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The perspectives of adults with aphasia
and their team members regarding

the importance of nine life areas for
rehabilitation: a pilot investigation

Lauren K. Pettit, Kerstin M. Tonsing ©, Shakila Dada

Centre for Augmentative and Alternative Communication, University of Pretoria, Pretoria, South Africa

Objectives: Client-centred rehabilitation implies that persons with aphasia and their significant others are actively
involved in all decisions regarding rehabilitation, including the setting of rehabilitation priorities and goals. This
study aimed to describe and compare the perspectives of adults with aphasia, their significant others and their
speech-language pathologists (SLPs) regarding the importance of nine life areas for the rehabilitation of adults
with aphasia.

Method: A total of 15 adults with expressive aphasia rated the importance of nine life areas using the Talking
Mats™ framework. A questionnaire was used to obtain the ratings of 15 of their significant others and the 15
SLPs treating them.

Results: Most life areas were rated as important to work on in rehabilitation by most participants. The adults
with aphasia rated the areas as important more frequently than their significant others and SLPs. All participants
rated Communication as important. Statistically significant differences were noted for three of the nine life areas.
Discussion: The life areas which the participants were questioned about seem to provide a good starting point for
rehabilitation teams to find common ground for collaborative goal setting. The Talking Mats™ approach allowed
adults with aphasia to participate in the process. It can be a useful tool to promote client-centred rehabilitation
for adults with expressive communication difficulties.

Keywords: Expressive aphasia, International classification of functioning, disability and health, Life area, Rehabilitation, Significant other, Speech-

language pathologist, Talking Mats™ framework

Introduction
Adults with expressive aphasia post-stroke present with
reduced or limited verbal output and word retrieval diffi-
culties. They typically experience difficulty communicat-
ing their basic daily needs and engaging in higher level
conversational tasks.! As communication is an integral
part of most human activities, the effects of aphasia are
usually pervasive and manifest in reduced participation in
various life areas.” It has been suggested that rehabilita-
tion programmes need to target broad participation-related
goals to ensure meaningful outcomes.>

The question arises as to what extent rehabilitation
team members (including speech-language pathologists
(SLPs), significant others and adults with aphasia them-
selves share common views regarding the areas that are
to be addressed in rehabilitation of adults with aphasia.
While some SLPs embrace a holistic approach,” others
may continue to focus on contained discipline-specific
goals.®® A functional, participation-focused approach
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to communication intervention may be more aligned to
the priorities of adults with aphasia and their significant
others.®

Significant others are often directly affected by apha-
sia,>81011 and they play an important role in rehabilita-
tion.!>!3 Their needs and priorities for rehabilitation should
therefore be considered in order to ascertain buy-in and
appropriateness of therapeutic intervention to everyday
contexts. At the same time, the perspectives of family
members/friends and those of the person with aphasia do
not always coincide when it comes to aspects concerning
the life of the adult with aphasia.'*!> Significant others do
not always perceive the disability resulting from aphasia
in the same way as the adults themselves perceive it.!%!7
While family voices are important, they should not replace
those of the adults with aphasia themselves.

Due to the communication challenges that adults with
aphasia experience, obtaining their perspectives regarding
their rehabilitation may be difficult. One method that has
been used successfully in the past is the Talking Mats™
Visual Framework.'®2! This framework consists of cards
showing line drawings with written words that people
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with expressive difficulties can use to indicate choices and
communicate their needs?>* by placing the cards under
specific headings. The Talking Mats™ Visual frame-
work has been used in conjunction with aspects from the
International Classification of Disability and Functioning
(ICF) to enable people with communication difficulties to
participate in goal setting. Bornman and Murphy** adapted
the terminology of the nine activities and participation
dimensions from the ICF for easier understanding by
people with communication difficulties. They represented
each dimension or life area with Picture Communication
Symbols (PCS™) for the purpose of using this material
within the Talking Mats™ framework. In a study con-
ducted by Murphy and Boa?, people with long-term com-
munication difficulties (including those with aphasia) used
this material to indicate whether they were ‘managing’ a
life area and activities or tasks within that life area. Harty
et al.® also showed that individuals in an acute setting,
who had experienced a head injury or stroke, were able
to engage in a goal setting activity using this material.

The aim of this study was to describe and compare
the ratings given by adults with aphasia, their significant
others and SLPs to the adapted activities and participation
dimensions from the ICF to determine the importance of
each of these nine broad life areas for the rehabilitation of
the adult with aphasia. The ratings of adults were obtained
using the Talking Mats™ Visual Framework. In this way,
a method was piloted by which team perspectives regard-
ing broad rehabilitation priorities could be determined
and compared.

Methods

Participants

The ethical board of the relevant higher education institu-
tion approved the study. Participants were recruited from
six neurological rehabilitation facilities in two metropolitan
areas in South Africa. A total of 15 adults with aphasia,
their 15 significant others and the 15 SLPs rendering ser-
vices to the adults with aphasia participated in the study.
Inclusion criteria for the adults with aphasia were as fol-
lows: (a) mild, moderate or severe expressive aphasia (as
determined by the oral language subtests of the Western
Aphasia Battery (WAB),?) and medical history; (b) no or
mild-moderate receptive language difficulties (determined

Table 1 Descriptive information of participants
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by the comprehension subtests from the WAB,?); (c) pre-
morbid English speaker; (d) receiving speech therapy at
least every second week; (e) in the chronic stage of their
rehabilitation (six months after the onset of stroke); (f) hav-
ing a significant other who knew them well and who had
some involvement in their rehabilitation; and (g) passing
a screening task to determine whether visual, physical and
cognitive abilities allowed them to participate in the Talking
Mats™ activity (see screening task under ‘Procedures’).

The SLP was required to have at least one year of
experience of neurological rehabilitation and needed
to have treated the adult with aphasia for at least three
months. Table 1 summarises some descriptive information
in respect of the three groups of participants.

Of the adults with aphasia, four had mild anomia, six
had moderate anomia and five had severe Broca’s aphasia
(as determined by the WAB). The mean aphasia quotient
(AQ) as determined by the WAB was 60.5 (SD=24.9),
and the average time post-onset was 19 months (SD=8).
Most received weekly speech-language therapy intervention
(range: every second week to three times weekly). Seven of
the adults presented with right hemiplegia, with a resulting
change in handedness for six of the seven. The other eight
adults had functional use of both hands. Eleven of the adults
were mobile, 2 used a wheelchair and 2 were mobile with
assistance of a person or mobility aid to support them on
the side affected by hemiplegia. All 15 adults had a cerebral
vascular accident in the left hemisphere of the brain. Of
the significant others, seven were spouses of the adult with
aphasia, three were family relations and five had another
type of relationship (e.g. friend and/or fiancé). The signifi-
cant others knew the person with aphasia for about 30 years
on average (SD=17.4, range 3-56 years). Ten of the sig-
nificant others resided with the adult with aphasia, whereas
five did not. Most (10) were in daily contact with the person
with aphasia, with the others being in contact at least once
a week. The SLPs had, on average, 6 years of experience
working in neurorehabilitation, (SD = 6.1, range 1.4-20
years) and had been working with the adults with aphasia
for an average of 15 months (SD=6, range 4-24 months).

Materials
The WAB is designed to evaluate four main components
of language function, while the AQ indicates the severity

Adults with aphasia Significant others SLPs
Age M 55.3 50.0 31.5
SD 10.0 1.7 5.9
Range 38-71 34-67 26-42
Gender ratio (M:F) 10:5 5:10 0:15
Highest level of education High school or lower 6 8 0
Diploma/graduate degree 6 3 13
Postgraduate degree 3 4 2
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level of aphasia. Expressive and receptive subtests from
the WAB* were used to determine eligibility and the
severity of language difficulties.

For the screening task, nine PCS™?7 printed on
4.5 cmx4.5-cm cards were used. These cards depicted
common objects such as food, water, a television, a tennis
racquet, air, a dog, a house, clothing and a mobile phone.
For the Talking Mats™ interview, the material developed
by Bornman and Murphy?** was used, comprising of nine
4.5 cm x4.5-cm topic cards that depicted nine life areas
based on the activities and participation dimensions of
the ICF. This material has been used in previous stud-
ies with people with long-term and/or neurologically
based communication difficulties?®? to enable them to
participate in goal setting. The life areas comprised of
the following: Domestic Life, Relationships, Work and
Education, Leisure, Self-care, Learning and Thinking,
Coping, Communication and Mobility. The items were
depicted using PCS.?” A textured mat fitted with three
category cards representing a three-point ordinal rating
scale (Yes, Maybe or No) was used for both the screening
task and the Talking Mats™ interviews.

A questionnaire was provided for significant others
and SLPs, requiring them to rate on a three-point ordinal
rating scale (Yes, Maybe or No) each of the nine life areas
in terms of whether or not they saw this area as important
for the adult with aphasia to work on in rehabilitation.

Procedures

Consent and screening

Informed consent was obtained from all participants.
Additional measures were taken to ensure that adults
with aphasia had the opportunity to grant informed con-
sent without being coerced and with full knowledge of
the study.?' Participants then completed a biographical
questionnaire. The significant other or researcher (first
author) assisted the adult with aphasia to complete the
questionnaire. The researcher subsequently administered
the subtests from the WAB?¢ after which the screening
task was conducted with the adult with aphasia. This
screening task was based on previously published stud-
ies'®® and aimed to ensure that participants had the
necessary visual and physical ability to take part in the
Talking Mats™ interview and were able to comprehend
the task. The adult with aphasia was asked to determine
the importance of each of nine items (each depicted on a
card) for survival, and was required to respond by plac-
ing each card under one of the following headings: Yes,
Maybe or No. Each heading was supported by a picto-
rial image. To qualify for inclusion, participants were
required to place the three cards depicting food, water
and air under the heading Yes. All adults with aphasia
passed this screening.

Data collection

Significant others and SLPs completed questionnaires to
rate the importance of each life area for the rehabilitation
of the adult with aphasia. A page with life area descrip-
tions was attached to the questionnaires to provide exam-
ples of items under each area. All the significant others
and two of the SLPs completed their questionnaires at
the same location (but in separate rooms) and at the same
time as the researcher was conducting the Talking Mats™
interview with the adult with aphasia. The 13 SLPs who
could not be present at this meeting were contacted a few
days before the scheduled meeting and the consent forms,
biographical questionnaires and life area questionnaires
(along with written instructions) were emailed to them
for completion.

Adults with aphasia completed their rating of the nine
life areas during an individual Talking Mats™ interview
with the researcher. The researcher presented the adult
with each of the nine cards depicting life areas. She also
provided a written and verbal description and examples of
each life area. She then asked the question ‘Is it important
for you to work on improving [name of life area] in your
life?’ The adult with aphasia was required to respond by
placing the card under the appropriate heading on the mat.
For example, the researcher would show the adult the
Self-care card and ask, ‘Is it important for you to work
on improving Self-care in your life?” and the adult could
answer by placing the card on the mat under Yes, Maybe
or No. After the nine cards representing the life areas had
been placed on the mat, the adults with aphasia were asked
to check that they were satisfied with their choices. A
photograph of the completed mat was taken. The Talking
Mats™ interviews were video-recorded for analysis, for
the sake of both procedural and inter-observer reliability.

Data analysis

The first author captured the responses provided by each
participant from the digital photographs of the completed
Talking Mats™ interviews as well as from the completed
questionnaires in MS Excel spread sheets. The frequency
of Yes, Maybe and No responses for each life area and
within each group (adults with aphasia, significant others
and SLPs) was calculated. Fisher’s exact test was used
to determine whether there was a statistically significant
difference between the groups in terms of the areas that
were rated as important.

Procedural integrity and data reliability

To establish procedural integrity, the Talking Mats™
interviews were video-recorded. A postgraduate student
in psychology watched 30% of the video recordings (ran-
domly selected) and completed a checklist to determine
to what extent the researcher had followed the proposed
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procedures. The percentage of steps adhered to was cal-
culated to determine procedural integrity. Overall, the
researcher adhered to 87% of the steps, indicating good
procedural consistency for the Talking Mats™ interview.
The same postgraduate student also checked the relia-
bility of the data capturing by independently capturing
30% of the data (randomly selected) in MS Excel spread
sheets. Percentage agreement was 100%, indicating good
reliability.

Results

Ratings of adults with aphasia

The percentages of Yes, Maybe and No ratings of the nine
life areas provided by adults with aphasia are presented
in Figure 1.

All areas received more Yes ratings than Maybe
or No ratings. The highest percentages of Yes ratings
within this study were awarded to the following areas:
Communication (100%), Self-care (86.7%), Mobility
(80%) and Leisure, Learning and Thinking and Coping
(73.3%). The adults with aphasia identified all these areas
as important areas for rehabilitation.

The perspectives of adults with aphasia and their team members regarding the importance of nine life areas for rehabilitation

Ratings by significant others

The percentages of Yes, Maybe and No ratings of the nine
life areas provided by significant others are presented in
Figure 2.

While six of the nine areas received more Yes than No
ratings, significant others clearly gave more Maybe and
No ratings than adults with aphasia did. The areas with the
highest percentages of Yes ratings were Communication
(86.67%) and Learning and Thinking as well as Coping
(53.3% each). The highest No ratings were given to
Leisure (53.3%), Mobility (46.7%), as well as Work and
Education and Self-care (40% each).

Ratings by SLPs
The percentages of Yes, Maybe and No ratings of the nine
life areas provided by SLPs are presented in Figure 3.
SLPs rated eight of the nine with more Yes than No rat-
ings. They gave slightly more Maybe and No ratings than the
adults with aphasia did. The highest percentage of Yes rat-
ings was awarded for Communication (100%), Learning and
Thinking (93.3%) and Work and Education (80%). The area
that received the highest No rating was Self-care (46.7%).

100%
90%
80%
70%
60%
50%
40%
30%
20%
10%

0%

Percentage of
ratings

Life area

Figure 1 Percentages of Yes, Maybe and No ratings for the nine life areas provided by adults with aphasia
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Figure 2 Percentages of Yes, Maybe and No ratings for the nine life areas provided by significant others for adults with aphasia
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Figure 3 Percentages of Yes, Maybe and No ratings for the nine life areas provided by SLPs for adults with aphasia

Table 2 The percentages of yes, maybe and no ratings for each life area across the groups and corresponding Fisher exact
test’s p-values

Percentage of responses
AA SLP SO

Downloaded by [86.21.135.48] at 03:23 24 July 2016

Effect
Life area Yes Maybe No Yes Maybe No Yes Maybe No p-value size
Domestic life 67.67 13.33 20.0 66.67 13.33 20.0 46.67 20.0 33.33 0.8314 0.19
Relationships 66.67 6.67  26.67 60.0 33.33 6.67 46.67 33.33 37.50 0.2581 0.39
Work and education 46.67 26.67 26.67 80.0 20.0 0.0 26.67 33.33 40.0 0.0233* 0.48
Leisure 73.33 20.0 6.67 53.33 26.67 20.0 20.0 26.67 53.33  0.0258* 0.49
Self-care 86.67 13.33 0.0 46.67 6.67  46.67 46.67 13.33  40.0 0.0143* 0.46
Learning and thinking ~ 73.33  20.0 6.67 93.33 6.67 0.0 53.33 20.0 26.67  0.0963 0.42
Coping 73.33 20.0 6.67 66.67  33.33 0.0 53.33 33.33 13.33  0.6067 0.26
Communication 100.0 0.0 0.0 100.0 0.0 0.0 86.67 6.67 6.67 0.3182 0.30
Mobility 80.0 6.67 13.33 60.0 20.0 20.0 46.67 6.67 46.67 0.1892 0.38

Notes: AA = adults with aphasia SO = significant others. Effect size: 0.1 = small, 0.3 = medium and 0.5 = large.

“0 < 0.05.

Comparison of the ratings of life areas

Fisher’s exact test was used to obtain the p-values and
effect sizes. According to these values, statistically signif-
icant differences were found in the response patterns for
adults with aphasia, significant others and SLPs for only
three life areas, namely Work and Education (p = 0.0233,
medium effect size), Leisure (p = 0.0258, medium effect
size) and Self-care (p = 0.0143, medium effect size). Table
2 presents the overall ratings of the areas awarded by the
adults with aphasia, their significant others and SLPs.

Discussion

All three participant groups selected more Yes than Maybe
or No ratings, indicating that all three groups regarded
most of the areas as important to address in rehabilita-
tion for most of the adults with aphasia. Harty et al.®®
found similar results when adults in an acute setting, post-
stroke or head injury, and their service providers rated the
importance of these nine life areas for rehabilitation, while
Worrall et al.’ found that most of the goals which adults
with aphasia expressed in semi-structured interviews

aligned with the activities and participation dimensions
of the ICF. In the current study, persons with aphasia as
well as their families and SLPs were clearly aware of
the effect of aphasia on a variety of life areas, such as
relationships, leisure and work aspects. Statistically sig-
nificant differences between the ratings of the three groups
were only found in three of the nine areas, suggesting
that team members generally had similar views about the
broad rehabilitation priorities. This is considered a posi-
tive finding, as agreement among team members regarding
such priorities can lay the foundation for an integrated,
client-driven approach towards intervention.”?

In this study, the significant others overall gave less
Yes ratings across the life areas than adults with aphasia,
suggesting that they prioritised these areas for rehabilita-
tion less frequently than adults with aphasia themselves.
This is in contrast to studies by Cruice ez al.'® and Hesketh
et al."’, which showed that significant others perceived the
disability to be worse than adults with aphasia perceived
it. There may be various reasons for this — the significant
others in this study may have had a more positive view of
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the functioning of the adults with aphasia than the adults
themselves had. They may also have perceived that certain
areas (e.g. Work and Education) were not relevant to the
lives of the adults with aphasia.

The fact that the SLPs in the current study selected
many of the life areas as important for adults with apha-
sia to work on suggests that they were able to focus on
participation goals rather than only on discipline-specific
goals, as was previously suggested in some studies®’.
Similar results were found by Harty et al.?, as well as
Brown et al.'°, who found that SLPs were well aware that
adults with aphasia tend to select goals related to partici-
pation and life activities rather than to focus on discrete,
discipline-specific goals. These results articulate well
with the life participation approach to aphasia (LPAA)
as advocated by the LPAA group® in 2001, which called
for communication intervention approaches for persons
with aphasia and significant others that focused on ‘reen-
gagement in life’ (p. 279), and noted that life activities
targeted in SLP intervention did not need to pertinently
fall into the realm of communication.

Regarding similarities and differences between the
ratings that the three groups assigned to specific areas,
Communication clearly received the highest Yes ratings
by all three groups. Due to the communication difficulties
experienced by adults with aphasia, it is not surprising
that this area was rated as important by all the adults with
aphasia, most of the significant others and all SLPs. Many
of'the significant others in this study were family members
(spouse or child) or close friends. They spent a great deal
of time with the adult with aphasia and would have experi-
enced their daily communicative difficulties and stresses.”

Three areas (Work and Education, Leisure and Self-
care) were rated significantly differently by the three
groups. Most SLPs (80%) felt that Work and Education
was an important area to focus on, while less than half
(47%) of the adults with aphasia and only about a quarter
of the significant others (27%) rated this area as impor-
tant. Self-care received a high number of Yes ratings
from adults with aphasia, whereas less than half of the
significant others and SLPs rated this area as important.
Regarding Leisure, many adults with aphasia (73%) felt
that this was an important area to work on, whereas only
20% of significant others gave a Yes rating for this area.
The small sample size and the fact that a three-point
scale (rather than a more nuanced rating scale) was used
demand caution in interpreting these observed differences,
and reasons for these differences also remain speculative.
It is possible that these life areas may be perceived as not
falling directly within the scope of practice of SLPs. Self-
Care, for example (focused on activities of daily living
such as the ability to dress, wash and groom oneself), is
traditionally seen as the responsibility of the occupational
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therapist®® rather than that of the SLP! and SLPs in the
current study may not have been aware of self-care needs.
On the other hand, SLPs seemed more aware of mobility
needs, a domain traditionally falling within the physical
therapist’s scope of practice,* although the SLPs in this
study rated this domain as important less often than adults
with aphasia. Certainly the disagreements observed high-
light areas that would need further exploration regarding
the reasons for different viewpoints and methods of reach-
ing consensus in terms of rehabilitation priorities.

Clinically, these life areas can provide the ‘common lan-
guage’ for team members to engage in dialogue and identify
problem areas related to the daily life functioning of people
with expressive aphasia. By simplifying some of the labels
of the activities and participation dimensions of the ICF and
pairing these labels with pictures and the interactive Talking
Mats™ interview procedure, adults with expressive apha-
sia (who often have difficulty participating in the selection
of rehabilitation priorities) were able to express their own
views. This may be a first step in assisting the adult with
aphasia to advocate for themselves and to exercise their
right to identify the activities and participation opportuni-
ties which they would like to access, and to set rehabilita-
tion priorities based on their choice.*® While the overlap in
priorities among the three groups as found in this study is
encouraging, the presence of some significant differences
underlines the importance of the voice of adults with aphasia
themselves. This ensures truly client-centred rehabilitation
that underscores the principles of human rights and a focus
on competence rather than deficits.® At the same time, sig-
nificant others are also profoundly affected by the presence
of aphasia and are often intimately involved in assisting the
person with aphasia to participate in daily life activities.
When differences in priorities become apparent through a
process as the one used in this study, the question should
not be whose voice counts, but rather how the fact that each
voice is heard can provide a platform for negotiating pri-
orities among team members in a way that each party’s
autonomy is respected and maintained.

For SLPs, a focus on life participation can ensure
that functional outcomes explicitly remain the ultimate
goal and the ultimate measure of effectiveness of inter-
vention,>¢ and that environmental factors that may act
as barriers (e.g. lack of mobility aids preventing a per-
son from accessing communication environments) be
addressed where possible.® Since the life areas addressed
in this study are not discipline specific, future studies
may also include other professionals such as physical and
occupational therapists to obtain a more comprehensive
picture of team perspectives as a basis for collaboration.
Regrettably, many adults with chronic aphasia do not
receive intervention from a variety of professionals due
to limited public and private medical aid budgets.®
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Results from this study are limited by the small sam-
ple size. Since only 15 adults with expressive aphasia,
their respective significant others and SLPs participated,
the findings of this study have limited generalisability.
Also, reasons for the ratings assigned were not explored
in great detail. Future studies may attempt to explore
the reasons for specific ratings by team members in a
more systematic fashion. Identified life areas could also
be explored in greater detail by rating specific tasks and
activities relating to this life area. By aligning these more
directly to the particular second-, third- and fourth-level
domains mentioned under the activities and participation
dimensions of the ICF, the individual codes appearing
under the chapters in the ICF manual could be explored.
In this way, specific aspects of concern within a specific
life area can be highlighted, and a more comprehensive
picture of similarities and differences in perspectives
may be obtained. Future studies may also explore the
usability of the life areas as an intervention tool to build
team consensus through facilitating dialogue among team
members about the similarities and differences in their
ratings.

Conclusion

In summary, based on the relatively high percentage of
Yes ratings given by all three groups of participants, the
current study confirms that the life areas which the partic-
ipants were questioned about represent aspects that should
be addressed in rehabilitation. Overall, similarities found
in the ratings suggest that the team members in the current
study prioritised many of the same areas for rehabilitation,
and that these teams would be able to find common ground
to identify rehabilitation goals agreed upon and supported
by everyone in the team. However, it was also found that
the perspectives of some areas were not always shared
among team members. These discrepancies highlight the
need to explore how perspectives can be communicated
and priorities negotiated.
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