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Concentration Lead’s Name
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Project/Research Question

What do family members of patients who receive ICD or CRT-D therapy believe is important
for other families to know when making decisions about implanted cardiac devices, and how
can their perspectives inform more effective, family-inclusive shared decision-making?

Type of Project (Best description of your project; e.g., research study, quality improvement project,
engineering project, etc.)

Qualitative research study using Grounded Theory

Key words (4-10 words describing key aspects of your project)

ICD; Shared Decision Making; Family Involvment
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If your project was presented at a meeting besides the OHSU Capstone, please provide the meeting(s) name,
location, date, and presentation format below (poster vs. podium presentation or other).
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If your project was published, please provide reference(s) below in JAMA style.
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Next Steps

What are possible next steps that would build upon the results of this project? Could any data or tools
resulting from the project have the potential to be used to answer new research questions by future medical
students?

Would investigate both family and patient perspectives as well as investigate themes more dynamically

Please follow the link below and complete the archival process for your Project in addition to submitting
your final report.

https://digitalcollections.ohsu.edu/submit/direct?In=en&sub=SBMETD

Student’s Signature/Date (Electronic signatures on this form are acceptable.)

This report describes work that | conducted in the Scholarly Projects Curriculum or alternative academic
program at the OHSU School of Medicine. By typing my signature below, | attest to its authenticity and
originality and agree to submit it to the Archive.
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Report: Information in the report should be consistent with the poster, but could include additional
material. Insert text in the following sections targeting 1500-3000 words overall; include key figures and
tables. Use Calibri 11-point font, single spaced and 1-inch margin; follow JAMA style conventions as
detailed in the full instructions.

Introduction (>250 words)

* Decisions about implantable cardioverter-defibrillators (ICDs) and CRT-Ds are
complex, and although families often help patients navigate these choices, many report
inadequate communication, limited involvement, and little awareness of key issues,
highlighting gaps in shared decision-making.!*

* Objective: Analyze family perspectives to inform the development of family-inclusive
strategies for ICD care.

‘ Methods (>250 words)

* Qualitative study using six focus groups with family members of patients who had
received ICD or CRT-D therapy

* Participants recruited through cardiology and heart failure programs at two medical
centers in Utah and Maryland

« All participants provided informed consent

* Conducted semi-structured, facilitator-led discussions exploring what families believe
others should know about device decisions

* Sessions were audio-recorded, transcribed verbatim, and de-identified

* Original data collection received institutional review board approval; secondary
analysis was deemed exempt

* Grounded theory analysis used to iteratively code transcripts until thematic saturation

* Independent co-author review and consensus discussions ensured accuracy and
reliability of themes

‘ Results (>500 words)

Family members of ICD recipients reported significant gaps in communication, education,
and involvement, particularly a lack of awareness about ICD deactivation and limited
understanding of device function, risks, and long-term implications. Families felt unprepared
to support decision-making and emphasized the need for proactive clinician engagement and
inclusion of key support persons. Personalized, one-on-one communication and structured
decision-support tools were consistently preferred to improve shared decision-making and
understanding.
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‘ Discussion (>500 words)

* Family members frequently misunderstood ICD function, risks, and deactivation, and
often felt unprepared to support decisions, highlighting persistent gaps in shared
decision-making and communication. They expressed a strong preference for early,
personalized involvement, including identification of key support persons,
opportunities to ask questions, and tailored discussions rather than generic educational
materials.

Conclusions (2-3 summary sentences)

* Family-inclusive strategies, such as identifying key support persons, introducing
deactivation discussions earlier, and using structured, tailored communication tools,
may improve shared decision-making and better prepare patients and families across
the course of ICD care
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