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Patient engagement within the CNTRP:

Priority-setting in research

e Montreal, August 2014
FIoE e 10 patients and 5 researchers

workshop

e Spring 2015
Nsitriggya' e 505 respondents
~N
e Toronto, November 2015
i e 27 patients, 12 researchers and 6 healthcare
workshop professionals
/
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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
The development of alternatives to organ transplantation

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

6. How toincrease organ donation
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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
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National survey

Canadian National | Pregramme national

de recherche en CR
TRANSPLANT | 1RANSPLANTATION ~ ““SH™

Research Program du:Canada

CNTRP Priority Setting Survey

version Francais: https:/artspriweb.arts.ualberta.ca/prisurvey/frsans.htm

1. What issues during the pre-transplant period (before the transplant)
would you like to be addressed by research?
Select a MAXIMUM of 3 items.

The prevention of disease leading to the need for transplantation

Alternatives to transplantation

The medical assessment of potential recipients before listing for transplantation
The psychosocial assessment of potential recipients befaore listing for transplantation
The selection of patients for the waiting list

Education about transplantation

Expanding the indications for eligibility to transplantation

Improving access to transplant programs and/or transplant waiting list
Increasing the number of organs available for transplantation

Developing new ways to reduce health issues or death on the wait list
Communication between different medical teams

{e.g. the dialysis team and the transplant team or between the treating physician
and the transplant physician

Organ Allocation (determining which candidate from the wait list should receive which organ)
Developing new ways to match donor/recipients for improving transplant outcomes
Increasing the quality and compatibility of the transplant

Other (specify) |
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Respondent characteristics

Table 1: Participant characteristics

Participants’ characteristics
M = 505 (%)

Category
Patients 232 (48)
Family & caregivers 143 (28)
Researchers & HCP 188 (38)
Gender
Klale 188 (38)
Female 308 (82)
Age
under 30 34 (T}
20-39 90 (18)
40-48 110 (22)
50-59 1486 (30)
over G0 114 (23)
Lamguage
English B3B3 (TT)
Fremch 103 (21}
Ethnic group
Caucasian 425 (88)
Other 80(12)
Providence/Region
Ointario 202 (41)
Qusbec 105 (21}
Prairies 101 {21}
Atlantic a5 (11)
British Columbia 25 (H)
Morthmeest Temtores 2 (0)
Because respondenis coud seif-identty in
miore than one calegory and demographie
quesiions were nob mandatory, fe totals in
C N T R P each category do not necessarly comespond
to thielr respective denominatons.
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National survey

Research themes Patients | Caregivers HCP and
researchers

Increasing organ donation rates

Better antirejection drugs

Tolerance to organ grafts

Improving graft survival

Organ repair before transplant
Complications after transplantation
Improving access to organ transplantation
Alternatives to transplantation
Patient-physician communication

Lifestyle habits
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National workshop objectives

1. Identification of research priorities

2. Definition of a patient-researcher partnership
strategy
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National workshop priorities

Organ donation Post-transplant care

1

More public education and
awareness around organ donation

Improving donor management and
guality of organs

Creating a culture of donation in
hospitals

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

Increasing the number of donors

CNTRP
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Improving graft survival
Personalized use of anti-rejection
drugs

Fewer medical complications

Reducing psychological
complications

Improving quality of life
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National workshop
Patients’ roles within the CNTRP

A Active participation, partnership >
consultation

A Possible roles for patients:

I On the executive committee
I Review of research protocols

|

|

I Advisory role
I Expert role

|

I Patient advocacy

I Education
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New structure of the CNTRP

CNTRP

PNRTC

Patient Partnership
Pilot Study
Patient member on CNTRP CNTRP
Exec Council Executive Management
Council Team
Project 4
Strategies for Core 1 Core 2
immunomodulation and Ethical, Research
transplant tolerance economic, infrastructure
¥ legal and and registries

social (EELS)
platform

)
' Patient Co-Lead PS5

Core 3

Project 5 T:Iajning

Predicting and controlling and career
viral complications of de;i:;g?ne“t
transplantation
-
Project 6
Improving pediatric

outcomes in transplantation

CNTRr
PNRTC

Lead: MC Fortin
& a patient

y- i=2

+CNTRP
Researchers

i

Project 2
Increasing solid organ and

hematopoietic cell donation
-

@ patient Participant
' on DePPaRT Study

)
' Patient Co-Lead P3

@
' Patient Co-Lead P7

Project 7
Improving outcomes for
transplant recipients

r

@ Patient Participant on
' CAN-Restore Study

£ _ Patient Participant
on a Research Study

Patient Co-Lead on
a Project/Core

www.cntrp.ca




Conclusion

A Beginning of an exciting era of research in
organ and tissue donation and transplantation

A Researchers do not know best and patients do
not know best: patients and researchers know
best together

A Need to assess the impact of this partnership!
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