Caregiver perceptions of their communication with rehabilitation providers who
treat persons in disordered states of consciousness
Christina Papadimitriou, PhD1, Jennifer Weaver, PhD, OTR/L, CBIS2,3, Ann Guernon, PhD, CCC-SLP4,5, Israa
Abuzahra1, Rua Almaat1, Calista Mueller3, Raneem Sabbaq1, Sophia Slack3, Christian Versin1, Trish Kot6 , Paige
Ford6 & Trudy Mallinson, PhD, OTR/L,FAOTA, FACRM3
1Oakland

University, Rochester Hills, MI; 2 Colorado State University, Fort Collins, CO; 3 The George Washington University, Washington, DC; 4Lewis University, College of Nursing and Health
Sciences, Speech-Language Pathology Program, Romeoville, IL; 5Center for Innovation in Complex Chronic Healthcare, Edward Hines VA Hospital, Hines, IL; 6 Community Stakeholders

Analytic Process

Research Question
How do caregivers of persons in disordered states of
consciousness (DoC) after traumatic brain injury perceive
their interactions with rehabilitation providers?

13 family caregivers
15 interviews conducted
• Thematic & constant comparative framework applied to
organize & analyze data. [5, 8]
• Iterative analysis: Ongoing coding & adjusting emergent
themes; reflexivity & ‘dialogical intersubjectivity’; personal &
analytic memo writing.
• Cases of disagreement: team members discussed & re-coded
until simple consensus is reached.

Background
• Becoming a caregiver of a person in DoC is a
transformative journey in which one’s life alters in order
to care of a loved one. [2]
• Caregivers may experience ‘ambiguous loss’ meaning. [3]
• Caregivers want to be active contributors to the
rehabilitation team, value open communication with
practitioners, & desire recognition of their own
knowledge/ experience. [4]
• Providing treatment and care to persons in DoC involves a
lot of uncertainty & ambiguity.
• Practitioners & caregivers bring different worldviews and
expectations when interacting with each other, which
may result in miscommunication. [1, 6, 7]

Findings & Discussion
Caregivers described both challenging & supportive interactions
with practitioners:
• Caregivers value being listened to, included in care planning,
trusted with information they share.
• They appreciate practitioners who admit when they do not
know but are willing to “try different things.”
• When caregivers feel dismissed, not listened to or excluded from
care decisions, they perceive practitioners as unsupportive,
patronizing, or lacking hope.
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Study Design

In this study, caregivers reported experiencing more challenging
interactions than supportive ones.
• We suspect this may result from both the content of our
interview questions and also because many caregivers report
not having been listened to in prior encounters with
practitioners.
• Caregivers expressed appreciation that the study gave an
opportunity for their experiences to be heard.

Participatory approach
⮚ Caregivers actively engaged with the research team; they
recruited participants, conducted interviews, analyzed
data & disseminated findings.
Person-Focused, Exploratory Methods
Qualitative design; Narrative interviewing [5]
Multi-disciplinary Team

Future Directions

CGs, OT, SLP, neuroscientist, psychometrician, sociologist

• Both caregivers and practitioners inhabit worlds in which
uncertainty & ambiguity are inherent.
• Describing evidenced-based strategies that caregivers and
practitioners can use to build supportive relationships that
overcome ambiguity and uncertainty.
• Understanding how caregivers and practitioners collaborate to
make care decisions through testing a relationship-centric shared
decision making model [9]

Conceptual Foundations
Our understanding of communication is informed by the research of
Cheryl Mattingly & Deborah Tannen

Mattingly: We can find & understand clinical interactions
via narrative plots, e.g. healing as a science detective
story, or machine repair, or transformative journey. We
are unaware of these plots yet they may shape
interactions. [6]
Tannen: We bring communication styles to
interactions & we may unaware of them.
We misunderstand each other due to our
communication styles & past experiences,
anticipations, expectations and prejudgments. [7]
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