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Imagine if  every  interaction with clinical 
trials delivered transparents mutual 
value endpoints for patients and 
health system stakeholders. 
What would that look like?
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My Experience and my experience 
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The Badge of Patient  
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https://hdsunflower.com/



When and where to include patients
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Assumptions make a fool of 
you and I 
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Informed consent 

Keller, P., Penkowa, M., Keller, C., Steensberg, A., Fischer, C. P., Giralt, M., Hidalgo, J., & Pedersen, B. K. (2005). Interleukin-6 receptor expression in contracting human skeletal 
muscle: Regulating role of IL-6. The FASEB Journal, 19(9), 1181-1183. https://doi.org/10.1096/fj.04-3278fje

5 hrs infusion: arterial 
and venous 
10 muscle biopsy  
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Understanding V’s consent 

8/10 muscle biopsy are 
bearable 
Lifelong fear of needles 

5 hrs infusion: atrial and venous 
is beyond uncomfortable   
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"Creativity is thinking up new 
things. Innovation is doing new 
things." Theodore Levitt 
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From tester to co-creator 
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Value
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Challenges 
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Innovation is not invention 
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Innovation patients included 
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Glimpse Health : mutual value co-creation
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A startup out of ETH and University of Zurich Schools 
of Medicine 

● Targeting fatigue management for MS and Long Covid patients 
● Taking their basic research which is a digital therapeutic into second clinical trial 
● Funded by a Innosuisse grant 
● Proactively include patients' insights - patients as partners 

Challenge
● Challenging trial for recruitment and 8 months retention of people living with MS or Long 

Covid
● Clinical staff having a lot going on besides the study



Workshop patient experts and nurse
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Goals
● Presenting the purpose of the study to Patient Experts
● Discussing the clinical protocol to Patient Experts and nurses 
● Evaluating the value propositions with Patient Experts and nurses

outcome
● Nurses and Patient Experts hear each others pain points and expectations
● Rating of the value propositions and introduction of the patient voice



“Self-centered leaders manipulate when they 
move people for personal benefit. Mature 
leaders motivate by moving people for mutual 
benefit.” John C. Maxwell 
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Mutual value data generation
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Empowering 
people to live 
well with their 
Parkinson’s

Looking at the impact of different hormonal 
stages of life and their impact on 
Parkinson's symptoms. 



Mutual value through evidence-based 
research
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"The power of 
public and 
patient 
involvement in 
healthcare 
innovation"

Gomes, V.P., May, M., Geissler, J. et al. The power of public and patient involvement in 
healthcare innovation. Nat Rev Bioeng (2025). https://doi.org/10.1038/s44222-025-
00315-4



Mutual benefit by actionable insights  

Steve Bourke  CEO PersonalPulse BSc. MPhil. MSc. EUPATI Fellow

4th National Meeting on Clinical Research and Biomedical Innovation

May 14th 2025, Hospital de Braga, Portugal



Repurpose with community insight
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● Find the right patients - who will 
challenge and co-create 

● Be mindful and active around 
assumptions, innovation, and 
mutual value 

● Be bold, be brave, be brilliant in 
delivering impact through co-
creation with patients and patient 
communities 

Actions
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By actively partnering with 
patients, you can Empower 
People who are Patients to 
partner in delivering better 
outcomes faster!

Actions
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Bio Steve Bourke

Steven (Steve) Bourke is a dynamic advocate with a drive to Empower 
People who are Patients. A passion for effective, clear health 
communications combined with over ten years of expertise in biomedical 
research offers a distinctive advocate who excels in building bridges and 
delivering impactful outcomes. Founder and CEO of PersonalPulse: 
Empowering People who are Patients. Co-founder RheumaCura 
Foundation: Rheumatic and musculoskeletal diseases can be prevented 
and cured. EUPATI CH member and EUPATI fellow. He is involved in several 
multi stakeholder-level projects designed to co-create digital health 
projects to deliver a real impact on people who are patients. I have held 
global roles in patient engagement within the pharmaceutical industry. 
IHI projects include PharmaLedger and Combine CT. Co-founder and 
champion lead of DayOne Health Hack digital health innovation unmet 
needs challenge. Development of a strategic plan for Global Skin Europe 
developed and led the project for PKU message GRID advocate tool—peer 
review author in the area of DHTs and advisor and committee member of 
the FNIH Biomarker consortium. I also have lived experience of four 
chronic diseases. I have consulted in developing digital health 
technologies at all stages of development through to launch.  
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Thank you for your time.
Muito obrigado pela vossa atenção.


