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Organ donation after medical assistance in dying: how to honour patient’s wishes

Summary
§ Transplant Québec: History and mission
§ Organ donation in Québec
§ Strategic plan by Transplant Québec
§ The notion of the patient-partner
§ Passage through a parliamentary committee
§ Giving consent to organ donation in Québec
§ Perceptions and knowledge of organ donation in June 2023
§ Magnet hospital and transformational leadership
§ MAID law in Québec
§ MAID: What do we know? What was the potential? Key points and 

potential issues
§ Recommendations from the ethics committee
§ MAID-related organ donation in Québec and what it entails
§ The different actors
§ Support for families and patients in a MAID context
§ First five years of MAID in Québec
§ Next steps and future development

Objectives

§ Explain the importance of 
participative leadership in 
the development and 
innovation of organ 
donation in Québec.

§ Understand the 
importance of all key 
actors working together to 
implement new practices.
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Our mission
Transplant Québec helps save lives through the efficient and equitable coordination of the organ 
donation process and the promotion of a donation culture in society and across the health care 
network, while contributing to research and training.

Transplant Québec

1970 1991 2011

MÉTRO-TRANSPLANTATION
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Organ donation in Québec in 2023: 
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Transplant Québec: Strategic Plan 2024 - 2027
3 strategic priorities 10 strategic indicators
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Transplant Québec: Strategic Plan 2024 - 2027
4 axes tactiques 17 initiatives tactiques 

TACTICAL AREAS OBJECTIVES

4. Be proactive with political stakeholders and lead them to align themselves with Transplant Québec 
Q’s ambitions

5. Hold public awareness campaigns on organ donation and the importance of making your intentions explicit

6. Cultivate a community of ambassadors to support organ donation and transplantation awareness efforts 
as well as Transplant Québec’s visibility

7. Leverage partnerships to increase Transplant Québec’s scope of action

8. Launch targeted organ donation awareness initiatives for groups from diverse ethnocultural backgrounds

TACTICAL INITIATIVES

1. Standardize the normative framework for organ donation across all establishments in the health network 
by appealing to management teams in health establishments

2. Pursue and increase training and teaching activities for professionals

3. Consolidate the performance evaluation structure for establishments

Engage the public 
with regard to 
donation and 
transplantation

Promote a culture of 
donation among health 
professionals

Educate the public so that the importance of donation and transplantation is 
shared, the realities of donation are understood, the role of Transplant  
Québec is recognized, and stakeholders are collectively engaged in a change 
of culture.

Ensure that the culture of donation is shared by all health professionals and 
results in the systematic adoption of organ donation standards and protocols 
by all Québec establishments.

9. Attract, retain and develop talent at Transplant Québec
10. Improve the well-being of Transplant  Québec employees

11. Emphasize staff training and improve internal knowledge-transfer practices aimed at improving skills

12. Implement high-performance technological and organizational tools and pursue the development of 
the Organ donation information system (SIDO)

13. Continue optimizing operations through the efficient use of resources and collaboration tools

3 Invest in the 
development of 
Québec 
Transplant’s 
operational and 
functional 
capacities

14. Improve and sustain data- and information-sharing to make the donation and transplantation system 
more effective

15. Further develop the support structure for the loved ones of donors

16. Participate in research on donation and transplantation

17. Develop provincial guidelines

4 Promote a culture  of 
quality and 
performance within 
the donation and 
transplantation 
system

Give Transplant Québec the human and technological resources required to 
process a greater number of organ donations across the province and deal 
with the increasingly complex work of coordinating its activities.

Mobilize the health ecosystem to align with Québec’s ambition to be a high-
performing and exemplary jurisdiction in terms of organ donation and 
transplantation, and oversee public communications concerning the progress 
made by each establishment in Québec

1

2
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Transplant Québec : planification stratégique 2024 - 2027
AXES TACTIQUES OBJECTIFS

4. Be proactive toward political stakeholders and encourage them to align 
themselves with TQ’s ambitions

5. Carry out public awareness campaigns on organ donation and the importance of 
making one’s intentions known

6. Cultivate a community of ambassadors in support of efforts to promote awareness 
of donation and transplantation as well as Transplant Québec’s visibility

7. Draw on partnerships to expand Transplant Québec’s scope of action
8. Launch targeted organ donation awareness activities for diverse ethnocultural groups

INITIATIVES TACTIQUES

1. Standardize the normative framework for organ donation across all establishments in 
the health network by appealing to management teams at health institutions

2. Carry out and increase training and teaching activities for professionals
3. Consolidate the performance evaluation structure for establishments

2

1

Educate the public to share the importance 
of donation and transplantation so that the 
reality of donation is understood and the 
role of Transplant Québec is recognized, 
and get stakeholders involved in changing 
the culture

Ensure that the donation culture is shared by 
all health professionals and leads to the 
collective adoption of organ donation 
standards and protocols by all Québec 
establishments

14. Promote and sustain data- and information-sharing to improve performance 
across the donation and transplantation system

15. Develop the support structure for the loved ones of donors
16. Participate in research on donation and transplantation
17. Develop provincial guidelines

4Promote a culture 
of quality and 
performance within 
the donation and 
transplantation 
ecosystem

Mobilize the health ecosystem to share 
Québec’s ambition to be a well-performing 
and exemplary jurisdiction in regards to 
organ donation and transplantation, and 
oversee public communications on progress 
made by each Québec establishment

Promote a culture of 
donation among 
health 
professionals

Engage the public 
in donation and 
transplantation
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Development of innovation and the notion of the patient-partner
Foster a patient-loved one experience
§ A patient-loved one experience is:
→ A set of facts experienced by patients and their loved ones
→ A perception, interactions, an organizational culture

§ The patient-loved one experience occurs throughout the care and services trajectory.

§ The patient-loved one experience leaves an impression that can be:
→ Positive
→ Negative
→ Neutral

§ The patient-loved one experience involves:
→ Engaged employees
→ An environment that fosters a positive experience
→ A systematic approach to quality
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Development of innovation and the notion of the patient-partner
Levels of maturity of the patient-loved one experience

Level 1 – Interest
Awareness of the importance of the patient-loved one experience within the organization.

Level 2 – Investment
The organization decides to become engaged. Establishment of budgets and programs integrating the 
patient-loved one experience within the organization. 

Level 3 – Involvement
The organization understands the impact of the patient-loved one experience on 
profitability. Overall consideration of experience to define internal processes.

Level 4 – Engagement
The patient-loved one experience occupies a central place in the organization’s 
strategy. Conception of the culture.

Level 5 – Inclusion
The patient-loved one experience is 
an integral part of the organization.
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Development of innovation and the notion of the patient-partner
Creation of a patient-partner
§ This concept is based on the idea of building “with” the user rather than building “for” to the user.
§ Three different approaches:

Paternalism (caregivers
decide)

Patient-centered approach
(response to needs identified by the 
user decided by caregivers)

Care partnership
(the user is a member of the team)
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Development of innovation and the notion of the patient-partner
The resource patient-loved one acts in various spheres:
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Parliamentary committee
§ Public action before the National Assembly
§ Unanimous adoption of a motion on organ donation at the National Assembly of Québec.
§ The minister tabled a private order of initiative before the Committee on Health and Social Services 

aimed at studying means to facilitate organ and tissue donation, notably through the establishment of 
presumed consent.
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Parliamentary committee: Filing of the brief

Legislative measures

1. Specific and comprehensive law on organ donation and transplantation
2. Designation of the organization in charge
3. Provide for adequate financing
4. Human, material and financial resources available
5. Presumed consent on the condition that public buy-in is demonstrated
6. Provide a user-friendly single online window accessible to everyone

12 recommendations:

7. Reinforce the obligation to notify Transplant Québec of the imminent or 
recent death of all persons.

8. Specify the reasons for not following up on the final wishes registered 
by a person before their death.
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Consent to organ donation in Québec

There are three ways to give consent to organ 
and tissue donation:
§ Registration in the Registre des 

consentements de la Régie de l’assurance 
maladie du Québec (RAMQ).

§ Registration in the Registry of Consents to 
Organ and Tissue Donation of the Chambre 
des notaires du Québec.

§ Signature on the sticker on the back of the 
health insurance card
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Consent to organ donation in Québec
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Personas: Perceptions and knowledge related to organ donation in June 2023



TRANSPLANT QUÉBEC

C
an

ad
ia

n 
C

ol
le

ge
 o

f H
ea

lth
 L

ea
de

rs
 | 

Ju
ne

 2
02

4

18

Organ donation after medical assistance in dying: how to honour patient’s wishes

Organ donation in Québec

§ One donor can save eight lives and help up to 20 
people by donating their tissues. 

§ The following organs can be transplanted: 
→ Heart
→ Lungs
→ Liver
→ Kidneys
→ Pancreas
→ Face

§ Donors account for only 1.4% of people who die in 
hospital: maximum of 450 people

→ Neurological determination of death (NDD): 
all organs

→ Determination of cardiac death (DCD): all 
organs except the heart
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Transplant Québec: Strategic planning with three strategic priorities
Magnet hospital philosophy and transformational leadership
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Organ donation after medical assistance in dying: how to honour patient’s wishes

A culture of care centered around the needs of the patient or their family

Strong support for staff training from the institution

Expert caregivers

Transformational nursing leadership

Autonomy of caregivers in their clinical decision-making sphere

Participatory management favouring the empowerment of caregivers

A collegial relational climate

Adequate staff management, adapted to workloads and patient needs

The bases of the magnet hospital philosophy

Magnet hospital philosophy and transformational leadership
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Organ donation after medical assistance in dying: how to honour patient’s wishes

In your view, organ donors in a MAID context accounted for what percentage of the 
total number of organ donors in Québec in 2023?

B
Close to 10%

A
Close to 5%

C
Close to 25%
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Amendments to MAID legislation in Québec

§ The entry into force of the Act respecting end-of-life care in December 2015:
→ Quebecers given recourse to MAID, based on their health condition. 

§ Person deemed incapable: 
→ The law waives the obligation to provide final consent immediately before receiving MAID. 
→ Written agreement with the physician allowing them to receive medical assistance in dying if they 

become incapable

§ The Institut national d’excellente en santé et en services sociaux (INESSS):
→ Consultation with people living with a neurocognitive disorder (NCD) and informal and family 

caregivers (IFC)
→ Explore the care and services experience of these users in Québec
→ One of the significant needs expressed by participants: access to anticipated medical assistance in 

dying so that people can die with dignity
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Testimonial from a patient who donated organs in a MAID context
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Establishment of a new practice: What do we know?
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Key points

§ Transplant Québec has no role to play in the decision 
concerning medical assistance in dying.

§ The two processes, notably the MAID decision and the 
donation, must remain completely separate from one 
another.

§ Under no circumstances must the organ donation 
process prevent or delay a MAID process initiated by 
a person.
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Organ donation after medical assistance in dying: how to honour patient’s wishes

What was the potential?

§ 450 X 23 % eligible = 103 potential cases

§ 103 X 25 % referrals = 25 cases

§ 17 donors confirmed = increase of ~10% in 
the number of annual donors, with the 
potential to save 17-51 lives
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Potential issues 
§ Capacity for consent;

→ How much can/should medical professionals ask 
for?

→ How much can we approve?
§ Information vs solicitation

→ Transplant Québec recommends that treating 
physicians can (or should) inform the patient of 
donation possibilities 

→ Solicitation remains prohibited
→ Principles of equity and autonomy

§ Dead donor rule
→ Death by Donation is illegal in Canada
→ Confirmation of death: Absence of circulation must 

be confirmed by clear and objective criteria
§ Protection from conflicts of interest:

→ Transplant team should have no role in MAID decision or death determination
→ There should be no heath care professional initiated discussion of donation prior to final MAID decision



TRANSPLANT QUÉBEC

C
an

ad
ia

n 
C

ol
le

ge
 o

f H
ea

lth
 L

ea
de

rs
 | 

Ju
ne

 2
02

4

28

Organ donation after medical assistance in dying: how to honour patient’s wishes

Recommendations of the ethics committee

Transplant Québec:
§ Gets involved only when the two MAID notices are 

signed (Transplant Québec not involved)
§ Before undertaking any approach, must ensure that 

the person qualifies for the donation (eligibility).
§ Must ensure that the person’s intention to donate is 

not what is motivating their application for MAID.
§ Must ensure that the person fully understands the 

implications of the donation process. 
§ Must ensure that the person is not pressured into 

their decision to donate their organs.
§ Must ensure that the teams are comfortable with the 

decision.
§ Explains that the family must be informed about the 

MAID-donation.
§ Must follow the current DCD protocol.
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Organ donation after medical assistance in dying: how to honour patient’s wishes

What organ donation in a Québec MIAD context entails
§ An adapted approach:

→ The process is initiated only after eligibility for MAID is 
confirmed.

→ After the MAID decision is accepted and formalized, the 
care team informs the patient about organ donation.

→ Importance of free and informed consent
→ After consent, determination of eligibility as an organ donor
→ The person decides which of their organs and tissues can 

be procured.
→ The person has the right to withdraw their consent at any 

time during the process.
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Free, informed, and revocable consent
Determining if organs are eligible for transplant 
§ MSQ (medico-social questionnaire)
§ Review of medical file
§ Half-day hospitalization (the week preceding MAID)

→ Blood tests
→ Medical imaging
→ Physical examination

MAID and organ donation: specifics
§ Confidentiality and anonymity
§ In a hospital setting, ceremony possible
§ Possible exclusion of organs (final examination in OR)
§ Heparin
§ Limited time with their loved ones
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Organ donation after medical assistance in dying: how to honour patient’s wishes

The person may…

§ Change their decision regarding MAID
§ Lose their capacity to consent to treatment
§ Wish to receive palliative sedation rather than MAID
§ Wish not to inform loved ones
§ Withdraw consent to organ donation
§ Wish to die at home

Conditions that may affect or even prevent organ donation
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Mobilizing all actors

§ Draw on the expertise of each team member:
§ Ethics committee
§ Clinical coordinator/advisor
§ Nurse with expertise in family support

§ Consult our partners:
§ Medical federations
§ Professional orders
§ Health establishments

§ Work in partnership with other ODOs in Canada
§ Take part in formulating CBS guidelines
§ Respect the comfort levels of clinical staff and 

facilitate exchanges
§ The first cases occurred at the end of 2017:

→ Two years after the entry onto force of 
medical assistance in dying legislation

→ As requested by individuals at the end of life
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Support for families and patients in a MAID context

§ Facilitate the development of a relationship of 
trust

§ Ensure that the expectations, needs, and 
end-of-life project of the individual are 
respected

§ Strengthen the patient’s sense of autonomy 
and empowerment during the process

§ Guide them through their decision-making 
regarding organ evaluation and qualification

§ Help the individual and their loved ones reach 
a decision regarding an end-of-life ceremony

§ Prepare the person and their loved ones for 
the various stages in the process 

§ Provide support to loved ones after the 
process
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Our first five years
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Organ donation after medical assistance in dying: how to honour patient’s wishes

MAID in Québec

Commission sur les soins de fin de vie, rapport sur la situation des soins de fin de vie, 2022
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Donors after MAID in Québec

Donors Organs

2018 8 19
2019 13 36
2020 8 26
2021 11 35
2022 24 66
Totals 64 182
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Overview of MAID-related organ donation in Québec, 2017 to 2022
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Demographics of MAID donors 2018-2022

Sex Male 41
Female 23

Age
(Avg 60 y/o)

40-49 9
50-59 23
60-69 26
70 and + 6

Diagnosis leading to MAID

Neurodegenerative 
disorders 54

Terminal cardiopulmonary 
disorders 4
Other 6
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Organ donation after medical assistance in dying: how to honour patient’s wishes

Deceased donation as a percentage of total activity
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Transplants from Donors after MAID
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Overview of MAID-related organ donation in Québec, 2017 to 2022
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Overview of MAID-related organ donation in Québec, 2017 to 2022
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Next steps

§ Study the outcomes of organs retrieved post-MAID
§ Study the impact of the process on patients and their 

loved ones
§ Continue legal and ethical analysis of emerging issues:

→ Patient having lost the capacity to consent
→ What do we do with patients who can no longer 

consent?
§ How to make sure that all patients who have entered 

the MAID process are given the option of donating their 
organs

§ Procure the heart/pancreas
§ Patient partners and resource:

→ Personas
§ Dying at home and MAID-related organ donation
§ Correspondence program 

→ Direct contact
→ Video of recipient
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Future development
§ Giving a voice to the loved ones of donors and recipients

→ Invaluable source of ideas for improvement 
→ Taking their suggestions into consideration helps alleviate grief
→ Favours a more positive experience

§ The “patient-loved one” experience
→ Each experience is personal
→ Hard to replicate due to individual nature
→ A rich and multi-faceted perspective can be gained through testimonials:

→ Emotional experience
→ Physical experience
→ Intellectual experience
→ Spiritual experience

§ Guiding the experience:
→ Benchmarks and metrics based on the perceptions of the loved ones of 

donors and recipients
→ Yearly analysis of the organization’s level of maturity
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Future development
Questions:
§ How do we include the voices of the loved ones of donors when they’re going through the grieving process?
§ What approach should professionals favour when dealing with the donor’s loved ones? 
§ At what stage in the grieving process should the donor’s loved ones be contacted?
§ How do we help professionals include the voices of the loved ones of donors and recipients?
§ Who is best suited to approaching the loved ones of donors and recipients? Professionals, or someone who’s 

already been through the same experience? 
§ What training programs exist for patient-partners?

Courses of action :
§ Create an internal committee on including the voices of the loved ones of donors and recipients.
§ Have the discussion group gather testimonials from the families of donors and recipients.
§ Mobilize patient-partners who’ve been through the same experience and have them gather testimonials from 

recipients and from the donor’s loved ones during phone interviews.
§ Evaluate the possibility of a research project focused on ways to include the voices of the loved ones of donors and 

recipients.
§ Get guidance from Marie-Pascale Pomey at the Université de Montréal.
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