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Background: This study examined responses of persons with aphasia (PWAs) to a general
question about their speech. 4ims: The goal was to describe their evaluative responses as
positive, negative, or neutral/mixed and determine if responses differed, based on time
post-onset, aphasia severity, and aphasia type.

Methods & Procedures: A total of 71 participants from the AphasiaBank project were
included. As part of a larger protocol, investigators asked, “How do you think your
speech is these days?” Responses were videotaped and transcribed using CLAN. Two
authors coded the evaluative responses and categorised themes in the elaborative content
provided by the participants.

Outcomes & Results: Positive responses accounted for 59% of all responses, followed by
neutral/mixed (18%), and negative (17%). Participants also mentioned specific speech
problems (35%), improvement (31%), and therapy (8%) in their responses. Time post-
onset and aphasia type were not significantly associated with nature of response. Aphasia
severity was significantly associated with nature of response, with higher AQ scores in the
positive group and vice versa.

Conclusions: The responses are discussed in the context of self-image and self-expression
in PWA and social models in aphasia therapy. Results are also compared with those of
others with chronic disabilities and research on resilience, positive affect, and optimism.

Keywords: Aphasia; Personal narrative; Self-evaluation; Positive; AphasiaBank.

The increasing focus on discourse in aphasiology research attests to the fact that
connected speech samples across a variety of contexts reveal important informa-
tion about the aphasic speaker’s linguistic and cognitive abilities, personal and social
insights related to identity, adjustment to aphasia, and interactional skills (Hinckley,
2006; Shadden & Hagstrom, 2007; Simmons-Mackie & Damico, 2009). To date,
discourse samples used in aphasia research have included both monologic recounts
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of significant events in the person’s life and dialogues about everyday activities and
interests. Examples of such monologues include recounts of (1) frightening events
(Behrns, Wengelin, Broberg, & Hartelius, 2009; Olness, Matteson, & Stewart, 2010;
Ulatowska & Olness, 2001, 2003); (2) positive events such as a wedding or holiday
(Armstrong, 2001); and (3) illness, particularly related to stroke stories (Armstrong &
Ulatowska, 2007; Hinckley, 2006; Ulatowska, Olness, Keebler, & Tillery, 2006).
Dialogic interactions have covered a variety of topics and occur in contexts such as
aphasia groups or private homes (Beeke, Wilkinson, & Maxim, 2009; Oeschlager &
Thorne, 1999; Simmons-Mackie & Damico, 2009). Nonetheless, by far the majority
of work in aphasic discourse (in both research and clinical practice) tends to look at
discourse involving picture descriptions, story retell, and procedural discourse. These
all involve third-person-focused language dealing with almost anything but the life
experiences of persons with aphasia (PWAs), topics familiar or interesting to them, or
their (possibly emotionally tinged) attitudes.

Interest in including relevant personal experience in clinical and research dis-
course sampling methods parallels the emergence of social models for aphasia,
which have gained traction in aphasia assessment and treatment in the last 10 years
(Byng & Duchan, 2005; Elman, 2005; Simmons-Mackie et al., 2007). Stemming
from such models there has been increasing advocacy to empower PWAs to play a
role in the management of their own disorders and to equalise the social relations
involved in service delivery. Empowerment includes altering the interactions between
clinician/investigator and client/participant by asking genuine, information-seeking
questions of PWAs regarding their speech, their strokes, and their recoveries. In this
way, parity in clinical conversations can be restored.

Several researchers (e.g., Hagstrom, 2004; Holland, 2007; Pound, Parr, Lindsay, &
Woolf, 2000; Shadden, Hagstrom, & Koski, 2008) have investigated the telling of per-
sonal stroke narratives in aphasia therapy situations and have discussed the benefits of
such narratives. All agree that narratives present people with aphasia (similar to other
individuals suffering from a chronic illness) with an opportunity to talk about their
problems and, thereby, help to re-establish a more positive sense of self and diminish
what Shadden (2005) called “identity theft”. The role of the speech-language pathol-
ogist in this context is that of an active listener, “co-constructing clinical interactions
in such a way as to create authentic relationships aimed at effecting relevant change”
(Simmons-Mackie & Damico, 2010, p. 52).

Talking about one’s own speech and language is a notion related to the healing
power of personal narrative (Hinckley, 2006; Shadden & Hagstrom, 2007). Reporting
on scripts developed by aphasic speakers or used in script training (Cherney, Halper,
Holland, & Cole, 2008; Youmans, Holland, Munoz, & Bourgeois, 2005; Youmans,
Youmans, & Hancock, 2011), Holland, Halper, and Cherney (2010) described the con-
tent of 28 self-determined monologues written and subsequently learned by persons
with chronic aphasia. Of these monologues, 19 (68%) were stories about some aspect
of the speaker’s life and 12 (43%) were specifically about their strokes. These scripts
were affirmative and optimistic, supporting the notion that, despite aphasia, many per-
sons with chronic aphasia have NOT lost (or perhaps have re-established) their sense
of identity over time.

This issue, in turn, relates to the importance of helping an aphasic individual either
to capitalise on or to develop some resilience, defined here simply as the ability to
bounce back from aphasia. Evidence from aphasic narratives (Hinckley, 2006) and
from clinical encounters (Holland, 2010) indicates that resilience matters. This should
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not be surprising when one considers the rich literature relating to the palliative, if not
curative effects of resilience, optimism, and positive affect in other illnesses (Edward &
Warelow, 2005; Pressman & Cohen, 2005; Rasmussen, Scheier, & Greenhouse, 2009).
It is likely that resilience, optimism, and identity issues change over time for PWAs,
altering their attitudes towards a variety of activities and opportunities, including
aphasia treatment. Although neither Holland (2010) nor Hinckley (2006) specifi-
cally analysed the effects of aphasia severity or type, Hinckley did emphasise that
readjustment after aphasia takes many years.

Code and Hermann (2003) reviewed a number of factors in aphasia as they relate
to emotional and psychosocial status and made a strong case for better therapeu-
tic outcomes in people with positive mood states. Regarding time post-onset, they
explained that depression is not uncommon in PWAs, citing statistics of 16% at 12
months and 29% at 2-3 years following stroke. Additionally they described how site of
lesion, specifically left hemisphere frontal damage, is associated with higher frequency
and severity of depression in the acute period, but cognitive and physical impairment
becomes almost as important as time post-onset increases. A recent study by Hilari
et al. (2010) further explored the relationship of different variables to psychological
distress in the first 6 months after stroke. At 3 months post-onset, aphasia was sig-
nificantly associated with psychological distress, but aphasia was not a predictor of
distress at any time. They reported a complex interaction between physical, linguistic,
and social variables over time.

The correspondence between site of lesion and type of aphasia would suggest the
likelihood of a relationship between type of aphasia and emotional status as well. It is
also intuitive to expect that participants who have marked production difficulties along
with acute awareness of their deficits because of relatively good comprehension and
monitoring (e.g., Broca and conduction) would experience ongoing frustration that
would produce negative affect. In fact, Robinson and Benson (1981) found depres-
sion to be common (almost 50%) in a group of inpatients with chronic aphasia,
and reported greater frequency and severity in patients with nonfluent aphasias com-
pared to those with fluent or global aphasias. They used two self-rating scales and
two rating scales completed by professionals. Fromm, Holland, and Swindell (1984)
found depression in almost half (48%) of a group of left hemisphere stroke patients
with aphasia during the first year post-onset using a self-report inventory adminis-
tered by examiners. A significant correlation was found between severity of aphasia
and depression; type of aphasia revealed no significant correlation. Several studies
have shown that aphasia severity also has an effect on quality of life or QOL (Bose,
McHugh, Schollenberger, & Buchanan, 2009; Cruice, Worrall, Hickson, & Murison,
2003; Hilari & Byng, 2009; Hilari, Wiggins, Roy, Byng, & Smith, 2003). Although the
current study is more narrowly focused on direct communication to elicit personal
evaluations about speech in a group of non-hospitalised people with chronic apha-
sia, these findings on depression and QOL suggest that time post-onset, severity, and
aphasia type may play important roles in emotional valence.

Recent work exploring the language of attitudes, feelings, and opinions suggests
that evaluative language, a crucial part of expression of identity, may be relatively
well retained in aphasia (Armstrong, 2001; Armstrong & Ulatowska, 2007; Ferguson,
Worrall, Davidson, Hersh, & Sherratt, 2010; Olness et al., 2010; Ulatowska et al.,
2006). Evaluations occur on a continuum of valence from negative to positive, and
can involve different types of meanings including personal affect (e.g., I hated my
time in the hospital, I loved seeing my family), judgement (e.g., my speech was bad,
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it’s now excellent), and appreciation (e.g., the bed was uncomfortable, the stay was
too long) (for full overview, see Martin & White, 2005). Armstrong and Ulatowska
(2007) analysed stroke stories produced by participants with mild to moderately severe
aphasia and examined a number of evaluative devices (the use of repetition for empha-
sis, direct speech, metaphoric language, and the use of emotive words and phrases).
Results showed that participants were able to use evaluative language to express their
attitudes and feelings in spite of their incomplete utterances and impaired syntax
and semantics. Additionally, studies focusing specifically on verbal pragmatics, for
example, have found that speakers with left hemisphere damage and aphasia varying
both in type (nonfluent, fluent, mixed) and severity (mild, mild-moderate, moder-
ate, moderate-severe) produce more elaborate discourse when discussing emotional vs
non-emotional topics (Bloom, Borod, Obler, & Koff, 1990; Bloom, Borod, Obler, &
Gerstman, 1993; Borod et al., 2000). Hence, from both identity and language perfor-
mance perspectives, it may in fact be therapeutic to include personal and evaluative
topics and tasks in assessment and treatment contexts.

Few studies have explored personal and evaluative discourse in large groups of
PWAs and systematically evaluated the effects of time post-onset, aphasia severity, or
aphasia type. As part of AphasiaBank, a project designed to create a shared database
of multi-media interactions for the study of communication in aphasia, a protocol was
developed to elicit various types of discourse, some of which is essentially evaluative in
nature.! The first free speech probe in the protocol is “How do you think your speech
is these days?” Based on its open-ended nature, this opening question achieved several
goals. First, it starts off the interaction by valuing the participant’s opinion on this
meaningful and relevant topic. Second, it allows PWAs the opportunity to give their
own assessment of their communication skills in any way they can. Third, it creates a
shared perspective for the investigator and the participant as they move through the
rest of the tasks. Analysis of data from this interaction can provide some indication
of PWAS’ ability to use evaluative language to express opinions and attitudes; it can
allow us to judge the positive/negative nature or “valence” of their feelings about their
speech at a particular time post-onset. In addition, by looking at the further elabora-
tions that PWAs provide, we can derive further detail regarding their approaches and
attitudes towards recovery from and adaptation to aphasia.

In describing ways for physicians to solicit patients’ concerns, Robinson (2006)
explains that, “in mundane conversation, as well as in physician-patient visits, the
question How are you feeling? performs the action of soliciting an evaluation of a par-
ticular, recipient-owned, currently experienced condition that is known about by the
speaker and typically related to physical health” (p. 33). Hence, the similar elicitation
technique used in AphasiaBank resonates with everyday clinical practice and provides
a question aimed at eliciting evaluative discourse.

Emotions and attitudes are conveyed in numerous non-verbal and paralinguis-
tic ways, as well as through direct linguistic output (Camras, Holland, & Patterson,
1993; Pittam & Scherer, 1993). Facial expression, body language, gestures, stress pat-
terns and intonation, loudness, speech rate, sighs, and laughs all convey important
meanings. The multi-media aspect of the AphasiaBank project allows for analysis of

! Another article in this special issue by MacWhinney, Fromm, Forbes, and Holland discusses the entire
AphasiaBank protocol in more detail and explains how to use computerised transcription and language
analysis programs to study phonological, lexical, morphosyntactic, and gestural aspects of the database.
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verbal and nonverbal aspects of participants’ responses. However, while the nonverbal
and paralinguistic aspects of the interactions elicited in this study were examined in
terms of the way they supported the verbal expression of participants, this initial study
focuses primarily on the verbal meanings conveyed, leaving the more detailed analysis
of these other aspects to future studies. The complexity of the verbal aspects alone
involved in evaluative meanings has been acknowledged (Hunston & Thompson,
2003; Martin & White, 2005). Thus the goal was to conduct a preliminary study with
data from a large number and wide range of participants to explore the effects of
clinical variables on emotional expression. Specifically, the following questions will be
addressed:

1. What is the valence (positive, negative, neutral/mixed) of the participants’ evalua-
tive responses as expressed primarily through their verbal behaviours?

2. Isthe valence of their evaluative responses associated with time post-onset, severity
of aphasia, or type of aphasia?

3. What additional elaborations do participants include when answering this simple
question?

METHOD

This descriptive study was conducted on one segment of a larger dataset from the
AphasiaBank project. Participants, materials, and procedures from the larger project
are presented and followed by an explanation of the coding and statistical analyses
specific to this investigation.

AphasiaBank: Participants

The data presented here comprise the responses made by the first 71 PWAs entered
into the AphasiaBank database who met the following selection criteria: (1) aphasia
resulting from stroke, verified through neuroimaging and/or a clear medical diagno-
sis; (2) auditory and visual abilities adequate for testing; and (3) English spoken as
the primary language. Co-existing apraxia and dysarthria were not exclusionary cri-
teria, but participants with dementia or with comorbidities associated with serious
cognitive consequences were excluded. The AphasiaBank project received the required
IRB approval. All participants (and/or their representatives) signed consent forms
for the testing and data collection, and gave approval for the data to be available for
research and teaching purposes. Participants ranged in age from 35.9 to 90.7 years
(mean = 64.5) and came from ecight different test sites in the United States. The sam-
ple included 27 females and 44 males; 58 were right handed; 6 were left-handed; 2 were
ambidextrous; and the handedness of the other 5 was unavailable. Education ranged
from 12 to 25 years (mean = 15.9) and time post onset ranged from 0.5 to 39.2 years
(mean = 7.4). Side of lesion was left hemisphere in 58 cases, right hemisphere in 3
cases, and unavailable in 10 cases. WAB Aphasia Quotients (AQs) ranged from 20.3 to
97.6 points (mean = 68.7). Table 1 provides a list of aphasia types based on WAB AQ
subtest scores.
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TABLE 1
WAB data

Aphasia types Frequency
Anomic 21
Broca 16
Conduction 13
Global 2
Transcortical Motor 5
Transcortical Sensory 1
Wernicke 7
Not aphasic (scored above cutoff) 5
Unavailable 1

AphasiaBank: Materials and procedures

All AphasiaBank testing sessions were conducted by a licensed speech-language
pathologist (SLP) or by an SLP graduate student. In most cases the investigator did
not know the participant prior to the session. Testing typically took place in a room at
a clinic or an aphasia centre, with the investigator and the participant seated together
at a table. Often a third person was in the room to monitor the video recording. In two
cases testing took place in the participant’s home.

The AphasiaBank research protocol begins with the investigator saying, “I am
going to be asking you to do some talking.” This comment is immediately followed
by the first prompt, “How do you think your speech is these days?” The prompt is
delivered in a natural, conversational manner. The investigator does minimal verbal
prompting, but is an attentive, active listener, providing extensive nonverbal encour-
agers as well as plenty of time for the participant to give as complete a response as
he/she desires. This approach allows the PWA to respond in a spontaneous, open-
ended fashion, and to determine what constitutes an adequate answer to the question.
The goal of the investigator is to create an atmosphere that encourages the participant
to provide complete responses, rather than short, interrogation-style answers. Using
this simple, but uniform, technique allowed for the collection of a large number of
comparable samples from different sites, by different investigators, and with different
participants.

The opening prompt is followed by prompts for personal narratives, picture descrip-
tions, story telling, and procedural discourse. Finally, a few short formal assessments
of naming and repetition are completed. Aphasia Quotients from the Western Aphasia
Battery Revised (WAB; Kertesz, 2007) are available for all participants.

All AphasiaBank test sessions are videotaped. Trained research assistants tran-
scribe the discourse sections using the CHAT transcription format of the CLAN
program (MacWhinney, 2000).” Following the guidelines set by Berndt, Wayland,
Rochon, Saffran, and Schwartz, (2000), utterances are segmented based on the
following hierarchy of indices: syntax, intonation, pause, semantics. Two SLPs,

2The movies, transcripts, and protocols are available to AphasiaBank members on the AphasiaBank
website at http://talkbank.org/AphasiaBank. To apply for membership in AphasiaBank, please consult the
instructions on that page.
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with aphasia experience and transcription training, checked the accuracy of each
transcription and the two reached forced choice agreement on all features of the
transcription.

Evaluative response coding

For this study, responses to the first free speech question (How do you think your
speech is these days?) were extracted from each transcript. CHAT transcripts include
all spoken output as well as gesture coding (e.g., thumbs up, head shake) and par-
alinguistic events (e.g., sighs, laughs). These responses were reviewed to determine the
overall evaluative response by assigning each to one of these three categories: positive,
negative, or neutral/mixed. In cases where the words did not indicate a clearly pos-
itive (e.g., great), negative (e.g., terrible), or neutral/mixed (e.g., fair, good, and bad)
response, the investigators played the videos to listen to the intonation and see the
nonverbal cues (e.g., facial expressions, hand gestures, body language). For example,
if a participant said that his speech is “seventy percent”, it would be difficult to code
that response as positive or negative from the words alone. If he said it with a smile,
a thumbs-up sign, and/or a sense of pride and satisfaction, it was coded as a positive
assessment. If he said it with a headshake, a thumbs-down sign, a discouraging tone
of voice, and/or a frown, it was tallied as negative. If he said it with a shrug and flat
intonation, it was coded neutral. Two of the authors, both native speakers of English,
used these guidelines and native speaker intuition to independently code the evaluative
response. Inter-rater coding agreement was 97%.

Responses were also examined for further elaborative content. One member of the
research team identified three themes frequently included by respondents, and a sec-
ond researcher independently corroborated those findings. Then two other members
of the research team independently categorised these responses into one of the three
response types. Inter-rater agreement was 99% for this categorisation of the elaborative
comments.

Statistical analysis

Descriptive statistics (measures of central tendency and measurement variability for
interval data; tallies of frequency of occurrence for categorical data) were used in con-
junction with planned inferential statistics. In particular, a two-tailed Welch’s 7-test (no
assumption of equal population variances) was used to analyse differences between
the positive and negative response groups in time post-onset and aphasia severity.
Pearson’s Chi-square test, the standard analysis for categorical data, was used to
analyse the association between aphasia type (as categorised by WAB) and evaluative
response category (positive, negative, or neutral/mixed).

RESULTS

In response to the prompt, the average number of utterances, including incomplete
ones, was 4.63 (range = 1-26, SD = 4.28). The average number of words used in the
responses (excluding word repetitions, fillers, and revisions) was 23.23 (range = 1-162,
SD =27.17).
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Evaluative response

Responses were grouped into three categories, which accounted for 94% of all
responses. The remaining 6% were removed from the main categorical analysis because
they were uninterpretable, incoherent utterances often with neologisms and para-
phasias (e.g., “It, it usually depends upon how long I, how long I get, I get grags. 1
get, I get, I just have to make my one tek in the teks. One, one a teks. But that, that,
that’s about it.”). The three main categories as well as their corresponding percentages,
definitions, and examples are given below:

1. Positive responses (59%) were those in which the verbal and nonverbal communi-
cation indicated a favourable assessment.

2. Negative responses (17%) were those in which the verbal and nonverbal communi-
cation reflected an unfavourable assessment.

3. Neutral/mixed responses (18%) indicated a noncommittal, average, or mixed
assessment.

Positive responses mentioned improvement, getting better, and words like fine, good,
pretty good, really good, great, normal, and excellent. Negative responses described
not being able to talk and having trouble. They included words like awful, terri-
ble, not good, not well, and none. Neutral/mixed responses were characterised by
words such as average and fair. This category also had elements of mixed positive
and negative assessments, indicating that sometimes speech is good but sometimes it
is not.

Table 2 includes examples of responses from each of these categories. Paraphasias
and neologisms appear in italics. Although gestures and paralinguistic behaviours are
indicated in these transcription excerpts, a cautionary note is offered for reading the
response examples without the benefit of actually seeing and hearing the facial expres-
sions, gestures, body language, and vocal intonation that characterised the responses.
All extra-linguistic phenomena were taken into consideration by the coders at the time
of coding (native English speakers using native speaker intuition), even though these
phenomena are not fully represented in the transcripts.

Associations among variables

Box plots (Tukey, 1977), shown in Figure 1, were constructed to examine the relation-
ship between time post-onset and category of evaluative response: positive (1) versus
negative (2) versus neutral/mixed (3). The dark-black vertical lines inside the boxes
indicate the median time post-onset for each of the response categories, the outside
edges of the boxes indicate the first and third quartiles, and the vertical lines on either
end of the dashed lines indicate the lower and upper extreme non-outlier values of
time post-onset. The open circles indicate outlier values because they are more than
1.5 times the inter-quartile range (difference between the first and third quartiles).
The positive (1), negative (2), and neutral/mixed (3) response distributions can clearly
be seen as overlapping, so no further statistical analyses were conducted on the time
post-onset variable.

Box plots were also constructed to examine the relationship between the WAB
Aphasia Quotient (AQ), as a measure of aphasia severity, and positive (1) versus nega-
tive (2) responses. Figure 2 shows the box plots, which suggest a difference in category
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TABLE 2
Examples of responses from participants by valence rating

Rating

Participant response

Positive

Negative

Neutral/Mixed

Really good from the uh oh stroke.

Talking better now.

Well it’s better than it used to bid.

It’s little bit begger.

Improving, improving. I uh cofidlitly improving a lot better.

Well excellent because I have had aphasia.

Seventy, eighty percent.

Now pretty darn good.

Good. I'm great (gestures: thumbs up).

I think it’s normal.

(gestures: counts) one, two, three, four, five, six, seven, eight, nine, ninety percent.

Well, better but no cigar.

Fine.

Uh, uh, uh, well, uh, uh, uh, uh, uh, uh, uh, uh, uh, uh I could &uh I could
talk, you know.

Not good. I'm not good at this.

I can’t talk.

Not so well.

No.

Oh it’s awful.

It is terrible. It’s just terrible. It was, because I can’t, uh it was, [ was, I . . . Oh Jesus. I,
I'm so dadut and then boom. Buh, buh, buh, buh, buh, buh. None, none, none,
none, none.

I think it’s pretty awful then. I mean it used to be pretty good but now I have trouble
doing some of this.

Uh, fair.

Sometime words yes, no (gestures: fair).

Not bad. I don’t know how good it is but it’s not bad.

Just not too good but improving.

Uh well I would say is below average. In fact sub sub below average (laughs). But
when you, you uh uh if you compare my speech versus another, another patient, is
on par.

Average. You know, I get most of it but I have a, I, most of it’s all pretty well tire also.

It varies. Um I'm usually good in the morning and in the afternoon. By that time I
get um not uh sloppy. Not sloppy but I'm tired. And that determines how I do.

Response code

0 10 20 30 40
Time post-onset

Figure 1. Boxplots of time post-onset (in years) for positive (code 1, n = 42) vs negative (code 2, n = 12) vs
neutral/mixed (code 3, n = 13) response valence.
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Response code

20 40 60 80 100

Figure 2. Boxplots of WAB AQ for positive (code 1, n = 42) vs negative (code 2, n = 12) response valence.

of evaluative response as a function of severity. The positive response group is shifted
higher on the x-axis, indicating higher AQ scores (lower aphasia severity). As the fig-
ure shows, the median score for the positive response group is higher on the AQ scale
than the upper extreme value for the negative response group. It is also apparent that
the distribution for the positive response group is negatively skewed, indicating more
positive responses in the higher AQ range. In contrast, the negative response distribu-
tion is positively skewed, indicating more negative responses in the lower AQ range.
A Welch Two Sample two-tailed z-test showed that the difference between these two
distributions was significant, #(24.83) = 2.55, p = .017. This significant difference was
maintained when neutral/mixed responses were added to the positive group, thereby
creating a “not negative” response group to compare with the negative response group,
1(20.79) = 2.84, p = .010. Figure 3 shows the box plots for this comparison, which is
similar to the previous one.

To examine the relationship between evaluative response category (positive, nega-
tive, neutral/mixed) and type of aphasia, Pearson’s Chi-square test was used. For type
of aphasia, the groups were Anomic, Broca, Conduction, and Wernicke. The sample
sizes for other types of aphasia were too small (five or fewer) to permit their inclusion
in the chi-square analysis. Results showed no significant relationship, x2(6) = 9.68,
p = .138, between response content and aphasia type.

Response code

1&3
]
o

Figure 3. Boxplot of WAB AQ for positive and neutral/mixed (codes 1&3, n = 55) vs negative (code 2,
n = 12) response valence.



Downloaded by [Carnegie Méellon University] at 14:59 06 October 2011

PWA SPEAK ABOUT THEIR SPEECH 1

Specific content

In addition to giving general qualitative assessments (e.g., good, bad, fair), many
participants spontaneously elaborated about their speech with content that could be
classified into these three topic areas: specific speech problems (n = 25), improvement
(n = 22), and therapy (n = 6).

1. Specific problems included any mention of examples of their speech problems, such
as getting stuck and having words spinning around in the head, speaking slowly,
not rushing, not being able to talk at all, and needing to work on reading.

2. Improvement included any mention of positive change over time. For instance,
participants mentioned getting better, improving, and being clearer.

3. Therapy included any mention of any kind of treatment or outside help. These
utterances included speech therapy, group therapy, acupuncture treatment, and
the internet.

4. Examples of responses from each of these categories appear in Table 3.

TABLE 3
Examples of specific elaborated content by content category

Category

Participant response

Specific speech
problems

Improvement

Therapy

If I don’t rush what I'm trying to say I could get my words across
pretty well.

It’s, it’s good but it’s very slow. It’s (gestures: no) not, not, not
when I talk fast but when I talk slow I understand better.

Sometimes I do get like stuck when I'm like trying to say
something and it doesn’t come out. Like I have words that are (gestures: spin)
spinning around in my head. And I'm (gestures: pick) like trying to pick out which
one I should say first.

But I can’t (points: mouth), it, I, you know takes me quite a long time with aphasia.

I got a long ways to go for reading. But that’s one of the most important thing for me
is, is to read.

I remember I couldn’t talk at all. Thirty one days of saying
talk too too much.

My speech is fine. Um slowly it’s improving.

Not bad. Much better than a year ago.

Better and better and better and better.

Getting better. Getting better.

Much better. During the stroke, well after the stroke, I couldn’t talk at all. So, it’s much
better. Much better.

A little bit clearer in the words.

Better. Little bit better.

Compared to what? I'll compare it to a year ago. I think it’s a little bit better.
Compared to when I first had my stroke it’s A- number-one (laughs). Because when I
first had my stroke I couldn’t speak.

I go to school for speech (gestures: four) two, three, four years.

And I got into a group of people from, uh people who were /elling me with um uh
speaking.

Uh, entapucture. Saturday, each Saturday. Uh needles, needles.

The (points: here) I like. One, two (gestures: two) days is (points: here). And the
internet (points: computer). I one (points: self).

One two (points: up). I one uh a big one (gestures: big).

, my name. And now
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DISCUSSION

When asked about their speech, 59% of the PWAs gave distinctly positive answers.
Another 18% of the answers were categorised as neutral/mixed. Only 17% of the
participants gave negative responses to the question. The favourable spin may seem
surprising in light of the chronic language impairments that most of these individuals
experience. It does, however, correspond to the affirmative and optimistic descriptions
of aphasic narratives and monologic scripts (Cherney et al., 2008; Hinckley, 2006).
While the reasons for the optimism can be explored further, the simple fact of its exis-
tence is noteworthy as well as potentially beneficial for the participants and useful for
clinicians.

Time post-onset and type of aphasia were not significantly related to positive versus
negative responses. However, aphasia severity (as measured by WAB AQ) was signif-
icantly related, with higher AQ scores in the positive response group and lower AQ
scores in the group with negative responses. Even when the neutral/mixed responses
were combined with the positive response group to create a “not negative” response
group to compare with the negative response group, the difference was still significant.

These results suggest that these PWAs are responding in what appears to be a real-
istic way to their situations. Those whose language is more impaired are, in fact, saying
more negative things about their speech, and vice versa. In a review of positive affect
and health, Pressman and Cohen (2005) described this type of relationship, namely
that positive affect declines with increases in disease severity. The fact that type of
aphasia was equally distributed across the positive and negative response groups sug-
gests that the specific pattern of impairment and corresponding brain lesions had no
effect on the individual’s expressed opinion of his/her speech. That being said, not all
types of aphasia were included in this analysis as the sample sizes were too small for
transcortical sensory, transcortical motor, global aphasia, and not-aphasic-by-WAB
(scored above the AQ cutoff but considered themselves aphasic). Results on the time
post-onset variable may have been different if the study had been done using a longi-
tudinal design or if participants had incurred their strokes more recently or were less
well served professionally. The average time post-onset in this study was over 7 years,
so this was predominantly a group of people who had been living with aphasia for a
while, having been involved in speech-language therapy and stroke groups to varying
extents.

The large percentage of positive responses may be due to a number of factors.
One possible explanation is that, in general, people are naturally inclined towards
optimism rather than pessimism. Similarly, it could be that PWAs who participate
in research projects are a self-selected group with a more positive attitude. (To the
authors’ knowledge this factor has not been well studied in the research literature.)
Not only did individuals in this study agree to participate in a study that involved
sharing their language problems with researchers and students in a very direct (though
identity-protected) way, the majority of them (73%) participate in aphasia centres
and programmes designed to implement Life Participation Approaches to living with
chronic aphasia (Chapey et al., 2000). The predominant attitudes expressed in this
investigation reflect those that such centres and programmes foster and support.

One might imagine that these positive responses may simply be a case of phatic
communication, much like when people say good or fine in response to standard how
are you queries. However, the responses we obtained to this probe typically involved
multiple utterances that went beyond the requirements of a minimal phatic response.
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Of course, even these extended responses to this question could be viewed as con-
strained by further discourse expectations. For example, Button and Casey (1985)
characterised the responses to How are you questions as “itemised news inquiries”.
Such responses may minimise negative evaluations. More generally, there is a prefer-
ence (Pomerantz, 1984) for positive responses to questions over negative responses.
It is possible that this preference is further amplified within the context of institu-
tional discourse. However, the analyses of doctor—patient communication presented
by Heritage and Clayman (2010) suggest that these communications are typically fairly
frank and direct, because it is not in the patient’s interest to misrepresent his or her
medical and emotional status.

The actual shape of the probe we used was designed to minimise superficial or
phatic responses to the question. In this regard, Robinson (2006) contrasts the How
are you? question with the How are you feeling? question and explains that the former
asks for a person’s current and general state of being, whereas the latter requests an
evaluation of the “state of a particular and ongoing health condition” (p. 39). The
former question is more likely to produce a response like “Okay”. In the current study
the prompt of How do you think your speech is these days? led a majority of the partic-
ipants to elaborate on their responses, however briefly. Also, it is worth emphasising
that this question was not posed casually. The investigator poses it in a serious, delib-
erate manner to initiate the AphasiaBank protocol. This can be verified directly by
playing back interactions directly over the web using the interactive browser facility at
http://talkbank.org.

Finally, the possibility exists that there is good cause for optimism, given the fact
that, in most cases, participants have improved since they first had their strokes.
Improvement was specifically mentioned in many of the positive responses. Along
these same lines, Riis et al. (2005) found that healthy people tend to underestimate
the self-reported wellbeing of people with chronic disabilities. In studying patients
with chronic kidney disease on haemodialysis, the authors found that patients adapt to
their conditions and report positive average moods that do not differ significantly from
those of healthy controls. The authors conclude that, in coping with hardship, patients
may focus more on positive experience as an important part of their adaptation pro-
cess. Similarly, Cruice, Worrall, Hickson, and Murison (2009) compared quality of
life assessments from 30 people with aphasia to the assessments provided by their
spouses and children, concluding that significant others rated their partners’ global
and health-related quality of life much lower than their aphasic partners rated them-
selves. While the current study does not purport to be a measure of quality of life, the
positive responses by people with aphasia to a question about their speech status fit
with the generally more positive ratings given by aphasic participants in these quality
of life studies.

Cranfill and Wright (2010) examined quality of life measures with the goal of deter-
mining which domains are important to persons with aphasia. The authors found that
severity of physical functioning was rated as more important to the persons with apha-
sia than was communication functioning. Furthermore, the ratings from significant
others and SLPs were significantly correlated with each other but not with those of
the PWAs. The message continues to be that proxies and PWAs do not necessarily
agree on the importance of health-related quality of life domains, thereby emphasis-
ing the importance of initiating and continuing these topics of communication with
PWAs themselves.
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The comments from PWAs in the current study indicate substantial self-awareness
about their speech. Just over a third mentioned some specific attributes that charac-
terise their speech production and just under a third mentioned improvement over
time. These comments about the need to speak more slowly or speech being better
earlier in the day, for example, suggest self-awareness and self-regulation, curios-
ity about their own symptoms, and creativity, also thought to be positive strengths
that affect wellbeing. A smaller number of participants mentioned specific techniques
being employed for therapeutic purposes. Taken together, these themes bear striking
similarity to metaphors used to described aphasia rehabilitation in a recent study by
Ferguson et al. (2010). PWAs used the metaphoric concepts of product, body, journey,
and battle most frequently; family members and SLPs used journey most frequently.
The changes over time were a common theme for all parties involved in the experience
of aphasia. The authors encourage the consideration of metaphor to compare and
contrast perspectives between PWAs, their family members, and SLPs for purposes of
treatment and counselling.

The fact that participants in this study responded positively concerning their speech
would seem to bode well for the participants. For example, Seligman and Peterson
(2003) note, “Psychologists have discovered that there are human strengths that act
as buffers against mental illness: courage, future-mindedness, optimism, the capacity
for flow, and insight to name several” (p. 314). There is reason to believe that these
same strengths play a role in recovery from a number of diseases and disorders as well
(Fitzgerald, Tennen, Affleck, & Pransky, 1993; Pressman & Cohen, 2005), and stroke
and aphasia should be no exception. Using meta-analytic techniques, Rasmussen et al.
(2009) demonstrated that optimism is a significant predictor of physical health and
that subjective measures, including self-reports, produced significantly higher effect
sizes than did objective measures. Also interesting and relevant was the fact that
the effect sizes were not significantly different for patient populations versus healthy
populations, although they were larger in the studies using patient populations.

In a short report on coping in psychiatric-mental health illness, Edward and
Warelow (2005) explain that both genetic factors and learned protective behaviours
can contribute to a person’s resilience when facing adversity. They stress that knowing
about resilient behaviours may improve clinical practice and affect outcomes. Therapy
that includes support and education, and specifically a focus on resilient behaviours
can especially help in aphasia where communication skills are involved. Clinicians are
being urged to help patients renegotiate their identities (Shadden, 2005). Allowing for
identification and recognition of other factors of resilience such as humour, flexibility,
intellectual competence, self-reliance, persistence, and hopefulness may help aphasic
individuals strengthen their sense of self in the altered context of their post-stroke
lives.

This study does not claim to provide in-depth analysis of the acknowledged deep-
seated identity and adjustment issues facing people with aphasia, nor a detailed
linguistic examination of evaluative language. However, it presents an interesting new
approach to this issue, because the raw data from this study are now openly available
over the web to the research community. To facilitate direct examinations, we have
inserted our coding for each response into each transcript on the @G: Speech line
where the prompt was given. Using this transparent and open data window we can
join with other researchers in conducting further analyses of the detailed gestural and
intonational features accompanying these verbal descriptions. Moreover, as we can
add further data to this openly available source from a wider array of participants and
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use additional prompts, which could elicit more information about the details of phys-
ical and social adaptation to aphasia. It may also be possible eventually to include
data collected from non-institutional contexts.

Although data collected in this interview format remain bound to the institutional
context, it is important to remember that this is the context in which PWAs encounter
therapy and treatment. To the degree that these attitudes can shape treatment out-
comes, it is important to better understand how PWAs evaluate their own therapy and
recovery. By making these data directly available through AphasiaBank, we can add
further reliability and replicability to the investigation of these relations.
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