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Millions of people worldwide have experienced abrupt and traumatic disruption in the flow of
their personal life story as a result of stroke and the onset of aphasia. For each one who survives
and embarks on the journey toward recovery, their unique and evolving narrative yields gems of
wisdom borne of the experience. This wisdom is shared with others through interpersonal nar-
rative exchange and engagement, which foster biographical coherence and provide sources of
hope to others on the path toward a productive and fulfilling life. This case study illustrates how a
biography-based approach to stakeholder-engaged research merges personal stories in three ways.
First, the case illustrates how the personal and professional stories of the candidate research team
members merged to form the team through networking over time. Second, the biography-based
approach led the team to identify the written personal accounts of 259 people living with aphasia
as the raw data set for their research, with the intended goal of mining gems of practical wisdom
from these written biographical works. Third, the case illustrates how the biography-based ap-
proach draws on the personal stories of in-hospital experiences of research team members with
aphasia to prospectively hone the initial research focus. Specifically, the team will tap the col-
lective voice within the written accounts to evaluate the in-hospital experiences of people with
aphasia. The ultimate goal will be to catalyze participatory action, in collaboration with transdis-
ciplinary health care providers, to advance responsive, person-centered health care. The authors
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address challenges and priorities in stakeholder-engaged research team development, the impor-
tance of honing a research focus, and the identification of research dissemination venues. Oral
and written accounts of life with aphasia offer a timeless and potentially rich source of wisdom
that can be tapped through the process of stakeholder-engaged research. Key words: apbasia,
in-hospital experiences, personal narrative, stakebolder-engaged research, written biography

EOPLE WHO HAVE experienced stroke

and the onset of aphasia have described
it as a life-shattering threat to one’s identity
(Meyerson & Zuckerman, 2019)—an abrupt
and traumatic disruption in the flow of one’s
life story. Among the estimated 2.6 million
people who have aphasia in North America
(Simmons-Mackie, 2018), and among the mil-
lions more who live with aphasia worldwide,
the lived experience of each person who
has aphasia is unique to each, for “...each
of us is a biography, a story. Each of us is
a singular narrative historically, as nar-
ratives we are each of us unique” (Sacks,
1985, pp. 110-111). Thus, when conduct-
ing stakeholder-engaged research—research
by, with, and for people who have apha-
sia, as integral, decision-making members of
the research team—that engagement is natu-
rally shaped by biography. The research team
members who do not have aphasia seek per-
spectives of team members with aphasia: We
listen closely to their life stories while re-
maining open to their impact on our own
perspectives, and we listen in a way that
will make the research relevant, actionable,
and a source of hope for leading a pro-
ductive and fulfilling life. Potential payoffs
of the stakeholder-engaged research process
include enhancement of the ecological va-
lidity, quality, and relevance of the research
(Hinckley et al., 2019) as compared with
more traditional aphasia research designs in
which people with aphasia are minimally en-
gaged as decision-makers, for example, as
research participants.

Intended readership and purpose

This article is directed in particular to-
ward people who are either contemplating
involvement with or currently involved with
a stakeholder-engaged research team: pro-
fessional researchers, professional clinicians,

people who have aphasia from a variety of
professional and life backgrounds, and co-
surviving family and friends. There may be
uncertainties inherent in the development
of any stakeholder-engaged research team:
uncertainties in finding team members and
forming a team, uncertainties in defining
motivations and roles of team members, un-
certainties in identifying research questions,
and uncertainties of access to a fitting data
set for addressing those questions. The pur-
pose of this case study was to illustrate how
a stakeholder-engaged research group and
its leadership might use a biography-based
framework to navigate these uncertainties.
Specifically, we provide a case study of how
biographies of the team members of our
stakeholder-engaged research team coalesced
the group and focused our research topic, and
how a set of written biographies of people liv-
ing with aphasia are serving as our research
data set.

Application of a biography-based
framework

A biography-based framework, as applied
to the development and research activities
of a stakeholder-engaged research team, is
conceptualized as a merging together of life
stories. One may refer to biographical ac-
counts of life events as sets of life stories,
personal accounts, personal stories, or per-
sonal narratives (e.g., Olness & Ulatowska,
2011). These personal narratives are firsthand
accounts that may include a variety of dif-
ferent protagonists, including the narrators
themselves, who share the experience of any
given life event or life activity together. Their
identities and motivations are often reflected
in their actions and reactions during those life
events.

For the current case of development of
a stakeholder-engaged research team, three
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sets of biographies merge together: (a) the
biographies of the research team members,
whose identities, motivations, and shared his-
tory of working relationships support group
formation; (b) written biographical accounts
of people living with aphasia, which provide
raw data representing the lived experiences
and collective wisdom of people living with
aphasia; and (c) the personal stories of re-
search team members that hone the focus of
our research. Thus, the current case account
of development of a stakeholder-engaged re-
search team and its activities is the story of a
merging of life stories.

Merging of the biograpbies of the team
members during team formation

Just as the perspective of the listener or
reader contributes toward understanding and
interpreting the personal narratives of people
with aphasia, so, too, does each member of
the narrative-based research team bring their
own background and life story to the table.
Thus, an essential element in the narrative-
based research process is consideration of
the life stories and priorities of each member
of the stakeholder-engaged research team—
people with aphasia, clinicians, professional
researchers, and co-survivors—as they shape
the research priorities, team member roles,
and interpretations entailed in narrative-based
research. Even as the narrator with aphasia
brings their evolving identity with them as
their stories unfold over time (Meyerson &
Zuckerman, 2019), so also the members of
the narrative-based, stakeholder-engaged re-
search team bring their identities and their
changing identities with them in defining
their roles, making research decisions, and
setting research priorities, as the research ac-
tivities evolve over time.

Merging of written biograpbhies of
people with aphbasia

The current account traces the evolution
and growth of one stakeholder-engaged re-
search team, Team Gem, which is centered in
written personal stories of people living with
aphasia. As we will see, many of these written

personal accounts are published book-length
biographies. The metaphoric name of the re-
search team alludes to its purpose: to mine
for “gems” of wisdom in published life ac-
counts written by and with people living with
aphasia regarding their experiences. These
gems of wisdom transcend time in their cur-
rent relevance and applicability. Elsewhere,
this process has been metaphorically con-
ceptualized as “finding messages in bottles”
(Hinckley, 20006).

Merging of personal stories of research
team members to bone the focus of our
research

Written biographies are often composed of
sets of life events and personal stories. The re-
search team is faced with the task of deciding
which stories and content within these books
will constitute the focus of the research. For
example, given that many of the stories in-
clude the full timeline of events prior to,
during, and after the onset of stroke and
aphasia, how does the research team decide
upon the points within that timeline where
they will “dig” for the “gems of wisdom”
they seek? What are the candidate topics that
would be relevant and actionable? Again, as
we will see, it is a biography-based approach
that is used to hone the focus of the research.
The current case describes how the life expe-
riences of the research team members have
led the team toward an initial focus on the in-
hospital experience of people with aphasia,
as a particularly relevant and actionable fo-
cus. This parallel narrative-based process has
focused the initial research efforts of the team
on mining gems of wisdom from published
written accounts by and with people who
have aphasia, regarding their in-hospital expe-
riences specifically.

Summary

Team Gem serves as a model of biography-
based research composed of a merging of
personal and professional stories, identities,
and motivations of each member of the
research team with a large set of written
biographical accounts of people who have
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aphasia. The written accounts constitute the
database for Team Gem'’s lines of research.
This flowing together of life stories is ex-
emplified in the current case study. Personal
stories of in-hospital experiences of research
team members with aphasia established the
initial focus of Team Gem: to mine for gems
of wisdom regarding in-hospital experiences
in written accounts of other people living
with aphasia. As we will see, this focus, in
turn, leads us toward the ultimate actionable
goal of this particular stakeholder-engaged
research team: effecting positive change in
transdisciplinary medical service delivery for
and with people who have aphasia.

Models of narrative expression in
context

Models of narrative expression in context
guide our framing and mapping of the mul-
tiple biographies that merge together in the
development and activities of a stakeholder-
engaged research team, as highlighted in the
current case study.

Narrative expression of reference
versus evaluation

Personal narration fulfills two main func-
tions in natural contexts of communication:
the referential function (expression of the
who, what, where, and when) and the eval-
uative function (expression of the why or so
what, of the story, i.e., emphasis of the point
that the story is making in the context of
telling) (Olness & Ulatowska, 2011). The eval-
uative function goes by a variety of names,
which fall under the umbrella concept of
stance (Keisanen & Kirkkiinen, 2014), that
is, the narrator’s expression of their attitudes,
opinions, and emotions about the narrated
event. Notably, the very choice of which
story to tell in a given context is itself an
evaluative choice by the narrator, above and
beyond the selective assignment of promi-
nence to certain points within the story.
The desire to make a point with a personal
story may be the very reason a biographi-
cal account is narrated in the first place. In
any biographical account, whether spoken or
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written, we pay particular attention to which
personal stories are selected for telling, and
bow and why certain points are highlighted
by the narrator during the telling. Thus, in
a biography-based approach to the develop-
ment of a stakeholder-engaged research team,
the team members should pay particular at-
tention to (a) which stories team members
and written biographers choose to relate; and
(b) the points of emphasis that team members
and written biographers are making through
their personal accounts.

For the current case study, the evaluative
function may be manifested as the selection
of the life stories the members of the research
team choose to tell to each other. These se-
lected stories, especially those of the research
team members with aphasia, may shape, in
turn, the search for parallel stories selected
by the authors with aphasia for inclusion
in their written biographical accounts. Thus,
the evaluative function of biographers with
aphasia—both team members with aphasia
and authors with aphasia—places focus on
the topics and events that are the most rele-
vant and actionable for the lives of people
who have aphasia. This is a key priority of
stakeholder-engaged research.

Constraints on narrative content in
context of telling

Any life story, no matter how short or
long its telling, is constrained in at least
four ways (Linde, 1993). First, the events
being related are assumed to be meaning-
ful to the teller, as the teller remembers
them, for their relevance to the context of
telling. Second, the story is told to affect the
audience: to evoke their understanding and
potential alignment with the teller’s stance
(attitude, opinion, emotion) regarding the
narrated events. Third, the story needs to be
organized in a way that is predictable within
the culture(s) represented by the teller and
the audience, for example, including a be-
ginning, middle, and end to the story, as is
common in many cultures. Fourth, it is as-
sumed the story is coberent, not only for
the current audience but also for any other
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audiences in the teller’s network of relation-
ships. Given these constraints, the researcher
who listens to the stories of their research
team members and who examines written ac-
counts by and with people who have aphasia
can be guided and reassured in the validity
of the stories. The narrator is conveying a
story that the narrator deems to be relevant to
the listenership or readership, with the intent
of sharing the journey and their perceptions
of it with the readership-audience, and using
the best of their ability to make the account
an organized and coherent representation of
the events and the narrator’s perceptions of
them.

Narratives expressed in spoken versus
written language

Both spoken and written personal narra-
tives can merge in biography-based devel-
opment and activities of a research team.
Spoken biographical accounts are shared
among research team members during team
meetings to guide roles and to coalesce the
group in the work trajectory. Written bio-
graphical accounts of people with aphasia
may constitute the data set for analysis. Writ-
ten personal accounts of the team members
may also be shared with each other for sub-
sequent review by all team members. This
exchange of stories, and careful attention
to and evaluative interpretation of others’
stories, is the essence of a biography-based
approach to development of a stakeholder-
engaged research team.

Notably, spoken and written language fills
different functions (Halliday, 1989). Thus, the
modality of expression of personal narra-
tives may shape their relative advantages and
disadvantages in biography-based research
team development. Combining the use of
narratives across both modalities may be ad-
vantageous to draw on the relative advantages
of each modality.

For example, when written accounts con-
stitute the data set, and when written
personal narratives and correspondence are
shared between and among team members,
the written modality offers certain advan-

tages to team development and activities. The
written modality offers maximal opportu-
nity for the biographical writer to formulate,
reread, and reformulate the structure, word-
ing, and content of their accounts, over time,
to achieve optimal pragmatic impact with the
stories. This may circumvent in-the-moment
linguistic difficulties associated with oral pro-
duction of stories for narrators with aphasia.
Written accounts also afford the research
team member readership the opportunity to
read and reread as they seek to understand.
The fleeting and transitory nature of oral ac-
counts may limit depth of audience interpre-
tation and reinterpretation over time, if not
recorded and transcribed into written form.
The necessary transcription of oral narratives
can be a time-consuming first step in analysis.

In contrast, spoken personal narratives that
are told among the research team members to
hone the research focus of the team provide
certain advantages relative to written narra-
tives. Spoken personal narratives can be told
in the moment, when they are relevant to
the topic of the discussion of the research
team, to emphasize a point to the people in
the immediate conversation. Written stories,
however, cannot be tailored to fit the priori-
ties of all readers who may access them over
time, so they must be carefully searched by
the reader for timeless “gems” that may be the
most relevant to the reader. Another advan-
tage of oral narratives is that no specific level
of literacy is required to produce them. Writ-
ten narratives may be skewed to represent
only narrators who have attained a certain
level of literacy. As a result, content of written
samples of narratives in the written biographi-
cal literature may be less representative of the
experiences of the population at large than
is the content of oral samples of narratives.
Another advantage of oral narrative may be
the availability of paralinguistic channels such
as prosody, gesture, and facial expression,
which may enhance the evaluative function
of language. Analogues in writing that may be
used for selective emphasis—such as bolding,
italics, and quotes—may not be as readily or
successfully implemented.
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Biography in the practice of narrative
medicine

The goals of narrative-based research by
and with people who have aphasia parallel
those in the practice of narrative medicine
(Charon, 2006). In clinical practice, the au-
dience, that is, the clinician, carefully listens
to or reads the personal illness narratives
of the person with aphasia, which, in turn,
enhances the clinician’s understanding and
deepens their empathy, with the goal of
improving clinical service provision and
promoting collaboration between the person
with aphasia and the clinician in decision-
making. As stated by Frank (1991), “(the
mutual responsibilities of the ill to express
and the healthy to hear meet in the recogni-
tion that our creativity depends on our frailty”
. 128).! Notably, the intended audience for
personal accounts written and published
by and with people who have aphasia may
include not only clinicians but also other
people who have aphasia, their friends and
family members, and the lay public.

Illness narratives include personal bio-
graphical accounts of stroke, associated apha-
sia, and their life sequelae. According to Frank
(1995), any given illness narrative is com-
posed of a changing kaleidoscope of three
different narratives: chaos, restitution, and
quest. These three narratives shift in their rel-
ative dominance across biographic accounts
over time. The plot of the restitution has the
“basic storyline: ‘Yesterday I was healthy, to-
day I'm sick, but tomorrow I'll be healthy
again’ “(p. 77); the “active player” in restitu-
tion is the remedy (p. 115). Chaos, on the
other hand, negates any expectation of one
event leading to another, without any pre-
dictable event sequence (p. 97), and the “the
voice of the teller has been lost” (p. 115).
In comparison, we consider quest: “(T)he
quest narrative speaks from the ill person’s

1 Author G.S.0. acknowledges her research collaborator,
Dr. Hanna Ulatowska, for sharing this quoted source.

perspective” as agent and “holds chaos at
bay.” Moreover, “both restitution and chaos
remain background voices when the quest is
foreground” (p. 115). Especially relevant to
the written biographical accounts of people
with aphasia that form the data set for Team
Gem, “the quest narrative affords the ill their
most distinctive voice, and most published ill-
ness stories are quest stories” (Frank, 1995,
p. 115, italics added). Thus, quest, accom-
panied by high agency of the narrator, may
dominate in the written biographical ac-
counts that constitute the data set for Team
Gem.

Narrative as product versus process

Narrative-based research and person-
centered clinical practice alike benefit when
we “distinguish the product (the actual story
told) from the process (the experience of
telling the story),” because “(Hhe prod-
uct, though important, is not as potentially
transformative as the process of sharing a
personal story” (Strong & Shadden, 2021,
pp- 118-119, italics added). Likewise,
Shadden and Hagstrom (2007) emphasize
the importance of the narrative process
within the Life Participation Approach to
Aphasia (LPAA) to rebuild the coherence of
one’s life story by “target(ing) an individual’s
ability to participate in core social interac-
tions that allow narrative exploration” of that
life story (p. 330). Hersh (2015) advocates
for this narrative-based, interactive process
to extend into health care settings as well to
train and support health care professionals
to co-construct narrative feedback from their
patients with aphasia toward development of
person-centered care.

The process of sharing stories may be es-
pecially relevant and transformative for the
development of the research team. The pro-
cess of sharing personal stories may help
define the roles of the research team mem-
bers and may support development of the
research agenda and research priorities. At
the same time, the written biographical prod-
ucts, that is, the biographical publications
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of people who have aphasia, may provide
a complementary stable source of data for
the research team to examine for themes.
Then, subsequently, the relevant stories ex-
tracted by the research team from the written
biographical products may be used for an-
other narrative process: sharing strategically
selected written stories with others, such
as health care service providers. This pro-
cess amplifies the stories and voices from
the written biographies for a given purpose,
such as improvement of health care service
provision.

BIOGRAPHY-BASED RESEARCH TEAM
EVOLUTION: THE CASE OF TEAM GEM

Merging of the biographies of the team
members during team formation

Overview

The evolution of a stakeholder-engaged,
biography-based research team can be mod-
eled as a merging of stories of the team
members over time. Formal and informal
networks of people, each reflecting their per-
sonal and professional stories, are guided to
come together through shared mission and
opportunity. The evolution of Team Gem
follows this pattern of growth, typical of
problem-focused, interdisciplinary research
collaboration building.

The formation of Team Gem was grounded
in the common experience of all team mem-
bers, as participants in an initiative called
Project BRIDGE (Building Research Initiatives
by Developing Group Effort) (Hinckley et al.,
2019), funded by PCORI (Patient-Centered
Outcomes Research Institute, 2022). The mis-
sion of Project BRIDGE is to bring together
people with aphasia, their families, aphasia
clinicians, and researchers to learn how to
collaborate and to integrate the perspectives
of the stakeholders in the group to explore
and develop a salient, novel research topic.
Team Gem is one of the stakeholder-engaged
research teams that emerged out of Project
BRIDGE.

Team member identities and
motivations

From a historical perspective, the con-
text within which Team Gem has formed
is grounded in background stories of its
members. Specifically, the story of the de-
velopment of Team Gem begins with the
self-described identities of each Team Gem
member, and their original motivations for
joining Project BRIDGE, prior to the forma-
tion of Team Gem (Table 1). The data in this
table were gathered in written form from
each team member in response to a written
prompt to provide each category of informa-
tion. The team’s meta-awareness of these data
may be especially relevant for the identifica-
tion of team member roles and distribution of
research effort.

The clinical speech-language pathology
members of the team (J.M.M., ES.S., LM.G.,
and C.C.A)) span career stages from early-
career students to experienced clinicians.
Their motivations for joining Project BRIDGE
are various: to advance LPAA (Holland &
Elman, 2021); to build on previously estab-
lished friendships and professional relation-
ships, as an opportunity to be part of a diverse
stakeholder-engaged research team; and to
extend pursuit of their interests in biography-
based, life participation approaches in the
design of intervention with people who have
aphasia.

The team members with aphasia (T.G.B.
and J.J.K.) self-identified on the basis of their
professional career history, and their moti-
vations for joining Project BRIDGE are tied
into their career trajectory. For example, the
identity of T.G.B. as an educator is related
to his motivation to educate the wider pub-
lic and health care community. Likewise, the
identity of J.J.K. as a clinical faculty member
and academic is related to her motivation to
engage in the clinical research, technical writ-
ing, and professional presentations associated
with her academic career; Project BRIDGE
is a venue for her to regain and hone her
skills as an academic. Interestingly, both of
these team members who have aphasia have
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a background in academia that predates their
involvement with Project BRIDGE.

The team member who is a faculty-
researcher (G.S.0.) is motivated by a long-
standing desire to understand the lived expe-
rience of people who have aphasia through
their personal stories and biographies. This
has shaped her professional pursuits and
provides the motivation for engaging with
Project BRIDGE. She also worked for several
years as a speech-language pathologist and
incorporates principles of the LPAA, and the
interpretation and clinical application of bi-
ographies, in her teaching.

Timeline of Team Gem evolution

As seen in Table 1, four of the current
members of Team Gem (J.M.M., T.G.B., ES.S.,
and J.J.K.) participated in one or both of the
original Project BRIDGE meetings that took

2021

place in person in 2018 and 2019. Some
of the members of this subgroup had pre-
viously met each other through professional
and clinical circles in central Florida that pre-
dated Project BRIDGE. An additional three
members of Team Gem (G.S.O., LM.G., and
C.C.A) joined Project BRIDGE in the early
2020s.

Figure 1 illustrates the growth and ex-
pansion of the biography-based Team Gem
network over time. Much of this growth
tapped into already established interpersonal
networks. Each of the five indexed points in
the timeline of Figure 1 is discussed here in
the text:

Point 1 in the timeline. The originating mem-
bers of the team, J.J.K. and G.S.0., were
first placed in contact with each other
by Project BRIDGE administrators in 2020

2018/2019 — 2020

@
£
-5 w
28 T6B, -~ [T
£
o
E.g FSS¢
@
g 8 UKy oo .
S3
; ﬁ GSOg ---------- E
F é LMG,-------========-
B 5 MGC----oo-o-
3 £ 259 peopley, via their________
§ written accounts
[-9

2022 ~

]MMC.-_________’E___-----a_--.@----.@ =

Project

BRIDGE
training

Indexed
point in
timeline

=

Nodes in
the
biography-

- based

network,

_____________ B over time

Figure 1. Growth and expansion of the biography-based Team Gem network over time. Horizontal axis
represents time. Vertical axis represents biographies that contribute to the Team Gem network and its
research: Seven members of Team Gem (three initials) and 259 people with aphasia whose biographies
are found in published, written accounts. The subscript letters indicate the representative category of
Team Gem members: A = person with aphasia; C = speech-language pathology clinician; R = researcher.
The middle of the vertical axis and the left-most nodes in the timeline represent the earliest phases in
development of Team Gem; the top/bottom extremes of the vertical axis and the right-most nodes in the
timeline represent the latest phases in development of Team Gem. Thicker lines between nodes indicate
the relatively greater weight of the established interpersonal connections that resulted in the addition of
a new member to Team Gem. See text for discussion of indexed points in the timeline (1-5). Note. Once
a node is added to the network, the relative two-dimensional distance between any two nodes, and the
weight of the connections between nodes, is not indicative of the closeness or strength or of connections
among team members or that of the team members to the written accounts. Given the early phase in
development of the team, these interrelationships and relative roles are still being shaped and defined.
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following review of their past participa-
tion in Project BRIDGE and their common
expressed interest in quality-of-ife issues.
During initial meetings, they shared their
backgrounds and stories with each other
to define their research focus; they discov-
ered a common interest in promotion of
patient-centered, empathetic care in stu-
dent clinical training.

Point 2 in the timeline. Graduate student

member, L.M.G., joined the team in spring
2021. Following discussions between J.J.K.
and G.S.0. as team coleaders, Team Gem
was officially named and registered with
Project BRIDGE in May 2021, with the
stated intent to accomplish the following:
“To research the content and main points
(hidden gems) in memoirs of people liv-
ing with aphasia. The goal is to educate,
inform, and give hope to other people liv-
ing with aphasia, co-survivors, health care
providers, and society.”

Point 3 in the timeline. The written bio-

graphical accounts were incorporated as
the data set for analysis by Team Gem. In
essence, the lives featured in these bio-
graphical accounts, as the source of data
for this research, constitute the partic-
ipation of 259 additional “stakeholders”
on the stakeholder-engaged research team.
(See the later section, titled “Merging of
Written Biographies of People With Apha-
sia,” and Table 2 for more details of the
written biographical accounts of people
who have aphasia.)

Point 4 in the timeline. The official registra-

tion of Team Gem with Project BRIDGE, in
the middle of 2021, publicly invited other
Project BRIDGE members to join the team,
stating, “If you are passionate about qual-
ity of life after stroke, and if you want
to help us dig for the gems of wisdom
found in memoirs of people living with
aphasia, please join us.” At this point in
time, J.J.K. invited clinician member ES.S.
to join Team Gem; they had met at the
first Project BRIDGE meeting in 2018. ES.S.
stated that the invitation to join Team Gem
“reminded me of how much I love to work

TOPICS IN LANGUAGE DISORDERS/JULY-SEPTEMBER 2023

on collaborative projects with and for peo-
ple with aphasia.”

Point 5 in the timeline. In late 2021 and early
2022, the network continued to expand.
ES.S. invited a Project BRIDGE-affiliated
friend with aphasia, T.G.B., who com-
ments that, through joining Team Gem in
early 2022, he has found “new pathways
that would likely help both Team Gem,
the PWA [person with aphasia] community
and myself as well.” Notably, T.G.B. is a
published author who has aphasia; his in-
clusion in the network as one of the 259
people with written accounts predated his
personal, direct involvement with Team
Gem. Subsequently, T.G.B. and one of the
leaders on Project BRIDGE encouraged
clinician member, J.M.M., to join as well,
which she did in late 2021. This was based
on her stated desire “to be involved in
a [Project BRIDGE] group that directly
touched and helped people with apha-
sia.” Interestingly, another Project BRIDGE
team on which J.M.M. had previously par-
ticipated was associated with therapeutic
approaches for and with people who have
aphasia, using autobiographical writing.

Graduate student team member, C.C.A.,
was also invited by her professor (G.S.O.)
and a fellow graduate student (L.M.G.) to
join the team during that same period of
time. Both L.M.G. and C.C.A. each had pre-
viously designed an LPAA project, based
on one of the biographies in the data
set, in the graduate course that G.S.O.
taught. C.C.A. states, “Since my interests
lie in treating patients with aphasia ...
it became an opportunity to learn, hear
the stories, and become an advocate for
many.”

Merging of written biographies of
people with aphasia

To date, a review of the literature using
systematic database searches and snowball
sampling for both short and book-length
biographical accounts over a multiyear pe-
riod have yielded written contributions by
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and with 259 different people who have ex-
perienced aphasia (Table 2). Team member
G.S.0. and colleagues have been assembling,
reading, and examining the current set of bio-
graphical accounts over the course of several
years, and rolling additions are incorporated
into the data set over time.

For some of these 259 people impacted
by aphasia, there is more than one written
account available, for example, more than
one book is available providing accounts of
the life experience of Broussard and of de
Mille. For others, there is only one written ac-
count available, for example, Armstrong and
Bonadonna. For still others, they are featured
as a biographical entry among a set of bio-
graphical entries within a single book. For
example, there are life accounts of seven
people in a book edited by Ott (2004), and
there are featured life accounts of four dif-
ferent people who had participated in the
same aphasia group in the book by McGregor
(1999), in addition to his own personal ac-
count. Additional written accounts appear
as featured cases in journal articles, short
published essays, or featured contributions
in anthologies (e.g., Edelman & Greenwood,
1992; Parr et al, 1997; Rolnick & Hoops,
1969).

Among the nonanonymous written ac-
counts, 58 out of 121 (48%) appear as
book-length accounts. Notably, with only a
few exceptions, the authors of the books in
the biographical data set wrote and published
their works long after the onset of apha-
sia. The remaining nonanonymous written
accounts appear as featured cases in inter-
views or journal articles, as short essays, or as
featured contributions in anthologies. In con-
trast, 98% of the anonymous written accounts
appear as featured cases in journal articles,
as short essays, as feature contributions in
anthologies, or as passing third-person anec-
dotes about other people with aphasia with
whom the writer may have interacted with.

Authors of biographies (which include
both biographies and autobiographies), fea-
tured cases, and authors of fiction and poetry
who have aphasia represent a variety of

cultures; most are from the United States,
representing a variety of backgrounds, and
still others represent countries including Aus-
tralia, Canada, France, Italy, New Zealand,
Russia, Sweden, Switzerland, and the United
Kingdom (England and Scotland). Graduate
student team member, L.M.G., states that the
transcultural representation within this liter-
ature is a key motivation for her. She states,
“Aphasia does not discriminate against the
lives it impacts, and I want to be sure that cul-
turally and linguistically diverse communities
are being taken into consideration.”

Merging of personal stories of research
team members to hone the focus of our
research

The sheer breadth and depth of the bio-
graphical accounts—a set of 259 lives, with
more than 50 of these whose stories are re-
counted nonanonymously through full-length
books—presented the team with our first
challenge: In which portions of the life sto-
ries of the people of people with aphasia
would we mine for gems of wisdom first?
What would be our initial focus?

Consistent with the biography-based ap-
proach of the research team, it was the
personal stories of one team member with
aphasia (J.J.K.), shared across a set of pivotal
research team meetings, that guided us to our
initial research focus. This focus is to mine
gems of wisdom on the in-hospital experi-
ences of people who have aphasia.

J.J.K. recounted multiple events associated
with her hospital stay as a catalyst for this
focus. When she was initially extubated and
extremely thirsty, a tray of food was mistak-
enly brought to her before her swallow had
been assessed. The tray was moved away from
her when the mistake was discovered, yet
was left in the room in her line of sight for
two hours before the tray was fully removed
from the room; it felt like torture; with apha-
sia and hemiparesis, she could not move it
herself and she could not ask to have it re-
moved. In another instance, she was excited
and happy about relearning how to talk, but
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then after one test, the speech therapist said,
“Oh, you can’t talk.” And she thought to her-
self at that time, ‘I can’t talk just now? Or
not learn to talk ever?’ Yet, she could not ask
the question to find out due to her aphasia.
Extremely upsetting. Hope is so important
to recovery. In a third story, she recounted
how she had just been provided with and
taught how to use an augmentative commu-
nication system, but the speech therapist did
not inform the nursing staff of the new sys-
tem and the nurse moved the augmentative
communication system out of her reach af-
ter the therapist left. She was left without
a way to communicate. Finally, J.J.K. noted
how no one in the hospital told her that she
had aphasia, even though they were writing
the diagnosis in her medical chart. It was not
until years later, when she was reading the
medical records from her hospital stay, that
she realized she had aphasia, a communica-
tion disorder that she had known of from her
years of clinical teaching, even though she
was not directly told in the hospital that she
herself had aphasia.

As noted by team member T.G.B., who
also has experienced living with aphasia, our
current research focus starts at the “begin-
ning of the story” of living with aphasia. He
himself tells the story of wanting to know
more from the nurses, but “(here were
no additional conversations with the speech
pathologist. I wanted to know more, but I
had been informed more than once: Physi-
cal injuries were treated at this hospital; the
next hospital would treat any additional neu-
rological issues” (Broussard, 2015, p. 7). How
might he and the medical service provider
have discussed the issue at the time? Might
that discussion have been facilitated more
thoughtfully by the provider in that moment?

After the research team had decided to fo-
cus on the biographical content related to
the in-hospital experience, each team mem-
ber was asked to write their perceptions of
the value of the research focus on the in-
hospital experience. See Table 3 for written
quotes from Team Gem members for their
unique perspectives on the value of these

lines of biographical research focused on the
in-hospital experiences of people who have
aphasia. Notably, these quotes include bio-
graphical accounts of team members, as well
as evaluative content that highlights their mo-
tivation to work on this research.

Summary

A research team that was initially interested
in quality of life with aphasia, in general, grew
organically through networking and shared
mutual interest as expressed through their
biographies. An essential facilitator of this
networked growth of the research team was
mutual involvement of the team members
with Project BRIDGE. A set of written bio-
graphical accounts of people with aphasia are
serving as the research data set; the biogra-
phies represented in these written accounts
of people with aphasia constitute an expan-
sion of the stakeholder base involved in the
research. The team members have tapped
into the biographical roots of the research
team membership in order to focus their
biographical research lens on the very be-
ginning of the road toward recovery—during
the initial period of hospitalization when the
person with aphasia may be at their most
vulnerable.

CHALLENGES AND OPPORTUNITIES

Working with a diverse set of team mem-
bers can be challenging, especially in early
stages when team members do not know
each other well. The importance of fostering
group understanding of the backgrounds,
priorities, motivating forces, specialized skills
and interests, and additional commitments
of each team member should not be under-
estimated. Open dialogue on these topics
provides insights into division of labor across
research activities, as do voluntary offers
from group members to take on specific
tasks. Allowing opportunity for team mem-
bers to relate past and current events in their
lives, as part of a biography-based approach
to team development, builds this under-
standing and fosters trust and rapport. For a
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narrative-based, stakeholder-engaged re-
search team, such as Team Gem, this
exchange of stories may have the added
benefit of guiding the direction of the re-
search; in this respect, the diversity of group
perspectives is an advantage. There is a bal-
ance to strike between efficiency and depth
of exchange among team members; what-
ever that balance, sufficient time must be
afforded to each team member to formulate
and express their ideas and to be heard by
the group.

Another challenge is undertaking review
and analysis of a large set of biographical
works by members of a team that is com-
posed of part-time volunteer researchers in a
context where there is not (yet) any research
funding to hire research assistants. Thus, the
pace of the review and analysis, which is
a labor-intensive process, is slow. A system-
atic search for funding support is essential to
advance the research, not as an issue of pres-
tige but rather as an issue of practicality. Yet,
the pace is also steady, given the dedication
of the research team to the topic. Specific
review and analysis for in-hospital experi-
ences of people with aphasia have begun for
books including the following: Baxter (2018);
Broussard (2015, 2016, 2018); Cummings
(in press); Dow and Dow-Richards (2013);
Kalapos (2018); Law and Paterson (1980);
Marks (2017); and Meyerson and Zuckerman
(2019). Notably, team member T.G.B. is the
first person on the team to review and an-
alyze his own publications. Team member
JJ.K. is reviewing and analyzing Meyerson
and Zuckerman (2019); she has spoken with
Meyerson and hopes to gain admittance to
an online class about the book to further her
reading. Her analysis entails taking notes and
typing them to organize the research process.
In parallel, JJ.K. is currently in the process
of authoring, firsthand, her personal stories
of living with aphasia, even as she researches
the stories of other authors who live with
aphasia, as a member of Team Gem. Books
currently under analysis and review by the
more junior clinical team members (L.M.G.
and C.C.A)) are those that they already had

in their personal libraries and had previously
read. G.S.0. has made note of in-hospital ac-
counts across multiple books, including two
inclusions in works of fiction written by au-
thors with aphasia (Gilb, 2011; Stephens,
2021). ES.S. has included analysis of newly
emerging publications that are under prepa-
ration or in press through direct contact
with the authors. J.M.M. has begun review of
key publications in the area of clinical prac-
tice and advocacy for and with people who
have aphasia, including Holland and Elman
(2021) and Simmons-Mackie (2018), for their
comments on in-hospital experiences of peo-
ple who have aphasia. To accelerate the
pace of review and analysis of the biograph-
ical database, team members with university
affiliations are seeking access to seed and
leverage funding so that larger grant appli-
cations can be pursued to fund research
assistants. In summer 2022, some seed fund-
ing from G.S.0.s dean was obtained to
temporarily hire C.C.A. into a part-time posi-
tion, although the availability of these funds
is limited, which slows the pace consider-
ably. In the meantime, G.S.O. and C.C.A. are
seeking data management and distribution so-
lutions that minimize demands on the time
of research personnel. One solution, in pro-
cess, is pre-identification by G.S.0. and C.C.A.
of the passages relevant to the in-hospital
experience in each biographical work and
subsequent electronic scanning of these pas-
sages to files that can then be posted to a
centralized, password-protected, cloud-based
location where each of the team members
can directly access the raw data for analysis.
As results of the research emerge, an ad-
ditional challenge will be to carefully and
thoughtfully select the venues for dissemina-
tion of the work in order to reach the wide
range of audiences who need to hear the life
stories of people who have aphasia. Tradi-
tional academic dissemination venues, such
as conference presentations and journal pub-
lications, are being strategically identified.
However, the research team also recognizes
that the topic of the in-hospital experiences
of people with aphasia is ideally suited for
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subsequent dialogue with transdisciplinary
health care service providers to collabo-
ratively develop and enhance the respon-
siveness of health care systems in person-
centered, narrative-based support with and
for people who have aphasia. Fitting venues
for this stream of dissemination to transdis-
ciplinary health care providers have been
brainstormed by Team Gem and may include
podcasts, meetings with stroke coordinators
of hospitals, participation in medical grand
rounds in divisions of physical medicine
and rehabilitation, development of train-
ing materials, seeking access to televised
venues or YouTube, media releases, and TED
talks.

DISCUSSION

This case study gives account of the
narrative-based process that has shaped the
evolution of the stakeholder-engaged re-
search group, Team Gem, and its research
activities. The context of Project BRIDGE
was a fertile ground that fostered group for-
mation. The common, a priori commitment
to stakeholder-engaged research among the
team members was essential for group forma-
tion. As Team Gem has taken shape, grown,
and evolved, it has been the “flowing to-
gether” of stories shared among us—told and
understood from a variety of perspectives—
that prepares us for the collaborative process
of mining for gems of wisdom in the wealth
of accounts written by and with people who
have aphasia. The authors of those accounts
themselves become stakeholder members of
our team to effect potential change across
broad medical, clinical, and societal contexts
and to provide hope for other people with
aphasia in their journey.

For people who experience uncertainties
surrounding the formation and solidification
of stakeholder-engaged research team, the
current case study illustrates the advantages
of a biography-based framework to team
formation and development. These very un-
certainties have been experienced by Team
Gem members, so we speak from that very

experience. Adherence to a biography-based
approach provides a stabilizing influence.
One recommendation is to invest in suffi-
cient time during meetings to carefully listen,
read, and understand the background stories
and motivations of the team members and
to make this a steady practice. Our team
meets only once a month, so meeting time is
precious, and actual research activities must
be relegated to periods between meetings.
Even though we have all completed Project
BRIDGE training, that is only a first step. We
still need to make a considerable, concerted
effort to regularly exchange personal stories
and ideas and to build dedicated time for this
exchange into our meetings. The research
would not advance and the team could fal-
ter without this steady investment. It builds
mutual understanding of the dynamic back-
grounds, motivations, and collaborative ideas
of each team member. This is the bedrock of
distribution of effort in achieving the goals
we set for ourselves. We seek to understand
the “points” that team members make during
storytelling and then to advance these points
of emphasis into action.

Given Team Gem’s plan to address medical
service providers as the first target audience
who need to hear the voices of people with
aphasia about their in-hospital experiences,
we may be able to capitalize on the fact
that a subset of the literature on the lived
experience of aphasia is written by medical
professionals who themselves have experi-
enced stroke and have aphasia (Kapur, 1997).
It is a poignant irony that, in the experience
of Team Gem member J.J.K.—who herself
has trained, worked, and trained others in
the medical profession—the person-centered
care that she taught to her students and
fostered with her patients was not neces-
sarily her experience in certain instances
when she herself became the patient, even
though she received good medical care over-
all. As a research team, we will need to
plan and prepare for the necessary transition
from an initial process of stakeholder-engaged
research to the ultimate process: effecting
change in health care practices in direct
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collaboration with interdisciplinary medical
teams and other people who have aphasia.
Another recommendation emerging out of
a biography-based framework for advancing
stakeholder-engaged research is to seek out
the stories of people who have aphasia as the
very data set to be analyzed by the research
team. The current article has highlighted both
the advantages and disadvantages of using
written biographies as this database. With the
relative advantages of written versus oral per-
sonal narratives as data held firmly in mind,
Team Gem may be unique in its use of the
extensive written biographical literature of
people living with aphasia as our data set. For
our team, the written stories of other peo-
ple with aphasia provide a stable source of
insights into the experience of living with
aphasia. Use of these data essentially enlarges
our group of research stakeholders by more
than 200 people, which would be more dif-
ficult and labor-intensive if oral narratives
were used for this purpose. The evaluative
content of written narratives will help us
highlight where relevant issues, problems,
and solutions exist throughout the lived expe-
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