Case Study: “Listening to Survivors”

Scenario:
You are a patient/caregiver partner serving on your hospital’s Institutional Review Board
(IRB). The IRB is reviewing a proposal for a qualitative study.

Purpose of the Study:
The research team aims to understand how those living with lung cancer navigate physical
side effects and fatigue while on immunotherapy.

The team hopes the findings will:

¢ Improve communication for addressing fatigue and physical side effects with their
care team

¢ Inform hospitals and policymakers about resources that support long-term physical
well-being of patients on immunotherapy

While participants will not receive direct medical benefit, researchers plan to use the data
to help tailor communication plans with future lung cancer patients on immunotherapy.

Study Overview:
e Participants: Adults living with lung cancer currently receiving immunotherapy.
e Procedures:

o Initial online questionnaire about physical side effects and impacts

o Onein-depth, in-person, 90-minute interview

o Interviews will be audio-recorded, anonymized and analyzed for common
themes

o Participants will receive a small gift card as appreciation
Key Design Issue: Interview Length and Timing

Some IRB members question whether a 90-minute interview is too long for participants
who may experience fatigue or cognitive changes.

Ethical questions you may discuss on your IRB:
1. Study Burden and Accessibility

¢ Isa90-minute interview reasonable for all participants, or could it create
unnecessary strain? How may this be resolved?



e How can the study balance the need for detailed data with participants’ comfort and
capacity?

2. Recruitment and Communication

e The flyer says, “You can help improve care for future lung cancer survivors.” Does
this empower participants, or could it unintentionally pressure them to participate?

¢ How might recruitment language be revised to promote informed, voluntary
participation without overstating benefit?



