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CƻǊŜǿƻǊŘ 
In Canada, organ donation from deceased donors is a common practice that saves or improves 
the lives of more than 2,000 Canadians every year, accounting for more than 3 out of 4 
transplanted organs.1 Deceased donation is permitted following either neurological or 
circulatory determination of death. Donation following neurological determination of death 
(DNDD) is more common in Canada, but rates of DNDD have remained largely stable over the 
past decade. Donation following circulatory determination of death (DCDD) was historically 
considered more controversial than DNDD, but DCDD has become increasingly common, 
accounting for 23 per cent of all organs donated in Canada in 2016.1 The practice of DCDD is 
also evolving; the DCDD guidelines developed in 2005 addressed the conventional scenario of 
an unconscious, incapable, critically ill patient who was not expected to survive after the 
withdrawal of life-sustaining measures (WLSM).2  
 
However, two recent developments have led to scenarios that raise practical and ethical issues 
that are not clearly addressed in the 2006 guideline. First, as a result of the Supreme Court of 
/ŀƴŀŘŀΩǎ ŘŜŎƛǎƛƻƴ ƛƴ ǘƘŜ ŎŀǎŜ ƻŦ Carter vs. Canada3, and the passing of Bill C-14 by the Canadian 
parliament3,4 and Bill 52 in Quebec5, eligible Canadian patients suffering from terminal illnesses 
may now seek medical assistance in dying (MAID) as a means of ending their lives under the 
supervision of a medical or nurse practitioner. Second, there has been an anecdotal increase in 
requests for organ donation by patients with progressive neuromuscular diseases who are 
dependent on mechanical ventilation (invasive or non-invasive) and who have made the 
decision to withdraw life-sustaining measures. These two scenarios differ from the 
conventional DCDD scenario in that the donors are conscious and competent and, therefore, 
able to give first-person consent for both the decision to withdraw life-sustaining measures and 
the decision to donate their organs. These scenarios can be challenging emotionally and 
morally for health care teams and they can raise unprecedented ethical and practical challenges 
for patients, families, professionals, institutions, and society.  

Prompted by individual cases and requests from patients, Canadian practitioners have 
requested guidance for policy development to manage organ donation in these conscious 
competent patients. In response to this request, Canadian Blood Services, in consultation with 
the Canadian Neurological Sciences Federation and in collaboration with the Canadian Critical 
Care Society, the Canadian Society of Transplantation, and the Canadian Association of Critical 
Care Nurses, convened to provide bioethical, legal, and clinical guidance for guidance about 
managing deceased organ and tissue donation for conscious competent patients.  
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9ȄŜŎǳǘƛǾŜ {ǳƳƳŀǊȅ 

Purpose and objectives of the workshop 

Canadian Blood Services hosted a forum in Toronto on May 15 and 16, 2017. The two-day 
forum brought together medical, legal, and bioethics experts, as well as patients, from across 
Canada. The goal of this forum was to develop expert guidance for clinicians, donation 
program/organ donation organization (ODO) administrators, end-of-life (EOL) care experts, 
MAID providers and policy makers regarding organ and tissue donation from a conscious and 
competent patient. The forum objectives were to: 

1) Analyze organ and tissue donation in the conscious competent patient from legal, 
medical, and ethical perspectives.  

2) Develop and publish expert guidance for offering organ and tissue donation to patients 
who have made a decision that will lead to imminent death: 

a. Conscious competent patients who have chosen to withdraw mechanical 
ventilation (includes invasive and non-invasive forms of ventilation).  

b. Conscious competent patients who have chosen to withdraw extracorporeal 
support including ECMO (extracorporeal membrane oxygenation) and/or other 
mechanical circulatory support.  

c. Eligible patients who have requested MAID (as defined as death by injection).  
3) Develop a knowledge translation strategy that includes all relevant stakeholders.  
4) Identify questions for research. 
 

Summary of recommendations 

Deceased organ donation in conscious and competent patients 
1. Medically suitable, conscious and competent patients who provide first person consent 

to end-of-life procedures should be given the opportunity to donate organs and tissues. 
Patients who seek MAID or WLSM should not be prohibited from donating organs and 
tissues.  

2. Before consenting to WLSM or MAID, patients should carefully consider all end-of-life 
options with their physician or health care professional. 
 

Referral to an organ donation organization 
3. Referral to the organ donation organization should occur as soon as is practical after the 

decision to proceed with WLSM or determination of eligibility for MAID. Preliminary 
ŜǾŀƭǳŀǘƛƻƴ ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŜƭƛƎƛōƛƭƛǘȅ ǘƻ ŘƻƴŀǘŜ ǎƘƻǳƭŘ ōŜ ǇŜǊŦƻǊƳŜŘ ǇǊƛƻǊ ǘƻ ǘƘŜ 
donation approach, if possible. This avoids the potential distress of making a request or 
obtaining consent for donation only to have to inform the patient that they are 
medically or logistically ineligible. 
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Conversations about donation 
4. The decision to proceed with MAID or WLSM must be separate from, and must 

precede, the decision to donate.  
5. Treating physicians, MAID providers, and MAID assessors should be educated on how 

to respond to inquiries concerning organ donation. This should include how the 
decision to donate may affect the end-of-life care process and options, and when to 
refer patients to the organ donation organization. The organ donation organizations 
should develop checklists or discussion guides to facilitate donation conversations to 
ensure patients are consistently well informed. 

6. All eligible, medically suitable patients should be given an opportunity to consider 
organ and tissue donation, consistent with provincial or territorial required referral 
legislation, regional policy, and ethical principles of respect for autonomy and self-
determination. However, this must be reconciled with regional values and health care 
culture. Initially, some jurisdictions might prefer to begin with systems that respond 
only to patient-initiated requests. 

7. Donation coordinators will have to tailor their conversations to ensure the patient 
remains the centre of the MAID or WLSM and organ donation process, to ensure 
patient autonomy. 

8. When an approach is to be made, discussions should happen early to allow individuals 
time to consider the options, ask questions, and to plan accordingly. 

9. Patients and their families should be provided with standardized information 
resources, such as online material or pamphlets to help guide responses to donation 
inquiries. The decision to proceed with MAID or WLSM must precede discussions about 
donation. 

 

Consent 
10. The patient must have the ability to provide first-person consent to MAID or WLSM as 

well as to organ and or tissue donation. 
11. Physicians, MAID assessors, and WLSM or MAID providers should be cognizant of the 

risk of coercion or undue influence on patients to donate their organs; however, the 
ǇŀǘƛŜƴǘΩǎ ŀƭǘǊǳƛǎǘƛŎ ƛƴǘŜƴǘƛƻƴǎ ǎƘƻǳƭŘ ƴƻǘ ōŜ ŘƛǎŎƻǳraged. 

12. Donation discussions must respect patient autonomy and first-person consent should 
be obtained and upheld. Although it is welcomed and encouraged that family 
members are included in donation conversations, consent must be obtained from the 
patient and conversations should be focused on them. 

13. The individual should be informed and understand that they may withdraw consent for 
MAID or donation at any time, and that withdrawal of consent for donation does not 
affect their consent for, or access to, MAID or WLSM. 

14. The donation team should make every effort to resolve conflict, through dialogue, 
ōŜǘǿŜŜƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŜȄǇǊŜǎǎŜŘ ǿƛǎƘŜǎ ǘƻ ŘƻƴŀǘŜ ŀƴŘ ŀ ŦŀƳƛƭȅΩǎ ŘƛǎŀƎǊŜŜƳŜƴǘΦ CƛǊǎǘ-
person consent should direct all subsequent decisions unless consent was revoked. 

15. If a conscious and competent patient provides first-person consent to donate after 
WLSM but subsequently loses decisional capacity, there is a strong case for proceeding 
with donation after WLSM because the patient was adequately informed about the 
decision by a trained donation expert and gave consent in the context of their illness 
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and an anticipated imminent death. However, if a patient loses capacity prior to the 
MAID procedure, then MAID procedures cannot be carried out.  

16. The donation team must understand and abide by the laws and policies of their 
jurisdiction with respect to reporting of MAID deaths (e.g. coroner, special committee). 
To facilitate donation, these parties should be contacted prior to the MAID procedure, 
in accordance with the current laws and policies. 

  
Donor testing and evaluation 

17. Primary care physicians, and staff or organ donation organizations, MAID providers 
and transplant teams should work to minimize the impact and inconvenience to the 
patient of donating their organs. This could include scheduling home visits for blood 
draws and coordinating investigations (e.g. x-rays, ultrasound) to minimize hospital 
visits and inconvenience to the individual. 

18. Transplant teams and surgeons should work with the donation team to determine the 
minimum necessary investigations, to avoid the burden of excessive assessments and 
testing. 

19. Donor teams should routinely discuss the potential impact of unanticipated results 
from the donor investigations, including previously undiagnosed infectious diseases, 
and their impact on public health reporting and contact tracing. 

 
MAID procedures 

20. Consent for MAID must be reaffirmed prior to the MAID procedure. The health care 
team or MAID provider should reaffirm consent prior to relocation to the hospital and 
prior to beginning any antemortem interventions for the purposes of facilitating 
donation. This may reduce the momentum of the donation process and reduce the 
potential for patients to feel pressured to continue with MAID in the interest of 
ensuring organ donation.   

 
Determination of death 

21. The dead donor rule must always be respected. Vital organs can only be procured only 
from a donor who is already deceased; the act of procurement cannot be the 
immediate cause of death. 

22. For determination of death, absence of a palpable pulse alone, is not sufficient. If 
arterial monitoring is not available, alternate means of determining absence of 
anterograde circulation should be used in conjunction with absence of a palpable 
pulse, such as a carotid perfusion ultrasound, Doppler monitoring, aortic valve 
ultrasound or an isoelectric EKG to determine asystole.  

23. As with all cases of DCDD, death should be confirmed by a second physician after a 5-
ƳƛƴǳǘŜ Ψƴƻ ǘƻǳŎƘΩ ǇŜǊƛƻŘ ƻŦ Ŏƻƴǘƛƴǳƻǳǎ ƻōǎŜǊǾŀǘƛƻƴ ŘǳǊƛƴƎ ǿƘƛŎƘ ǘƛƳŜ ƴƻ ŘƻƴƻǊ-based 
interventions are permitted.  
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Protection for patients  

Separation of decisions 

24. To avoid any real or perceived conflict of commitment, health care practitioners should 
separate the decision regarding WLSM or MAID from discussions concerning donation. 
Providers who are assessing eligibility for MAID should not be involved in donation 
discussions.  Discussions concerning donation should happen only after WLSM 
decisions are made, or patients have been found eligible for MAID by 2 independent 
assessments.  

25. The primary health care team should acknowledge patient inquiries concerning 
donation that are made prior to a decision to proceed with MAID or WLSM. General 
information on deceased organ and tissue donation may be provided.  However, 
specific discussion and decisions pertaining to donation should wait until the decision 
to proceed with MAID or WLSM has been finalized. 

26. Patients may wish to postpone their MAID procedure, owing to a temporary 
improvement in their health or an event they wish to experience prior to their death. 
The freedom of the patient to postpone their MAID procedure must be reinforced and 
preserved and every effort should be made to honor their wishes to donate their 
organs should their MAID procedure be rescheduled. 

Directed and conditional donation 

27. No restrictions should be placed on potential organ recipients. Directed deceased 
donation (direction of ŀ ǇŀǘƛŜƴǘΩǎ organs to a specific recipient) or conditional donation 
(e.g. organs will be donated only if the patient can place conditions on what social 
groups may or may not access them) from patients considering MAID or WLSM should 
be neither offered nor encouraged.  

28. Living donation prior to death from patients considering MAID or WLSM should be 
neither offered nor encouraged.  

29. Should a patient insist on directed deceased donation or living donation prior to death, 
the request should be considered on a case-by-case basis. 

Separation of roles 

30. Consistent with current guidelines and practice regarding DCDD, separation should be 
maintained between the EOL care, donation, and transplant teams. Surgical recovery 
ŀƴŘ ǘǊŀƴǎǇƭŀƴǘ ǘŜŀƳǎ ǎƘƻǳƭŘ ƴƻǘ ōŜ ƛƴǾƻƭǾŜŘ ƛƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ end-of-life care or MAID 
or WLSM procedure. The only exception is insofar as they may provide guidance for 
minimal requirements for donor investigations or premortem interventions.  

31. Patients who wish to donate their organs after MAID or WLSM, but who request that 
their decision to pursue MAID/WLSM remain confidential, should be informed of the 
risk that their family members may discover incisions associated with surgical retrieval 
of organs. They should be encouraged to disclose their decision to family members; 
however, there is no obligation to stop the donation process should the patient wish to 
maintain the confidentiality of their MAID or WLSM procedure. 
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32. That an organ donor received MAID should not be disclosed to the potential recipient 
during allocation; however, medically relevant information regarding their underlying 
disease may be disclosed according to guidelines for exceptional distribution, where 
applicable. 

 
Supports for patients and families 

33. Specially trained professionals, such as donation physicians and coordinators, patient 
ƴŀǾƛƎŀǘƻǊǎΣ ƻǊ ǎƻŎƛŀƭ ǿƻǊƪŜǊǎΣ Ƴǳǎǘ ōŜ ŀǾŀƛƭŀōƭŜ ǘƻ ŀƴǎǿŜǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǉǳŜǎǘƛƻƴǎ ŀƴŘ 
facilitate the coordination of their MAID or WLSM and donation. This may take place 
over a period of many weeks. The patient and their family must be provided with 
specific instructions on how to access these resources. 

34. Support should be available in an optimally convenient location and setting for the 
patient, such as home visits or coordination with visits to clinics. For patients in remote 
locations, video-based technologies may be of assistance. 

35. The donation team should work with the patient, their family, and the MAID or WLSM 
provider to develop a plan and best possible options for the MAID or WLSM procedure 
that accommodates the wishes of the patient, preserving the opportunity to donate 
and reconciling coordination of hospital logistics.  

36. Ongoing access to support for patients and their families is critical. Despite patient 
consent, donation might not proceed due to failure to find a suitable recipient, 
deterioration of health that compromises medical eligibility to donate, surgical findings 
during organ recovery, or withdrawal of consent by the patient. These patients and 
their families must continue to receive support even if donation does not proceed. 

37. /ƻƴǘƛƴǳŜŘ ǎǳǇǇƻǊǘ Ƴǳǎǘ ōŜ ŀǾŀƛƭŀōƭŜ ǘƻ ŦŀƳƛƭȅ ƳŜƳōŜǊǎ ŀŦǘŜǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘΦ 
Processes need to be developed to ensure families are given the opportunity to 
provide feedback on their experience, which may help with their grieving process and 
may help inform quality improvement measures. 

 
Amyotrophic lateral sclerosis (ALS) and neurodegenerative diseases 

38. People with ALS and patients with other non-transmissible neurodegenerative diseases 
should be offered the opportunity to donate organs after their death.  

39. ODOs should exercise caution regarding allocation of organs from donors with 
undiagnosed or rapidly progressive neurodegenerative diseases, as these may pose 
elevated risks to recipients. Organ allocation in this context should follow existing 
exceptional distribution policies and practices. 

40. Transplant professionals must balance the benefits of the transplant against any 
potential for harm of receiving a transplant of an organ from a donor with a 
neurological illness. Transplant professionals must use their discretion to help the 
transplant candidate navigate the decision. The surgeon may wish to consult the 
ŘƻƴƻǊΩǎ ƴŜǳǊƻƭƻƎƛǎǘ ǘƻ ƘŜƭǇ ƛƴŦƻǊƳ ǘƘŜƛǊ ŀŘǾƛŎŜ ǘƻ ǘƘŜ ǘǊŀƴǎǇƭŀƴǘ ŎŀƴŘƛŘŀǘŜΦ 

41. All cases of ALS or other neurodegenerative diseases that arise in transplant recipients 
should be reported to Health Canada to determine potential associations with donor 
illness and baseline risk of neurodegenerative illness in transplant recipients (e.g. 
whether transplant recipients, in general, have rates of ALS that differ from the general 
population). 
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42. Physicians who follow organ recipients should be: aware that the donation was by a 
patient with neurodegenerative disease such as ALS, aware of theoretical transmission 
risk of neurodegenerative diseases, and cognizant of symptoms or complaints that 
warrant further investigation by a neurologist to determine if a neurodegenerative 
disease is present. 

43. Active monitoring (i.e., regular visits to a neurologist) is NOT recommended for 
transplant recipients who have received an organ from a donor with a 
neurodegenerative disease. Neurological monitoring would impose a substantial 
burden on the recipient and present no benefit to the recipient, particularly as there is 
currently no value in early detection of these illnesses. 

44. Information resources should be available for transplant candidates and for transplant 
professionals to help with the decision regarding whether to accept or refuse an organ 
for transplant. A means of obtaining a consult from a specialist neurologist in 
neurodegeneration may also be useful in helping the potential recipient make an 
informed decision. This information should also be available to ODOs and the donation 
professionals responsible for assessing the eligibility of the patient who is considering 
donation. 
 

Health care professionals 
45. Health care professionals may exercise a conscientious objection to MAID or WLSM 

specifically, but they should strive to accommodate the wishes of the donor by 
ensuring that their objection to MAID or WLSM does not impede the ability of the 
patient to donate.  

46. Health care professionals should act in accordance with provincial and territorial 
requirements as well as professional and regulatory college requirements for effective 
referral. 

47. Health care professionals responsible for the care of conscious, competent patients 
who have requested WLSM or MAID and donation should be briefed so they are 
ŦŀƳƛƭƛŀǊ ǿƛǘƘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ end-of-life plan and relevant policies and procedures. 

48. Debriefing after the procedure (i.e., MAID or WLSM with or without donation) should 
be offered every time to all members of the health care team who participated. 
Debriefing by an external resource may be beneficial so that team members feel 
comfortable sharing their experience.  

49. Psychological support, such as that offered through employee assistance plans (EAP), 
should be accessed when required. Staff of employee assistance plans may benefit 
from additional training and education regarding MAID with or without donation to 
adequately meet the needs of these health care professionals. 

50. Hospitals must ensure that staff are available who are willing and able to honor the 
ǇŀǘƛŜƴǘΩǎ ǿƛǎƘŜǎ ǘƻ ŘƻƴŀǘŜ ŀŦǘŜǊ ǘƘŜƛǊ ŘŜŀǘƘ ƻǊ ƘŀǾŜ ŀƴ ŜŦŦŜŎǘƛǾŜ ǊŜŦŜǊǊŀƭ Ǉƭŀƴ ƛƴ ǇƭŀŎŜΦ  

51. Participation of health care professionals in MAID and in organ donation by patients 
who received MAID should be voluntary, when possible, without interfering with the 
ǇŀǘƛŜƴǘΩǎ ŀŎŎŜǎǎ ǘƻ ŎŀǊŜΦ ¢ƘŜ ƘŜŀƭǘƘ care team should be well informed and well 
ōǊƛŜŦŜŘ ǎƻ ǘƘŀǘ ǘƘŜȅ ǳƴŘŜǊǎǘŀƴŘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǿƛǎƘŜǎ ŀƴŘ ǘƘŜ ƻǳǘŎƻƳŜ ǘƘŜȅ ŀǊŜ 
working towards as well as relevant policies and procedures. 
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Reporting 
52. Clinicians must be aware of the reporting and documentation requirements for MAID 

and WLSM and for donation in their jurisdiction.  
53. Records pertaining to organ donation after MAID, as well as donation and transplant 

outcomes, should be reported federally and be accessible to clinicians, researchers, 
and administrators. Transplant outcomes should be easily cross-referenced with the 
underlying illness of the MAID donor. 

 

Figure 1 outlines the clinical pathway for organ donation in conscious competent patients. 

Figure 1. The Clinical Pathway for Organ Donation in Conscious Competent Patients 
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hǾŜǊǾƛŜǿ 

!Φ ²ƻǊƪǎƘƻǇ hǾŜǊǾƛŜǿ 

In order to gather perspectives and insight from multiple stakeholders across Canada, Canadian 
Blood Services hosted a workshop in Toronto on May 15 and 16, 2017. The two-day forum 
brought together medical, legal, and bioethics experts, as well as patients, from across Canada. 
The goal of this forum was to develop expert guidance for clinicians, donation program/organ 
donation organization (ODO) administrators, end-of-life (EOL) care experts, MAID providers and 
policy makers regarding organ and tissue donation from a conscious and competent patient. 
The workshop agenda and background documents are provided in Appendices 3 to 8. 

tǳǊǇƻǎŜ ŀƴŘ ƻōƧŜŎǘƛǾŜǎ 

1) Analyze organ and tissue donation in the conscious competent patient from legal, 
medical, and ethical perspectives.  

2) Develop and publish expert guidance for offering organ and tissue donation to patients 
who have made a decision that will lead to imminent death: 

a. Conscious competent patients who have chosen to withdraw mechanical 
ventilation (includes invasive and non-invasive mechanical ventilation).  

b. Conscious competent patients who have chosen to withdraw extracorporeal 
support including ECMO and/or other mechanical circulatory support.  

c. Eligible patients who have requested MAID.  
3) Develop a knowledge translation strategy that includes all relevant stakeholders.  
4) Identify questions for research. 

 

Planning committee and key contributors 

The planning committee members are noted below.  See Appendix 2 for a full list of workshop 
participants.   

Ms. Amber Appleby 
Associate Director, Canadian Blood Services 
 
Dr. Daniel Z. Buchman 
Bioethicist, University Health Network 
Member, Joint Centre for Bioethics 
Assistant Professor, Dalla Lana School of Public Health, University of Toronto 
  
Dr. James Downar, Co-chair 
Critical Care and Palliative Care Physician, University Health Network and Sinai Health System 
Associate Professor, Department of Medicine, University of Toronto 
Chair, Ethical Affairs Committee, Canadian Critical Care Society 
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Dr. Marie-Chantal Fortin 
Associate Professor, Bioethics Program, Department of Social and Preventive Medicine, École 
ŘŜ ǎŀƴǘŞ ǇǳōƭƛǉǳŜ ŘŜ ƭΩ¦ƴƛǾŜǊǎƛǘŞ ŘŜ aƻƴǘǊŞŀƭ 
Researcher, Nephrology and Transplantation Division, Centre de recherche du Centre 
ƘƻǎǇƛǘŀƭƛŜǊ ŘŜ ƭΩ¦ƴƛǾŜǊǎƛǘŞ ŘŜ aƻƴǘǊŞŀƭ ό/w/I¦aύ 
Chair, Ethics Committee, Canadian Society of Transplantation 
 
Mr. Clay Gillrie 
Senior Program Manager, Canadian Blood Services 
 
Dr. Aviva Goldberg 
Head Pediatric Nephrologist, Department of Pediatrics and Child Health, University of Manitoba 
Clinical Ethicist, University of Manitoba 
Director, Canadian Society of Transplantation 
 
Ms. Vanessa Gruben 
Associate Professor, Faculty of Law, University of Ottawa 
Member, Centre for Health Law, Policy and Ethics 
 
Ms. Jehan Lalani 
Program Manager, Canadian Blood Services 
 
Dr. Michael D. Sharpe, Co-chair 
Intensivist, London Health Sciences Centre, Professor, Department of Anesthesia and 
Perioperative Medicine, Schulich School of Medicine, University of Western Ontario  
Treasurer, Canadian Critical Care Society 
 
Dr. Sam D. Shemie, Project Medical Advisor, Process Consultant and Workshop Facilitator 
Division of Pediatric Critical Care Montreal Children's Hospital McGill University Health Centre 
and Research Institute 
Professor of Pediatrics, McGill University 
Medical Advisor, Deceased Donation, Canadian Blood Services 
 
Dr. Christen Shoesmith 
Neurologist, Medical Director, London Health Sciences Centre ALS Clinic 
Assistant Professor, Clinical Neurological Sciences, Western University 
Member, Canadian Neurological Sciences Federation 

 
International expert 

Dr. Dirk Ysebaert 
Vice-Dean, Faculty of Medicine, University of Antwerp 
Director, Department of Hepatobiliary, Transplantation and Endocrine Surgery, Antwerp 
Transplant Center.  
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Dr. Ysebaert is Head of the Department of Hepatobiliary, Transplantation and Endocrine 
Surgery, Antwerp University Hospital. Dr. Ysebaert is Professor of Surgery, Antwerp Surgical 
Training and Research Center (ASTARC) at the Faculty of Medicine and Health Sciences 
(Antwerp University). He has served as president and vice president of the Belgian Society for 
Transplantation, Councilor for the European Society for Organ Transplantation, and as a board 
member for the Eurotransplant International Foundation. Dr. Ysebaert has over one hundred 
publications, including the euthanasia and organ donation experience in Belgium. 
 

Stakeholders 

Stakeholders are individuals, groups, and organizations with a significant stake in the purpose, 
objectives, and outcomes of this process. It is important to consider the impact of 
recommendations on several stakeholder constituencies. For the purposes of the project, we 
considered the potential impacts on the following stakeholder groups (listed in alphabetical 
order):  

¶ Coroners and Medical Examiners 

¶ Health authorities, governments, and policy-makers 

¶ Health care professionals and administrators who are involved in critical care, 
emergency medicine, neurology 

¶ Health care professionals who care for dying patients and administrators with 
responsibility for the program 

¶ Institutions, e.g., hospitals, health care regions 

¶ MAID providers and assessors 

¶ Organ Donation Organizations (ODO), donation personnel, health care professionals 
and administrators who may take part in the donation process 

¶ Partners in the leading practice development process 

¶ Patients and society-at-large 

¶ Research funders and organizations 
 

In scope 

1) Controlled DCDD in patients with the following features:  
a. Awake, conscious and competent; 
b. Adults or mature minors; 
c. Ability to provide first-person informed consent to make their own treatment 

and/or end-of-life (EOL) decisions; and 
d. Have chosen an EOL care intervention that would lead to imminent death:  

i. Withdrawal of life-sustaining measures, or 
ii. Medical assistance in dying consistent with existing or evolving federal 

and provincial legislation.  
2) Pathogenesis and transmissibility of illnesses that would make a patient eligible for 

MAID or WLSM with influence on medical eligibility for organ donation.  
3) Ethical implications and potential outcomes of allowing organ and tissue donation by 

these patients. 
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4) Education and training requirements for health care professionals. 
5) Public and patient awareness. 

 

Out of scope  

1) Ethics of MAID or WLSM  
2) Best practices for MAID or WLSM independent of organ and tissue donation. 
3) Donation by euthanasia (i.e. organ donation that does not adhere to the dead donor 

rule). 
4) Living organ donation. 

 

Assumptions and key considerations 

1) Organ donation and transplantation is broadly accepted and supported by workshop 
participants and the Canadian public; organ donation and transplantation benefits 
society.  

2) Current Canadian controlled DCDD guidelines2 do not sufficiently address the 
management of conscious competent patients.  

3) Requests for organ and tissue donation by conscious competent patients requires 
clinical, bioethical and legal guidance.  

4) Optimal care of the dying patient is the priority of health care workers. 
5) Decisions made via first person informed consent are the highest standard of decision 

making for treatment and EOL care.  
6) Consistent with existing laws and practices, deceased organ donation must adhere to the 

dead donor rule. 
7) Professional integrity should always be maintained. Health care providers are guided by 

their own values and beliefs as well as professional values and practice standards. 
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.Φ ²ƻǊƪǎƘƻǇ tǊƻŎŜǎǎ 
 
Prior to the workshop, the planning committee commissioned a survey, performed literature 
searches, and developed background documents to guide and support discussion on the 
following topics: 

1) Canadian attitudes towards organ and tissue donation by conscious competent patients; 
Appendix 3 -  IPSOS Public Survey 

2) Requests for organ donation by conscious, competent patients; Appendix 4 ς Gruben, 
Yazdami, and Goldberg 

3) Pathogenesis and potential transmissibility of amyotrophic lateral sclerosis; Appendix 5 - 
Shoesmith 

4) Conscientious objection as it relates to donation after MAID; Appendix 6 ς Buchman and 
Gruben 

The workshop was structured around plenary presentations by Canadian and international 
clinicians, organ donation and transplantation ethicists and legal experts, a coroner, and patient 
partners.  See Appendix 7 for full agenda. 

Attendees were divided into smaller groups throughout the meeting to discuss and make 
recommendations regarding specific challenge questions that were informed by fact sheets and 
expert presentations.  See Appendix 8 for fact sheets and challenge questions. Key points and 
conclusions from these groups were then shared in plenary.  

 
Withdrawal of life-sustaining measures and controlled donation after circulatory 
determination of death 

The majority of controlled DCDD cases occur after acute devastating brain injury. In such cases, 
the patient is unconscious and, thus, not competent to participate in their own EOL care 
decisions. While intent to donate decisions may have been registered or indicated in advance, 
ŘŜŎƛǎƛƻƴǎ ŎƻƴŎŜǊƴƛƴƎ 9h[ ŎŀǊŜΣ ²[{a ŀƴŘ Řƻƴŀǘƛƻƴ ŀǊŜ ƳŀŘŜ ōȅ ǘƘŜ ǇŀǘƛŜƴǘΩǎ substitute 
decision maker (SDM) in consultation with the health care team. 

There are other groups of patients with illnesses that are incurable and terminal but are not 
associated with devastating brain injury. These patients may be conscious, competent, and 
capable of actively participating in decisions about their EOL care, including decisions for WLSM 
or MAID, as well as consenting to organ donation.  

WLSM is the most common event preceding death in Canadian intensive care units6 and is a 
ǎǘŜǇ ƛƴ ǘƘŜ ŎƭƛƴƛŎŀƭ ǇŀǘƘǿŀȅ ƻŦ ƴŜŀǊƭȅ ŀƭƭ 5/55 ƻǊƎŀƴ ŘƻƴƻǊǎΦ ¢ƘŜ ŘŜŎƛǎƛƻƴ ōȅ ǘƘŜ ǇŀǘƛŜƴǘΩǎ SDM 
ǘƻ ǿƛǘƘŘǊŀǿ ǘǊŜŀǘƳŜƴǘ ƛǎ ōŀǎŜŘ ƻƴ ǇƻƻǊ ǇǊƻƎƴƻǎƛǎΣ ŎƻƴŎŜǊƴ ŦƻǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǎǳŦŦŜǊƛƴƎΣ ŀƴŘκƻǊ 
poor future quality of life7 ŀƴŘ ǎƘƻǳƭŘ ōŜ ŎƻƴǎƛǎǘŜƴǘ ǿƛǘƘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǾŀƭǳŜǎ ŀƴŘκƻǊ ǇǊƛƻǊ 
expressed wishes. 
 
While many of these patients may be eligible to donate organs, there are several barriers to 
organ donation in this population. These include a failure to identify a potential donor; failures 
on behalf of the health care team to approach SDMs for authorization for donation, refusal of 
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authorization by the family or SDM, death not occurring in a specified time period that allows 
suitable organs for transplantation and lack of resources for surgical retrieval of organs and 
transplantation.8 Only about 2 per cent of in-hospital deaths may be considered potential 
donors and, of these, only one in six will actually donate an organ.8 
 

Medical assistance in dying  

The legal landscape around MAID has evolved rapidly in Canada following the Supreme Court 
decision that prohibitions in the Criminal Code of Canada were unconstitutional and the passing 
of legislation, first in Quebec5 and then by the Federal Government of Canada4, permitting 
a!L5 ǳƴŘŜǊ ŎŜǊǘŀƛƴ ŎƛǊŎǳƳǎǘŀƴŎŜǎΦ {ǇŜŎƛŦƛŎŀƭƭȅΣ ǘƘŜ ǇŀǘƛŜƴǘ Ƴǳǎǘ ƘŀǾŜ ŀ άgrievous and 
ƛǊǊŜƳŜŘƛŀōƭŜ ƳŜŘƛŎŀƭ ŎƻƴŘƛǘƛƻƴέΣ ŘŜŦƛƴŜŘ ōȅ ǘƘŜ Ŧƻƭlowing criteria: 

a) they have a serious and incurable illness, disease or disability; 
b) they are in an advanced state of irreversible decline in capability; 
c) that illness, disease or disability or that state of decline causes them enduring physical 

or psychological suffering that is intolerable to them and that cannot be relieved under 
conditions that they consider acceptable; and  

d) their natural death has become reasonably foreseeable, taking into account all of their 
medical circumstances, without a prognosis necessarily having been made as to the 
specific length of time that they have remaining.1 
 

Early demographics for MAID 

Statistics for MAID cases in Canada at the time this forum occurred were available from the 
period July 1, 2016 to Dec. 31, 2016 (Dec. 10, 2015 to Dec. 31, 2016 for Quebec) and are 
summarized in Table 1. Nearly half of all the assisted deaths ς 463 ς took place in Quebec, 
where a separate end-of-life law took effect on Dec. 10, 2015, six months before the federal 
law came into effect. Compared with other countries9-11, the early experience in Canada is 
notable for an underrepresentation of cancer patients and a higher incidence in patients with 
chronic neurological conditions. Accordingly, Canada has the highest rates of multiple sclerosis 
in the world.12   

It is unclear if this early trend of MAID in Canadian patients with chronic neurological conditions 
will continue, as it may be due to an initial overrepresentation of patients with chronic (non-
cancer) illnesses who were waiting for MAID to become available to them. Patients seeking 
MAID for terminal cancer are often not medically eligible to become donors; therefore, those 
who comprise the pool of potential donors among MAID patients have underlying illnesses 
within the other categories.  

  

                                                      

 

1 s. 241.2(2) of the Criminal Code of Canada. 
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Table 1. Demographics of MAID 

Cause of Death Netherlands9 Belgium10 US*11 Canada 

Cancer 79% 80% 80% 57% 

Cardiovascular 4% 4% 3% 
11% 

Respiratory 

16% 

5% 4% 

Neurological 7% 8% 23% 

άhǘƘŜǊέ 4% 5% 8% 

Annual Cases 
(cases/million)  

3800 (224) 2800 (247) 100 (0.3) 970 (27) 

* Euthanasia is illegal in the United States and assisted suicide is only permitted in some states, 
therefore organ donation is not possible. 

 

Rationale for donation after MAID and WLSM 

A review of the literature found support for offering the opportunity to donate organs after 
death to patients seeking MAID or WLSM, while also highlighting some ethical concerns as 
illustrated below in Table 2. 

Table 2. Rationales for and against deceased organ donation following MAID/WLSM (adapted 
from Shaw DM13) 

Rationale in support of organ donation following MAID/WLSM 

¶ Could increase the number of organs available for donation14-24  
o Organs may be of better quality than conventional DCDD20  

¶ Respect for individual autonomy and self-determination14, 16, 17, 25-28 

¶ Personal benefit to the donor, whose own death may easier to bear if he or she 
knows that death will save or improve the life of another16, 28  

o Likewise, benefit to family by providing increased solace or comfort during 
their grieving 

¶ Cost-effectiveness as a factor in favor of permitting organ donation in these 
circumstances 16, 24 

¶ May increase public acceptance of assisted dying24 

Concerns about organ donation following MAID/WLSM 

¶ May unduly pressure patients τ a person who may not otherwise opt for MAID 
might choose to die to donate his or her organs to help others16 

¶ Permitting organ donation following WLSM or MAID could undermine public trust in 
the organ doƴŀǘƛƻƴ ǎȅǎǘŜƳ ōŜŎŀǳǎŜ άǇƘȅǎƛŎƛŀƴǎ ǿƻǳƭŘ ōŜ ǘŜƳǇǘŜŘ ǘƻ ōŜ ŘŜƭƛōŜǊŀǘŜƭȅ 
ǇŜǎǎƛƳƛǎǘƛŎ ŀōƻǳǘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǇǊƻƎƴƻǎƛǎ ǘƻ ŜƴƘŀƴŎŜ ǘƘŜ ǇŀǘƛŜƴǘ ŘŜŎƛǎƛƻƴ ǘƻ ǊŜǉǳŜǎǘ 
ŦƻǊ ǿƛǘƘŘǊŀǿŀƭ ƻŦ ǘǊŜŀǘƳŜƴǘέ25 
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Public perception 

In September 2016, Canadian Blood Services commissioned IPSOS to conduct a survey of 
Canadian adults (n = 1,006) concerning their attitudes towards organ donation in competent 
conscious patients: 

¶ 92 per cent approve of people donating their organs at the time of their death 

¶ Strong support for conscious competent patients donating their organs after WLSM 
(87%) or MAID (80%) 

o Significantly more oppose donation after MAID (12%) than after WLSM (6%) 

¶ Concerns of those opposed to donation after WLSM/MAID include: 
o Transmission of illness (48%) 
o Pressure on vulnerable patients to choose WLSM or MAID sooner than they may 

have otherwise (46%) 
o Pressure on vulnerable persons to donate their organs (43%) 

¶ 80 per cent agree donation should be discussed with all patients regardless of illness or 
EOL decisions 

¶ 83 per cent agree that the decision to donate organs should be confirmed prior to EOL 
care administration 

o 53 per cent agree that donation should be discussed AFTER a decision has been 
made regarding EOL 

¶ 25 per cent were undecided whether they would receive an organ from a donor 
following WLSM or MAID 

 

These findings show that Canadians broadly support that conscious competent patients should 
be offered the opportunity to donate after MAID or WLSM; however, a minority of respondents 
were opposed to donation after MAID or WLSM citing concerns about transmission of illness to 
the recipient and pressure or coercion of the donating individual.  See Appendix 3 for full 
report.   

 
Donation after MAID ς Early experience in Canada 

Ontario, British Columbia and Quebec have the most experience with donation after MAID. As 
of April 2018, Ontario has performed eight organ donations, British Columbia has performed 
three, and Quebec has performed four donations. The Trillium Gift of Life Network Act in 
hƴǘŀǊƛƻ ǊŜǉǳƛǊŜǎ ǘƘŀǘ ¢ǊƛƭƭƛǳƳ DƛŦǘ ƻŦ [ƛŦŜ ό¢D[bύ ōŜ ŎƻƴǘŀŎǘŜŘ ǿƘŜƴ ŀ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘ ƛs 
imminent.29 This has been interpreted to require routine referral to the ODO of patients 
accessing MAID.30 Lƴ vǳŜōŜŎΣ ǘƘŜ /ƻƳƳƛǎǎƛƻƴ ŘŜ ƭΩŞǘƘƛǉǳŜ Ŝƴ ǎŎƛŜƴŎŜ Ŝǘ Ŝƴ ǘŜŎƘƴƻƭƻƎƛŜ ό/9{¢ύ 
and Transplant Quebec initially provided conflicting guidance on routine requesting in this 
context.14, 31, 32 Transplant Quebec initially discouraged raising donation with patients seeking 
MAID and, instead, offered Řƻƴŀǘƛƻƴ ƻƴƭȅ ǿƘŜƴ ǇŀǘƛŜƴǘǎ ƳŀƪŜ ŀ ΨŘƻǳōƭŜ ǊŜǉǳŜǎǘΩΣ ǘƘŀǘ ƛǎ ŦƻǊ 
MAID and for organ donation. Transplant Quebec has subsequently changed their policy and is 
now in agreement with routine requesting. 
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Anecdotally, some donor coordinators have reported comfort with the patient being able to 
express their own wishes and provide first person consent concerning donation; however, 
others have reported considerable emotional strain from these interactions. Transplant 
physicians and surgeons may have reservations about donation by conscious competent 
patients in both MAID and WLSM due to ethical concerns. Discomfort or misunderstanding with 
these circumstances may preclude transplantation.  

Another challenge has been performing suitability assessments of potential donors. These tests 
(e.g. blood work, diagnostic imaging) are normally performed in hospital; however, many 
conscious competent patients are not hospitalized during this period and may have difficulty 
travelling for purposes of assessment due to their illness.  

The ODOs/donation programs, transplant programs, clinical ethicists and bioethics committees, 
and clinicians across Canada have initiated work in developing processes to allow conscious 
competent patients to donate after WLSM or MAID; however, policies concerning eligibility of 
patients with neurodegenerative illnesses to donate, donor suitability assessments, 
permissibility of pre-mortem interventions, logistics and methods of death determination, 
continue to be the subject of discourse and evolving practice. 

Donation after euthanasia in Belgium 

Belgium legalized euthanasia in 2002, one year after the Netherlands. Patients eligible for 
euthanasia in Belgium must have a medical condition with constant and unbearable physical or 
mental pain, which cannot be relieved.26 Belgian law states:  άThe patient is an adult or an 
emancipated minor, capable and conscious at the time of his/her request. The request is made 
voluntarily, is well thought out and reiterated, and is not the result of outside pressure.έ  

YŜȅ ŘƛŦŦŜǊŜƴŎŜǎ ŦǊƻƳ /ŀƴŀŘŀΩǎ ƭŜƎƛǎƭŀǘƛƻƴ ŀǊŜ ǘƘŀǘ .ŜƭƎƛǳƳ ŀƭƭƻǿǎ ŜǳǘƘŀƴŀǎƛŀ ŦƻǊ ǇŀǘƛŜƴǘǎ 
whose disease is not terminal, including mental illness, and for mature minors.  
In Belgium, euthanasia and donation require separate decisions by the patient and are 
administered by separate health care personnel. Currently, patients are not actively 
approached as there is a concern of pressure or coercion, but patient-initiated requests are 
considered. Patient-initiated donation discussions may take place after permission for 
euthanasia has been granted. 

Euthanasia must take place in hospital to allow for donation and the procedure takes place in or 
near an operating theatre to minimize ischemic time. While every effort is made to 
accommodate the wishes of the patient and their family and to ensure their comfort, some 
patients decline to donate, as they prefer to die at home.  

Belgium considers donation after euthanasia to be a distinct category of DCDD and all cases in 
Belgium adhere to the dead donor rule. Procedures are performed by senior medical and 
nursing staff and their participation is voluntary.  

In the donation-after-euthanasia process, heparin is administered directly after the euthanasia 
medications and death declaration is made by three clinicians. Determination of death is made 
clinically and there is no invasive monitoring required, preventing the need for invasive arterial 
blood pressure monitoring. A five-ƳƛƴǳǘŜ Ψƴƻ ǘƻǳŎƘΩ ǇŜǊƛƻŘ ƛǎ ƻōǎŜǊǾŜŘ ōŜŦƻǊŜ ƻǊƎŀƴ ǊŜǘǊƛŜǾŀƭ 
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begins. In the case of lung donation, the donor is intubated and ventilated following the five-
ƳƛƴǳǘŜ Ψƴƻ ǘƻǳŎƘΩ ǇŜǊƛƻŘΦ  {ƛƴŎŜ ǘƘŜ ŎƻƳōƛƴŀǘƛon of drugs used for euthanasia is considered by 
some to be cardiotoxic, heart transplants are not currently possible following euthanasia in 
Belgium. Patients have expressed a strong desire to be able to donate their heart and there has 
been discussion, in the interest of patient autonomy, to develop strategies that would enable 
heart donation.   

After the potential donor is assessed and medical eligibility is confirmed, Eurotransplant 
coordinates allocation four hours before the euthanasia procedure. Transplant centres are 
informed about the cause of death (i.e. that the donor had died by euthanasia). Eurotransplant 
allocation may take place between different countries; however, organs will not be allocated to 
patients in countries that do not accept donors who died by euthanasia. Furthermore, 
transplant candidates on the waitlist are able to indicate whether they would accept organs 
from donors after euthanasia. Directed donation is not permitted; however, Eurotransplant 
may inform transplant centres of a wish to direct donation and they may, at their discretion, 
allow the request to be facilitated even in cases where they may not have priority on the 
waitlist. There is no systematic monitoring of recipients for development of transmissible 
neurological illness in Belgium; however, adverse events are reported.  
 

In 2015, euthanasia accounted for 2,022/110,508 deaths (1.8%) of all deaths in the country and 
there were eight donors after euthanasia accounting for 2.5 per cent of all deceased organ 
donors. Approximately 75 per cent of those receiving euthanasia were patients in the terminal 
phase of malignant disease and therefore not eligible to donate. From 2005-2015, 23 patients, 
with a mean age of 49.3 years, became organ donors after euthanasia. The underlying illnesses 
of these patients were neuropsychiatric disorders (n = 7), stroke/bleeding (n = 4), multiple 
sclerosis (n = 5), other neurodegenerative diseases (n = 10), and unbearable pain (n = 2). The 
mean time to circulatory arrest was 7.9 minutes and perfusion was initiated an average of 19.4 
minutes after circulatory arrest. 33  
 
As of 2015, 92 organs (45 kidneys, 21 livers, 16 lungs, 10 islets) were transplanted from 23 
donors and the organ quality from post-euthanasia patients has been very good. Some tissues 
have been transplanted as well; however, concerns over transmission of neurological illness 
have limited tissue transplantation in some cases. 

 

International policies on donation after medically-assisted death 

While medically-assisted death is permitted in several countries now, donation is not possible 
in all these jurisdictions.  See Table 3. In Switzerland, assisted suicide is legal but subsequent 
donation is not possible, in part, because the procedure is performed by non-physicians and 
does not occur in hospital. In Luxembourg, the law states that organs may only be procured 
after cessation of treatment due to extensive damage to the brain; therefore, conscious 
competent patients cannot consent to deceased donation. 
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Table 3: Policies on organ donation in countries where medically-assisted death is permitted 
(adapted from Allard and Fortin, J Med Ethics, 2017) 

Country or State Policy on Organ Donation 

Switzerland (assisted suicide by 
non-physician) 

Not possible 

Belgium (euthanasia) Possible at patient request33 

Netherlands (euthanasia, 
assisted suicide) 

tƻǎǎƛōƭŜ ŀŦǘŜǊ ŜǳǘƘŀƴŀǎƛŀ ŀǘ ǇŀǘƛŜƴǘΩǎ ǊŜǉǳŜǎǘΤ 
working on an official post euthanasia donation 
protocol27 

Luxembourg (euthanasia) Illegal 

Oregon, Washington, Vermont, 
and Montana (assisted suicide) 

Not possible 

Ontario, Canada Routine request 
Quebec, Canada Patient-initiated initially, currently routine request 
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/Φ wŜŎƻƳƳŜƴŘŀǘƛƻƴǎ ŀƴŘ /ƻƴǎƛŘŜǊŀǘƛƻƴǎ ƛƴ wŜƭŀǘƛƻƴ ǘƻ ǘƘŜ /ƭƛƴƛŎŀƭ 
tŀǘƘǿŀȅ 

 
Figure 1 outlines the clinical pathway for organ donation in conscious competent patients. 

Figure 1. The Clinical Pathway for Organ Donation in Conscious Competent Patients 
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1. The conscious competent patient 

1.A  End stage disease 
on life sustaining 

treatment

1.B  Grievous and 
Irremediable medical 

condition

Withdrawal of Life-Sustaining Measures (WLSM) Medical Assistance in Dying (MAID

1.  The 
conscious 
competent 

patient

 

 Conscious competent patients are:  
a. Awake, conscious and competent as defined by the laws of their respective 

jurisdiction; 
b. Adults, or mature minors for WLSM (not currently eligible for MAID); 
c. Able to provide first-person informed consent to make their own treatment 

and/or end-of-life (EOL) decisions; and 
d. Have chosen an EOL care intervention that would lead to imminent death:  

i. Withdrawal of life-sustaining measures (WLSM), 
ii. Medical Assistance in Dying (MAID) consistent with existing or evolving 

federal and provincial legislation.  
 

These patients may enter the controlled DCDD pathway via two routes: 
1.A) Withdrawal of life-sustaining measures (WLSM), including: 

¶ invasive or non-invasive mechanical breathing support; 

¶ artificial airways; 

¶ cardiovascular support: 

o Extracorporeal membrane oxygenation (ECMO) 

o Left ventricular assist device.  

 

1.B) Medical assistance in dying (MAID) 

¶ In accordance with An Act to amend the Criminal Code and to make related amendments 

to other Acts (medical assistance in dying) S.C. 2016, c. 31 and the relevant provincial 

legislation. 

 

Stakeholders in this phase of the clinical pathway - 

¶ Patient and family 

¶ Primary care provider or treating team 
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2. Decision for WLSM or MAID 

 

2.A) Consideration of EOL care 

¶ The patient and his or her primary treating team may discuss and consider options at 
9h[ ƛƴ ŀ ƳŀƴƴŜǊ ǘƘŀǘ ƛǎ ŎƻƴǎƛǎǘŜƴǘ ǿƛǘƘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǾŀƭǳŜǎ ŀƴŘ ǿƛǘƘ ǇǊƻŦŜǎǎƛƻƴŀƭ 
standards. 

¶ Conversations should ensure that patients fully understand prognosis and treatment 

options. 

¶ The health care team (and MAID assessors in the case of MAID) must ensure that the 

patient has the capacity to make an informed decision. 

 

2.B) Consensual decision for WLSM 

¶ In patients with irrecoverable or life-limiting conditions, refers to the consensual 
decision (between the health care team and patient) to stop life-sustaining treatments. 

¶ Patients who request WLSM discuss this request with their attending doctor; no formal 
written request is required.  
 

2.C) Patient request for MAID 

¶ To seek approval for MAID, the patient must make a written request that is signed and 
dated.  

¶ According to law, the initial assessment should take place before the written request is 
signed, to ensure that the patient has been informed about the nature of their grievous 
and irremediable condition and has given informed consent to proceed with MAID. A 
second, independent MAID assessment can be performed before or after the signed 
request. 

¶ The request for MAID is subject to a ten-day reflection period prior to the MAID 
procedure. This reflection period begins when the written request is signed. It may be 
shortened if both assessors agree that there is an anticipated loss of capacity or natural 
death is imminent. 

 

Stakeholders in this phase of clinical pathway include: 

¶ Patient and family 

¶ Primary treating team 

¶ MAID assessors 
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Recommendations: Deceased organ donation in conscious and competent patients 

1. Medically suitable, conscious and competent patients who provide first person 
consent to end-of-life procedures should be given the opportunity to donate organs 
and tissues. Patients who seek MAID or WLSM should not be prohibited from donating 
organs and tissues.  

2. Before consenting to WLSM or MAID, patients should carefully consider all end-of-life 
options with their physician or health care professional. 

 

3. Referral and suitability 

3.A  Referral to ODO

3.B  Confirm eligibility for OTD

3.  Referral and 
suitability 

 
 
3.A) Referral to the ODO 

¶ Provincial or territorial ODO is notified; process proceeds according to provincial policies 
and procedures, usually triggered when death is imminent 

¶ Referral to the ODO is mandatory when death is imminent in British Columbia, 
Manitoba, Ontario, Quebec; similar legislation in Nova Scotia is awaiting proclamation.  
Alberta has mandatory consideration after death determination.  At the time of this 
report, Saskatchewan has made it permissive to share personal information of a person 
whose death is imminent with the ODO for the purposes of determining suitability to 
donate, but a referral is not mandatory.   

¶ For MAID, provincial procedures may vary from routine referral to patient-initiated 
referral 
 

3.B) Eligibility for organ/tissue donation 

¶ Patients are assessed for eligibility for organ and tissue donation.  
o Medical eligibility (exclusions due to metastatic cancer, etc.) 
o Logistical eligibility 

Á Is deceased donation available in their region? 
Á MAID/WLSM must occur in hospital  

Stakeholders in this phase of the clinical pathway  

¶ Primary treating team 

¶ ODO personnel 

¶ MAID assessors/providers 
 
Recommendations: Referral to an organ donation organization 

3. Referral to the organ donation organization should occur as soon as is practical after 
the decision to proceed with WLSM or determination of eligibility for MAID. 
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Preliminary evaluation ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŜƭƛƎƛōƛƭƛǘȅ ǘƻ ŘƻƴŀǘŜ ǎƘƻǳƭŘ ōŜ ǇŜǊŦƻǊƳŜŘ ǇǊƛƻǊ 
to the donation approach, if possible. This avoids the potential distress of making a 
request or obtaining consent for donation only to have to inform the patient that they 
are medically or logistically ineligible. 

 

4. Approach and consent 

4.A  Information about organ and tissue 
donation shared with patient

4.B  First person consent for organ and/
or tissue donation

4.D Donor testing and evaluation

4.C  Consider notification 
of coroner consistent with 

provincial policies

4.  Approach 
and consent

 
4.A) Information sharing about donation 

¶ If the patient is eligible after assessment in 3.B, information about donation may be 
shared 

¶ The approach should be made by a trained professional, such as an ODO coordinator 

¶ The patient must be informed of specific requirements for their EOL care to preserve 
the opportunity for donation, such as: 

o The WLSM or MAID needs to occur in a hospital to facilitate timely access to an 
operating room for surgical retrieval of organs; 

o Tests or evaluations of organ function may be requƛǊŜŘ ǇǊƛƻǊ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 
WLSM or MAID (see 4.D below); 

o ODO and transplant surgeons may request pre-mortem interventions, such as 
heparin, to preserve organ quality during the donation process. 
 

4.B) First-person consent for organ and tissue donation 

¶ Consent for deceased organ donation is obtained directly from the capable conscious 
competent patient (after MAID approval or WLSM decision). 
 

4.C) Notification of coroner/medical examiner 

¶ Consideration for notification of the coroner according to provincial policy and 
procedure. 
 

4.D) Donor testing and evaluation 

¶ The ODO and transplant surgeons may request tests, such as: 
o Blood work 

o Imaging (e.g. chest X-ray) 

o Organ function tests 
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Stakeholders in this phase of clinical pathway: 

¶ Patient and family 

¶ Primary treating team 

¶ ODO personnel, transplant surgeons 
 

Recommendations: Conversations about donation 

4. The decision to proceed with MAID or WLSM must be separate from, and must 
precede, the decision to donate.  

5. Treating physicians, MAID providers, and MAID assessors should be educated on how 
to respond to inquiries concerning organ donation. This should include how the 
decision to donate may affect the end-of-life care process and options, and when to 
refer patients to the organ donation organization. The organ donation organizations 
should develop checklists or discussion guides to facilitate donation conversations to 
ensure patients are consistently well informed. 

6. All eligible, medically suitable patients should be given an opportunity to consider 
organ and tissue donation, consistent with provincial or territorial required referral 
legislation, regional policy, and ethical principles of respect for autonomy and self-
determination. However, this must be reconciled with regional values and health care 
culture. Initially, some jurisdictions might prefer to begin with systems that respond 
only to patient-initiated requests. 

7. Donation coordinators will have to tailor their conversations to ensure the patient 
remains the centre of the MAID or WLSM and organ donation process, to ensure 
patient autonomy. 

8. When an approach is to be made, discussions should happen early to allow individuals 
time to consider the options, ask questions, and to plan accordingly. 

9. Patients and their families should be provided with standardized information 
resources, such as online material or pamphlets to help guide responses to donation 
inquiries. The decision to proceed with MAID or WLSM must precede discussions about 
donation. 
 

Recommendations: Consent 

10. The patient must have the ability to provide first-person consent to MAID or WLSM as 
well as to organ and or tissue donation. 

11. Physicians, MAID assessors, and WLSM or MAID providers should be cognizant of the 
risk of coercion or undue influence on patients to donate their organs; however, the 
ǇŀǘƛŜƴǘΩǎ ŀƭǘǊǳƛǎǘƛŎ ƛƴǘŜƴǘƛƻƴǎ ǎƘƻǳƭŘ ƴƻǘ ōŜ ŘƛǎŎƻǳǊŀƎŜŘΦ 

12. Donation discussions must respect patient autonomy and first-person consent should 
be obtained and upheld. Although it is welcomed and encouraged that family 
members are included in donation conversations, consent must be obtained from the 
patient and conversations should be focused on them. 

13. The individual should be informed and understand that they may withdraw consent 
for MAID or donation at any time, and that withdrawal of consent for donation does 
not affect their consent for, or access to, MAID or WLSM. 
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14. The donation team should make every effort to resolve conflict, through dialogue, 
ōŜǘǿŜŜƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŜȄǇǊŜǎǎŜŘ ǿƛǎƘŜǎ ǘƻ ŘƻƴŀǘŜ ŀƴŘ ŀ ŦŀƳƛƭȅΩǎ ŘƛǎŀƎǊŜŜƳŜƴǘΦ CƛǊǎǘ-
person consent should direct all subsequent decisions unless consent was revoked. 

15. If a conscious and competent patient provides first-person consent to donate after 
WLSM but subsequently loses decisional capacity, there is a strong case for 
proceeding with donation after WLSM because the patient was adequately informed 
about the decision by a trained donation expert and gave consent in the context of 
their illness and an anticipated imminent death. However, if a patient loses capacity 
prior to the MAID procedure, then MAID procedures cannot be carried out.  

16. The donation team must understand and abide by the laws and policies of their 
jurisdiction with respect to reporting of MAID deaths (e.g. coroner, special 
committee). To facilitate donation, these parties should be contacted prior to the 
MAID procedure, in accordance with the current laws and policies. 

 

Considerations: 

¶ The conversation should be framed as an approach rather than a request; information 
should be offered in an unbiased way that allows the patient to make an informed 
decision consistent with their preferences, values, and beliefs.  

¶ ¢ƘŜ ǇŀǘƛŜƴǘΩǎ ǾǳƭƴŜǊŀōƛƭƛǘȅ ǘƻ ƛƴŦƭǳŜƴŎŜ a!L5κ²[{a ŀƴŘ Řƻƴŀǘƛƻƴ Ƴŀȅ ōŜ ƛƴŎǊŜŀǎŜŘ ƛŦ 
they have a personal association with a transplant recipient, an individual on a 
transplant waitlist, or a previous living or deceased donor. 

¶ In accordance with privacy laws, consulting an organ donor registry to discern a 
ǇŀǘƛŜƴǘΩǎ ǿƛƭƭƛƴƎƴŜǎǎ ǘƻ ŘƻƴŀǘŜ Ƴŀȅ ƘŜƭǇ ƎǳƛŘŜ ǘƘŜ ŘŜŎƛǎƛƻƴ ǿƘŜǘƘŜǊ or not to make an 
approach. However, it should be noted that while public opinion polls in Canada show 
that over 90 per cent of people support donation39, only approximately 30 per cent have 
registered an intent to donate. Therefore, failing to approach patients on the basis that 
they have not registered may deny the opportunity to many who are supportive of 
donation. 

¶ If a patient who has indicated a desire for WLSM inquires about MAID with the intent of 
improving their opportunity to donate, treating physicians may request advice from the 
ODO/donation program and the hospital bioethicist on this topic; however, the 
donation team should not engage with the patient or families until the EOL plan is 
ŘŜŎƛŘŜŘ ǳǇƻƴΦ Lƴ ǘƘƛǎ ǊŜƎŀǊŘΣ ǘƘŜ ŘŜŎƛǎƛƻƴ ǘƻ ŜƴŘ ƻƴŜΩǎ ƭƛŦŜ ƻǊ ŀƭƭƻǿ ŀ ƴŀǘǳǊŀƭ ŘŜŀǘƘ 
should not be driven by the desire to donate organs, but it may be acceptable for the 
specific end-of-life decision (e.g. MAID rather than WLSM) to be informed by the 
ǇŀǘƛŜƴǘΩǎ ǎŜǇŀǊŀǘŜ ǿƛǎƘ ǘƻ ŘƻƴŀǘŜΦ hƴŜ ǿƻǊƪǎƘƻǇ ǇŀǊǘƛŎƛǇŀƴǘ ǎǘŀǘŜŘ ǘƘŀǘΣ άǿŜ have a 
duty to respond to questions asked of us by patients [and] it is our duty to bring up the 
options fƻǊ ŘȅƛƴƎΦέ  

¶ ¢ƘŜ ŎƭƛƴƛŎŀƭ ǘŜŀƳ ǎƘƻǳƭŘ ŜǎǘŀōƭƛǎƘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǇǊŜŦŜǊŜƴŎŜǎ ǊŜƎŀǊŘƛƴƎ ǘƘŜ ŎƻƴŦƛŘŜƴǘƛŀƭƛǘȅ 
of their EOL decision and whether they want family members or friends to participate in 
these discussions. Care should be taken to ensure the patiŜƴǘΩǎ Ŏhoice to pursue 
MAID/WLSM is not breached to people the patient does not want to disclose this 
information to during donation conversations. For instance, if the donation coordinator 
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plans to make an approach at an ALS clinic, ensure that the patient gives prior consent 
to having any family members or friends in attendance during these discussions 

¶ Considerations should be given for different modalities to communicate with patients. 
Some patients may have difficulty communicating by telephone. If in-person 
conversations are impractical, consider video chat technology as an alternative as well 
as the use of visual aids and linguistic interpretation and translation services. 

¶ All communication must be per provincial privacy legislation, local policy and procedure 
and in accordance with any guidelines for electronic communication. 
 

Recommendations: Donor testing and evaluation 

17. Primary care physicians, and staff or organ donation organizations, MAID providers 
and transplant teams should work to minimize the impact and inconvenience to the 
patient of donating their organs. This could include scheduling home visits for blood 
draws and coordinating investigations (e.g. x-rays, ultrasound) to minimize hospital 
visits and inconvenience to the individual. 

18. Transplant teams and surgeons should work with the donation team to determine the 
minimum necessary investigations, to avoid the burden of excessive assessments and 
testing. 

19. Donor teams should routinely discuss the potential impact of unanticipated results 
from the donor investigations, including previously undiagnosed infectious diseases, 
and their impact on public health reporting and contact tracing. 

 

5. Medical Procedures 

5.C  WLSM procedures 
and comfort care

5.D  MAID procedures

5.A  Reaffirmation of 
MAID consent

5.B  Pre mortem donor Interventions

5.A Admission to hospital
5.   Medical 
procedures

 

 

5.A) Reaffirmation of consent 

¶ Consent is a process ς it is an ongoing discussion, not an event 

¶ For MAID, the patient must reaffirm their consent prior to the MAID procedure 
o Patient must maintain capacity to provide consent 

¶ If donation is requested, consent should be confirmed prior to administration of 
antemortem interventions, such as heparin 
 

5.B) Antemortem interventions 

¶ The EOL care team may administer heparin, steroids, etc. as requested by the transplant 
team upon prior consent of the patient 
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¶ Arterial line (for death determination) may be inserted, upon prior consent of the 
patient 
 

5.C) WLSM Procedures 

¶ Procedures occur in accordance with provincial and organizational policies and 
procedures, and consistent with principles of palliative comfort care during WLSM 

¶ May occur in the Intensive Care Unit (ICU) or operating room, depending on optimal 
logistics 
 

5.D) MAID procedures 

¶ For deceased donation to occur, MAID must take place in a hospital 

¶ After reaffirmation of consent, a medical practitioner or nurse practitioner may: 
o Administer a substance to a person, at their request, that causes their death; or 
o Prescribe or provide a substance to a person, at their request, so that they may 

self-administer the substance and in doing so cause their own death  
Note τ For organ donation to be considered after MAID, the substance must be 
administered by a medical or nurse practitioner. 

 

Stakeholders in this phase of care  

¶ tŀǘƛŜƴǘ ŀƴŘ ŦŀƳƛƭȅ όǿƛǘƘ ǇŀǘƛŜƴǘΩǎ ŎƻƴǎŜƴǘύ 

¶ Primary treating team 

¶ MAID providers 

¶ ODO personnel, surgical retrieval team 

 

Recommendations: MAID procedures 

20. Consent for MAID must be reaffirmed prior to the MAID procedure. The health care 
team or MAID provider should reaffirm consent prior to relocation to the hospital and 
prior to beginning any antemortem interventions for the purposes of facilitating 
donation. This may reduce the momentum of the donation process and reduce the 
potential for patients to feel pressured to continue with MAID in the interest of 
ensuring organ donation.   

 
Considerations: 

¶ There may be a greater need for cooperation among health care professionals and 
institutions responsible for EOL care, surgical retrieval of organs, and transplantation, as 
ǿŜƭƭ ŀǎ ǘƘŜ ŎƻǊƻƴŜǊΣ ƛƴ ǘƘŜ Řŀȅǎ ƭŜŀŘƛƴƎ ǳǇ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘΦ16, 20 This is particularly 
important when there may be a prolonged period between the patienǘΩǎ ŘŜŎƛǎƛƻƴ ǘƻ 
pursue MAID/WLSM and donate their organs, and the date of their MAID/WLSM 
procedure.  

¶ To preserve the opportunity to donate, the patient must choose a time and location for 
their MAID/WLSM that permits surgical retrieval of organs. This will require planning 
and it may put the patient at a disadvantage to wait until final approval for MAID to 
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discuss donation. However, some participants felt that there was a risk of conflating the 
two decisions if donation is raised prior to approval for MAID. 

¶ Changes to established plaƴǎ ǊŜƭŀǘŜŘ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 9h[ ŎŀǊŜΣ such as a change of date 
or location of their MAID procedure to preserve the opportunity for donation may be 
distressing to the patient and their family and should be avoided if possible. If changes 
are required, the patient should be reminded that they may withdraw consent to 
donate so they may proceed with their MAID procedure as planned. 

¶ hƴŎŜ ŎƻƴǎŜƴǘ ŦƻǊ Řƻƴŀǘƛƻƴ ƛǎ ƎƛǾŜƴΣ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǿƛƭƭƛƴgness to withdraw consent may 
be challenged by the momentum of the donation process. To mitigate pressure on the 
patient to proceed with their MAID procedure followed by donation of their organs, 
consider:  

o performing the MAID/WLSM procedure in a separate location from where 
surgical retrieval of organs would occur; and 

o avoiding any contact between the patient and the recovery/transplant team. 

¶ Loss of capacity need not preclude deceased donation after WLSM if the circumstances 
ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘ ŀǊŜ ŎƻƳpatible with recovery and transplant. Loss of capacity in 
MAID candidates precludes the MAID procedures and thus deceased donation will not 
proceed.  

¶ While there was no consensus among the participants, if the donation team believes 
that the family is failƛƴƎ ǘƻ ǊŜǎǇŜŎǘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǿƛǎƘŜǎΣ ǘƘŜǊŜ ƳƛƎƘǘ ōŜ ƎǊƻǳƴŘǎ ǘƻ 
challenge a family veto in the event of incapacity and proceed with surgical retrieval of 
organs following after WLSM. 

¶ hǾŜǊǊƛŘƛƴƎ ŀ ŦŀƳƛƭȅΩǎ ŘŜŎƛǎƛƻƴ ǘƻ ƴƻǘ ǇǊƻŎŜŜŘ ǿƛǘƘ Řƻƴŀǘƛƻƴ Ƴŀȅ ƘŀǾŜ ƛƳǇƭƛcations for 
public attitudes toward the donation process. Negative public sentiment could vilify the 
ODO ŦƻǊ ǇǊƻŎŜŜŘƛƴƎ ǿƛǘƘƻǳǘ ǘƘŜ ŦŀƳƛƭȅΩǎ ŎƻƴǎŜƴǘΦ /ƻƴǾŜǊǎŜƭȅΣ ǘƘŜ ǇǳōƭƛŎ ŎƻǳƭŘ ŎŜƭŜōǊŀǘŜ 
ǘƘŜ h5h ŦƻǊ ŀŎǘǳŀƭƛȊƛƴƎ ŀ ǇŀǘƛŜƴǘΩǎ ŘȅƛƴƎ ǊŜǉǳŜǎǘ ŘŜǎǇƛǘŜ ƻǇǇƻǎƛǘƛƻn. While public trust 
in the organ donation processes is critical, public perception should not guide in the 
circumstances of managing a family veto. 

¶ The risk of negative public perception could be mitigated by emphasizing the first-
person consent in these cases24, by adopting transparent, consistent processes15, 18, and 
by separating the decision for WLSM from discussions about donation14. However, this 
must be balanced against the perceived and real risk of coercion of the patient to 
donate. 
 

WLSM and MAID procedures are generally scheduled well in advance and take place during 
weekdays within regular daytime hours. If the patient requests donation, the EOL process will 
occur in a hospital where organ recovery occurs, which typically means a larger centre. This 
should allow for advanced planning to ensure the availability of staff willing to participate in 
donation after MAID. Hospitals may wish to keep lists of those willing to participate in both 
MAID and organ donation after MAID to provide this care when it is requested. 
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6. Death determination and surgical retrieval of organs 

6.A  Circulatory arrest 
and determination of 

death

6.B Surgical retrieval of 
organ and/or  tissues 

6.   Death 
determination 

and organ 
recovery

 

All deceased donation cases must adhere to the Dead Donor Rule which means: 

i) ¢ƘŜ ǊŜƳƻǾŀƭ ƻŦ ƻǊƎŀƴǎ Ƴǳǎǘ ƴƻǘ ŎŀǳǎŜ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘ.  
ii) The donor must be declared dead by either circulatory or neurological criteria 

before organs are retrieved. 
 

6.A) Circulatory arrest and death determination 

¶ The patient is determined dead according to circulatory criteria based on the permanent 
cessation of antegrade blood flow with a five-minute observation period 

¶ Cessation of antegrade blood flow is most reliably confirmed by the absence of pulsatile 
blood pressure with intra-arterial monitoring.  

o While arterial line monitoring is recommended, the patient is not required to 
consent to arterial line insertion 

o In the absence of arterial line consent, alternatives to confirm the absence of 
circulation may include the absence of a palpable pulse combined with one or 
more of: 
Á carotid arterial perfusion ultrasound 
Á aortic valve ultrasound 
Á asystole by EKG monitoring 

¶ Five-minute Ψno-touchΩ period continuous observation to rule out autoresuscitation 

¶  Circulatory-determined death must be confirmed by a second physician 

¶ Separation of teams: Transplant and surgical retrieval team cannot be involved until 

death is declared 

 

6. B) Organ and tissue recovery 
The deceased donor is transferred to the operating theatre for surgical recovery of organs 
 

Stakeholders in this phase of clinical pathway  

¶ Patient and family 

¶ Primary treating team and/or EOL care team 

¶ Physician for first death declaration 

¶ Physician for second death declaration 

¶ ODO personnel, surgical retrieval team  
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Recommendations: Determination of death 

21. The dead donor rule must always be respected. Vital organs can only be procured only 
from a donor who is already deceased; the act of procurement cannot be the 
immediate cause of death. 

22. For determination of death, absence of a palpable pulse alone, is not sufficient. If 
arterial monitoring is not available, alternate means of determining absence of 
anterograde circulation should be used in conjunction with absence of a palpable 
pulse, such as a carotid perfusion ultrasound, Doppler monitoring, aortic valve 
ultrasound or an isoelectric EKG to determine asystole.  

23. As with all cases of DCDD, death should be confirmed by a second physician after a 5-
ƳƛƴǳǘŜ Ψƴƻ ǘƻǳŎƘΩ ǇŜǊƛƻŘ ƻŦ Ŏƻƴǘƛƴǳƻǳǎ ƻōǎŜǊǾŀǘƛƻƴ ŘǳǊƛƴƎ ǿƘƛŎƘ ǘƛƳŜ ƴƻ ŘƻƴƻǊ-based 
interventions are permitted.  

 

Considerations 

¶ There was no consensus on the requirement for arterial monitoring for donation after 
MAID. Some argued it was unnecessary while others advocated for the importance of an 
arterial line and suggested seeking consent from the patient for one on the basis that it 
would improve the reliability of death determination.  

¶ ¢ƘŜǊŜ ǿŀǎ ǎƻƳŜ ŘŜōŀǘŜ ŎƻƴŎŜǊƴƛƴƎ ǿƘŜǘƘŜǊ ŀ Ψƴƻ ǘƻǳŎƘΩ ǇŜǊƛƻŘΣ ǿƘƛch is current 
ǇǊŀŎǘƛŎŜ ŦƻǊ 5/55 ŎŀǎŜǎΣ ƛǎ ƴŜŎŜǎǎŀǊȅ ŀŦǘŜǊ a!L5 ƎƛǾŜƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǿƛǎƘ ǘƻ ŘƛŜΦ16, 17 
However, the workshop participants did not advocate for abandoning the Ψno touchΩ 
period and, in accordance with the dead donor rule, felt that it should remain current 
practice for DCDD cases, including those after MAID or WLSM. 
 

Recommendations: Protection for patients 

Separation of decisions 

24. To avoid any real or perceived conflict of commitment, health care practitioners 
should separate the decision regarding WLSM or MAID from discussions concerning 
donation. Providers who are assessing eligibility for MAID should not be involved in 
donation discussions.  Discussions concerning donation should happen only after 
WLSM decisions are made, or patients have been found eligible for MAID by 2 
independent assessments.  

25. The primary health care team should acknowledge patient inquiries concerning 
donation that are made prior to a decision to proceed with MAID or WLSM. General 
information on deceased organ and tissue donation may be provided.  However, 
specific discussion and decisions pertaining to donation should wait until the decision 
to proceed with MAID or WLSM has been finalized. 

26. Patients may wish to postpone their MAID procedure, owing to a temporary 
improvement in their health or an event they wish to experience prior to their death. 
The freedom of the patient to postpone their MAID procedure must be reinforced and 
preserved and every effort should be made to honor their wishes to donate their 
organs should their MAID procedure be rescheduled. 
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Directed and conditional donation 

27. No restrictions should be placed on potential organ recipients. Directed deceased 
Řƻƴŀǘƛƻƴ όŘƛǊŜŎǘƛƻƴ ƻŦ ŀ ǇŀǘƛŜƴǘΩǎ ƻǊƎŀƴǎ ǘƻ ŀ ǎǇŜŎƛŦƛŎ ǊŜŎƛǇient) or conditional 
donation (e.g. organs will be donated only if the patient can place conditions on what 
social groups may or may not access them) from patients considering MAID or WLSM 
should be neither offered nor encouraged.  

28. Living donation prior to death from patients considering MAID or WLSM should be 
neither offered nor encouraged.  

29. Should a patient insist on directed deceased donation or living donation prior to 
death, the request should be considered on a case-by-case basis. 

 

Considerations: 

¶ Most forum participants expressed a great deal of discomfort with directed deceased 
donation and some felt that it should not be an option for MAID patients. There was 
greater discomfort with the risk of pushing terminally ill patients to seek living donation 
prior to their death to direct their donation.   
 

Separation of roles 

30. Consistent with current guidelines and practice regarding DCDD, separation should be 
maintained between the EOL care, donation, and transplant teams. Surgical recovery 
and transplant teŀƳǎ ǎƘƻǳƭŘ ƴƻǘ ōŜ ƛƴǾƻƭǾŜŘ ƛƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŜƴŘ-of-life care or MAID 
or WLSM procedure. The only exception is insofar as they may provide guidance for 
minimal requirements for donor investigations or premortem interventions.  

31. Patients who wish to donate their organs after MAID or WLSM, but who request that 
their decision to pursue MAID/WLSM remain confidential, should be informed of the 
risk that their family members may discover incisions associated with surgical 
retrieval of organs. They should be encouraged to disclose their decision to family 
members; however, there is no obligation to stop the donation process should the 
patient wish to maintain the confidentiality of their MAID or WLSM procedure. 

32. That an organ donor received MAID should not be disclosed to the potential recipient 
during allocation; however, medically relevant information regarding their underlying 
disease may be disclosed according to guidelines for exceptional distribution, where 
applicable. 

 

Considerations: 

¶ In practice, health care teams will require alignment and coordination along the way to 
facilitate the opportunity to donate for a patient who has requested MAID. In some 
ŎŀǎŜǎΣ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǘǊŜŀǘƛƴƎ ǇƘȅǎƛŎƛŀƴΣ ǿƘƻ ǿƻǳƭŘ ƘŀǾŜ ŀ ǊƻƭŜ ƛƴ ŀŘǾƻŎŀǘƛƴƎ ŦƻǊ ǘƘŜ 
ǇŀǘƛŜƴǘΩǎ ǿƛǎƘ ǘƻ ŘƻƴŀǘŜΣ Ƴay also serve as a MAID assessor or provider.  
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¶ DƛǾŜƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŎŀǇŀŎƛǘȅ ǘƻ ŘǊƛǾŜ ǘƘŜ ǇǊƻŎŜǎǎ ŀƴŘ ǘƘŜ ǇƻǘŜƴǘƛŀƭ ǘƘŀǘ ǘƘŜȅ Ƴŀȅ ǿŀƴǘ 
to speak to the donation team directly, strict separation between the treating physician, 
MAID provider, and donation team may not be feasible nor necessary. 

¶ Having the patient disclose the MAID/WLSM or donation decision to family members, 
mitigates ǘƘŜ Ǌƛǎƪ ǘƘŀǘ ŦŀƳƛƭƛŜǎ ǿƛƭƭ ƛƴŀŘǾŜǊǘŜƴǘƭȅ ŘƛǎŎƻǾŜǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŎƘƻƛŎŜ ŀƴŘ the 
potential for compromised trust.  

¶ Potential donoǊǎ ǎƘƻǳƭŘ ōŜ ƛƴŦƻǊƳŜŘ ŀōƻǳǘ ǘƘŜƛǊ ǇǊƻǾƛƴŎŜΩǎ ǊǳƭŜǎ ǊŜƎŀǊŘƛƴƎ ǘƘŜ 
documented cause of death listed on the death certificate, since this is a document that 
family members may see at some point. 
 

Recommendations: Supports for patients and families 

33. Specially trained professionals, such as donation physicians and coordinators, patient 
ƴŀǾƛƎŀǘƻǊǎΣ ƻǊ ǎƻŎƛŀƭ ǿƻǊƪŜǊǎΣ Ƴǳǎǘ ōŜ ŀǾŀƛƭŀōƭŜ ǘƻ ŀƴǎǿŜǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǉǳŜǎǘƛƻƴǎ ŀƴŘ 
facilitate the coordination of their MAID or WLSM and donation. This may take place 
over a period of many weeks. The patient and their family must be provided with 
specific instructions on how to access these resources. 

34. Support should be available in an optimally convenient location and setting for the 
patient, such as home visits or coordination with visits to clinics. For patients in 
remote locations, video-based technologies may be of assistance. 

35. The donation team should work with the patient, their family, and the MAID or WLSM 
provider to develop a plan and best possible options for the MAID or WLSM procedure 
that accommodates the wishes of the patient, preserving the opportunity to donate 
and reconciling coordination of hospital logistics.  

36. Ongoing access to support for patients and their families is critical. Despite patient 
consent, donation might not proceed due to failure to find a suitable recipient, 
deterioration of health that compromises medical eligibility to donate, surgical 
findings during organ recovery, or withdrawal of consent by the patient. These 
patients and their families must continue to receive support even if donation does not 
proceed. 

37. /ƻƴǘƛƴǳŜŘ ǎǳǇǇƻǊǘ Ƴǳǎǘ ōŜ ŀǾŀƛƭŀōƭŜ ǘƻ ŦŀƳƛƭȅ ƳŜƳōŜǊǎ ŀŦǘŜǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘΦ 
Processes need to be developed to ensure families are given the opportunity to 
provide feedback on their experience, which may help with their grieving process and 
may help inform quality improvement measures. 

 

Considerations 

¶ Proper briefing of families, so that they know what to expect from the MAID and 
donation procedures, may assist family members and friends to cope with the process 
and prevent additional stress due to lack of information or misunderstanding. 

¶ After the death of the patient, families must continue to receive support including 
information about available resources. At the same time, they may be asked to provide 
input about their experience with the process to benefit future patients and families. It 
may also be useful to conduct additional follow up with families 6-12 months after the 
ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘ ǘƻ ŀƭƭƻǿ ǎƻƳŜ ǘƛƳŜ ŦƻǊ ǊŜŦƭŜŎǘƛƻƴ ŀƴŘ ǘƻ ŎƻǇŜ ǿƛǘh the loss. 
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Recommendations: Amyotrophic lateral sclerosis (ALS) and neurodegenerative diseases 

38. People with ALS and patients with other non-transmissible neurodegenerative 
diseases should be offered the opportunity to donate organs after their death.  

39. ODOs should exercise caution regarding allocation of organs from donors with 
undiagnosed or rapidly progressive neurodegenerative diseases, as these may pose 
elevated risks to recipients. Organ allocation in this context should follow existing 
exceptional distribution policies and practices. 

40. Transplant professionals must balance the benefits of the transplant against any 
potential for harm of receiving a transplant of an organ from a donor with a 
neurological illness. Transplant professionals must use their discretion to help the 
transplant candidate navigate the decision. The surgeon may wish to consult the 
ŘƻƴƻǊΩǎ ƴŜǳǊƻƭƻƎƛǎǘ ǘƻ ƘŜƭǇ ƛƴŦƻǊƳ ǘƘŜƛǊ ŀŘǾƛŎŜ ǘƻ ǘƘŜ ǘǊŀƴǎǇƭŀƴǘ ŎŀƴŘƛŘŀǘŜΦ 

41. All cases of ALS or other neurodegenerative diseases that arise in transplant recipients 
should be reported to Health Canada to determine potential associations with donor 
illness and baseline risk of neurodegenerative illness in transplant recipients (e.g. 
whether transplant recipients, in general, have rates of ALS that differ from the 
general population). 

42. Physicians who follow organ recipients should be: aware that the donation was by a 
patient with neurodegenerative disease such as ALS, aware of theoretical 
transmission risk of neurodegenerative diseases, and cognizant of symptoms or 
complaints that warrant further investigation by a neurologist to determine if a 
neurodegenerative disease is present. 

43. Active monitoring (i.e., regular visits to a neurologist) is NOT recommended for 
transplant recipients who have received an organ from a donor with a 
neurodegenerative disease. Neurological monitoring would impose a substantial 
burden on the recipient and present no benefit to the recipient, particularly as there is 
currently no value in early detection of these illnesses. 

44. Information resources should be available for transplant candidates and for 
transplant professionals to help with the decision regarding whether to accept or 
refuse an organ for transplant. A means of obtaining a consult from a specialist 
neurologist in neurodegeneration may also be useful in helping the potential recipient 
make an informed decision. This information should also be available to ODOs and the 
donation professionals responsible for assessing the eligibility of the patient who is 
considering donation. 

 

Considerations: 

¶ Consider giving recipients the opportunity to accept or refuse organs from patients with 
neurodegenerative diseases. This may be particularly important for transplant 
candidates with a family history of ALS or for young transplant candidates who would 
have a long post-transplant life expectancy. 

¶ The transplant team should take care to help the patient understand the estimated risk 
of accepting an organ from an ALS donor in comparison to other risks of transplantation 
as well as the risks associated with progression of organ failure upon refusing the organ 
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to wait for another to become available. Some forum participants worried that the harm 
of disclosing a neurodegenerative disease, and loss of donor confidentiality, would 
exceed the risk of disease transmission.  

¶ Transplant surgeons may perceive a medico-legal risk associated with transplanting an 
organ from a donor with a neurodegenerative illness. The recommendations and 
considerations arising from this report should be disseminated to surgeons. 

¶ It is unknown whether transplant recipients may have an elevated risk of developing 
neurodegenerative diseases compared to the general population due to their underlying 
illness, the transplant drug regimen, or some other characteristic. Therefore, it is 
important that all cases of neurodegenerative illness in recipients, whether they 
received an organ from a donor with a known illness or not, should be reported so that 
the baseline risk of neurological disease can be determined for this population, 
unrelated to having received an organ from an ALS donor. 

¶ Organs from donors considered to be of higher risk of transmitting illness to a recipient 
may be more appropriate to allocate as an immediate life-saving intervention for 
transplant candidates who would die otherwise, or patients whose post-transplant life 
expectancy is relatively short. Extra caution should be encouraged for young patients 
and for those for whom the transplant would be life-enhancing rather than life-saving. 

¶ Transplant candidates have very little time to decide whether to accept an organ that is 
offered to them. To help weigh the risks and benefits, information should be provided 
to those on the waitlist to better equip them to make this decision. A short pamphlet for 
transplant candidates on the risks of transmission of neurological illness, as well as 
ongoing dialogue with their transplant coordinator, may be useful to this end. 

¶ Compared to other DCDD cases, donation by conscious competent patients may offer 
more time to plan the organ allocation to a waitlisted transplant candidate ς there may 
be opportunities to tailor current allocation processes. Current transplant candidates 
could be consulted for input into the development of these processes. 

 

Recommendations: Health care professionals 

45. Health care professionals may exercise a conscientious objection to MAID or WLSM 
specifically, but they should strive to accommodate the wishes of the donor by 
ensuring that their objection to MAID or WLSM does not impede the ability of the 
patient to donate.  

46. Health care professionals should act in accordance with provincial and territorial 
requirements as well as professional and regulatory college requirements for effective 
referral. 

47. Health care professionals responsible for the care of conscious, competent patients 
who have requested WLSM or MAID and donation should be briefed so they are 
ŦŀƳƛƭƛŀǊ ǿƛǘƘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŜƴŘ-of-life plan and relevant policies and procedures. 

48. Debriefing after the procedure (i.e., MAID or WLSM with or without donation) should 
be offered every time to all members of the health care team who participated. 
Debriefing by an external resource may be beneficial so that team members feel 
comfortable sharing their experience.  
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49. Psychological support, such as that offered through employee assistance plans (EAP), 
should be accessed when required. Staff of employee assistance plans may benefit 
from additional training and education regarding MAID with or without donation to 
adequately meet the needs of these health care professionals. 

50. Hospitals must ensure that staff are available who are willing and able to honor the 
ǇŀǘƛŜƴǘΩǎ ǿƛǎƘŜǎ ǘƻ ŘƻƴŀǘŜ ŀŦǘŜǊ ǘƘŜƛǊ ŘŜŀǘƘ ƻǊ ƘŀǾŜ ŀƴ ŜŦŦŜŎǘƛǾŜ ǊŜŦŜǊǊŀƭ Ǉƭŀƴ ƛƴ ǇƭŀŎŜΦ  

51. Participation of health care professionals in MAID and in organ donation by patients 
who received MAID should be voluntary, when possible, without interfering with the 
ǇŀǘƛŜƴǘΩǎ ŀŎŎŜǎǎ ǘƻ ŎŀǊŜΦ ¢ƘŜ ƘŜŀƭǘƘ ŎŀǊŜ ǘŜŀƳ ǎƘƻǳƭŘ ōŜ ǿŜƭƭ ƛƴŦƻǊƳŜŘ ŀƴŘ ǿŜƭƭ 
ōǊƛŜŦŜŘ ǎƻ ǘƘŀǘ ǘƘŜȅ ǳƴŘŜǊǎǘŀƴŘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǿƛǎƘŜǎ ŀƴŘ ǘƘŜ ƻǳǘŎƻƳŜ ǘƘŜȅ ŀǊŜ 
working towards as well as relevant policies and procedures. 

 

Considerations 

¶ There is some disagreement in the literature concerning the limits of conscientious 
objection to donation after MAID. However, in practice, whether objections can be 
substantiated on grounds of conscience may be less relevant because ODOs can draw 
from a large pool of professionals to build their procurement teams and they will 
ǘȅǇƛŎŀƭƭȅ ƘŀǾŜ Ƴŀƴȅ ŘŀȅǎΩ ƴƻǘƛŎŜ ŦƻǊ ŀ ŎŀǎŜ ƻŦ Řƻƴŀǘƛƻƴ ŀŦǘŜǊ a!L5Φ 9ǾŜǊȅ ŜŦŦƻǊǘ ǎƘƻǳƭŘ 
be made to ensure that participation by health care professionals is voluntary.  See 
Section F of this document - System Oversight, Accountability, and Quality Assurance. 

 
Recommendations: Reporting 

52. Clinicians must be aware of the reporting and documentation requirements for MAID 
and WLSM and for donation in their jurisdiction.  

53. Records pertaining to organ donation after MAID, as well as donation and transplant 
outcomes, should be reported federally and be accessible to clinicians, researchers, 
and administrators. Transplant outcomes should be easily cross-referenced with the 
underlying illness of the MAID donor. 

 
Considerations 

¶ There were also calls for oversight of the process by an external body, such as a 
coroner.20, 27 

¶ Because donation, in general, and donation after MAID, in particular, is such a rare 
event, care should be taken when reporting statistics publicly to avoid inadvertent 
breaches of confidentiality (i.e. identifying donors to recipients or identifying donors as 
having received MAID). Tools are available to help determine how often, and for how 
large a population, data may be released. 

¶ Data should be used for quality assurance and improvement in the process of organ 
donation after MAID. Aspects of the donation sequence that should be assessed and/or 
monitored include, but are not restricted to: 

o Patient experience prior to death;  



 

40 
 

o Family experience (useful as therapeutic alliance for organ donation after MAID 
is with patient); 

o Quality of the donation conversation (setting, timing, expertise of health care 
professional); 

o Adherence to policies and protocol, separation of roles; 
o Missed referral opportunities; 
o Time from MAID administration or death determination to surgical recovery of 

organs; 
o Warm ischemic time; and 
o Health care professional experience; pre-brief, debrief, access to support. 
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.ŀŎƪƎǊƻǳƴŘ 

MAID and WLSM are pathways by which conscious competent patients may choose to hasten 
their deaths. While there may be differences in the characteristics of conscious competent 
patients who undergo MAID or WLSM, in both scenarios, the patient has a life-limiting illness 
with poor prognosis and has the capacity to provide first-person consent. 

1. The conscious competent patient 

Conscious competent patients differ in several ways from critically ill, unconscious patients, 
including the following possible situations: 

a) May reside at home or in a long-term care or assisted-living facility, so are less available 
for hospital-based testing and assessment; 

b) May wish to choose the time and circumstances of their death via MAID or WLSM; 
c) May have specific plans for how they wish to spend the final period of their lives (i.e. 

visiting friends and family, travelling); 
d) May experience pain, discomfort, or inconvenience associated with assessing their 

eligibility to donate organs, such as blood and imaging tests; 
e) Are more sensitive to the burden of any additional steps or stress required for donation 

as part of their EOL care process.  
 

One example of an illness for which a patient may choose either MAID or WLSM is amyotrophic 
lateral sclerosis (ALS). In general, patients with ALS may die from respiratory failure secondary 
to progressive deterioration of neuromuscular function.  

As ALS cases present many challenging and complex issues for discussion, deceased donation by 
ALS patients is covered separately in Appendix 6. Patients seeking WLSM or MAID for multiple 
sclerosis, chronic obstructive pulmonary disease, and end-stage heart failure may also be 
eligible to donate their organs after death. 

 

2. The decision for WLSM or MAID and eligibility  

2.A) Consideration of end-of-life care 

When a patient is dependent on life-sustaining medical interventions or is suffering from illness 
that meets the criteria set out in the MAID legislation4, any decision regarding their EOL care 
must follow careful discussion and consideration of all their options with their treating 
physician.  

If a patient wishes to seek MAID or WLSM, they may request this as an EOL care option from 
their family physician, specialist physicians, or other health care professional. Their physician 
may agree to perform the MAID or WLSM procedure for their patient or they may refer them to 
another physician. In the case of MAID, this physician may be referred to as the MAID provider.  

2.B) Consensual decision for WLSM 
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A patient who is requesting WLSM will discuss the reasons for the request with their attending 
physician. The patient needs to be competent to consent to WLSM but there is no legally 
mandated process for determining WLSM eligibility, nor is there a required waiting period.  Any 
legally competent adult can refuse medical care, including life-sustaining therapy and ask the 
removal of therapies that have previously been started (e.g. discontinuing mechanical 
ventilation). However, there should be consensual agreement between the patient and their 
treating physician on the decision to WLSM.  

2.C) Request for MAID 

MAID is administered under the legal framework of Bill C-мп όŀƴŘ vǳŜōŜŎΩǎ .ƛƭƭ рнύ ŀƴŘ 
ŜƭƛƎƛōƛƭƛǘȅ ŦƻǊ a!L5 ƛǎ ƭƛƳƛǘŜŘ ǘƻ ǘƘƻǎŜ ǿƘƻ ƘŀǾŜ ŀ ΨƎǊƛŜǾƻǳǎ ŀƴŘ ƛǊǊŜƳŜŘƛŀōƭŜ ƳŜŘƛŎŀƭ ŎƻƴŘƛǘƛƻƴΩ 
as defined in the bill.4, 5 To seek approval for MAID, the patient must make a written request 
that is signed, dated, and witnessed. For those unable to write, another adult can sign the 
ǊŜǉǳŜǎǘ ǳƴŘŜǊ ǘƘŜ ǊŜǉǳŜǎǘƻǊΩǎ ŎƭŜŀǊ ŘƛǊŜŎǘƛƻƴΦ ¢ƘŜ ǊŜǉǳŜǎǘ ŦƻǊ a!L5 ƛǎ ǊŜǾƛŜǿŜŘ ōȅ ǘǿƻ 
independent assessors (the first assessment and the second assessment) to determine if the 
patient meets the criteria for MAID and whether their consent was given voluntarily and free 
from external pressure. For MAID (but not WLSM), there is a legally mandated reflection period 
of ten days between the request and the MAID procedure. This reflection period may be 
reduced if there is expected loss of capacity or death is deemed imminent.  

2. D) MAID eligibility and approval 

The wording of current legislation around eligibility for MAID is subject to interpretation, 
allowing medical professionals to apply judgment on a case-by-case basis but creating some 
confusion concerning the limits of eligibility. This particularly applies to the language specifying 
ǘƘŀǘ ǘƘŜ ǇŀǘƛŜƴǘ Ƴǳǎǘ ƘŀǾŜ ŀ άƎǊƛŜǾƻǳǎ ŀƴŘ ƛǊǊŜƳŜŘƛŀōƭŜέ ƛƭƭƴŜǎǎ ŀƴŘ ǘƘŀǘ άƴŀǘǳǊŀƭ ŘŜŀǘƘ Ƙŀǎ 
ōŜŎƻƳŜ ǊŜŀǎƻƴŀōƭȅ ŦƻǊŜǎŜŜŀōƭŜέΦ3,4,5 Furthermore, it is difficult to define at what point 
ǎǳŦŦŜǊƛƴƎ ōŜŎƻƳŜǎ ƛƴǘƻƭŜǊŀōƭŜΣ ǇŀǊǘƛŎǳƭŀǊƭȅ ƛŦ ŀ ǇŀǘƛŜƴǘ ŘƻŜǎƴΩǘ ǿŀƴǘ ǘƻ ǇǊƻŎŜŜŘ ǿƛǘƘ a!L5 
immediately after they are determined to be eligible. 

¢ƘŜǊŜ ŀǊŜ ǎŜǾŜǊŀƭ ŦŀŎǘƻǊǎ ǘƘŀǘ Ƴŀȅ ŎƻƳǇǊƻƳƛǎŜ ŀ ǇŀǘƛŜƴǘΩǎ ŀōƛƭƛǘȅ ǘƻ ƎƛǾŜ ŦǊŜŜΣ ƛƴŦƻǊƳŜŘ ŎƻƴǎŜƴǘ 
for MAID, such as a primary mental illness or loss of capacity. There are three specific situations 
that are currently ineligible for MAID but that are being studied by the federal government for 
potential future eligibility: (1) MAID for primary mental illness; (2) advance medical directives 
for MAID for patients who may lose capacity in the future as a result of their illness; and (3) 
mature minors. 

Lƴ ŀǎǎŜǎǎƛƴƎ ŀ ǇŀǘƛŜƴǘΩǎ ŜƭƛƎƛōƛƭƛǘȅΣ a!L5 ƛǎ ōŀƭŀƴŎŜŘ ŀƎŀƛƴǎǘ ŀƭǘŜǊƴŀǘƛǾŜ 9h[ ŎŀǊŜ ƻǇǘƛƻƴǎΣ ǎǳŎƘ ŀǎ 
palliative care and palliative sedation; however, it is important to note that patients who 
request MAID may not be eligible for palliative sedation and palliative care may not be effective 
at relieving suffering for some patients approaching end-of-life.3,4 
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3. Referral and suitability  

3.A) Referral to the ODO 

Conventional DCDD after WLSM requires referral of patients to the ODO at an early time point 
prior to initiation of WLSM procedures.35 This is to allow the ODO to assess the patient for 
medical suitability for deceased donation and to approach the family in order to request 
consent for donation. The same applies to conscious competent patients: early referral helps 
preserve their opportunity to donate their organs after death. However, the timing of the 
ǊŜŦŜǊǊŀƭ Ƴǳǎǘ ƴƻǘ ƛƴǘŜǊŦŜǊŜ ǿƛǘƘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 9h[ ŘŜŎƛǎƛƻƴ τ ŀǎǎŜǎǎƳŜƴǘ ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 
medical suitability for deceased donation prior to a decision for WLSM or approval for MAID 
may be perceived as a conflict of interest.  

The provinces of British Columbia, Manitoba, Ontario, Quebec have mandatory referral laws τ 
the ODO must be notified when death is imminent or established. Similar legislation is awaiting 
proclamation in Nova Scotia, while Alberta has mandatory consideration after death 
determination. At the time of this report, Saskatchewan legislation has made it permissive to 
share personal information of a person whose death is imminent with the ODO for the 
purposes of determining suitability to donate, but a referral is not mandatory.  New Brunswick, 
Prince Edward Island, and Newfoundland and Labrador do not have legislation in this regard. In 
hƴǘŀǊƛƻΣ ŀ ¢D[b ƎǳƛŘŀƴŎŜ ŘƻŎǳƳŜƴǘ ƴƻǘŜǎ ǘƘŀǘ άƴƻǘƛŦƛŎŀtion does not imply medical assistance 
ƛƴ ŘȅƛƴƎ ǿƛƭƭ ǇǊƻŎŜŜŘ ƻǊ ǘƘŀǘ ŀƴ ŀǇǇǊƻŀŎƘ ǿƛƭƭ ƻŎŎǳǊέΦ36 Instead, the best way forward would be 
determined jointly between the ODO and the most responsible physician. Thus, referral to the 
ODO does not automatically trigger an approach or request for consent to donate but instead 
allows donation conversations to be directed to patients that may have the potential to donate. 

3.B) Confirm eligibility for organ and tissue donation 

Most patients that request MAID will not be eligible to become deceased organ donors due to 
their underlying illness, such as metastatic cancer or rapidly progressing neurological illness, 
their age, or other contra-indicating factors. The initial evaluation is not sufficient to ensure 
ǘƘŀǘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ƻǊƎŀƴǎ ŀǊŜ ǎǳƛǘŀōƭŜ ŦƻǊ ŘƻƴŀǘƛƻƴΤ ƘƻǿŜǾŜǊΣ ƛǘ ŀƭƭƻǿǎ ŦƻǊ ŜŀǊƭȅ ƛŘŜƴǘƛŦƛŎŀǘƛƻƴ ƻŦ 
those that will not be eligible to donate and avoids dedication of resources and the stress on 
patients and health care professionals of discussing donation in cases where it is not a realistic 
outcome. In addition, the logistics of deceased donation in the conscious competent patient are 
complex and may pose obstacles to offering donation depending on geographic location. 
 

4. Approach and consent 

4.A) Information about organ and tissue donation shared with the patient 

Conversations on the topic of deceased donation are inherently difficult. Leading practices have 
been developed in Canada for providing individuals and their SDM with the best opportunity to 
make an informed decision.37 These leading practices were developed to guide EOL care and 
donation discussions with the SDM of unconscious patients after devastating brain injury. While 
these leading practices may be helpful in guiding an approach for the conscious competent 
patient, there may be differences with respect to the timing and setting of the conversation, 
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the language used, the skill set and the requirement for ongoing follow up. Furthermore, there 
may be increased discomfort and emotional difficulty among health care professionals in 
conducting these conversations in the first person with a patient, rather than with a SDM. 

Routine request for organ and tissue donation 

While several countries have adopted a model of opt-out (presumed) consent to donate, in 
Canada, deceased donation is dependent on provision of consent by patients or their SDM.14, 30-

32 Donation after WLSM or MAID allows for first-person consent by a conscious competent 
patient rather than requiring a substitute decision maker to speak on behalf of the patient; 
however, there are still ethical questions surrounding the consent process. Arguments for and 
against routine requests are summarized in Table 4. 

There have been calls to routinely offer deceased organ donation as part of the MAID/WLSM 
EOL pathway16, 17; however, at present, there is variability, both within Canada and 
internationally, concerning whether donation is discussed with conscious competent patients 
routinely or only when patient-initiated.  

The literature is divided concerning whether patients requesting MAID or WLSM should be 
routinely approached or whether donation should be considered only upon a spontaneous 
request by the patient. The argument in favour of routine requesting is supported by the 
principles of autonomy and justice, whereby all patients are given the opportunity to make an 
informed choice.14, 23, 38 Conversely, some authors argue that patients may be influenced or 
coerced to consent to donating their organs14, 16, 25, 27 and it may be that the very act of offering 
the opportunity puts pressure on the patient.14, 24, 38  

Some authors caution that patients may choose to die in order to donate their organs to save 
the lives of others16, 17, 27, 28 or may choose to end their lives earlier than they would otherwise, 
in order to donate.17 That said, the Dutch practice manual states that donation should not be 
discouraged or disallowed solely because a patient expresses altruistic motivation.27 

Table 4. Workshop discussion outcomes for and against routine request 

FOR routine request 

¶ Health care professionals should avoid deciding for the patient or assuming to know 
their values 

¶ They should not assume patients and their families know about the possibility of 
donation; they may support donation but assume they are ineligible 

¶ They have a moral/ethical duty to inform patients of their EOL options, including 
donation 

¶ There may be legal requirement ǘƻ ǊŜŦŜǊ ǘƻ h5h ƛƴ ŎŀǎŜ ƻŦ ΨƛƳƳƛƴŜƴǘ ŘŜŀǘƘΩ όǾŀǊƛŜǎ 
province by province) 

¶ 5ƻƴŀǘƛƻƴ Ƴŀȅ ƎƛǾŜ ƳŜŀƴƛƴƎ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘ 
o May provide comfort to patient prior to their death 
o May assist family in grieving 

AGAINST routine request 

¶ There is risk of pressuring or influencing the patient 
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o May feel they have to consent to donate to access MAID/WLSM 

¶ If patient consents, but is then deemed ineligible or if their organs are not allocated, 
they may feel regret or loss during their final days of life 

¶ Routine requesting in this setting may erode public and professional trust in the 
donation and/or EOL care system 

 

Who needs to be prepared for a donation conversation?  
In jurisdictions that do not routinely approach, or if a conscious competent patient asks about 
donation before an approach from a donation coordinator has occurred, requests about 
Řƻƴŀǘƛƻƴ ŀǊŜ ƭƛƪŜƭȅ ǘƻ ōŜ ŘƛǊŜŎǘŜŘ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǘǊŜŀǘƛƴƎ ǇƘȅǎƛŎƛŀƴΣ a!L5 ǇǊƻǾƛŘŜǊΣ ƻǊ ƻǘƘŜǊ 
member of the EOL care team. Health care professionals must be prepared, educated and 
equipped, and have access to necessary consultation, to appropriately address these questions. 
  
Stakeholders in Canada have invested in education around deceased organ donation for critical 
care and emergency department staff, where potential donors have typically been identified. 
However, the care team for patients seeking MAID may not have been targeted for extensive 
education and, in the case of MAID providers, have no unifying professional association through 
which education programs could be conveniently delivered. 

Family doctors, neurologists, and MAID providers involved in the EOL care of conscious 
competent patients outside of critical care environments have less experience with organ 
donation, potentially presenting a barrier to access to donation information and services for 
patients.  

The timing of donation conversations 

There is consensus among ethicists and EOL care medical practitioners that the decision to die 
by MAID or WLSM must be separate from, and must precede, the decision to donate. 17, 23, 24, 38 
The rationale for separation is that discussions concerning donation may provide external 
influence or pressure on the individual to proceed with MAID/WLSM. 

However, leaving the donation conversation too late in the EOL care process may place the 
individual at a disadvantage. Donation has influence on the EOL care process, such as the 
requirement for death to occur in hospital instead of at home and may place additional burden 
on them insofar as they must undergo donor assessments and antemortem interventions. It is 
important for the individual to be aware of how these requirements may alter EOL care plans. 

While it was agreed that the donation conversation must take place after the decision for 
MAID, there was no consensus on the appropriate timing of the conversation with respect to 
the approval for MAID. Some participants felt that an opportune time to approach the patient 
might be immediately after the first MAID assessment. This would ensure thaǘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 
decision concerning MAID has already been made but would still allow time to plan the MAID 
procedure to accommodate donation.  
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The setting of donation conversations 

The setting of the conversation should be patient-centered, and consider: 

a) ¢ƘŜ ǇŀǘƛŜƴǘΩǎ ŀōƛƭƛǘȅ ǘƻ ǘǊŀǾŜƭΤ 
b) Potential difficulty for the patient to communicate by telephone or videoconference; 
c) ¢ƘŜ ǇŀǘƛŜƴǘΩǎ ǇǊƛƻǊƛǘƛŜǎ ǿƛǘƘ ǊŜǎǇŜŎǘ ǘƻ Ƙƻǿ ǘƘŜȅ ǎǇŜƴŘ ǘƘŜƛǊ ǘƛƳŜ ŘǳǊƛƴƎ ǘƘŜƛǊ Ŧƛƴŀƭ Řŀȅǎ 

of life; and 
d) The confidentiality of the patieƴǘΩǎ ŎƘƻƛŎŜ ǘƻ ǇǳǊǎǳŜ a!L5 ƻr WLSM that may include 

privacy from family members and their community. 

For some patients, the ideal setting may be their home. In this way, an additional trip to a clinic 
or hospital should be avoided.  If this is not possible, the conversation could be scheduled to 
coincide with a clinic or hospital visit.  

Language 

Some health care professionals, even those well-versed in deceased donation discussions may 
have little experience speaking to the potential donor, themselves, rather than their family or 
SDMΦ hƴŜ ǇŀǘƛŜƴǘ ŎƻƴǘǊƛōǳǘƻǊ ǊŜǇƻǊǘŜŘ ǘƘŀǘ ǘƘŜ ŎƻƻǊŘƛƴŀǘƻǊ ŀŘŘǊŜǎǎŜŘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǎǇƻǳǎŜΣ 
rather than the patient directly. There were also objections raised by patients to the language 
ǳǎŜŘΣ ǇǊŜŦŜǊǊƛƴƎ ΨȅƻǳǊ ōƻŘȅΩ ŀƴŘ ΨȅƻǳǊ ƻǊƎŀƴǎΩ ǊŀǘƘŜǊ ǘƘŀƴ ΨǘƘŜ ōƻŘȅΩ ŀƴŘ ΨǘƘŜ ƻǊƎŀƴǎΩΦ ¢ƘŜ 
ǇƘǊŀǎŜ ΨƘŀǊǾŜǎǘƛƴƎ ƻǊƎŀƴǎΩ ǿŀǎ ŀƭǎƻ ǇŜǊŎŜƛǾŜŘ ŀǎ ƻŦŦŜƴǎƛǾŜ ŀƴŘ ǘƘƻǎŜ ƛƴǘŜǊǾƛŜǿŜŘ 
ǊŜŎƻƳƳŜƴŘŜŘ ǳǎƛƴƎ ΨǊŜǘǊƛŜǾƛƴƎΩ ƻǊ ΨǊŜŎƻǾŜǊƛƴƎΩ ƛƴǎǘŜŀŘΦ  

Implications of donation on end-of-life care 

It is important during thŜ ǇŀǘƛŜƴǘΩǎ ŘŜŎƛǎƛƻƴ ǇǊƻŎŜǎǎ ǘƘŀǘ ǘƘŜȅ ǳƴŘŜǊǎǘŀƴŘ ǘƘŀǘ Řƻƴŀǘƛƻƴ ǿƛƭƭ 
have implications for their EOL care. In Canada, the vast majority of deceased donation 
conversations occur with the families of hospitalized patients who have suffered a devastating 
brain injury are unconscious and dependent on life-sustaining technologies in the ICU.  

By contrast, conscious competent patients differ in important ways as discussed in Section 1, 
which may present potential barriers to donation. Indeed, the literature review (see 
References) and the patient contributors to the workshop identified frustration with changes, 
compromises, and additional steps required to allow them to become donors but have no 
direct benefit to them. These include:  

a) Completion of a social/medical questionnaire, which covers topics such as sexual 
history, alcohol and drug use, and other risk factors for infectious diseases, is standard 
for all potential donors; conscious patients may find it to be extremely personal and 
uncomfortable; 

b) The requirement to die in an acute care hospital, as opposed to at home or at a long-
term care, residential, or assisted-living facility14, 16, 20, 27, 38; 

c) Hospital/clinic visits prior to MAID to assess eligibility to donate and organ quality (e.g. 
blood work, imaging)20, 27; 

d) Antemortem interventions to facilitate death determination, such as an arterial line, 
which may be uncomfortable or painful; 
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e) Antemortem interventions, such as the administration of heparin, to maintain/improve 
organ quality14, 27; 

f) Request to change the day or time of their death to accommodate access to the acute 
care hospital for EOL care, surgical retrieval and allocation logistics; 

g) Location of death and requirement for transfer to the operating room immediately 
after death for surgical retrieval of organs, which may prevent or delay the family from 
having a quiet time to say goodbye or grieve with the body of their loved one.14, 27, 38 

Patients must weigh these additional steps while managing their illness and coping with the 
realities of their own prognosis. Based on their own comfort and preferences over how they 
wish to spend their last days, they may have questions and decline some investigations or 
donation interventions.  

4.B) First-person consent for organ and tissue donation 

During donation conversations, the health care professional making the approach or request 
must provide enough information about the donation process and the implications on the 
ǇŀǘƛŜƴǘΩǎ 9h[ ŎŀǊŜ ǘƘŀǘ ǘƘŜ ǇŀǘƛŜƴǘ ƛǎ ŀōƭŜ ǘƻ ǇǊƻǾƛŘŜ ƛƴŦƻǊƳŜŘ ŎƻƴǎŜƴǘΦ /ƻƴǎŜƴǘ ŦƻǊ ŀƴǘŜ-
mortem interventions to facilitate surgical retrieval of organs and transplantation should also 
be requested at this time. Similar to consent for MAID or WLSM, this consent may be 
withdrawn at any time should the patient change their mind.  

Family veto 

If a patient loses capacity after consenting to donation, it is possible the family may intervene 
and override the decision to donate. With respect to conventional deceased donation, in which 
ǘƘŜ ǇŀǘƛŜƴǘ ƛǎ ƴƻǘ ŀōƭŜ ǘƻ ǎǇŜŀƪ ŦƻǊ ǘƘŜƳǎŜƭǾŜǎΣ ŦŀƳƛƭȅ ƳŜƳōŜǊǎΩ ƻōƧŜŎǘƛƻƴǎ ǘƻ ŀ ƭƻǾŜŘ ƻƴŜΩǎ 
prior intent to donate their organs, such as via an organ donor registry, may prevail. This is, in 
ǇŀǊǘΣ ōŜŎŀǳǎŜ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǇǊŜǾƛƻǳǎƭȅ ǎǘŀǘŜŘ ƛƴǘŜƴǘ Ƴŀȅ ƴƻǘ ƘŀǾŜ ōŜŜƴ ŀŘŜǉǳŀǘŜƭȅ ƛƴŦƻǊƳŜŘ 
and lacked context. There is interprovincial variability with respect to the law concerning 
disagreements between an incompetent pŀǘƛŜƴǘΩǎ ǇǊŜǾƛƻǳǎƭȅ ǎǘŀǘŜŘ ǿƛǎƘŜǎ ŀƴŘ ǘƘƻǎŜ ƻŦ ǘƘŜ 
family. 

Since, currently, consent for MAID must be reconfirmed immediately prior to the MAID 
procedure, this type of conflict cannot occur. However, in cases when a patient has consented 
to WLSM and then lost capacity, or should the legislation change to allow advanced, binding, 
consent for MAID even if capacity is lost, this may become an issue in the future. 

4.C) Notification of the coroner/medical examiner of a MAID death 

In some provinces, the coroner may have to grant permission prior to surgical retrieval of 
organs from a patient that has died by MAID; in such cases, it is important that the coroner be 
notified in advance of the death so that such permission may be obtained. 

4.D) Donor testing and evaluation 

Typical DCDD donors are critically ill, unconscious, and hospitalized; however, conscious 
competent donors may be living at home or outside of an acute care facility. Further, having 
decided to end their life at a predetermined date, they may place a high priority on how they 
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spend the final days of their life. This creates challenges for assessing patients for their 
eligibility to donate since access to the patient for imaging, blood work, and other tests will 
require coordination with the patient, their family, donation personnel and other health care 
professionals. Care should be taken to minimize the inconvenience and burden on the patient 
required to complete the organ testing and evaluation required for donation.  In some cases, 
donors may opt to donate fewer organs in order to limit the burden of testing. 

 

5. Medical procedures 

5.A) Admission to hospital and reaffirmation of consent 

For organ donation to proceed, patients must be admitted to hospital prior to WLSM or the 
MAID procedure. Admission to hospital may be a significant event for patients receiving MAID 
as they move from the comfort of their home and familiar surroundings; however, it is 
necessary for organ donation to occur. 

Immediately prior to the EOL care team administering the MAID medications, it is legally 
required that the patient reaffirm consent for MAID. This is to ensure they have the 
opportunity to change their mind or withdraw consent prior to their death. However, this 
requirement also means that patients who lose capacity, through progression of their illness, 
through sedation, or another factor such as stroke, cannot proceed with MAID. 

By contrast, there is no requirement to reaffirm consent for WLSM and the EOL care team of 
those who have given consent and, thereafter, lost capacity may still proceed with WLSM. 

Should a patient lose capacity/competence after the initial MAID decision, they would no 
longer be eligible for MAID and thus would not proceed to donate. However, WLSM and 
donation could still proceed, even if the patient lost capacity to reaffirm consent, on the basis 
of their prior expressed decisions. 

5.B) Antemortem interventions 

Prior to administration of the MAID medications or WSLM, the treating physician should 
administer any ante-mortem interventions required for preservation of organ quality, such as 
heparin, as required and previously consented to by the patient. 

5.C) WLSM procedures  

Guidelines for WLSM can be found at: Downar J, Delaney JW, Hawryluck L, Kenny L. 
Guidelines for the withdrawal of life-sustaining measures. Intensive Care Med. 2016 
Jun;42(6):1003-17. 

5.D) MAID procedures 

Information regarding MAID practice can be found in the Centre for Effective tǊŀŎǘƛŎŜΩǎ a!L5 
resource guide:  
https://cep.health/clinical-products/medical-assistance-in-dying/  
 

https://cep.health/clinical-products/medical-assistance-in-dying/
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6. Death determination and surgical retrieval of organs 

6.A) Circulatory arrest and determination of death 

Some DCDD policies may require insertion of an arterial catheter for monitoring and clinicians 
may advocate for this to verify the loss of circulation. However, this procedure is invasive and 
may be painful for patients and, as such, many health care professionals may not recommend 
this practice in the context of MAID/WLSM. 

There was consensus that absence of a palpable pulse was not sufficient to determine death; 
however, many agreed that an intra-arterial catheter, while preferred, should not be 
mandatory. Alternative methods of death determination suggested by the forum participants 
included: absence of a pulse combined with one or more of carotid perfusion ultrasound, aortic 
valve ultrasound, or asystole by EKG monitoring.  

Early experience with MAID suggests that death occurs quickly τ within 2 to 3 minutes τ 
compared to conventional DCDD after WLSM where warm ischemic time is frequently longer 
and will often exceed 30 minutes. Since warm ischemic time is a major predictor of graft 
outcome, it is possible that organs obtained from MAID donors will have better function that 
those received from conventional DCDD donors. 

6.B) Organ and tissue recovery 

Immediately following the MAID or WLSM procedure, the deceased patient must be transferred 
to the OR for organ retrieval. Families and patients must be briefed before the procedure to set 
expectations that, if organ donation is to proceed, there is a restriction in time after the 
ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘ ŦƻǊ ǘƘŜ ŦŀƳƛƭȅ ǘƻ ǎŀȅ ƎƻƻŘōȅŜΦ 
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5Φ tǊƻǘŜŎǘƛƻƴǎ ŦƻǊ tŀǘƛŜƴǘǎ 
 
To protect the patient who is seeking MAID or WLSM from pressure or coercion to donate, and 
to promote their ability to provide free and informed consent, several protections were 
identified.  

Separation of the decision to seek WLSM or MAID from the decision to donate 
organs 

There is broad consensus in the literature that the decision to pursue WLSM or MAID should 
occur prior to, and separate from, the decision to donate organs14, 23; however, there is 
ambiguity as to how this principle should be put into practice.  
 
It is anticipated that organs from DCDD donors who received MAID may have better transplant 
outcomes than those from WLSM, as it is anticipated their death will be sooner and therefore 
the organs will be subjected to a shorter warm ischemic time.  As such, it is possible that 
patients who learn this fact may seek MAID over alternate EOL care to improve their chances of 
donating. This practice conflates the EOL care decision and the donation decision and becomes 
ethically problematic. MAID should only be provided for the relief of intolerable suffering, not 
the optimization of organ function for transplantation, even if the desire to improve organ 
function comes from the patient themselves. 
 

Protection of the consent process 

wŜƛƴŦƻǊŎŜ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǊƛƎƘǘ ǘƻ ǿƛǘƘŘǊŀǿ ŎƻƴǎŜƴt to MAID, WLSM or donation 

The legislation for MAID requires a reflection period of ten days and that consent be reaffirmed 
immediately prior to administration of the MAID drugs. There is no legal requirement for 
reaffirmation of consent for donation.  

Capacity 

There must be mechanisms in place to assess the capacity of the patient to consent to MAID.18, 

30 Currently, continued capacity is required to re-confirm consent prior to the MAID procedure4; 
however, this issue may evolve over time to allow advance directive for MAID.27  

 

Coercion 

wƛǎƪ ƻŦ ŎƻŜǊŎƛƻƴ ƛǎ ƻƴŜ ŀǎǇŜŎǘ ǘƘŀǘ ƛǎ ŎƻƴǎƛŘŜǊŜŘ ǿƘŜƴ ŀǎǎŜǎǎƛƴƎ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŜƭƛƎƛōƛƭƛǘȅ ŦƻǊ 
MAID or WLSM. Coercion specific to the decision to seek MAID/WLSM is outside of the scope of 
this initiative. However, coercion may also be felt by the patient in their decision to donate 
their organs and protections must be developed and implemented to mitigate the risk of 
coercion. 

As discussed in step 4 of the clinical pathway, there is consensus in the literature that any 
discussion about organ donation following WLSM or MAID should take place after, and 
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separately from, the decision for MAID or WLSM.17, 23, 24, 38 This is to protect the patient from 
having their decision to die influenced by a discussion about the possibility to donate. Some 
advised that discussions about organ donation should be facilitated by the organ donation 
ƻǊƎŀƴƛȊŀǘƛƻƴ ƻǊ ǇǊƻƎǊŀƳ ŀǎ ƻǇǇƻǎŜŘ ǘƻ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǘǊŜŀǘƛƴƎ ǇƘȅǎƛŎƛŀƴ28, while others suggest 
ǘƘŀǘ ǘƘŜ άtreating physician, who often has a long-term relationship of trust with the patient, is 
ǳǎǳŀƭƭȅ ǘƘŜ ǇǊŜŦŜǊǊŜŘ ǇŜǊǎƻƴ ǘƻ ǊŀƛǎŜ ǘƘŜ ƛǎǎǳŜ ƻŦ ƻǊƎŀƴ ŘƻƴŀǘƛƻƴΦέ27 

Once a patient has decided to pursue MAID or WSLM, new potential coercive factors may be 
ǇŜǊŎŜƛǾŜŘ ōȅ ǘƘŜ ǇŀǘƛŜƴǘΦ LŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǘǊŜŀǘƛƴƎ ǇƘȅǎƛŎƛŀƴΣ a!L5 ǇǊƻǾƛŘŜǊΣ ƻǊ a!L5 ŀǎǎŜǎǎƻǊ ƛǎ 
seen as favoring donation, the patient may perceive pressure to consent to donation in order to 
access MAID, or to avoid disappointing their health care team.25, 38 

 
Separation of clinical teams for the MAID/WLSM and organ donation procedures 

The team involved in assessing eligibility for MAID and administering MAID should be separate 
from the donation team.14, 16, 19, 20, 26, 27 MAID assessors, in particular, should be cautioned 
against discussing or advocating for donation. This latter point may protect the patient from 
feeling that their access to MAID is contingent on their consent to donation.  
 

Directed donation 

On rare occasions, patients may request directed donation, that is, to donate their organs to a 
specific recipient. This situation may exacerbate existing or create new ethical concerns around 
pressure, influence, and coercion for the patient.14 A patient may be much less likely to 
withdraw consent for MAID or delay the MAID procedure if they know a friend or family 
member is expecting a life-saving transplant of their organs. 
 

However, prohibiting directed donation for conscious competent patients is also ethically 
problematic. If directed deceased donation is prohibited, the patient may choose to pursue 
living, rather than deceased, donation as a means to direct their organ to a specific recipient. 
This would require the patient, who is already suffering, to undergo a painful operation to 
recover the required organ(s), only to end their lives by MAID or WLSM, thereafter. This 
practice would be ethically problematic since patients would endure additional suffering to 
exert their autonomy to donate.14, 27 Some jurisdictions have, thus, allowed directed deceased 
donation following MAID or euthanasia on a case-by-case basis. 

It is also possible that patients may request living donation, prior to MAID or WLSM, as a means 
to improve the likelihood for donation to proceed, to ensure optimum organ function in the 
recipient, and to be able to witness transplant of their donated organ into their loved one 
before their deathъю. 

 
Confidentiality 

While monitoring and reporting practices for MAID vary across Canada, regulations governing 
these practices are intended to protect the privacy of patients and MAID providers.40 Most 
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Canadian provinces do not disclose MAID as the cause of death on the death certificate, nor are 
the names of MAID providers given.   
 

Some patients wish to keep their decision to seek MAID from their family members and friends. 
However, organ donation has the potential to compromise confidentiality because surgical 
ƛƴŎƛǎƛƻƴǎ ƛƴŎǳǊǊŜŘ ŘǳǊƛƴƎ ǎǳǊƎƛŎŀƭ ǊŜǘǊƛŜǾŀƭ ƻŦ ƻǊƎŀƴǎ Ƴŀȅ ōŜ ŘƛǎŎƻǾŜǊŜŘ ōȅ ŦŀƳƛƭȅ ƳŜƳōŜǊΩǎ 
post-mortem. Families may conclude that organs were removed without consent, which could 
undermine public trust in the organ donation and transplantation system.14 Questions could 
also be raised by family members if the patient required admission or transfer to another 
ƘƻǎǇƛǘŀƭ ƻǊ ƛƴǎǘƛǘǳǘƛƻƴ ǘƻ ŦŀŎƛƭƛǘŀǘŜ a!L5 ƻǊ ŘƻƴŀǘƛƻƴΣ ǇƻǘŜƴǘƛŀƭƭȅ ŎƻƳǇǊƻƳƛǎƛƴƎ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 
confidentiality. 

Since confidentiality of their MAID cannot be guaranteed in the event that a patient donates 
their organs, Transplant Quebec recommends that surgical retrieval of organs not proceed if 
the patient wishes to keep their decision for MAID and/or donation confidential.31 However, 
others have argued that patient autonomy should be respected and donation should be 
allowed to proceed, despite these risks.32 

One further question related to confidentiality is whether to disclose to the potential recipient 
whether the organ offered was donated by a patient who received MAID. While some authors 
have argued that transplant candidates should have the right to refuse organs based on donor 
characteristics, as is done in the Netherlands27, others point out that information concerning 
ǘƘŜ ŘƻƴƻǊΩǎ ŎŀǳǎŜ ƻŦ ŘŜŀǘƘΣ ƛƴŎƭǳŘƛƴƎ ƴƻƴ-assisted suicide, is not routinely disclosed due to 
reasons of confidentiality. Granting recipients the right to refuse organs from donors who have 
received MAID would result in non-use of organs and risk further morbidity or mortality of the 
transplant candidate as well as those on the list.17  
 

Support for patients and families 

Supports for patients  

The events leading up to and following the decision by a conscious competent patient to 
donate their organs after MAID or WSLM will be challenging and emotional for patients and 
their families. Supports must be available for patients, and at the request of the patient, for 
ǇŀǘƛŜƴǘΩǎ ŦŀƳƛƭȅ ŀƴŘ ŦǊƛŜƴŘǎΦ hǘƘŜǊǿƛǎŜΣ ǇŀǘƛŜƴǘǎ Ƴŀȅ ŦŜŜƭ ōǳǊŘŜƴŜŘ ōȅ ǘƘŜ ǘŀǎƪ ƻŦ ǎŜǊǾƛƴƎ ŀs an 
information broker. 

In the conventional sequence of care for DCDD, ODO coordinators usually support the needs of 
family members and act as a resource for questions. Donation by a conscious competent 
patient after MAID or WLSM is inherently more complex and demands additional time and 
involvement from patients and their families. However, conscious competent patients, who 
may reside at home or at a long-term care facility, are environmentally isolated from 
immediate and direct access to health care professionals to answer questions and provide 
support.  
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Support for families 

The events leading up to and following the death of a loved one will be very emotional for 
ŦŀƳƛƭȅ ƳŜƳōŜǊǎ ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΦ {ƻƳŜ Ƴŀȅ ŦƛƴŘ ŎƻƳŦƻǊǘ ƛƴ ǘƘŜƛǊ ƭƻǾŜŘ ƻƴŜΩǎ ŀōƛƭƛǘȅ ǘƻ ŎƘƻƻǎŜ the 
time and circumstances of their death by WLSM or MAID, while others will be uncomfortable 
ǿƛǘƘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŎƘƻƛŎŜΦ ¢ƘŜ ǎŀƳŜ ƛǎ ǘǊǳŜ ŦƻǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŎƛǎƛƻƴ ǘƻ ŘƻƴŀǘŜ ǘƘŜƛǊ ƻǊƎŀƴǎΦ  

In addition to impacts on the donor, donation has impacts on the family. While this topic 
requires further research, these impacts may include accommodating pre-mortem assessment, 
in-ƘƻǎǇƛǘŀƭ ƭƻŎŀǘƛƻƴ ƻŦ ŘŜŀǘƘΣ ŀƴŘκƻǊ ǘƘŜ ǊŜǉǳƛǊŜƳŜƴǘ ǘƻ ǘǊŀƴǎŦŜǊ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ōƻŘȅ ǘƻ ǘƘŜ hw 
immediately after death for surgical retrieval of organs. 
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9Φ 9ƴŘπ{ǘŀƎŜ bŜǳǊƻƭƻƎƛŎŀƭ /ƻƴŘƛǘƛƻƴǎ ŀƴŘ hǊƎŀƴ 5ƻƴŀǘƛƻƴ LƳǇƭƛŎŀǘƛƻƴǎ 
 
It is expected that the majority of patients choosing MAID will have illnesses, such as 
disseminated cancer, that make them ineligible to become organ donors.  See Table 1. Among 
those that are eligible to donate, many will suffer from neurodegenerative diseases, such as 
ALS. Patients with neurological diseases make up approximately 8 per cent of those choosing 
MAID internationally9-11, though they comprised a larger proportion in Canada during 2016. 

 
ALS background 

ALS is a neurodegenerative disease, which causes progressive degeneration of motor neurons 
in the motor cortex of the brain and the spinal cord. Common initial presentations of the 
disease are difficulty speaking, difficulty swallowing, hand weakness, or foot weakness.  
Wherever the weakness begins, the patient will experience progression of symptoms in that 
body region and the weakness will spread to involve other body regions. There is no clinical 
involvement of tissue outside of the brain and spinal cord. Muscle weakness is a secondary 
effect of the motor neuron degeneration. 
 

While classically described as a motor disease, ALS is now recognized to cause impairment of 
frontal executive function, social cognition, or behavior, in some patients. On formal 
neuropsychological testing, 50 per cent of patients with ALS will have frontotemporal cognitive 
impairments or behavioural impairments. Up to 40 per cent of these will have sufficient 
cognitive or behavioural impairment to be classified as having frontotemporal dementia.    

ALS has an incidence of two to three cases per 100,000 people. The mean age at onset of ALS is 
late 50s or early 60s but individuals may be diagnosed in their early 20s up until their late 80s. 
ALS is ultimately fatal with death usually secondary to respiratory failure. The average survival 
after symptom onset is 2-3 years, but the range of survival after symptom onset is 5 months to 
more than 50 years.   

¢ƘŜ ŘƛŀƎƴƻǎƛǎ ƻŦ ![{ ƛǎ ƳŀŘŜ ōȅ ŀ ƴŜǳǊƻƭƻƎƛǎǘ ƻƴ ǘƘŜ ōŀǎƛǎ ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǎǘƻǊȅΣ ŜȄŀƳƛƴŀǘƛƻƴ 
findings, electrophysiology results, and other investigations, and by ruling out ALS mimics. 
Typical ALS physical examination signs are weakness, muscle atrophy, fasciculations, 
hyperreflexia, spasticity, and other upper motor neuron findings. Unfortunately, there is no 
single laboratory or electrophysiological test that can confirm a diagnosis of ALS; therefore, a 
diagnosis of ALS requires an experienced clinician.  

About 10 per cent of patients with ALS have familial ALS, while the majority of patients have 
sporadic ALS, for which there is no known genetic cause or family history. ALS has been 
associated with pathologic and molecular findings of protein aggregation, oxidative stress, 
mitochondrial dysfunction, and inflammation. 

Management of ALS patients focuses on symptom management, motor function support, 
nutrition interventions, and respiratory support. Non-invasive ventilation (NIV), invasive 
ventilation, and mechanical cough assist devices can support patients with significant 
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respiratory muscle weakness and some patients become dependent on respiratory support 24 
hours per day. 

 
Transmissibility of ALS 

One factor that must be taken into account when considering organ donation by ALS patients is 
the risk of transmission to the recipient. Much of the research on this topic has taken 
advantage of mouse and cell culture models of familial ALS. 
 
Prion-like transmission of ALS in experimental models 

Misfolding and aggregation of proteins, such as TDP43 and SOD1, are hallmarks of ALS 
pathology. Cell cultures experiments suggest that proteins misfolded as a result of ALS-
associated mutations may be passed to adjacent cells, providing a hypothetical mechanism 
from transmission of ALS from donors to recipients.41-43 

Likewise, cell culture experiments have found that cerebrospinal fluid (CSF) from ALS patients 
with frontotemporal dementia (FTD), but not non-FTD ALS, can induce aggregation of TDP43 in 
cultured human glioma cells44 and another ALS-associated peptide, C9orf72 may also be passed 
between cells.45, 46 

In mouse models, researchers have found that homogenized spinal cord tissue from mice 
genetically engineered to develop ALS (SOD1 mice), was able to induce ALS when inoculated 
into the spinal cords of recipient mice that also carried the SOD1 mutation; however, no 
disease was observed in normal mice inoculated with SOD1 homogenates. 41 Experiments in 
which mice were inoculated with brain or spinal cord tissue from human patients who had died 
of ALS did not induce disease in these mice.47 

All of the experiments showing transmission were via proximal contact between brain or spinal 
cord cells. It is thought the blood-brain barrier, a semipermeable membrane that separates the 
brain from the periphery and the circulation, may block potential transmission of ALS proteins 
between transplanted peripheral organs and the brain. Consistent with this, an unpublished 
experiment connecting a SOD1 mouse to a non-ALS mouse, such that they shared a blood 
supply, showed no evidence of transmission to the normal mouse (personal communication, 
Dr. Fabio Rossi). 

 
Evidence of ALS transmission in humans and primates 

In the 1970s, brain tissue from deceased patients with amyotrophy and dementia was 
inoculated into the brains of monkeys. Three of 25 monkeys developed neurodegenerative 
diseases48, 49; however, based on the available case descriptions, the patients with the donated 
tissue had rapidly progressive dementia.  It is possible that these patients had Creutzfeldt Jacob 
Disease (CJD) with a secondary cause for their amyotrophy, rather than having ALS.   

To investigate whether the blood-brain barrier protects against ALS transmission, one study 
looked at risks of developing neurodegenerative diseases in patients who received a blood 
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transfusion.50 ¢ƘŜȅ ŦƻǳƴŘ ƴƻ ƛƴŎǊŜŀǎŜŘ Ǌƛǎƪ ƻŦ ![{Σ tŀǊƪƛƴǎƻƴΩǎΣ ƻǊ !ƭȊƘŜƛƳŜǊΩǎΣ ŘŜǎǇƛǘŜ ǘƘŜ ŦŀŎǘ 
that 2.9 per cent received a transfusion from someone who went on to develop a 
neurodegenerative disease; however, the number of donors with ALS was very low. 

Similarly, a study of organ donors with rare disease found no evidence of transmission of 
neurodegenerative diseases to recipients over five years of observation.51 It has also been 
suggested that the extremely low incidence of conjugal cases of ALS, that is cases were two 
spouses developed ALS, are evidence for non-transmissibility.52 

However, in a study of 6,190 recipients of human pituitary extracts, three patients died of 
neurodegenerative pathology attributed to ALS, an unusually high prevalence of the disease.53 
Pituitary extracts are derived from neural tissue and so have the potential to contain the prion-
like proteins hypothesized to be associated with ALS. The delay from first injection of pituitary 
extract to development of ALS-symptoms ranged from 10 to 24 years and the youngest died at 
18 years of age. Limitations of this study include difficulty concluding whether these patients 
actually had ALS, uncertainty whether they received pituitary extract from a cadaveric donor 
with ALS, and the possibility that the underlying condition of the recipient, for which they were 
receiving pituitary extract, or some other aspect of their treatment could explain the elevated 
ǇǊŜǾŀƭŜƴŎŜ ƻŦ ![{Φ bƻ ŎŀǎŜǎ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ ƻǊ tŀǊƪƛƴǎƻƴΩǎ ǿŜǊŜ ƻōǎŜǊǾŜŘ ƛƴ ǘƘƛǎ ǎǘǳŘȅΦ 

Table 5. Summary of evidence for ALS transmission 

Evidence for transmissibility 

Cell culture 

¶ Prion-like cell-to-cell transmission of misfolded proteins41-43 

¶ Cerebrospinal fluid (CSF) of ALS patients with frontotemporal dementia (FTD), but not 
non-FTD, induces protein aggregates44 

Mouse models 

¶ Inoculation of spinal tissue from an ALS mouse (SOD1 mouse) into the spine of a 
recipient mouse causes ALS symptoms, but only in SOD1 mice, not wild type41 

Humans and primates 

¶ Inoculation of brain tissue from human patients who had died of neurodegenerative 
diseases causes disease in 3 of 25 monkeys48, 49 

¶ Rates of ALS were elevated in recipients of human pituitary extract, which is derived 
from cadaveric brain tissue53 

Evidence against transmissibility or null findings 

Mouse models 

¶ Shared blood supply between ALS and non-ALS mouse did not result in transmission 
(personal communication with Dr. Fabio Rossi) 

¶ Inoculation of mice with brain or spinal cord tissue from human patients who had 
died of ALS did not induce disease in these mice47 

Humans and primates 

¶ bƻ ƛƴŎǊŜŀǎŜ ƻŦ ![{Σ tŀǊƪƛƴǎƻƴΩǎΣ ƻǊ !ƭȊƘŜƛƳŜǊΩǎ ƛƴ ǇŀǘƛŜƴǘǎ ǿƘƻ ǊŜŎŜƛǾŜŘ ŀ ōƭƻƻŘ 
transfusion50 

¶ No evidence of transmission in transplant recipients followed for five years51 

¶ No evidence for increased rates of conjugal ALS52 
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ALS patients as organ and tissue donors 

There are three ways that an ALS patient could potentially become an organ and tissue donor. 
1. DCDD after discontinuation of invasive ventilation 
2. DCDD after discontinuation of continuous non-invasive ventilation (NIV) support 
3. DCDD after Medical Assistance in Dying (MAID) 

 

Transplantation of organs and tissue from patients with ALS has already occurred with at least 
12 cases reported in the literature.28, 54 At the time of this meeting, at least a further two ALS 
patients in Ontario have donated their organs. No cases of development of ALS in recipients of 
organs from ALS donors have been reported. 

 
Opinions from the Canadian ALS research community 

Findings of a literature review were presented to the ALS Canada Annual Research Forum on 
April 30, 2017.55 The Canadian ALS research community was subsequently asked several 
questions via Survey Monkey about transplantation of organs from donors with ALS. Forty 
individuals completed the survey (11 ALS clinicians; 14 basic science researchers; 4 post-
doctoral fellows; 4 PhD students, 4 Master students; and 3 who ǎŜƭŜŎǘŜŘ ΨƻǘƘŜǊΩύΦ ¢ƘŜ ǊŜǎǳƭǘǎ 
are summarized in Table 6. Importantly, 53.9 per cent supported transplantation of organs from 
ALS patients, while only 12.8 per cent opposed this.  

Table 6. Opinions of the ALS research community on organ donation by ALS patients 

Question 
Responses 

Yes No Unlikely Uncertain 

Is ALS transmissible through organ 
transplantation? 

0% 7.5% 55.0% 37.5% 

Is ALS transmissibility risk different for 
sporadic vs hereditary ALS? 

12.8% 28.2% 18.0% 41.0% 

Are certain familial ALS mutations more 
likely to be transmissible? 

21.0% 23.7% - 55.3% 

Should we transplant organs from ALS 
patients? 

53.9% 12.8% - 33.3% 

 

Conclusions  

There are two factors, particular to ALS that should be considered regarding the possibility of 
organ donation by ALS patients. The first is assessing capacity for informed consent; in 
particular, whether there is evidence of frontotemporal dementia. This is outside of the scope 
of this report. The second is the risk of transmission of the disease to the recipient.  

With the evidence available, today, it cannot be definitely determined if ALS is or is not 
transmissible. The rationale and evidence for transmission is strongest for exposure of ALS 
brain tissue or cerebrospinal fluid (CSF) within the central nervous system (brain or spinal cord) 
of a recipient. To date, there is no evidence of a transmissible factor for ALS in the periphery of 
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ALS patients, including all transplantable solid organs. The only evidence for human-to-human 
transmission comes from the elevated incidence of neurodegenerative ALS-like pathology in 
recipients of human pituitary extract, which is derived from brain tissue. 

One study in mice suggests that genetic vulnerability of ALS, such as SOD1 mutation, may 
increase the risk of developing ALS through transmission. This suggests that potential recipients 
with a first degree relative with ALS may be at higher risk of developing ALS from a transplanted 
organ from an ALS patient. Importantly, evidence for transmissibility in mice is limited to 
inoculation of central nervous system tissue from sick mice into the central nervous system of 
recipients. There is no evidence of peripheral transmission. 

Finally, if ALS is transmissible through organ transplantation, it will likely take more than ten 
years for symptoms to develop based on the pituitary extract epidemiological data.  
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CΦ {ȅǎǘŜƳ hǾŜǊǎƛƎƘǘΣ !ŎŎƻǳƴǘŀōƛƭƛǘȅΣ ŀƴŘ vǳŀƭƛǘȅ LƳǇǊƻǾŜƳŜƴǘ 
 
Offering the opportunity for conscious competent patients to donate their organs after their 
death by WLSM or MAID will have impacts on institutions, health care professionals, and 
society. This practice will require mechanisms for oversight, data collection and reporting, and 
research for quality assurance and improvement to ensure this option for care is performed 
ethically and safely. 

 
Health care professionals 

Professional education 

Providers need specialized education and training to communicate effectively with this patient 
population and to understand the unique challenges that face both the patient and provider in 
this context. Priority topics for health care provider education include: 

a) The law: 
i. MAID eligibility and consent, 
ii. Donation consent by conscious competent patients, and 
iii. Required referral of potential organ donors. 

b) Communication strategies for effective and supportive discussions regarding EOL care 
with conscious competent patients. 

c) Processes and procedures for MAID/WLSM and donation. 
d) Policies and procedures for when personal conscience or beliefs conflict with the service 

requested by the patient. 
e) aŜǘƘƻŘǎ ŦƻǊ ŜŦŦŜŎǘƛǾŜƭȅ ǎǳǇǇƻǊǘƛƴƎ ǘƘŜ ǇŀǘƛŜƴǘΣ ǇŀǘƛŜƴǘΩǎ ŦŀƳƛƭȅΣ ŀǎ ǿŜƭƭ ŀǎ ƻǘƘŜǊ ƘŜŀƭǘƘ 

care professionals. 
f) Strategies to prepare psychologically before and to debrief and seek support after 

difficult and emotional cases, such as donation after MAID or WLSM.  
Professional education should seek to provide health care professionals with tools and 
knowledge to support and inform patients, to abide by the law and institutional policies, and to 
be familiar with the procedures involved in MAID/WLSM and donation.  

Voluntary participation by health care professionals 

While MAID and WLSM are legal in all provinces, some members of the public and health care 
community do not support these practices. It is possible that the health care professionals 
ƛƴǾƻƭǾŜŘ ƛƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 9h[ ŎŀǊŜ ŀƴŘ Řƻƴŀǘƛƻƴ ŎŀǊŜΣ ŘŜŎŜŀǎŜŘ ƻǊƎŀƴ ǊŜǘǊƛŜǾŀƭΣ ƻǊ ǘƘŜ 
recipients, may have personal or professional objections. 

tǊƻǾƛŘƛƴƎ ŎŀǊŜ ŀƴŘ ǎǳǇǇƻǊǘ ŀǘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 9h[ ŎŀǊŜ Ŏŀƴ ōŜ ŀƴ ŜƳƻǘƛonal process for health 
care professionals24, 25, 28. This is particularly true for conscious and competent patients, who 
are able to communicate and develop relationships with health care providers. Donation, 
MAID, and WLSM each have the potential to add to this difficulty.28 Thus, it has been argued 
that participation of health care professionals in donation cases following MAID/WLSM, as with 
the MAID procedure itself, should be voluntary.20, 27  
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However, accommodating a policy of voluntary participation may be onerous for hospitals and 
institutions and may risk compromising the fǳƭŦƛƭƭƳŜƴǘ ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǿƛǎƘŜǎ ǘƻ ŘƻƴŀǘŜ ǘƘŜƛǊ 
organs.  

Communication and alignment of the health care team 

Donation by conscious competent patients will be a rare event for health care professionals. 
Even those that support the practice may suffer distress and internal conflict if they are not 
adequately prepared to take part in such a case. Health care professionals participating in 
Řƻƴŀǘƛƻƴ ŀŦǘŜǊ a!L5 ǎƘƻǳƭŘ ōŜ ǿŜƭƭ ƛƴŦƻǊƳŜŘ ƻŦ ǘƘŜ ǇŀǘƛŜƴǘΩǎ 9h[ ŎŀǊŜ Ǉƭŀƴ ōŜŦƻǊŜ ǘŀƪƛƴƎ ǇŀǊǘ 
ƛƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŎŀǊŜ ƻǊ Ƴeeting with the patient and family. 

Conscientious objection 

In some instances, health care professionals may object to WLSM or MAID on grounds of 
conscience or religious beliefs. There is a lack of consensus in the literature concerning the 
definition, the scope, and limits of conscientious objection to organ donation after MAID/WLSM 
and a lack of clarity concerning the duty to refer care to another health care provider.16, 17, 24   

Ideally, patients who are seeking MAID or WLSM should have coordination between all the 
parties involved in their care, and conscientious objection presents a barrier to this 
collaboration. The preamble to the /ŀƴŀŘƛŀƴ ƭŀǿ ƻƴ a!L5 ǎǘŀǘŜǎ ǘƘŀǘ άŜǾŜǊȅƻƴŜ Ƙŀǎ ŦǊŜŜŘƻƳ 
of conscience and religionέ under section 2 of the Canadian Charter of Rights and Freedoms 
and states that άƴƻǘƘƛƴƎΧŎƻƳǇŜƭǎ ŀƴ ƛƴŘƛǾƛŘǳŀƭ ǘƻ ǇǊƻǾƛŘŜ ƻǊ ŀǎǎƛǎǘ ƛƴ ǇǊƻǾƛŘƛƴƎ ƳŜŘƛŎŀƭ 
ŀǎǎƛǎǘŀƴŎŜ ƛƴ ŘȅƛƴƎέΦ4 In some jurisdictions, medical regulatory colleges have established a duty 
for conscientious objectors to make an effective referral to a willing provider or agent. 

Transplant professionals may object, to either retrieving organs or accepting these organs for 
transplantation, from a donor whose EOL care process involved MAID. However, it is not clear 
whether conscientious objection should apply in these circumstances as the surgeon is not 
ǇŀǊǘƛŎƛǇŀǘƛƴƎ ƛƴ ƻǊ ŦŀŎƛƭƛǘŀǘƛƴƎ ǘƘŜ ŘƻƴƻǊΩǎ ŘŜŀǘƘΦ wŜŦǳǎŀƭ ǘƻ ǊŜǘǊƛŜǾŜ ƻǊ ǘǊŀƴǎǇƭŀƴǘ ƻǊƎŀƴǎ ŦǊƻƳ ŀ 
donor who received MAID would result in a lost opportunity and non-use of the organs, which 
would violate the expressed wishes of the patient. These impacts could be mitigated by 
referring the case to another surgeon within the same centre, or to a surgeon at another 
centre. In the former case, there may be no effect on allocation; however, in the latter case this 
may result in the additional use of resources to accommodate the objection. However, if the 
surgeon refers care to another centre, it may mean that one of their patients, who would have 
otherwise been first in line for allocation, may be passed over in favor of someone else. 

Key themes that emerged from a scoping review of the literature are summarized in Table 7.  
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Table 7. Key bioethics issues related to conscientious objection 

Theme Summary 

Lack of consensus on 
definition, scope, and 
limits 

¶ The literature tends to support the notion of 
conscientious objection for health care providers in 
general, but there is no consensus on its scope or limits 
as it applies to organ donation after MAID 

The necessity, boundaries, 
and limits of a duty to 
refer 

¶ The literature was divided between the position that a 
conscientiously objecting health care provider should 
refer the patient to a willing and available provider and 
the position that any degree of referral as being complicit 
in a morally wrong act 

Participation and 
cooperation among 
interprofessional health 
care providers 

¶ Terms such as participation and cooperation are points 
of controversy in the MAID literature 

¶ Some health care providers, such as nurses and 
pharmacists, may perceive themselves to be morally 
implicated in MAID even if they do not directly provide 
the MAID intervention (e.g. the pharmacist prepares the 
drugs used to administer MAID) 

Tensions between 
conscience-based refusals 
and job security 

¶ Some health care providers may perceive that they have 
no power to conscientious objection to an act they find 
morally objectionable without risks to their employment 

Potential harms to the 
donor and the transplant 
candidate 

¶ Scarce literature 

¶ Objecting to using organs from MAID donors may lead to 
death or disability for transplant candidates 

¶ wŜŦǳǎŀƭ ŘƻŜǎ ƴƻǘ ǊŜǎǇŜŎǘ ǘƘŜ ŘȅƛƴƎ ǇŀǘƛŜƴǘΩǎ ǿƛǎƘ ǘƻ 
donate 

 
Society 

The organ donation and transplantation system rely on public trust to be successful. Some 
experts worry that there may be a perception that physicians may not do all they can to save 
the patient or may offer a deliberately pessimistic prognosis in order to encourage a decision 
for MAID/WLSM to allow recovery of organs for donation.24 Such a perception could undermine 
trust in the entire system. Conversely, offering organ donation to patients who wish to die may 
enhance public acceptability towards MAID by showing a tangible positive outcome of a 
ǇŀǘƛŜƴǘΩǎ ŘŜŎƛǎƛƻƴ ǘƻ ŘƛŜΦ16, 24 

 

Institutions and health care facilities 

Double requests for MAID and for organ donation will present challenges to institutions and 
health care facilities, such as: 

a) Development of policies and procedures for double requests for MAID and organ 
donation; 
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b) Accommodation of conscientious objections as well as professional role objections;  
c) Development of protocols for inter-facility transfers when hospital staff either object to, 

or are not equipped to perform, organ donation after MAID. 
 

Allocation 

In general, allocation of organs from a conscious competent donor should proceed as with any 
DCDD donor. In cases where the donor has an illness that is known to have a transmission risk, 
or whether the risk of transmission is uncertain, allocation may be restricted to a subset of 
transplant candidates whose benefit to burden ratio is more favorable. Health Canada 
guidelines regarding exceptional distribution for organs from donors with certain risk factors or 
medical conditions must be followed.56 
 

Oversight  

MAID oversight 

Currently, the reporting and oversight mechanisms vary between provinces. In Quebec, all 
cases must be reported to a committee representing different colleges and stakeholders to 
assess whether the case proceeded correctly. If the committee determines non-compliance, it 
may trigger feedback to the physician or reporting to the institution or college. In other 
provinces, medically assisted deaths, which are considered to be non-natural, require reporting 
to the coroner, who may have a role in evaluating whether the MAID process met the standards 
set by legislation and policy. In some provinces, authorization from the coroner may be 
required prior to surgical retrieval of organs such as in Ontario. In European jurisdictions, 
reporting requirements vary but the emphasis of the review process is on feedback and 
education for the practitioner.7, 38, 57 
 
Reporting 

It is critical for quality assurance, particularly in relation to transplant recipient outcomes that 
appropriate and thorough documentation processes are adhered to for all aspects of the MAID-
organ donation-transplantation process. One barrier to this objective is the segregation of roles 
such that MAID assessment, donor assessment and management, and transplantation are 
managed by separate entities in many jurisdictions. 

The federal Minister of Health and/or designated provincial officials are responsible for 
monitoring MAID procedures under the law.  The ODO is concerned with clinical operations in 
relation to potential donors, such as number of referrals, consent rate, missed opportunities, 
and patient and family experience with the donation process. The transplant organization is 
concerned with organ quality, recipient outcomes, and adverse events. Ideally, all of this 
information should be reported nationally and be accessible to clinicians, administrators, and 
researchers in a centralized database. 

Data elements requested by the forum participants to be collected include: 

¶ Who was present for the approach 
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¶ Who was approaching  

¶ wŜŎƻǊŘǎ ƻŦ ŀǇǇǊƻŀŎƘ ŀƴŘ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ǊŜǎǇƻƴǎŜ 

¶ Location of approach 

¶ Consent rate 

¶ Name/consent of coroner/committee contacted prior to donation 

¶ What tissues / organs were recovered 

¶ What tissues / organs were transplanted 

¶ Post-hoc assessment and analysis of risk of coercion  

¶ Transplant complications, infection, graft failures, development of neurodegenerative 
illness 
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wŜǎŜŀǊŎƘ hǇǇƻǊǘǳƴƛǘƛŜǎ 

Throughout the workshop, two planning committee members were charged with collecting and 
recording key questions for future research on the topic of donation by conscious competent 
patients that arose. The key topics for future research are described as follows:  

 
Clinical and biomedical: 

1. Can a method be developed to permit heart transplantation from conscious competent 
patients while adhering to the dead donor rule? 

¶ Current barriers include cardiotoxicity of drugs used (in Belgium) 

¶ International advances in heart DCDD 
2. What are the impacts of MAID drugs on the medical outcomes for the transplanted 

organs? 

¶ Propofol vs. barbiturates 
3. What is the effect on transplant outcomes of giving heparin, corticosteroid, or other 

drugs?  

¶ Does timing matter i.e. before or after MAID drugs? 
4. What are the medical outcomes of organs transplanted from MAID donors vs. 

conventional DCDD donors?  

¶ How does this relate to warm ischemic time? 
5. What is the etiology and pathophysiology of various neurodegenerative diseases in 

order to determine if they are transmissible disease? 
6. What is the optimal and acceptable work-up for donor suitability? 
7. How should eligibility be defined for high-risk donors (i.e. risk to the recipient)? 

 
Ethical 

8. Comparison of directed living donation and directed donation in MAID (theoretical 
question). 

9. How is conscientious objection managed in different centres? 

Societal  

10. What are the perspectives and opinions of transplant candidates about receiving an 
organ from a MAID donor? 

11. What are the experiences of patients who opt for MAID and organ donation and their 
caregivers? 

¶ What about families? 
12. Transplant ŎŀƴŘƛŘŀǘŜΩǎ perspective on the risk of refusing a graft from an ALS donor 

versus the potential to develop ALS.  
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Administrative or institutional 

13. The history of DCDD and its implementation in Canada to inform the implementation of 
organ donation after MAID. 

14. MAID progression and timelines 

¶ Rates of request for MAID 

¶ Time from request to procedure 
Á Is this affected by underlying illness? 

¶ How often is MAID procedure postponed or consent withdrawn? 
Á When is decision to postpone or withdraw consent made? 

¶ How often is MAID denied at the second assessment after approval of the first 
assessment? 

15. Compare consent and consent withdrawal rates between organ donation after MAID 
and conventional DCDD 

16. What are the characteristics/demographics of patients who consent to donation after 
MAID? 

17. Does a routine approach result in more patients providing consent? i.e. Do all or nearly 
all of those who would consent make unsolicited inquiries? 

18. How should the donation approach be made? 

¶ What skills are necessary? 

¶ When is the optimal time to approach? 
19. How should post-transplant monitoring/surveillance be structured? 

¶ What data should be collected? 
20. Factors influencing the decision to have mandatory reporting? 
21. What is the potential donor pool among patients choosing MAID? 
22. What are the barriers and the facilitators of organ donation after MAID? 
23. Development and implementation of knowledge translation strategies for other 

professionals (family physician, palliative care community, neurologists and respiratory 
medicine). 

24. What are the psychological impacts for health care professionals to participate in organ 
donation after MAID? 
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!ǇǇŜƴŘƛȄ мΥ DƭƻǎǎŀǊȅ ƻŦ ¢ŜǊƳǎ 
 

Amyotrophic Lateral Sclerosis (ALS): neurodegenerative disease that causes progressive degeneration 
of the motor neurons in the motor cortex of the brain and the anterior horn cells of the spinal cord.   

1. Hereditary ALS: disease is inherited in an autosomal dominant or autosomal recessive manner.   
2. Sporadic ALS: disease has not been caused by any genetic mutations known to cause ALS and 

there is no evidence of other family members with ALS.   
 
Autonomy: Self-legislation; a capable patient is legally and ethically permitted to make health care 
decisions affecting his or her own body that are consistent with his or her values, wishes, beliefs, and 
preferences.  
 
Capacity: wŜŦŜǊǎ ǘƻ ǘƘŜ ǇŜǊǎƻƴΩǎ ŀōƛƭƛǘȅ ǘƻ ǳƴŘŜǊǎǘŀƴŘ ǘƘŜ ƛƴŦƻǊƳŀǘƛƻƴ ǊŜƭŜǾŀƴǘ ǘƻ ƳŀƪƛƴƎ ŀ ŘŜŎƛǎƛƻƴ 
about the treatment and to appreciate the reasonably foreseeable consequences of a decision to 
undergo treatment or not. The law recognizes that capacity can come and go over time. 
 
Clinician-Patient Relationship: the moral foundation of health care and the starting point for treatment 
and shared decision-making. 
 
Coercion/Undue Influence: coercion refers to the practice of forcing someone to do something non-
voluntarily by use of force or threat; undue influence refers to a person feeling heavily pressured to 
make a decision, or a series of decisions, that they might not have chosen otherwise. While a decision 
under undue influence is technically voluntary, the person may report that they have no meaningful 
choice but to make the decision.  
 
Conscientious Objection: a health care provider who refuses to participate directly in an act because of 
a private moral or religious belief about that act. Paradigmatic examples in health care include objecting 
to providing certain forms of reproductive health care (e.g. abortion, contraception) and euthanasia. 
 
Conflict of Commitment/Divided Loyalties: A situation where a person has professional obligations (or 
loyalties) to a specific person that may be in conflict with loyalties the person has to another person. For 
example, the treating physician for the organ donor should not also be the treating physician for the 
ǇƻǘŜƴǘƛŀƭ ƻǊƎŀƴ ǘǊŀƴǎǇƭŀƴǘ ǊŜŎƛǇƛŜƴǘΤ ǘƘŜ ǇƘȅǎƛŎƛŀƴΩǎ ƭƻȅŀƭǘƛŜǎ ŀǊŜ ŘƛǾƛŘŜŘΦ ¢Ƙƛǎ ƛǎ ǘƘŜ Ƴŀƛƴ ǊŜŀǎƻƴ ŦƻǊ 
separate clinical teams involved in clinical care, organ retrieval, and transplantation. 
 
Conflict of Interest: A situation where the person is in a position to derive personal benefit from actions 
or decisions made in their professional capacity. For example, the treating physician stands to personally 
benefit from the death of the patient (e.g., the clinician may benefit financially or materially from the 
death), and so may not fulfill his or her professional obligations toward the patient as they might 
otherwise have done. 
 
Consent: consent is a process; a discussion, not an event. The patient must first have the capacity to 
consent; it must be voluntary, and informed. That is, patients must have the ability to understand and 
appreciate the potential risks, benefits, and treatment options, likely consequences of the decision or 
lack of a decision. The consent must relate to the treatment, must be informed, given voluntarily and 
not obtained through misrepresentation or fraud. 
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Controlled donation after circulatory determination of death:  Controlled DCDD refers to 
circumstances where donation may initially be considered when death is anticipated but has not yet 
occurred. This may take place in an ICU or special care unit after a consensual decision to withdraw life-
sustaining therapy. Before considering donation, the patient should be judged to have: 

¶ A non-recoverable injury or illness 

¶ Dependence on life-sustaining therapy 

¶ Intention to withdraw life-sustaining therapy, and 

¶ Anticipation of imminent death after withdrawal of life-sustaining therapy. 
 
Dead Donor Rule: ƛύ ǘƘŜ ǊŜƳƻǾŀƭ ƻŦ ƻǊƎŀƴǎ Ƴǳǎǘ ƴƻǘ ŎŀǳǎŜ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŘŜŀǘƘΤ ƛƛύ ǘƘŜ ŘƻƴƻǊ Ƴǳǎǘ ōŜ 
declared dead by either circulatory or neurological criteria before organs are retrieved. 
 
Directed and Conditional Organ and Tissue Donation: Directed donation is when the capable patient 
requests that after death his or her organs or tissues are allocated to an identified recipient; conditional 
donation are conditions the capable patient imposes as to which organs and tissues can or cannot be 
retrieved after death, or to what designated group of people the organ(s) or tissue(s) should or should 
not be allocated. 
 
Effective Referral: A referral made by a conscientiously objecting health care provider, in good faith, to 
a non-objecting health care provider that does not frustrate or impede access to care for the patient. 
See also conscientious objection. 
 
First-person Informed Consent for organ donation: consent for deceased organ donation is obtained 
directly from the capable potential donor. This is in contrast to the typical practice where authorization 
for deceased organ donation is sought from the legally appropriate representative, or family members 
intended to reflect the wishes and values of the dying patient.  
 
Family Override/Family Veto: In circumstances where an individual has complied with the legal 
requirements for providing valid first-person conǎŜƴǘΤ ǊŜŦŜǊǎ ǘƻ ǘƘŜ ǇǊŀŎǘƛŎŜ ƻŦ ǊŜǎǇŜŎǘƛƴƎ ŀ ŦŀƳƛƭȅΩǎ 
ƻōƧŜŎǘƛƻƴ ǘƻ ƻǊƎŀƴκǘƛǎǎǳŜ Řƻƴŀǘƛƻƴ ƻǾŜǊ ǘƘŜ ŘŜŎŜŀǎŜŘΩǎ ǾŀƭƛŘƭȅ ŜȄŜŎǳǘŜŘ ŎƻƴǎŜƴǘ   
 
Grievous and irremediable medical condition* : A person has a grievous and irremediable medical 
condition only if they meet all of the following criteria: 

(a) they have a serious and incurable illness, disease or disability; 
(b) they are in an advanced state of irreversible decline in capability; 
(c) that illness, disease or disability or that state of decline causes them enduring physical or 
psychological suffering that is intolerable to them and that cannot be relieved under conditions 
that they consider acceptable; and 
(d) their natural death has become reasonably foreseeable, taking into account all of their 
medical circumstances, without a prognosis necessarily having been made as to the specific 
length of time that they have remaining. 

 
Mature Minor Doctrine: children are entitled to a degree of decision-making autonomy that is reflective 
of their evolving intelligence ŀƴŘ ǳƴŘŜǊǎǘŀƴŘƛƴƎΦ ! ƳƛƴƻǊΩǎ ǊƛƎƘǘ ǘƻ ƳŀƪŜ ǎǳŎƘ ŘŜŎƛǎƛƻƴǎ ǾŀǊƛŜǎ ƛƴ 
ŀŎŎƻǊŘŀƴŎŜ ǿƛǘƘ ǘƘŜ ƛƴŘƛǾƛŘǳŀƭΩǎ ƭŜǾŜƭ ƻŦ ƳŀǘǳǊƛǘȅΦ ¢ƘŜ ŘŜƎǊŜŜ ǘƻ ǿƘƛŎƘ ƳŀǘǳǊƛǘȅ ƛǎ ǎŎǊǳǘƛƴƛȊŜŘ ƛƴǘŜƴǎƛŦƛŜǎ 
in accordance with the severity of the potential consequences of the treatment or of its refusal.  
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Medical assistance in dying (MAID) 
(a)Euthanasia - the administering by a medical practitioner or nurse practitioner of a substance 
to a person, at their request, that causes their death; or 
(b)Assisted suicide - the prescribing or providing by a medical practitioner or nurse practitioner 
of a substance to a person, at their request, so that they may self-administer the substance and 
in doing so cause their own death. 

 
Moral distress: the experience that occurs when one believes one knows the right thing to do, but 
external pressures or constraints make it difficult to fulfill ƻƴŜΩǎ ŜǘƘƛŎŀƭ ƻōƭƛƎŀǘƛƻƴǎ ƻǊ ǇǳǊǎǳŜ what the 
person believes to be the right course of action.  
 
Participation:  the act of taking part in an event or activity 
 
Prion or prion-like disease: A prion is an infectious agent composed entirely of protein material.  
 
Public Trust: the public trusts health care professionals, and the health system, including the organ 
donation system, to contribute to their welfare and not take advantage of their vulnerability or 
compromise their best interests. For example, the public trusts that the treating physician would not 
attempt to hasten their deathτor provide an inaccurately grim picture of their prognosisτin order to 
retrieve organs. See also coercion/undue influence and conflicts of commitment/divided loyalties. 
 
Withdrawal of life-sustaining measures: In patients with irrecoverable or life limiting conditions, refers 
to the consensual decision (between the health care team, patient or surrogate decision maker) to stop 
life-sustaining treatments (such as mechanical breathing support, artificial airways, cardiovascular 
support). WLSM is the most common event preceding death in intensive care units.  

 
*An Act to amend the Criminal Code and to make related amendments to other Acts (medical assistance 
in dying) S.C. 2016, c. 3 
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