7%
university of 5%,
groningen YL

R

University Medical Center Groningen

University of Groningen

Facilitating the participation of people with aphasia in research
Dalemans, R.; Wade, D.T.; van den Heuvel, W.J.A.; de Witte, L.P.

Published in:
Clinical Rehabilitation

IMPORTANT NOTE: You are advised to consult the publisher's version (publisher's PDF) if you wish to cite from
it. Please check the document version below.

Document Version
Publisher's PDF, also known as Version of record

Publication date:
2009

Link to publication in University of Groningen/lUMCG research database

Citation for published version (APA):
Dalemans, R., Wade, D. T., van den Heuvel, W. J. A., & de Witte, L. P. (2009). Facilitating the participation
of people with aphasia in research: a description of strategies. Clinical Rehabilitation, 23(10), 948-959.

Copyright
Other than for strictly personal use, it is not permitted to download or to forward/distribute the text or part of it without the consent of the
author(s) and/or copyright holder(s), unless the work is under an open content license (like Creative Commons).

The publication may also be distributed here under the terms of Article 25fa of the Dutch Copyright Act, indicated by the “Taverne” license.
More information can be found on the University of Groningen website: https://www.rug.nl/library/open-access/self-archiving-pure/taverne-
amendment.

Take-down policy
If you believe that this document breaches copyright please contact us providing details, and we will remove access to the work immediately
and investigate your claim.

Downloaded from the University of Groningen/lUMCG research database (Pure): http.//www.rug.nl/research/portal. For technical reasons the
number of authors shown on this cover page is limited to 10 maximum.

Download date: 20-06-2022


https://research.rug.nl/en/publications/1d0462bb-c63c-42f8-a2f4-54bca4a4f0bb

Clinical Rehabilitation

http://cre.sagepub.com

Facilitating the participation of people with aphasia in research: a description of strategies

Ruth Dalemans, Derick T Wade, Wim JA van den Heuvel and Luc P de Witte
Clin Rehabil 2009; 23; 948 originally published online Jul 1, 2009;
DOI: 10.1177/0269215509337197

The online version of this article can be found at:
http://cre.sagepub.com/cgi/content/abstract/23/10/948

Published by:
®SAGE

http://www.sagepublications.com

Additional services and information for Clinical Rehabilitation can be found at:

Email Alerts: http://cre.sagepub.com/cgi/alerts

Subscriptions: http://cre.sagepub.com/subscriptions
Reprints: http://www.sagepub.com/journalsReprints.nav

Permissions: http://www.sagepub.co.uk/journalsPermissions.nav

Citations http://cre.sagepub.com/cgi/content/refs/23/10/948

Downloaded from http://cre.sagepub.com at University of Groningen on March 28, 2010


http://cre.sagepub.com/cgi/alerts
http://cre.sagepub.com/subscriptions
http://www.sagepub.com/journalsReprints.nav
http://www.sagepub.co.uk/journalsPermissions.nav
http://cre.sagepub.com/cgi/content/refs/23/10/948
http://cre.sagepub.com

Clinical Rehabilitation 2009; 23: 948-959

Facilitating the participation of people with aphasia
in research: a description of strategies

Ruth Dalemans Zuyd University, Health and Technique, Centre of Expertise on Autonomy and Participation, Heerlen and Care
and Public Health Research Institute, Heerlen, The Netherlands, Derick T Wade Oxford Centre for Enablement, Oxford, UK,
Wim JA van den Heuvel Faculty of Health, Medicine and Life Sciences, Maastricht University, Maastricht and

Luc P de Witte Zuyd University, Centre of Expertise on Technology and Care, Heerlen, The Netherlands

Received 19th December 2008; returned for revisions 26th March 2009; revised manuscript accepted 26th March 2009.

Background: People with aphasia are often excluded from research because

of their communication impairments, especially when an investigation into the
communication impairment is not the primary goal. In our research concerning
social participation of people with aphasia, we wanted to include people with mild,
moderate as well as severe aphasia.

Aim: To suggest strategies and techniques for research in people with aphasia
based upon experiences in conducting research in this group of people.

Methods: \We conducted a qualitative study and a quantitative study in people with
aphasia concerning their social participation. In these studies different strategies
were developed based upon the literature, conversations with people with aphasia
and speech and language therapists, to facilitate the inclusion of people with
aphasia, even those with severe communication problems. Several strategies were
evaluated. The strategies used and our experiences are outlined in this report.
Main contribution: It is possible to conduct research in this group. Several strate-
gies were helpful to make this mission possible: the use of pre-structured diaries,
the use of in-depth interviews with attention to non-verbal communication, the use
of existing measurements, adjusted for people with aphasia by: using pictograms,
placing one guestion per page, bolding the key concepts in the question, using
large font, visualizing the answering possibilities in words and in pictures, reducing
the question length, and excluding negatives in the question.

Conclusion: Research in people with aphasia is possible when using strategies
adjusted to the communicative impairment.

Introduction

People with aphasia are often excluded from
research.! One important reason for this is the dif-
ficulty of measuring anything when the question
is based upon language.” There is a pattern of
Address for correspondence: Ruth Dalemans, Zuyd Uni it recrmting Only those individuals who have the
Health and Technipque, Cen.tre of Expertise 6n A};ltonrtl)lr\rll(;rzn};i competence to GXPI‘CSS their . perspective, or tc':
Participation, Nieuw Eyckholt 300, 6400 AN Heerlen, The ~¢Xpress verbally with a reflective and clear style.”

Netherlands. e-mail: r.dalemans@hszuyd.nl Other people with cognitive impairments who
© SAGE Publications 2009
Los Angeles, London, New Delhi and Singapore 10.1177/0269215509337197
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have problems in expressing themselves verbally,
such as those with traumatic brain injuries,
dementia® and learning disabilities® are also often
excluded in research.

People with severe aphasia in particular are
excluded from research because of their difficulties
in understanding verbal instruction. They are con-
fronted with their language problems in everyday
life, making access to public services very
difficult.® People with aphasia are often not
included or not described as a separate group
in stroke studies concerning participation.’
Consequently, people with aphasia experience
many problems that remain unknown. Further,
the aphasic stroke population reports that quality
of life and psychosocial issues related to their lan-
guage loss are typically not adequately addressed
within the therapeutic process.® Individuals
become marginalized and made invisible by the
labels of their conditions or situations when an
individual’s personal response and perspective
are overlooked on the basis of an assumed inabil-
ity to communicate.

However, some researchers have conducted stu-
dies in people with aphasia. Luck and Rose’ stud-
ied the issue of which method adjustments needed
to be made in using qualitative research in people
with aphasia, and reported that it is necessary to
step out of the traditional role of the qualitative
interviewer by altering questioning style, offering
ideas to participants, and using supportive conver-
sation techniques. Howe et al.'® audio-taped the
interviews in their qualitative study and made field
notes, used strategies to facilitate the communica-
tion of people with aphasia during the interviews
such as encouraging participants to draw, write
or gesture if they had difficulties in talking.
Furthermore, they organized meetings with the
participants in which the results of the study
were discussed (member check meetings) to
check the analysis, supported with a verbal and
written summary using pictures of the key emer-
ging study results. According to Beukelman,''
people with aphasia prefer personally relevant
photographs over non-personal photographs and
iconic symbols in message representation. The
accuracy for message presentation is higher for
personally relevant pictures in the use of alterna-
tive and augmentative communication. In con-
trast, Fujimori er al'? found no significant

difference between the comprehension of written
text, photographs and illustrations compared
with the comprehension of pictograms. Brennan
et al.”® reported that aphasia-friendly formats
(simplified vocabulary and syntax, large print,
increased white space, and pictures) increase the
reading comprehension of people with aphasia.
Aleligay ez al."* found that written health materi-
als obtained from people with aphasia were
written at an average grade nine readability level
(Flesch Kincaid Readability Index'>'®) and con-
tained low-frequency words, low-imageability
words and complex sentences. Written health
materials are not sufficiently modified to suit the
reading ability of people with aphasia.

Although there is some information available
for doing research in people with aphasia, those
people are mostly still excluded from research.
We wanted to perform a study into participation
of people with mild, moderate as well as severe
aphasia. In this article we describe the strategies
(including some strategies based upon the infor-
mation from the studies that are described
above) used in two studies; and we discuss our
experiences with these strategies.

Method

We conducted two studies in people with aphasia:
a qualitative study as well as a quantitative study.
The strategies used in both studies will be
described here.

Qualitative study

In the qualitative study'’ the aim was to explore
how people with aphasia and their central care-
givers perceive their social participation and the
factors influencing it.

The only way to capture the perspective of ini-
dividuals with aphasia is to ask them to express
themselves. However, in severe aphasia it is not
obvious that the person can express him or herself,
and there are certainly difficulties. In the qualita-
tive study 13 people with aphasia and 12 central
caregivers were included. Three different methods
were used to collect data: using a pre-structured
diary for two weeks, followed by a semi-structured
in-depth interview, and a focus-group interview
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(after analysing the data gathered through the
diaries and the in-depth interviews).

We involved the central caregiver as an assistant
as well as an informant in filling in the pre-
structured diary, and as a translator and infor-
mant during the interviews.

Before explaining the use of the pre-structured
diary to the participant in the study, the Frenchay
Aphasia Screening Test (FAST)' was used to
measure the communicative abilities of the
person with aphasia. The total FAST score (max-
imum 30) determines overall aphasia severity (1—
10: severe, 11-20: moderate, 21-26: mild, 27-30:
no aphasia). Based upon the FAST score the inter-
view was adjusted to the communicative capabil-
ities of the participant. For example: if the person
with aphasia was not able to read, the interviewer
pointed at the pictogram while reading the ques-
tions aloud. If the participant was able to read, the
interviewer pointed at the written question.

Pre-structured diaries
The strategies used were:

e Reducing time pressure

e Using a structured outlined layout
Augmentative communication by using picto-
grams to be placed in the diaries

e Separate space in the diary for the caregiver to
express his or her perspective

e Including the caregiver as an assistant for the
person with aphasia

e Giving oral and written information concerning
the use of the pre-structured diary.

People with aphasia often cannot express them-
selves because of the stress caused by time pres-
sure.'” 2! An important advantage of writing a
diary was the absence of time pressure. Yet
another important obstacle needed to be tackled:
people with aphasia often have problems expres-
sing themselves in writing as well as orally.
Therefore we used a structured outlined layout
in the diary that would help the person with apha-
sia to express him or herself (Figure 1). Since,
in some cases, the person was not able to write
down his or her thoughts at all, we developed
pictograms of important activities of daily living
to be put into the diary, as well as pictograms

Monday Activity Performance

Domestic life

Interpersonal
relationships

Figure 1 Prestructured diary.

of emotions, health condition, etc. We used a stan-
dard pictographic system (‘Sclera’s Pictograms’>?)
which uses white silhouettes with little details
against a black background.

A separate space was created at the end of each
page for the central caregiver. In this space the
central caregiver could express his or her perspec-
tive on the social participation of the person with
aphasia. Further, the central caregiver could assist
the person with aphasia in expressing him or her-
self by writing down what the person with aphasia
said, or by applying the sticker that the person
with aphasia pointed out. The central caregiver
and the person with aphasia received oral and
written instructions regarding the diary (see
Appendix 1). They could ask questions to the
researcher at any time, when something was not
clear.

The researcher returned after two weeks to
collect the diary and to make an appointment for
the interview. The researcher encouraged the par-
ticipants to describe their experiences with regard
to writing the diary.

In-depth interviews

The data collected in the diary formed the basis
for the in-depth interview to elicit new experiences
and perceptions from the point of view of the
person with aphasia.

Several people participated in the in-depth
interview: the person with aphasia, a central
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caregiver, the interviewer and the interview-assis-
tant. Before the interview started, the interviewer
explained the role of the interviewer (asking the
interview  questions), the interview-assistant
(monitoring the non-verbal behaviour and audio-
taping the interview), the person with aphasia
(expressing his perception of social participation
and the involved influencing factors) and the
central caregiver (functioning as a translator
in the first place and being an informant in the
second place).

The interview took place in a quiet environment
in the home of the subjects. We used several stra-
tegies to promote the involvement of the person
with aphasia:

1) The interviewer checked the communicative
abilities of the interviewee based upon the
FAST, and reduced the cognitive load of the
questions (e.g. ensuring rich environmental
context with regard to setting, people, objects,
phrasing the question in simple terms, asking
one question at a time, reducing the question
length) based upon this ability.

2) The interview was audio-taped. This was
important in case the person with aphasia
was not able to express him or herself verb-
ally. Further, the interview-assistant moni-
tored the audio-tape recording and made
records of non-verbal communication and
the conversational context, so that the non-
verbal communication could also be included
in the analysis. We decided not to use a video
tape to include non-verbal communication,
because it could intimidate the person with
aphasia and because an interview-assistant
can observe situations that might occur
beyond the eye of the video recording.
Further the interview-assistant checked the
trustworthiness by overviewing the interview,
by listening very carefully. The interview-
assistant asked questions if there seemed to
be discrepancies in non-verbal and verbal
behaviour, as well as between the utterances
of the person with aphasia and their central
caregiver.

3) For each question, the interviewer always
addressed the person with aphasia first, ensur-
ing time and space to express him or herself,

951

before asking the perception of the central
caregiver.

4) Questions were made short and simple, and
were supported by the use of pictures or
photographs which could be used as a
prompt and aid to comprehension.

5) High frequency words were used.

6) Other forms of communication were encour-
aged when oral communication was not pos-
sible for the interviewee, for example the use
of pencil and paper and the use of non-verbal
communication.

7) The interviewer tried to convey and receive
ideas in different ways, and checked whether
she had understood the person correctly, and
checked the understanding of the person with
aphasia by looking at non-verbal behaviour
as well as by asking, using straightforward
language.

8) When the person with aphasia was losing
attention or was showing other signs of fati-
gue, a short time break was included.

9) The central caregiver was invited to be present
during the interview. The central caregiver had
a double role: in the first place he or she was
invited to be a ‘translator’ for the person with
aphasia when the interviewer could not under-
stand the person with aphasia fully. After each
‘translation’, the interviewer addressed the
person with aphasia again to check if that
was indeed what he or she was trying to say.
Furthermore, the central caregiver could
express his or her own perception of the
social participation of the person with aphasia.

Focus group interview

After analysing the data from the diaries and the
in-depth interviews, we wanted to check whether
the analysis of the collected data really captured
what the participants wanted to express. For that
purpose, ten of the interviewed people with apha-
sia and nine central caregivers participated in a
focus group interview. To ensure the involvement
of the people with aphasia, the following actions
were taken:

1) The participants received a short report of the
data analysis to prepare themselves for the
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Interpersonal : Knowledge

* Having Knowledge about
aphasia

Facilitating

& person’s abilit
fo communicate

\Whatis aphasia?]  |Aphasia aﬂec\s“\
With others L

* Knowing how to
communicate

Figure 2 Example of a sheet supporting the focus interview.
Reproduced with kind permission by Connect — the communi-
cation disability network (http://www.ukconnect.org/index).

focus group interview. The report was aphasia
friendly'®: written in simple language, using
an outlined layout, using font Verdana,
using large font (size 16), a lot of white
space between each key point, and using
support by pictures and pictograms.

2) The interviewer first presented the main out-
comes using a Power Point presentation
(Figure 2). Then, after a short break, the par-
ticipants were invited to express their point
of view.

3) During the discussion, central key concepts
of the interview were visualized (by means
of a Power Point sheet with the key concepts
in writing, as well as expressed with a
pictogram).

4) Some conversation rules were pointed out
before and during the discussion, such as:
listen to each other; check whether you under-
stand what the other person is saying before
you react; do not interrupt when another
person is speaking; talk slowly.

The interviewer tried to encourage each person
with aphasia to express themselves, by addressing
them personally.

Quantitative research in people with aphasia
Before conducting the quantitative study in
people with aphasia, a systematic review” was
conducted to investigate which participation
measurements are suitable for use in people
with aphasia. Measurement instruments were

confirmed as possibly suitable for use in this
group when the following strategies are used: sim-
plified language, multimodal presentation of the
questions (support by pictograms, drawings,
etc.), a small set of response choices, a careful
ordering of the items, and a short length. The
review suggested that questions including a nega-
tive or denial, and/or using complex sentences,
and/or imposing a large demand upon memory
should be avoided.

For the quantitative study, a set of instruments
was selected based upon the criteria of the system-
atic review. The selected measurement instruments
needed adjustments before we could use them
in people with aphasia. Six speech and language
therapists working with people with aphasia as
well as researchers in populations with cognitive
impairments were consulted in individual
conversations.

Further, data from the literature were used to
adapt the instruments:>*** Several studies have
found discrepancies between the readability levels
compared to the reading skills of the patients who
read them.”® The literature generally recommends
that a reading grade of 5-6 (Flesch Kincaid
Readability Index) should be used when develop-
ing written language for patients whose reading
abilities are unknown.®%¢

Based upon these considerations, adjustments
were made to existing instruments:

using large font (size 16),

using font style Verdana,

bolding key concepts,

reducing each question to the essence (mean

question length ranged from 4.6 to 11.5 words

for the measurement instruments used, after

simplification of the questionnaires),

e supporting questions with a specifically
designed pictogram,

e using an increased amount of white space
between the question and the response set,

e supporting each response set with pictograms,

e using a separate page for each question, so that

people were not distracted by other questions.

After these adjustments were made, the instru-
ments were tried out in four people with aphasia.
Further adjustments (for example a pictogram
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of a number was supported with dots equal to the
number) were made during the interviews. The
objective was to make a question as comprehensi-
ble as possible for people with aphasia. People
with mild, moderate as well as severe aphasia
were included in this stage.

Then, based upon this first experience, the
instruments were fine-tuned and tested in 10 new
people with aphasia with different degrees of
expressive and comprehension problems. They all
stated that the instruments were clear.

In the next stage, the adapted instruments were
sent to five other speech and language therapists
working daily with people with aphasia, and to
one researcher in people with cognitive impair-
ments, for feedback, using a structured question-
naire (see Appendix 2). The instruments were
further adapted following their comments and
some pictograms were further adjusted, leading
to the final version of the instruments. Figure 3
shows an example of an adjusted question.

Questions were administered during an inter-
view. The following strategies were used:

e Good preparation: the FAST was assessed to
gain an impression of the communicative abili-
ties of the person with aphasia.

e Based upon the data from the FAST, strategies
adjusted to the communicative abilities of the
person with aphasia were used.

Yourself and Someone else

‘ Yourself alone ‘
someone else

Figure 3 Example of an adjusted item.

e The interviewer always tried to be aware of
non-verbal behaviour.

e The interviewer gave plenty of time to answer
each question.

e After each questionnaire, people with aphasia
were asked which strategies were helpful for
them to understand the questions.

e The interviewer took impairments such as
neglect or hearing impairment into account
(e.g. by sitting at the right side, asking the
person if he or she fully heard the question).

Results

The strategies used in the qualitative as well as
in the quantitative study facilitated people with
aphasia to participate in the studies.

Qualitative study

Using the techniques and strategies described,
we found that all the participants, even those
with quite severe aphasia, could communicate
their ideas and concerns. The characteristics of
people successfully included are shown in Table 1.

Pre-structured diaries

People with aphasia focused on the performed
activity, and barely described feelings that accom-
panied a certain activity. Also, the experience of
success in performing an activity was described
only minimally or not at all.

People expressed themselves using two- to three-
word sentences, or made simple drawings to sup-
port their written information. Five people with
aphasia did not use the stickers. People with
severe writing problems used stickers to express
themselves. Some people used stickers to express
the activity as well as the accompanying feeling
and the experienced success or failure. The use of
stickers made it possible to give some information
about a day in the life of a person with a severe
communication problem, expressed by the person
him or herself.

Whereas the person with aphasia focused on
the performed activity, the central caregiver also
described the well-being of the person with aphasia
during that particular day.

Downloaded from http://cre.sagepub.com at University of Groningen on March 28, 2010


http://cre.sagepub.com

954 R Dalemans et al.

159 Buluealog eiseydy Aeyousaid ‘| SvH
"AllwAuoue ainsus 0} paBueyd aie eiseyde yum ojdoad ay) Jo seuleu a8y,
(DOIN) sdnoug [euonednoo( Jole|p :wielsAg uoneolisse|) [euoinedndd( plepuels SN eyl Buisn paiyisse|o se uonednooQ,

§60'V
uo13ednd20 |BOIUYDSL

puUE [BUOISS®]0.d SUOS ¢ psdion[d ) o 8 ol LT 9¢ 8 cS E| eles (gl
18D uonednsdo
Buinow [ele1ew 181ybnep |
pue uoneyodsuel| ‘'suos ¢ paluelp 14 o 8 L 960 144 14 99 N or (¢l
9HMBSNOH paulen 4 S 8 14 6L°0 6l S 69 E| Ales (L1
uoisuad Ayjigesig Suos z  pallelN 0 € 14 S Lz’ L= ol € ag N wol (0L
9Gz'D uonednooo sajes SUOS ¢ palleN 14 ] 9 L 990 (44 6'¢ <9 N |leoy (6
paiinay sieybnep ¢ paLue 0 € € 9 60— cl [ LL N uels (8
7EY I ployssnoy
a1eAld 1daoxe
‘u01edN20 B2INIBS SUON  pallEN € ] L 6 960 144 6 89 N sueH (L
0LV
uo1edndd0 [esluyosl
pue [euoISS®}0.1d leyybneq  palle 14 S ol ol VL 6¢ € 514 4 sooy (9
#08'D uonednodo
Buinow |elerew
pue uoneyodsuel] uos ‘1eyybneq  paLLE 4 S 8 ol LT 9¢ 7l JAS] N Sor (§
9HMBSNOH SUoS 7 pallEN 4 o] 6 9 990 (44 S Gg E| BIN (¥
6CC vV
‘uoi1ednodo |ealuyd8lL
pue [euoISsejoid Jewybnep ‘uog  pallie|y 4 € L L 6L°0 6l 9'¢ 514 N ueg (¢
999°3 uonednddo
Jledal pue 14e1d
‘uononpoud uoisioald 1elybnep ‘Uog  palle 14 ] ol 8 evl LC L'L 99 E| ey (¢
9}MBSNOH uos  palle 4 € 4 € 60— cl L¢ 8 E| AN (L
(s1eah)
Lovois-aud sniels 1SV4 NS aleway
wewAodwy ualp|lyd [ewdelN Bunupp Buipesy uoisseidx3y  eAlsusyeldwo) ©100s-Zz S/ 1sod swi] 8By  /olBIA
eiseyde yum sjdoad sy} Inoge UOIBWIIOU| | d|qeL

Downloaded from http://cre.sagepub.com at University of Groningen on March 28, 2010


http://cre.sagepub.com

Facilitating participation of people with aphasia

One central caregiver wrote a separate diary
because he thought his wife would be displeased
with his perception.

In-depth interview

The subjects in this study were very willing
to express their experiences, their perceptions
and emotions concerning their social participation
in life.

Although three people with aphasia (2 with
FAST score = 12, 1 with FAST score = 10) expe-
rienced many problems in expressing themselves
verbally, they succeeded in expressing their percep-
tion in different ways, such as by prosody, by ges-
tures or through mimicking. The interviewer
sometimes used closed questions when people
had very severe expression problems, so as to
elicit perceptions. When the interviewer misunder-
stood the person with aphasia, the search for
understanding was continued for about 5 minutes,
asking closed questions. In some occasions it was
not possible to discover what the person with
aphasia was trying to say, not for the interviewer,
nor for the interview-assistant or the central care-
giver. On these occasions, there was a time-out for
this topic: the topic was picked up again at a later
time during the interview, to check if it was possi-
ble to find out what the person with aphasia was
trying to say ecarlier. When the tension provoked
by the miscommunication was taken away and the
person with aphasia was able to be more relaxed,
this increased the chance of exposing the word,
description, gesture or drawing to make clear
what he or she was trying to say. In all the inter-
views, the people with aphasia expressed that they
were happy to get the chance to express their
experiences. People with mild aphasia could
express themselves very well orally; people with
moderate aphasia could bring out their voice
with or without the support of paper and pencil
or gestures. Deep interviews could be performed,
and a large body of data could be collected.

For all the participants, there needed to be space
for breaks during the interviews, because fatigue
was an important barrier. It was important that
the interviewer was particularly vigilant to non-
verbal signals that indicated discomfort. After a
short break (between 15 and 25 minutes), the

955

person with aphasia was fit again to participate
in the interview.

The interviewer needed to be very aware of the
different roles of the caregiver at certain times,
because the boundaries between those roles were
sometimes very narrow. For example, when the
central caregiver was translating the expression
of the person with aphasia, he or she could
add his or her own point of view without specify-
ing this.

Sometimes the interviewer needed to control the
central caregiver to ensure that he or she did not
overrule the person with aphasia and impede their
ability for expression. In some cases, the person
with aphasia or the central caregiver expressed
themselves in another way when the other person
was out of the room. Although the interviewer
always tried to use the different expressions to
fully understand the situation, it sometimes
remained unclear if one person did fully express
him or herself in the presence of the other.

The interview-assistant sometimes intervened
when there appeared to be a discrepancy between
the verbal expression and the non-verbal beha-
viour of the person with aphasia, however this
happened rather rarely. Sometimes the interview-
assistant asked the question differently when the
question seemed not to be answered completely.

Focus interviews

Although people with aphasia often found it
very difficult to participate in conversations with
more than one person, it appeared to be possible
to conduct a focus interview with people with
aphasia and their central caregivers. Participants
encouraged each other to express their experience
and point of view. They shared experiences, they
gave comments about the collected data, they
expressed an interpretation descriptive of their
situation, and they gave examples. They really
listened to each other, and they gave each other
time to express themselves.

Quantitative study

The main purpose was to gather relevant infor-
mation from stroke survivors, even those with
severe aphasia. In total 128 people with aphasia
(FAST score <27) were interviewed. The different
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strategies used to support people with aphasia
seemed to be very helpful. Different strategies
were used for different people: sometimes the
bolded key concept in the question was most help-
ful, while in other situations (e.g. when the person
was not able to read) the pictogram was the most
important support. All the participants stated that
the pictograms as well as the bolded key concepts
were supportive for comprehension of the ques-
tions. The person with aphasia never expressed
verbally that he or she could not comprehend the
question, however sometimes the facial expression
indicated that the question was not understood
completely. If this was the case, the interviewer
paraphrased the question (e.g. by giving an exam-
ple of an activity) without changing the content.

One questionnaire used a six-point scale, and it
was found to be too difficult for people with very
severe aphasia to handle so much information
at the same time. The following adjustment was
made to make it possible to asses this question-
naire: The questions needed to be answered
in two phases. First a two-point answering set
was used: (satisfying versus unsatisfying), then a
three-point scale was used. For example, if the
person found that specific situation satisfying
in the two-point scale, the three-point scale:
almost satisfying, satisfying and very satisfying
was used.

All the adjusted questionnaires seemed to be
feasible for use in people with aphasia, even in
people with very severe expression problems.

Discussion

People with aphasia, even severe aphasia, were
successfully included in both qualitative and quan-
titative research studies using adjusted techniques
and strategies. These revolved around reducing the
cognitive load as far as possible by means of such
techniques as simplifying communication, redu-
cing the content of communication to simple
clear concepts, using bold type and clear font
in the layout of the question, using a clear visual
structure, and allowing as much time as needed.
Further, it seemed to be important to provide
alternative forms of communication, such as
pictograms, pictures, writing, gesture, mime, etc.

Also the use of data triangulation in the qualita-
tive study (diary, in-depth interview, focus group
interview) was helpful when people had difficulties
in understanding or expressing themselves.

Although a structured outlined layout was help-
ful, an important disadvantage of using a pre-
structured diary was the possibility of influencing
the thoughts of people who already had difficulties
in expressing themselves. Another important issue
is the involvement of the central caregiver as
a translator and informant during the study:
it might be that the thoughts and expressions
of the people with aphasia could be influenced
by the presence of the central -caregiver.
Otherwise, the presence of the central caregiver
could give the person with aphasia a feeling of
safety, making it easier to express them. The care-
giver sometimes had the role of an informant.
In the literature®’ proxy respondents demon-
strated a significant systematic negative bias in rat-
ing their aphasic partners’ global quality of life,
physical functioning, general or overall health,
pain, and vitality. Conversely, proxy respondents
rated statistically the same as their aphasic part-
ners on physical fitness, feelings, daily activities,
quality of life, total well-being, autonomy, envi-
ronmental mastery, and purpose in life, with at
least moderate agreement. During the interview
the person with aphasia and his or her central
caregiver seemed to agree most of the time.
In order to elicit thoughts of people who had pro-
blems in expressing their perspective and feelings,
it was important to communicate at the level of the
communicative abilities of the person with apha-
sia. Sometimes, we needed to deviate from the
usual interview style in qualitative research, occa-
sionally using closed questions, supporting most
questions with pictures, photographs or picto-
grams. By asking closed questions, the perspective
of the person with aphasia could be compromised.
However, the interviewer always checked whether
the answer was influenced by the closed question
of the interviewer. Therefore the interview-
assistant had an important role as well.

The focus group interview was an important
part of the triangulation process and made sure
that the voice of the people with aphasia was dis-
closed. By discussing the data analysis with the
participants, it was confirmed that the researchers
did understand the participants correctly and that
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the outcome represents the authentic perception
of the people with aphasia.

In the aphasia literature some information could
be found regarding strategies used in qualitative
studies, but none could be found with regard to
strategies used to adjust questionnaires for people
with aphasia in quantitative studies. There are
very few instruments that are especially developed
for people with aphasia and there seems to be no
consensus in these instruments concerning the
use of visual support: some use pictures to support
the question,”? others use no visual support™
except written information.

In our quantitative study the questionnaires
were adjusted based upon (1) conversations with
speech and language therapists working with
people with aphasia, (2) the literature concerning
aphasia-friendly information and most impor-
tantly the adjustments that were made based
upon the experiences in using the questionnaires
in people with aphasia, asking them what is really
helpful in making the questionnaires comprehen-
sible and accessible. People with severe aphasia
often find it easier to understand when the mes-
sage is given in two input modalities in parallel
(e.g. orally and visually).?!

We are happy to say that in our quantitative
study the mission to include people with aphasia
successfully in research seemed to be accom-
plished. The participants in our study, even
people with severe aphasia, were able to express
their perception using support from pictograms
in combination with oral and written information.
Therefore we hope that, based upon perceptions
of their language problems, people with apha-
sia will not be excluded from future research
studies.

Clinical messages

e Including people with aphasia in stroke
studies is possible by using several commu-
nication strategies.

e Measurements can be adjusted by reducing
the cognitive load and providing alternative
forms of communication.

e The challenge to include people with aphasia
in research should be taken up in order to
promote accessibility.
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Appendix 1 - Instructions diary

Erasmus University, 2007.

e You and your partner (or relative or close friend) could best plan a fixed moment in the evening to
keep up the diary.
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The diary is divided in different life domains.

The aim is to report performed activities per life domain.

If you did not perform activities in a certain life domain, you can report that as well.

Please, report the things that facilitated you in performing an activity.

Please, report the barriers in performing an activity.

You can use stickers if writing is difficult.

The stickers are attached at the end of the diary.

If you cannot find a sticker that represents your thoughts, please try to express your thoughts other-
wise (e.g. make a drawing)

You may ask assistance from your partner (close relative or friend) if it is difficult to fill in the diary
yourself.

For you, as a partner (close relative or friend) there is space/day to write down your remarks con-
cerning the experiences of the partner’s day.

It will take about 20 minutes per day to keep up the diary.

Appendix 2 - Structured questionnaire: adjustments to the instrument for use in peo-
ple with aphasia

Measurement instrument:

Participant:

Date:

Duration of assessment?

Yes No

Number of items suitable?

Use of bolded key concepts helpful?

Use of pictograms:

Are they supportive?

Are they clear?

Is the formulation of the items clear?

The answering set:

Are the answering possibilities clear?

Are the answering possibilities suitable?

Total
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