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Abstract
Background: Following an allogenic bone marrow transplant (Allo-BMT), adolescents and
young adults (AY As) with leukemia/lymphoma and their caregivers self-manage onerous side
effects at home, often without all the information needed. Effective self-management behaviours
improve treatment outcomes, patient quality of life, and healthcare utilization.
Objectives: Co-design with AY As, their caregivers, and the healthcare team a self-management
support intervention post-Allo-BMT and examine its feasibility and acceptability.
Methods: 1) Co-design the self-management intervention: An experience-based co-design
methodology (EBCD) will be used. 15 AYAs (18-39 years) who speak English/French,
diagnosed with lymphoma/leukemia, within 6 months post-Allo-BMT at the McGill University
Health Center will be recruited, along with 15 caregivers and 15 BMT clinicians. Sample sizes
are sufficient for saturation. Data collection and analysis will follow the 7 EBCD steps: non-
participatory observations, focus groups, trigger film development, and joint patient-caregiver-
clinician workshop.
2) Evaluate the intervention: A qualitative descriptive study to evaluate the self-management
intervention’s acceptability (e.g., usefulness) and feasibility (e.g., attrition rates). 5 patients,
caregivers, and clinicians from Phase 1 will be re-invited. 10 new participants from each end-

user group will be recruited as described in Phase 1. After using the intervention, semi-structured
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interviews will be conducted over the phone or in person with clinicians (30-minutes), patients
and caregivers (60-minutes) to discuss its acceptability. Feasibility data will be collected mostly
via study logs. Data will be analyzed using thematic analysis and descriptive statistics.
Significance: This study will directly inform the development of a self-management support
intervention for Allo-BMT AY As that is grounded in their experience.
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