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Posttraumatic Growth in People
Living With Aphasia
An Experience in
Stakeholder-Engaged Research

Tami U. Brancamp

The purpose of this original essay is to describe the process of developing a stakeholder-engaged
research (SER) team with people who have aphasia. The SER process is described through the
lens of posttraumatic growth and depreciation in aphasia. This article describes the process of
modifying the Posttraumatic Growth and Depreciation Inventory (PTGI-42; Baker et al., 2008;
Cann et al., 2010) with a multistakeholder research team so that individuals with aphasia may
have a greater opportunity to be included in posttraumatic growth stroke outcome research. Post-
traumatic growth is the positive psychological change that can be experienced as a result of the
struggle with highly challenging life situations (Calhoun & Tedeschi, 2001) whereas posttraumatic
depreciation is the inverse of growth, the negative aspects. To understand posttraumatic growth
and depreciation in people living with aphasia, it is important that they be included in the re-
search. To do so, we need to include people with aphasia in the research process and provide
measurement tools that are aphasia friendly and accessible so that people with aphasia can par-
ticipate in research and have their voices heard. This article describes the process, benefits, and
challenges of stakeholder-engaged research. Key words: aphasia, posttraumatic depreciation,
posttraumatic growth, stakeholder-engaged research

RESEARCH is often completed without
collaboration with the group being re-

searched. This can result in research out-
comes that are less meaningful and rele-
vant to all stakeholders, especially those
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living with the condition being researched.
Stakeholder-engaged research (SER) is the
inclusion of stakeholders into the research
process as active members in the planning
and execution of the project. Stakeholders
can be defined as any individuals, groups,
or organizations that can affect, or can be
affected by, another individual group, or orga-
nization (Friedman & Miles, 2002). In health
care and implementation science, stakehold-
ers may include patients, family members,
clinicians, administrators, community-based
leaders, and policy makers (Deverka et al.,
2012). Stakeholder-engaged research results
in an increase in research relevance, higher
rigor, minimized logistical issues, increased
collaboration, and more empowerment to
both researchers and stakeholders (Ahmed &
Palermo, 2010).

SER IN APHASIA

The Patient-Centered Outcomes Research
Institute’s (PCORI) model of SER advocates
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engagement in research, which includes
involvement of patients, caregivers, clini-
cians, researchers, and others in the health
care community in every aspect of the
project (Patient-Centered Outcomes Research
Institute, 2022). This approach takes con-
sumers or individuals affected by a disease or
condition out of the patient role where re-
search is done to them and invites them to
actively engage in the research process from
inception of an idea all the way through to
the conclusion of the research project to dis-
semination of results.

Stakeholder-engaged research is growing in
importance within the United States as well as
internationally. Outside of the United States,
SER goes by other names including public and
patient involvement, consumer involvement,
codesign, and coproduction (Locock & Boaz,
2019; McMenamin et al., 2022).

The inclusion of people with aphasia
(PWA) in post–stroke research is growing
in importance, as well. Cruice et al. (2022)
used the coproduction process (e.g., SER) in
the development of the Linguistic Underpin-
nings of Narrative in Aphasia (LUNA) research
project. Development of research question-
naires and outcome measures designed to be
accessible to those with aphasia were code-
signed through a SER process (Kearns et al.,
2019; Shiggins et al., 2022a). Stakeholders
worked in collaboration with researchers to
design, implement, and measure outcomes
of a yoga practice with PWA (Bislick et al.,
2022).

This original essay describes the SER pro-
cess as viewed through the lens of post-
traumatic growth (PTG) and posttraumatic
depreciation (PTD) in aphasia. This article
will briefly discuss PTG and PTD and their
application in stroke outcome research and
specifically what we know about PTG and
PTD in PWA. This project started in 2018
when there was a lack of available guidelines
on how to engage in SER with PWA, result-
ing in a project that morphed over time as
we learned what was necessary to complete
the project in an inclusive manner. The au-
thor will share how each group within the
PTG and depreciation in aphasia stakeholder-

engaged research teams (PTG-Aphasia SER)
was formed and their responsibilities and con-
tributions to the project. This includes the
recruitment and development of an aphasia
advisory team (AAT) with the goal to evaluate
the accessibility of the Posttraumatic Growth
and Depreciation Inventory (PTGI-42; Baker
et al., 2008; Cann et al., 2010) and to modify
it, if necessary, to make the inventory more
accessible to PWA. Then I will describe the
process of expanding the AAT into a larger
multistakeholder research team and why it
was necessary to do so.

PTG AND DEPRECIATION

Tedeschi and Calhoun (1996) define PTG as
positive psychological changes experienced
as a result of the struggle with a trau-
matic or highly challenging life circumstances
(Tedeschi et al., 2018). Posttraumatic growth
focuses on longer-term changes that come
about after personal reflection where the
individual has time to develop new ways
of thinking, feeling, and behaving because
the events that have been experienced do
not permit a return to baseline function-
ing. In PTG, change is transformative and
involves positive changes in cognition and
emotional life that are likely to have be-
havioral implications (Calhoun & Tedeschi,
2006). Posttraumatic growth differs from per-
sonal development, maturity, and/or growth
in that PTG occurs because of a struggle
with the aftermath of a major life crisis.
The struggle that leads to PTG is not usu-
ally at first a challenge to grow or change
but rather to survive or cope. But not all
change in the post–event life is perceived
as positive growth, some can be negatively
oriented. Posttraumatic depreciation is con-
sidered the inverse of PTG and refers to the
negative changes one might experience in
the phenomenon of posttraumatic transfor-
mation (Baker et al., 2008; Cann et al., 2010).

PTG IN STROKE RESEARCH

Stroke is a leading cause of serious long-
term disability (Centers for Disease Control
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and Prevention, 2022) and can be considered
a traumatic event in that it is unexpected,
uncontrollable, and is potentially life threat-
ening often challenging an individual’s view
of themselves and the world around them
(Kelly et al., 2018). Numerous studies that
have focused on health-related quality of life
(HRQL) predictors in stroke survivors identi-
fied depression/emotional distress and func-
tional status/physical disability as the most
consistent HRQL predictors in stroke (Hilari
et al., 2012). Stroke survivors with aphasia ex-
perience even greater disability than stroke
survivors with no aphasia (Flowers et al.,
2016). Having aphasia can be isolating due
to the loss of social and vocational networks.
With that can come isolation, boredom, loss
of personhood, lack of control, frustration,
and depression (Nätterlund, 2010; Parr, 2007;
Vickers, 2010).

Unfortunately, not all stroke outcome re-
search includes PWA. Research that has
included PWA shows that aphasia has a pro-
found effect on people’s lives, both the stroke
survivor with aphasia and the cosurvivors
(Simmons-Mackie, 2018). Emotional distress,
aphasia severity, communication and activ-
ity limitation, medical problems, and social
networks and support affect HRQL in PWA
poststroke (Hilari et al., 2012). Posttraumatic
growth is one way to examine poststroke
life. Unfortunately for stroke survivors with
aphasia, the majority of published studies on
PTG in stroke survivors have excluded all
but a few people with language and/or cog-
nitive impairments (Kelly, 2015; Kuenemund
et al., 2016; Gangstad et al., 2009; Gillen,
2005; Peng & Wan, 2018). With an esti-
mate of 6,500,000–7,500,000 people in the
United States living with stroke and an esti-
mate of one-third of stroke survivors having
aphasia, there are many voices that are not
being included in stroke outcome research
(Simmons-Mackie, 2018).

Posttraumatic growth has been studied in
various realms including but not limited to
war and military engagements, assault, ter-
rorist events, spinal cord injury, amputation,
cancer, cardiac disease, traumatic brain in-
jury, and stroke (Tedeschi et al., 2018). As

PWA are primarily excluded from research
on PTG in stroke, there is little information
on how PWA may experience the transfor-
mation necessary for PTG. In the poststroke
life, the person with aphasia must grapple
with their changed identity in order to rec-
oncile who they used to be with who they
are today (Mackay, 2003; Shadden & Agen,
2004; Shadden & Koski, 2007). Sherratt and
Worrall (2019) described instances of PTG
as reflected in personal experiences of PWA.
Their review of personal narrative reports
revealed multiple examples in which PWA ex-
perienced positive aspects to recovery that
closely relate to the domains of PTG. To un-
derstand the unique contribution of PTG and
depreciation with PWA, it is important that
they be included in the research and that re-
searchers reduce barriers to participation in
research by creating measurement tools that
are accessible and comprehensible for them
(Charalambous et al., 2022).

ASSESSING PTG AND DEPRECIATION

Most often, PTG is assessed using the 21-
item Posttraumatic Growth Inventory (PTGI-
21: Tedeschi & Calhoun, 1996). This in-
ventory consists of five factors or domains:
personal strength, relating to others, new
possibilities, spiritual change, and appreci-
ation of life. Changes in these areas are
measured as the experience of a highly stress-
ful or traumatic life event. The PTGI-21 has
been criticized as only measuring positive
changes as people do experience both posi-
tive and negative changes in life after a trau-
matic event (Tedeschi et al., 2018). Research
that has examined both positive and neg-
ative changes simultaneously suggests that
predictors of PTG are not the same as predic-
tors of PTD (Shakespeare-Finch & Lurie-Beck,
2014). To remedy the fact that negatively
oriented changes can occur and should be
measured, the 42-item Paired Format Post-
traumatic Growth Inventory (PTGI-42) was
developed. The PTGI-42 examines both PTG
and PTD by having respondents report pos-
itive change (e.g., the original PTGI-21) and
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21 matched, negatively worded paired items
(Baker et al., 2008; Cann et al., 2010).

PTG AND APHASIA

Around the same time, the PTG-Aphasia
SER began exploring PTG in aphasia in the
United States. Sherratt and Worrall (2020)
were examining PTG in 13 PWA during their
first year poststroke in Australia. Neither team
realized that the other was evaluating the in-
ventory to determine whether it needed to
be modified to be more accessible to PWA.
Sherratt modified the PTGI-21 (Tedeschi &
Calhoun, 1996) by changing the response lay-
out and color and adding a carrier phrase, “As
a result of your aphasia would you say . . . .”
These modifications were completed by the
researcher and did not engage an SER ap-
proach. This study examined PTG but not
PTD. Results revealed that participant’s PTGI
scores ranged from 10 to 91 (maximum score
being 105) with no significant differences in
the mean total scores, nor across the PTGI
domains over the four time periods assessed.
Domains of new possibilities and spiritual
and existential change scored relatively low
at all time periods. Whereas relating to oth-
ers, appreciation of life and personal strength
consistently showed most growth at each
time period. Results indicate that some of the
participants started the journey of redefining
themselves as they navigated their new iden-
tity as a person living with aphasia and were
able to report on their self-perception of PTG.
Sherratt and Worrall (2019, 2020) provided
the initial published research that illustrated
that PWA are capable of experiencing PTG af-
ter stroke, which provides greater evidence
that PWA should be included in PTG in stroke
outcome research. Our team believed that
both PTG and PTD should be explored in
PWA.

PTG IN APHASIA
STAKEHOLDER-ENGAGED RESEARCH
TEAM (PTG-APHASIA SER)

The PTG-Aphasia SER included three dis-
tinct groups: consumer members of the AAT,

expert members of the AAT, and researchers,
clinicians, and consumers of the BRIDGE SER
team. This author was project lead and a
member of all three groups. See Figure 1.

AAT—consumer and expert members

Recruitment to the AAT was initiated on
August 24, 2018, with the Aphasia Center of
Nevada, located at the University of Nevada,
Reno. An invitation was posted on the group’s
private Facebook page. The post asked mem-
bers whether they wanted their voices to
be heard? Were they were interested in ad-
vising, guiding, and talking about PTG in
aphasia? The same recruitment was brought
to the bimonthly conversation group meet-
ing the same month. Those who expressed
interest were invited to the initial meeting
on September 4, 2018. The first meeting
discussed PTG and depreciation in stroke sur-
vivors and that the majority of that research
did not include PWA or did so minimally.
We discussed the aims of the project and
what team members could expect in terms
of time involvement and that their involve-
ment would be fully voluntary and without
compensation as this project was completed
without any grant funding. Six individuals
with aphasia and their cosurvivors (care part-
ners) initially volunteered to participate. One
husband and wife team decided that this type
of research was not of interest and chose
not to continue. The remaining five couples
had been living with aphasia between 3 and
10 years. All members with aphasia are clas-
sified as having nonfluent aphasia with the
majority having moderate aphasia, one with
moderate–severe aphasia. Decisions on ad-
ditional team members were guided by the
goals of the project and additional profes-
sional knowledge needed for a project of
this scope. Expert members were recruited
on the basis of their expertise in aphasia,
language and literacy, and assessment de-
velopment. Consumer members and expert
members were informed that the purpose
of the AAT would be to collaborate on a
research project examining PTG and depre-
ciation in aphasia. We would examine the
existing PTGI-42 and determine whether it
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Figure 1. Posttraumatic growth in aphasia stakeholder research team. This figure is available in color
online (www.topicsinlanguagedisorders.com).

was accessible and appropriate for PWA. If, in
their opinion, it was not, we would complete
a systematic modification of the PTGI-42 to
make it accessible so that PWA could be in-
cluded in PTG and PTD research. The AAT
Consumer members and the project lead met
three times for approximately 1.5–2 hr per
meeting between September 6, 2018, and
January 18, 2019. The project lead met with
the AAT expert members five times between
October 18, 2018, and April 9, 2019.

Meetings with the AAT expert members
were intermittent and based on the phase of
the project. Over five meetings, project lead
and expert members modified the original
statements that were deemed to be syntac-
tically complex and potentially confusing to
PWA, reviewed the positive and negative
word pairs, corrected grammar, generated
practice items and modified instructions, and
assessed the readability of the original and
modified measures. All changes and recom-
mendations were reviewed with the AAT
consumer group and they participated in beta
testing each revision. Their comments and

recommendations were taken back to the
AAT expert group for any necessary modifi-
cations.

In 2018, this author was unaware of
Sherratt and Worral’s (2020) modifications to
the PTGI-21, so we could not build upon their
work and, therefore, started from the begin-
ning. During the first meeting of the AAT
consumer group, this author shared the his-
torical perspective of PTG and PTD. Research
on PTG and PTD with stroke survivors was
summarized and we discussed the exclusion
of PWA from the majority of those studies.
Researchers acknowledge that there exist bar-
riers to including individuals with language
disorders in research including the consent
process, assumption of lack of capacity ver-
sus presumption of capacity, data collection
processes, and highly language-dominant out-
come measurement tools (Shiggins et al.,
2022b). Although a researcher may under-
stand the reasons PWA may be excluded
from studies due to language difficulties, the
AAT consumer members expressed discon-
tent and disappointment that PWA were not
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included in the research about them. This
brought all of us to a shared perspective and
the AAT planned our approach to changing
this paradigm through the path of PTG and
depreciation in aphasia. The first task was to
have the PWA members complete the original
Posttraumatic Growth & Depreciation Inven-
tory (PTGI-42; Baker et al., 2008; Cann et al.,
2010). Initially, PWA attempted to complete
the inventory on their own. It was quickly
discovered that members were unable to in-
dependently read the inventory statements,
refer to the rating scale, and respond. Mem-
bers shared that they could read a few words
but not the entire inventory. One member
shared that she could type the words into her
smartphone and have them read aloud to her,
but that would be very time-consuming. It
was determined that the project lead would
read each statement aloud to all consumer
members. Each member then answered the
statements based on his or her own beliefs
and self-perception. After the PTGI-42 was
completed, each member shared his or her
individual perspectives on completing the
inventory. Collectively, the PWA members de-
termined that the inventory was difficult to
complete as it was originally written and in
the presented format. They did not consider
it an accessible and aphasia-friendly instru-
ment. An aphasia-friendly format is one that
includes abundant white space, large (14 pt)
and standard font, simplified syntax, and vo-
cabulary with relevant pictures or icons (Rose
et al., 2003). The AAT consumer members
identified three primary areas that needed
to be revised: format of the inventory, gram-
matical complexity, and rating scale/response
form.

Orthographic format

The inventory was originally designed for
adults who do not have a language or liter-
acy impairment. It is in a 10 or 11 font size
with paired statements spaced close together.
Although the rating scale is printed on each
page, it is orthographic only. Consumer AAT
members reported that the format was diffi-

cult for them to process due to their aphasia
and alexia.

Grammatical complexity of statements

A few members shared that although they
understood when the statement was read
to them, it was difficult to recall the ortho-
graphic Likert scale in order to respond (see
Table 1). They expressed that the inventory
had too many words and no picture support.
Consumer AAT members suggested that pic-
ture support of key words or expressions
would be helpful and should be put in the
modified version. The AAT discussed the im-
ageability of a few inventory statements as
this author did not know how to select a pic-
ture that would represent statements such as
(1a) “I changed my priorities about what is
important in life” or (2a) “I have a greater
appreciation for the value of my own life.”
The intent of the modification was to main-
tain the original meaning of each statement
as close as possible without influencing a
participant’s personal perspective. Through
discussion, the consumer AAT agreed that
finding ready-made pictures for this inventory
was not realistic, but we could improve the
rating scale to be more aphasia-friendly.

The consumer AAT discussed whether we
should use the PTGI-21 where it looks at

Table 1. Original PTGI-42 (Baker et al., 2008;
Cann et al., 2010) orthographic response
scale. Used with permission.

0 = I did not experience this change as a result
of my crisis.

1 = I experienced this change to a very small
degree as a result of my crisis.

2 = I experienced this change to a small
degree as a result of my crisis.

3 = I experienced this change to a moderate
degree as a result of my crisis.

4 = I experienced this change to a great
degree as a result of my crisis.

5 = I experienced this change to a very great
degree as a result of my crisis.

Note. PTGI = Posttraumatic Growth and Depreciation
Inventory.
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only positively oriented change or whether
we should look at the negatively oriented
changes (PTGI-42) as well. The consumer
AAT was in agreement that 42 questions
created a fairly long assessment, but to
date, nobody had asked these questions of
PWA. We agreed to include both the growth
and depreciation sections, but some of the
statements needed modification to be bet-
ter understood by a person with a language
impairment. Cann et al. (2010) explained
that the paired comparisons permit respon-
dents to think about their postevent self
more holistically—to consider growth and de-
preciation concurrently for each item. The
consumer AAT members said that when they
completed the inventory, they considered
both the positive and the negative statements
and that they felt that it was appropriate to
continue the paired comparison format in our
modified version thus keeping our modified
version as close to the original as possible.

Rating scale/response form

The project lead brought multiple exam-
ples of aphasia-friendly assessments and in-
ventories to support the consumer AAT’s dis-
cussion of revising the response form/rating
scales. The team reviewed the format of the
Assessment for Living with Aphasia (ALA;
Simmons-Mackie et al., 2014), the Stroke
and Aphasia Quality of Life Scale (SAQOL-39;
Hilari et al., 2003), the Modified Perceived
Stress Scale (mPSS; Pompon et al., 2018),
and the ASHA Quality of Communication Life
Scale (QCL; Paul et al., 2004). Consumer
AAT members liked the measurement tools
that had a rating response for each question
or on each page. They preferred a horizon-
tal orientation to a vertical response format
(e.g., QCL). Having pictures to represent pos-
itive and negative ends of the scale (e.g.,
the ALA) or having pictures of calendars
with days and weeks marked to indicate fre-
quency (e.g., mPSS) was well received. As a
team, we discussed how to create a picto-
rial rating scale that would reflect the original
PTGI-42 scale. This process required multiple
trials and modifications to meet the recom-

mendations of the consumer and expert AAT
members. Figure 2 and Table 1 reflect the pre-
and postmodification rating scales.

The modified version of the PTGI-42
was renamed the Posttraumatic Growth
and Depreciation Inventory—Aphasia (PTGI-
Aphasia). Once the members of both the
expert AAT and the consumer AAT were
satisfied that all modifications to the inven-
tory format and rating scale were complete,
the PTGI-Aphasia was administered to the
consumer AAT for comparison with the orig-
inal PTGI-42. At the initial administration,
the PTGI-42 required 30–40 min to complete
where the project lead read each statement
aloud, members responded to the original
rating scale independently, frequently refer-
ring back to the original page describing
the rating scale. The modified PTGI-Aphasia
was completed within 10–20 min. Consumer
AAT members said that they liked the paired
format with both the positive and negative
questions on the same page with a rating
scale associated with each question. They
liked the rating scale that had numbers and
anchor descriptions for each point on the 5-
point Likert scale. The AAT discussed creating
the scale in color versus black and white or
shades of gray and came to consensus that it
would be easier to print or copy if the scale
was presented in a graduated gray scale rather
than color.

Grammar modifications

The consumer AAT members expressed
confusion on a few of the PTG and PTD
statements that were grammatically complex.
At this point, the partially revised PTGI-
Aphasia was sent over to the AAT members
with expertise in aphasia, assessment, lan-
guage, and literacy. This smaller group of
four members was asked to apply their ex-
pertise to modify the grammar on some
of the PTGI-42 statements. The group fol-
lowed best practices guidelines for plain
language (National Institutes of Health, 2022)
and creating aphasia-friendly print materials.
The team of experts reviewed all positive
and negative pairs, examined the perceived
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Figure 2. PTGI-Aphasia pictographic rating scale.

complexity of each statement, and discussed
which statements should be modified to be
more aphasia-friendly while maintaining the
meaning of the original statement. The origi-
nal PTGI-42 is formatted as statements where
the participants respond to the degree of
change they have experienced (Table 1),
for example, item 4b “I have a diminished
feeling of self-reliance,” item 10a “I know
better that I can handle difficulties,” and
item 14a “New opportunities are available
which wouldn’t have been otherwise.” The
smaller group of experts participated in three
meetings to make grammar modifications.
Modifications included simplified syntax for

some statements. For example, PTGI-42 item
1a “I changed my priorities about what is
important in life” was changed to “Have
you changed what you consider important
in life?” The expert AAT members discussed
working memory and aphasia (Salis et al.,
2015) and decided to reduce the cognitive
load on participants by presenting the inven-
tory in the form of questions. By doing so, the
participants would not need to perform the
transformation of the statement into a ques-
tion in order to respond. The question format
is also consistent with other aphasia invento-
ries such as the ALA (Simmons-Mackie et al.,
2014), the SAQOL-39 (Hilari et al., 2003),
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and the mPSS (Pompon et al., 2018). See
Table 2.

Readability

Readability measures of the original PTGI-
42 (Baker et al., 2008; Cann et al., 2010) and
the PTGI-Aphasia were compared. Readabil-
ity is influenced by word choice including
syllable structure and word complexity as
well as syntactic structure of sentences. Read-
ability, content, and design elements impact
participant’s ability to understand the pre-
sented information (Doak et al., 1996). The
PTGI-Aphasia has a readability level of fourth
grade to fifth grade, which is in the rec-
ommended range to promote health literacy
(Doak et al., 1996), whereas the original
PTGI-42 was fifth grade to sixth grade. Read-
ability measures are based on a readability
consensus based on eight readability formu-
las (Readability Formulas, 2022). Through the
modification process, we reduced total num-
ber of words from 377 to 355 and reduced the
average number of words per sentence from
nine to eight. After the expert AAT members
offered their modifications, the PTGI-Aphasia
was brought back to the consumer AAT for
review, comments, and approval. Once the
PTGI-Aphasia was in its final form, it was time
to explore the validity of this modified instru-
ment. To do this well, our AAT needed to
expand its membership.

PROJECT BRIDGE (BUILDING RESEARCH
INITIATIVES BY DEVELOPING GROUP
EFFORT) STAKEHOLDER-ENGAGED
RESEARCH TEAM (BRIDGE SER)

The Project BRIDGE conference (2018)
was a 2-day event that brought together stake-
holders interested in aphasia research. The
experience of Project BRIDGE was instru-
mental in creating the larger and more diverse
SER team necessary to progress our under-
standing of PTG and depreciation in aphasia
and to examine the validity of the modified
instrument. During the Project BRIDGE con-
ference, a group of participants interested in
quality of life in aphasia joined the Posttrau-
matic Growth in Aphasia SER team. The mem-
bership changed during the first 3 months as
some participants of Project BRIDGE chose
to discontinue their involvement due to per-
sonal and professional schedules and life
events. Additional aphasia researchers who
did not attend Project BRIDGE were invited
to join the BRIDGE SER team. For the last
2 years, BRIDGE SER team has consisted of
researchers and clinicians from University of
Nevada, Reno, Duquesne University, Univer-
sity of Pittsburgh, Brigham Young University,
and California State University, Northridge.
The BRIDGE SER members with aphasia and
care partners are from Voices of Hope for
Aphasia and National Aphasia Synergy. See
Figure 1.

Table 2. Examples of original PTGI-42 statements with corresponding PTGI-Aphasia
modifications

PTGI-42 Original Statements
(Baker et al., 2008; Cann et al.,
2010)

PTGI-Aphasia—Examples of
Modifications

As a result of your aphasia:
4b I have a diminished feeling of

self-reliance.
Do you rely on yourself less?

10a I know better that I can handle
difficulties.

Are you able to handle life
difficulties better?

14a New opportunities are available
which wouldn’t have been
otherwise.

Are new opportunities available to
you now?

Note. PTGI -= Posttraumatic Growth and Depreciation Inventory.
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Members of the AAT consumer and ex-
pert groups were invited to continue the
project, but each expressed that they had
contributed to the PTGI-Aphasia modifica-
tions and felt that is where they were best
able to serve the PTG-Aphasia SER team. Al-
lowing stakeholders to participate in the way
they feel that they can best contribute to
the entire project is in alignment with the
tenants of SER (Patient-Centered Outcomes
Research Institute, 2022). To work together
as a cohesive team, the BRIDGE SER group
needed to discuss each member’s individual
research and clinical philosophies, preferred
roles and level of involvement, and come
to consensus on the research aims. One of
the great benefits of a SER team is the di-
versity of its membership. Team members
come with personal and professional talents
and gifts that serve the collective. As indi-
viduals, we can express where we feel we
can best contribute to the team framework
and research aims. Although the consumer
and expert members of the AAT handed off
a singular modified inventory with the in-
tent to validate the PTGI-Aphasia, the larger
BRIDGE SER team expanded the original
scope of work. As the purpose of this orig-
inal essay is to discuss the process of the
PTG-Aphasia SER, the outputs of the BRIDGE
SER research will be discussed in a different
article.

To complete an SER project of this magni-
tude, quality and consistent communication
was a necessity. The BRIDGE SER team met
every 2 weeks for 2 years. Team meetings
kept us on target with roles and actions each
member agreed upon. Team members with
aphasia served as internal reviewers for our
aphasia-friendly consent forms prior to insti-
tutional review board submission. Other team
members (person with aphasia and care part-
ner) served as practice research participants.
We were able to complete a trial run of the
research protocol to determine whether the
presentation was organized, testing materials
were aphasia-friendly, and instructions made
sense, and determine how much time a data
collection session would need. Team mem-

bers provided feedback on the process and
adjustments were implemented.

Once institutional review board approval
was obtained, participant recruitment began.
The intent of most research is to obtain a
broad sample of people living with the con-
dition being examined. To connect with a
variety of PWA across the country, BRIDGE
SER members reached out to professional re-
lationships, aphasia centers, and social media
groups. The BRIDGE SER team was in agree-
ment that all recruitment materials would
be aphasia-friendly so that PWA could under-
stand the purpose of the research project.
Two team members (one PWA, one re-
searcher) created an aphasia-friendly video
to accompany our print recruitment materi-
als. The link was available to be shared in
stroke and aphasia social media sites as well
as via email to aphasia centers and groups.
This resulted in invitations to present to vari-
ous stakeholder groups (e.g., aphasia centers
and virtual connections) where both a re-
searcher and a person with aphasia discussed
the research project and invited members to
participate in the research.

SHARING THE RESEARCH WITH ALL
STAKEHOLDERS

Research results are typically published in
peer-reviewed journals that are often not eas-
ily accessible and available to consumers.
The BRIDGE SER team has completed both
the quantitative and qualitative arms of our
project and those results will be shared in dif-
ferent articles. Next is dissemination where
we will submit the research findings to peer-
reviewed journals for publication as well as
sharing with the general public, specifically
with PWA. To disseminate research findings
to the public, it is necessary to consider mul-
tiple methods of improved accessibility and
readability. Our BRIDGE SER team is devel-
oping alternate summaries of our research
(Dube & Lapane, 2014; Linte, 2009) follow-
ing principles of plain language as outlined by
the National Institutes of Health and aphasia-
friendly printed education materials. There

Copyright © 2023 Wolters Kluwer Health, Inc. Unauthorized reproduction of this article is prohibited.



PTG-Aphasia Stakeholder-Engaged Research 15

is overlap in these two approaches to con-
sumer health education including the use of
simple words and short sentences. Aphasia-
friendly materials will also use a larger and
standard font, more white space, and rele-
vant pictures (Rose et al., 2003; Rose et al.,
2011). The National Institutes of Health advo-
cates for review of materials by members of
the intended audience, for example, individ-
uals living with aphasia and cosurvivors/care
partners, followed by review of feedback and
making necessary revisions. As a next step,
the BRIDGE SER will include the original
consumer AAT members in a review of the
alternate, aphasia-friendly summaries of the
research outcomes in PTG and depreciation
in aphasia. Members will provide feedback
on the print and video education materials to
determine whether they are consumer- and
aphasia-friendly thus bringing this project full
circle.

SER BENEFITS, CHALLENGES, AND
RECOMMENDATIONS

We have learned a lot over the life span of
this project. The BRIDGE SER team collabo-
rated to create a list of benefits, challenges,
and recommendations for SER based on our
experience (Hinckley et al., 2021).

Benefits of SER

• People living with communication chal-
lenges are actively involved in the
project. They are contributing in mean-
ingful ways that are important to them.

• We communicate about complex issues
in research but make it accessible to all
team members. We keep learning and
getting better at communication.

• We are persistent, resilient, and patient
with each other.

• All team members are volunteers as
nobody had grant funding, yet we con-
tinued to do the research that was
meaningful to the group.

• We were able to continue this research
during a global pandemic and we are

grateful to the technology and the zoom
videoconference platform.

• In the words of a BRIDGE SER team mem-
ber who has aphasia, “I like the whole
shebang. The teams. I work[ed] at Apple
project manager and I like teams. I miss
the teams, but now is cool because the
teams and the purpose. I like the analyz-
ing questions.”

Challenges with SER

• Time is a challenge. Clinician members
were not able to join in on the research
meetings as they could not get release
time from their employment to consis-
tently participate.

• Taking time to learn about each mem-
ber and discover which aspects of the
research project each wanted to partici-
pate was time-consuming but valuable.

• Making all communication aphasia-
friendly is challenging. We learned to
reduce the use of acronyms. We made
sure to pause more, allow time for all
members to speak, and to ask clarify-
ing questions to be sure that we all
understood the message.

• Making assumptions that a person with
aphasia would not be interested in an-
alyzing the data. We learned to ask
and not assume. Some team members
wanted to be involved with the entire re-
search project from start to finish. Others
wanted to ensure that recruitment mate-
rials, testing materials, and consents were
appropriate and effective for our research
participants.

• BRIDGE SER team member who has
aphasia summarized the challenges well.
“The challenge is . . . research is . . .

jargon or something, uh excuse me, I
don’t understand . . . and is slow!”

BRIDGE SER Team recommendations

• Be patient; it will take more time to
complete. There is less time line control
when working with a team and it is a pro-
cess to learn how to work together.
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• Ask rather than assume. Assumptions im-
pact trust. Admit when we messed up.
Do not assume the minutia of research is
not of interest to team members.

• Schedule regular meetings. This holds
us accountable to each other and the
project as a whole.

• Involve students. We hope that SER
informs students as they become re-
searchers and clinicians.

• Bring together people who have a shared
desire to participate in research with the
people living with the condition. This
results in researchers and stakeholders
feeling more empowered to make mean-
ingful contributions.

• Being part of a team is a good thing. Get
involved. Make a difference.

CONCLUSION

The goal of this personal essay was to share
the experience of engaging in a collabora-
tive SER project where stakeholders were
actively involved in reviewing and modifying
the PTG and depreciation inventory (PTGI-
42; Baker et al., 2008; Cann et al., 2010),
creating a new rating scale, and planning
and implementing a large research project.
Through this stakeholder-engaged process,
we were able to continue the conversation
of PTG in aphasia and start the conversa-
tion on PTD in aphasia by implementing a

project dedicated to inclusion and equity.
Stakeholders were invited to come together
to work on a shared project. And by com-
ing together, each member brought their own
unique combination of gifts and talents. Each
person came with a set of professional and
personal attributes that contributed to the
collective project, contributing in a way that
was meaningful to them and within their
own personal desired level of contribution
and capabilities. The synergy of the group
resulted in a project that was meaningful to
all members, personally and professionally. It
mattered that the voices of the people we
serve were heard in research and in our so-
ciety. It mattered that clinicians contributed
to research and it mattered that researchers
were able to come together with different and
shared perspectives to create a project that
will ultimately contribute knowledge to the
professional literature and to our consumers.
People with chronic stroke, with and with-
out aphasia, are willing to be involved in SER,
but researchers need to provide the necessary
supports for communicative and other stroke-
related needs and invite them to participate
(Charalambous et al., 2022).

The process of SER is not necessarily quick,
nor is it easy, but its benefits truly outweigh
the challenges. As Maya Angelou is credited
with saying, “Do the best you can until you
know better. Then when you know better, do
better.” In this author’s opinion, SER is a step
toward doing better.
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