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Discover and define Design and decide Evaluate and determine Develop & Deliver

The project is built up from four phases. In the first phase of discovering and designing,
the contextual factors surrounding pediatric SCD and HSCT were explored through a
literature review, followed by investigating the current situation in practice at the SKZ and
WAKZ through research, interviews, and observations (1). These findings were collected in
a Patient Journey Map to visualize the decision-making process from initiation in standard
care to the binding checkpoint of starting chemotherapy for HSCT. This map enabled the
discovery of pain points and challenges to inspire design opportunities and directions,
and select the scope of most potential (2). These challenges and opportunities were
analyzed in collaboration with the relevant stakeholders: SCD and thalassemia
patients/parents and pediatric hematologists from both the SKZ and the WAKZ. After
narrowing the scope, the area of interest was analyzed in further detail (3). Analyzing their
perspectives within the findings led to the selection of challenges and design
opportunities for the area of interest in which to create design solutions (4).
 
The second phase of designing and deciding takes these findings as a foundation to drive
ideation (5). Four potential design directions were found, on which a shared decision was
made alongside stakeholders: Tools/props to clarify complex mechanisms (6). The first
design solutions are realized into rapid prototypes, to allow engagement and shaping of a
concept through research by design (7). This phase is completed with a concept collection
to be iterated and evaluated in the third phase.

The third phase evaluates and determines. Here, the stakeholders of both HCP and
patient representation are involved as the product develops. The concept undergoes two
rounds of user testing (8), evaluation (10), and adjustment (9, 11) before coming to the
final design (12).
 

The project completes in a phase of development and delivery, in which working prototypes
and an implementation plan is delivered to the client for practical use. This is accompanied
by a concluding list of recommendations for further projects and applications.

Discover and define
1. Exploration of the context of medical decision-making in pediatric HSCT by observations
and literature research
2. Analysis of exploration findings
3. Investigating challenges
4. Analyzing by interviews
 
design and decide
5. Ideate and brainstorm
6. Decide on direction
7. Design and create a concept
 
evaluate and determine
8. Evaluate the concept with the user
9. Adapt the concept to the findings
10. Re-evalutae updated design in
11. Adjust to
12. Finalize design
 
develop and deliver
13. Develop working products to be delivered to the client
14. Deliver a list of recommendations and implementation
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APPENDIX C - PROJECT PLANNING
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APPENDIX D - STAKEHOLDERS
This project is in the domain of pediatric healthcare, intercultural communication, and
complex shared medical decision-making. The interest power matrix maps the key
stakeholders that are involved in shared decision-making for pediatric hematopoietic stem
cell transplantation (HSCT) in sickle cell disease (SCD). It visualizes stakeholders’ relative
levels of interest in the decision-making process and their power to influence outcomes,
as well as the relationships and lines of influence between them.

Stakeholders in the high power/high interest quadrant are closely involved in the project
and play active roles in the decision-making process. The low power/high interest)
Stakeholders are affected by project outcomes and will be actively consulted in the
research. Other stakeholders will be informed or may benefit from the project results at a
later stage. The stakeholder groups included in the matrix are:

Familial
Parents / primary caregivers
Child patient
Siblings
Extended family

Supportive
Patient support groups (e.g., OSCAR)
Community (cultural and/or religious)
Classmates and friends
Teachers

Health Care Professionals (HCPs)
Pediatric hematologist / pediatric immunologist
Nursing specialist
Nurses
First-line HCPs (e.g., general practitioner, physiotherapist, dentist)
Pediatric surgeon
Medical translator
Emergency department staff
Other hospital staff

Psychosocial HCPs
Social worker
Pedagogical specialist
Psychologist
Educational support staff
Ethics committee / ethical board

Organizational and Legislative
Government
Donor registry
Stem cell donor
Transplant coordinator
Hospital board

9



APPENDIX E - INITIAL LITERATURE REVIEW

10



11



12
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CONSULTATION ANALYSIS
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APPENDIX H - IDEATION & ITERATIONS

scale & 'levels’

minimal storytelling vs. sufficient information

complexity hotspots

HLA matching
genetics
cell interactions
graft vs. host
isolation needs
treatment steps

selecting components

molecule (DNA)
cells
organs
body (child)
treatment items
life impact

stem cell development
immune acceptance

narrative guidelines (involve (medical)storytelling expert)

context materials adaptability momentum

guidelines toolkit usability
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APPENDIX J - STORYTELLING FRAMEWORKS

An evidence-based framework for storytelling excellence includes seven key considerations for effective, purpose-driven stories.
Note. From Storytelling: The Underappreciated Cornerstone of Evidence-Based Medical Communications, by S. Towers. (2020). Medical
Affairs Professional Society. 

Note. From Healthy Storytelling: Hoe storytelling design kan helpen om overgewicht en obesitas te verminderen, by Visch, V.T., Vegt,
N.J.H., van Boeijen A.G.C. (2021), Delft: Technische Universiteit Delft – faculteit Industrieel Ontwerpen.
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