfect, kappa=0.92 (McHugh, 2012).
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Highly meaningful topics

Family and friends

The people that are close to us, our family and friends, was the topic that almost all
members of the focus groups (11/12) thought meaningful, that form a core part of
participants identity ‘they are the most - they are to you the most meaningful people that
live’ (P1A). They described feelings of pride, 1'm quite proud of them and, so deep down they
its important, deep down’ (P3B). The importance of having a social network was also
highlighted, ‘we all need people, don’t we’ (P5A), and losing social connections ‘I used to
be surrounded by people but no more’ (P5A).

Food and drink

Discussions about food and drink covered the basic human need for food, an interest in
cooking and sharing new recipes, ‘you've got to discuss a recipe’ (P2A) and going out to
restaurants. The barriers following a stroke were discussed and being able to order for
yourself in a restaurant was highlighted as important. Some participants associated food
and drink with a sense of personal identity, such as P5A ‘risotto’ who had previously lived
in ltaly.

Living with aphasia

Conversations about coming to terms with surviving a stroke were considered mean-
ingful, ‘speaking about stroke and things are very important’ (P3A). The impact of aphasia
on conversations and wellbeing was mentioned ‘/ was frightened that | would never get my
opinion across, and | think it’s very important for people with aphasia to find ways of their
opinions being meaningful and important’ (P5B). The difficulty saying the word ‘aphasia’
was discussed. The groups agreed there was a need to raise awareness of aphasia, ‘it’s
imperative that people are aware of aphasia’ (P5A) as this was a common environmental
barrier. An example was shared of a key person who did not know what aphasia was;
‘I said to one of the barristers, what is aphasia, she didn’t know!” (P5A). Community aphasia
groups were seen as spaces where aphasia was understood; ‘because they understand,
don’t they’ (P5A).

The arts

This topic encompassed art, museums and theatre. It was considered important,
described by one participant as more important than food and drink. Another described
it as therapeutic, ‘art is very therapeutic’ (P3A) and for another as connecting to something
greater than themselves ‘the spiritual side of me' (P5B). The arts were seen as part of a pre-
stroke self-identity that persisted post-stroke. Accessing arts activities post stroke as an
indication of independence was important, ‘when | went to my first art exhibition after I've
had my stroke it was extremely important to me to get out ... it meant a lot to me’ (P5B).
A feeling of belonging to a cultural community was also expressed ‘we also belong to the
(name of a national art group)’ (PA3).

Sharing jokes and humour
The loss of the ability to be funny with aphasia was discussed, suggesting it had
previously formed part of their identity, ‘But umm umm before stroke me umm me humour
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amazing but now umm me jokes ((gestured gone)’ (P4A). Telling jokes and understanding
jokes was considered meaningful, ‘I'd put it as one, that’s most meaningful’ (P1A). One
person suggested humour was a means of coping with difficult circumstances, ‘Better
laugh than cry’ (P5A).

Travel

Participants talked about the loss of ability to travel easily post stroke. The
difficulty of seeing family who lived abroad was discussed, ‘My son lives in Dubai,
he said the first thing he said to me was can | fly after a stroke’ (P5A). The
participants liked talking about holidays, ‘if we are going on a holiday, you'd like
to tell people you’re going and where ya going and find out if they've been on
holiday if they have, find out where’ (P2B). One person linked travel to the kind of
person they were, ‘| do that | go | go ((gesturing movement)) ... America anywhere!
I just go ((gesturing))’ (P1B).

Life experiences

Participants talked about the importance of sharing events big and small, ‘everything
that’s going on in life, whether it's to do with yourself to do with other people’ (P2B). They
talked about laughing with friends about a shared past, ‘the joint events that we shared in
the past we sort of laugh about and remember’ (P3B). The stories of our lives are meaningful
conversations, ‘Everybody has an interesting story to tell and pre and poststroke so every-
body! | enjoy talking stories’ (P5B).

Topics with low meaning

There were two conversation topics, religion and money, that the group felt were not
meaningful to talk about. They agreed that religion was personal and therefore not
meaningful to all. There was a reference to the taboo of talking about money, and
there was consensus that it had low importance for conversations. However, participants
also recognised that often money and benefits have to be discussed if you have someone
supporting your financial management post-stoke, ‘it would be nice if | could just take care
of these things by myself (P1A). It was described as ‘important’ (P3A) and necessary ‘you've
got to talk about it sometimes’ (P2A) but not a conversation topic people aspired to have
‘Well of course money isn’t worth talking about’ (P5A).

Topics that did not reach consensus

There were ten topics that did not reach consensus e.g., half the group or less agreed that
they were meaningful. Some of these topics, such as work, elicited contrasting views, see
Table 3. Other topics, such as nutrition, daily events and sex, were proposed but did not
gain enough agreement from the group to reach the consensus criteria.

Discussion

The participants generated twenty topics of conversation and reached a group consensus
that eight of these conversation topics were meaningful. The three conversation topics
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Table 3. Topics that did not reach consensus

Topic Example quotes
Politics Asked ‘Where would you put it on here? would  ((pushes his hand towards the ‘not as
you say it's very important, not so important?’ meaningful)) (P2B)

P1B points to P6B’s scale and points to most
meaningful (R5/ P1B)

Sports P6A indicated on the scale that sports are very “To some people it's very important to me it's not
high up but not exactly at the top. very important” (P5A)

Recovery “It's meaningful to me” (P5B) “I never ever talk about that (.) never” (P3B)

Books “... 1 couldn't live without books, and | was very  Asked ‘is talking about books meaningful to the
lucky I could read immediately” (P5B) group?’ “no” (P2B)

Medical Researcher: So, one of the things that came up I think we don't talk about my medical condition
quite high on yours was medical conditions? except when it’s relevant because we (.) | think
“Yes yes” (P6B) they're very bored of it really” (P5B)

Nutrition “you're very interested in healthy [eating] and the

fact that () um eh as a nurse yes it's very you
read all sorts of scientific journals” (P1B)

Work “Yes, | have an interest in education and | keep in  “I couldn’t care less ((shakes head))” (P3B)
touch with my friends in school and um I'm
always anxious to see the new developments you
know” (former teacher, P5B)

Entertainment “Yeah, because | talk about those with my friends  “I watch TV, but | don't talk about it" (P3B)
and TV programmes” (P3A)

Daily events  “The joint chit chat” (P5B)

Sex “Of course, it affects us all” (P5A)

considered important with the highest consensus were: family and friends, food and drink
and living with aphasia. Ten conversation topics did not reach consensus.

This study builds on previous research into preferred treatment topics for word finding
therapies. Synonyms for meaningful are ‘important’ and ‘worthwhile’ (Oxford University
Press, 2023). The conversations where we share something of ourselves are often the
conversations that feel important and give meaning to our lives. The agreement that family
and friends are highly meaningful highlights the importance of a person’s social network
after their stroke. Social networks are at risk of shrinking in people with aphasia (Northcott
etal., 2016) and are connected to a person’s well-being. Community belonging is associated
with better general and mental health (Michalski et al., 2020). The people you love and share
your life with have been identified as a factor influencing quality of life (Cruice et al., 2006;
Cruice et al,, 2010) and living successfully with aphasia (Brown et al.,, 2010).

The importance of conversations about food and drink is highlighted across a number
of studies. It is considered ‘core’ vocabulary for communication devices, such as voice
output aids (Carter, 1987; Graves, 2000). Food and drink was the most frequent topic of
conversation for both people with aphasia and healthy older people in an observational
study (Davidson et al., 2003). This topic came joint first in the topics chosen in Hickin
et al.’s study (2022). Equally, Palmer (2017), who asked people with aphasia to select the
words they wanted to target in therapy, found most words selected belonged in the food
and drink topic.

Living with aphasia is a core theme in aphasia research (Hilari et al., 2012). It is linked to
the renegotiation of a sense of self that occurs post stroke (Shadden & Agan, 2004). The
need to share your stroke journey is well documented (Corsten et al., 2015; Frank, 1995;
Strong & Shadden, 2020) and targeting vocabulary in this topic and the topic of recovery
may support a person to talk about, and therefore process, what has happened to them.
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This sharing of personal stories, both the small stories of everyday and bigger illness
narratives, is argued to be transformative (Strong & Shadden, 2020).

The small stories from your life, identified in the holidays and travel and life experiences
topics, share something of who you are. Travel was the more frequently discussed topic
when participants were asked to share a meaningful event in the Law study (Law et al.
2018). Personal narratives have a dual purpose; telling a story makes sense of events to
the speaker, intra-personal, but also connects them to others through shared experience,
inter-personal (Olness & Ulatowska, 2011). Conversations that allow you to reveal some-
thing of your identity, what has changed and what persists, can support adjustment to
living with aphasia (Taubner et al.,, 2020). This data suggested that working on topics
linked to self-identity can be personally validating.

The arts as a meaningful topic sits with literature that highlights satisfying activities
and ‘doing things’ as factors that influence quality of life and living well with aphasia
(Brown et al., 2010; Cruice et al., 2006; Cruice et al., 2010). Cultural activities, such as
visiting museums and galleries, have known links to health and wellbeing (Camic &
Chatterjee, 2013; Cuypers et al., 2012; Napier et al., 2014). They have been described as
journeys of self-discovery (All-Party Parliamentary Group on Arts, Health and Wellbeing,
2017) and are reported to connect our personal beliefs to universal truths (Dodd et al.,
2014), perhaps reminding us that we belong in something greater than ourselves. The
agreement that arts activities were meaningful may have been influenced by the char-
acteristics of the sample e.g., predominantly university graduates from London.

The most meaningful topics identified in this study differ in how they map onto
potential therapy stimuli. The topic of ‘family and friends’ is perhaps most challenging,
as most stimuli here would be proper nouns. Children and grandchildren were the third
most frequent words in the Law at al. study (2018) and fifth in the Palmer et al. study
(2017). Proper nouns have distinct properties (Yasuda et al., 2000). For example, they
express unique entities rather than categorical meanings. As a result, they do not easily
lend themselves to some therapy approaches, like semantic feature analysis. They are also
highly personalised, so difficult to apply in a group programme. Although there are few
published accounts of proper name treatments in aphasia, there is some evidence that
they are amenable to word finding therapies, for example using word to picture matching
and naming tasks (Robson et al, 2004). The importance ascribed to the topic of family and
friends, at least within our participant group, suggests that we need to improve our
understanding of how this word group is best treated. One possibility is that proper nouns
become the focus of the associations within treatments like Semantic Feature Analysis
e.g., events in our lives and the people we love can be discussed in relation to the location
or personal association of the target word.

The topic of food and drink’ is readily translated into therapy stimuli. Individual words
within this topic are often concrete, familiar items with high naming agreement that make
good targets in word finding treatments. Food and drink words link both to the mundane
everyday items we consume and special occasions e.g., birthdays, holidays, celebrations.

The third topic of high importance, ‘living with aphasia’, potentially relates to
a wide vocabulary. At least some of the relevant terms here are likely to be abstract,
for example relating to feelings, attitudes and treatment (‘despair’; ‘hope’; ‘change’;
‘rehabilitation’). As with proper names, few studies have explored therapies for
abstract terms. However, there is some evidence that word finding treatments can
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be effective here and even promote generalisation to concrete vocabulary (Kiran et al.,
2009; Sandberg & Kiran, 2014). Again, the priorities flagged by our participants suggest
that we need to expand our therapy approaches, in this case so that abstract words
can be accommodated.

Focus group methodology enabled consensus on what topics were meaningful to talk
about across a range of individuals with aphasia. The age range of participants allowed us
to gather both working age and retirement age perspectives. The use of written topics
with a visual sliding scale for topics to be plotted on enabled the opinions of people with
more severe aphasia to be collected.

A potential limitation of the study also relates to the sample, in that participants were
predominantly male, urban and educated to university level. There is a concern, therefore,
that they did not reflect the wider population of people with aphasia. Our lived experi-
ences and perspective will influence what is important to us. The voices of women were
underrepresented in this sample, as was diversity in ethnicity. There will be views not
captured. The characteristics of the sample may have influenced some topic choices, such
as ‘the arts'. Although it is interesting that the priorities here were often consistent with
previous studies in which the views of PWA have been consulted. Further investigations
into priority treatment topics for PWA might employ purposive sampling to achieve
a more balanced participant group.

Another limitation is that individual views can be lost in the group discussion. More in-
depth exploration of meaningful conversations could be examined in individual inter-
views. This would allow for more probing about why these topics are important. The focus
groups gave consensus on meaningful topics of conversation but not individual words
within those topics.

Concepts such as ‘meaningfulness’ are abstract and therefore problematic for many
people with aphasia. It is possible that we were not successful in conveying these
concepts fully to the participants; for example, some may have thought about what
brought meaning to their lives, rather than what topics of conversation are meaningful.
However, in this sample of people with mostly mild-moderate aphasia it was evident that
some participants knew the researchers were searching for a universally acknowledged
list of topics. This was made clear by comments such as ‘I did a lot of theatre (.) but most
people are not interested in theatre’ (P5A) and ‘[l would be happy to talk about] books um for
an hour two hours but no I think It's difficult for (.) and not a lot of people have an interest in
books, so you know’ (P5B).

Conclusion

Previous research into the potential vocabulary for aphasia therapy has used metrics such
as frequency, familiarity and concreteness. Other studies tell us what people have chosen.
This small qualitative study established consensus on meaningful topics for conversation
from a sample of twelve people with aphasia. These topics provide another resource to
guide word lists for naming therapy or provide topics for conversation groups. The topics
identified as most meaningful in this study map onto a range of vocabulary types that go
beyond the concrete words most often included in aphasic naming treatments. This
suggests that new treatment approaches are needed, for example to target proper and
abstract nouns.
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Appendix 1: Focus Group Topic Guide
What conversation topics are meaningful for people with aphasia?
Introduction:
e Welcome
® Hi everyone, our names are X. We are speech and language therapy students at city university.
We have seen a few of you already. So today we are here to find out from you ‘what conversation
topics are meaningful for people with aphasia’.
e We will start by: (write key words on board)
- Saying some rules
— Then we will do a warm-up activity
— Then we will talk about communication in everyday life
- Look at rating our own ideas in terms of what is meaningful
- Have a short break
- Then we will have a group discussion
And when we are finished, we just need to collect a little bit more information from each of you
Rules:
Ok so first let’s go though some group rules
Throughout the group, please communicate however you feel comfortable, we have pens and
paper if you want to write or draw
— We need to listen and wait for each other
- Everyone’s thoughts are important
— There are no right or wrong answers
- And finally, whatever we say today stays within the group
Housekeeping — where the toilets are, not expecting a fire alarm
Warm-up:
First of all, we're just going to do a quick warm-up activity.
For this activity we are each going to pick a picture of a musical instrument and describe it using

words, or gesture, or writing — or whatever way is easiest.

Communication:
Let’s start by thinking about communication

Q1: Firstly, we want to ask: Who do you communicate with?
You can write them down if you'd like

You can have as many answers as you'd like

We will help you if needed.

Q2: Where do you communicate?

Does anyone have anything they want to share?... about where they communicate
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So, it looks like we communicate in lots of places
Ok so the next question is...

Q3: What do you communicate about?

For this one you can put your ideas on the post-it notes in front of you
Ok so we have lots of ideas, we're going to think more about these conversations now and we'd like
to ask

Q4: How do these conversations make you feel?

Does anyone have anything they want to share?
Ok so we have a few different ideas, now we are going to do something a little different

Q5: Looking at “what we communicate about” on the post-it notes, we want to know what is
more meaningful to you

We have a scale, with “most meaningful” and “not as meaningful”. We want you to stick you post-its on
the line... What is most meaningful and not as meaningful to you.
We just want to take a moment to look at everyone’s rating scales.

Does anyone want to share their “top topic?”
Can you give an example of when you spoke about X?

Break - be back in the room in 20 minutes (time)
Discuss as a group when we come back.

Ok so before the break we thought about the idea of communication and what we found ‘most
meaningful’ to talk about.

Look at these ideas as a group

Using the same scale, can we decide as a group what is meaningful and not as meaningful
to us.

Q6: Where do we think as a group this should go on the scale?

End: Palmer et al, 2017
We've come up with some really interesting topics today

There was a study in 2017, looking at what words people with aphasia wanted to be able to
say.

The top 10 topic areas that people with aphasia talked about were:

Food and Drink
Nature and Gardening
Entertainment

Places

People

House

Clothes

Travel
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(9) Actions
(10) Money and numbers

Q7: How do we feel about these?

They looked at what was ‘useful’, we looked at what is ‘meaningful’ - write key words
above.

Summary:

Ok so we have come up with lots of topic ideas
Let's have a look at all of our topics we have come up with

Q8: Looking at the scale, we’ve got x, y and z as the top topics.

Does this sound right?
Anything else?

End:

Thank you all for coming in today

We have gathered some interesting information from the group

We will hopefully have the results by June/July

We would love to come and share them with you

We can come to your groups and give you a summary of what we found
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