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Introduction

Research before patient-
researcher partnerships

Research after patient-
researcher partnerships



Canadian National Transplant 
Research Program



Patient engagement within the CNTRP:
Priority-setting in research

Pilot
workshop

• Montreal, August 2014

• 10 patients and 5 researchers

National 
survey

• Spring 2015

• 505 respondents

National
workshop

• Toronto, November 2015

• 27 patients, 12 researchers and 6 healthcare 
professionals 



Research priorities:
Montreal workshop

1. How to improve communication with patients and families, 
and promote health literacy

2. How to improve the psychological and psychosocial support 
provided to patients and families

3. How to promote and establish healthy lifestyle habits

4. The development of alternatives to organ transplantation

5. The development of tolerance or anti-rejection drugs that 
have no adverse effects

6. How to increase organ donation



Research priorities
Montreal workshop

7. How to incorporate alternative medicine and 
holistic approaches into organ transplantation

8. How to make pregnancy possible or safer following 
transplantation

9. How to address cultural issues in organ donation 
and transplantation

10. How to improve graft survival

Only 26% of all original articles published in AJT 
and Transplantationbetween 2012 and 2014 

were related to priorities identified by patients.



National survey



Respondent characteristics

Participantsô characteristics  

N = 505Participantsô characteristics  

N = 505 (%)



National survey
Research themes Patients Caregivers HCP and 

researchers
All

Increasing organ donation rates 1 1 1 1

Better antirejection drugs 2 2 2 2

Tolerance to organ grafts 3 3 3 3

Improving graft survival 4 7 4 4

Organ repair before transplant 8 8 5 5

Complications after transplantation 7 5 6 6

Improving access to organ transplantation 5 3 8 8

Alternatives to transplantation 6 9 9 8

Patient-physician communication 9 6 12 9

Lifestyle habits 10 11 11 10



National workshop objectives

1. Identification of research priorities

2. Definition of a patient-researcher partnership 
strategy



National workshop priorities

Rank Organ donation Post-transplant care

1 More public education and 
awareness around organ donation

Improving graft survival

2 Improving donor management and 
quality of organs

Personalized use of anti-rejection 
drugs

3 Creating a culture of donation in 
hospitals

Fewer medical complications

4 Improving support for living donors 
and families; understanding of the 
long-term impact of living organ 
donation

Reducing psychological 
complications

5 Increasing the number of donors Improving quality of life



National workshop
Patients’ roles within the CNTRP

ÅActive participation, partnership > 
consultation

ÅPossible roles for patients:
ïOn the executive committee

ïReview of research protocols

ïAdvisory role

ïExpert role

ïPatient advocacy

ïEducation



New structure of the CNTRP



Conclusion

ÅBeginning of an exciting era of research in 
organ and tissue donation and transplantation

ÅResearchers do not know best and patients do 
not know best: patients and researchers know 
best together

ÅNeed to assess the impact of this partnership!


