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In Canada, organ donation from deceased donors is a common practice that saves or improves
the lives of more than P00 Canadians every year, accounting for mbean 3out of 4

transplanted organd.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 raelSNDD 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 3 per centof all organs donated in Canada in 201 The practice of DCDD is
alsoevolving the DCDD guidelines developed in 2005 addressed the conventional scenario of
an unconscious, incapable, critically ill patient who was not expected to survive ladter t
withdrawal of lifesustainingmeasures (WLSM)

However, two recent developments have led to scenarios that raise practical and ethical issues
that are not clearly addressad the 2006guideline. First, as r@sult of the Supreme Court of

I Yy RFEQ& RSOA ZartdrysCangda, arfd e gassiagSof BRIV by the Canadian
parliamen®“and Bill 52 in Quebé&celigible Canadian patients sufferifigm 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 beaneartotalincrease in
requests for organ donation by patients witinogressive neuromuscular diseases who are
dependent on mechanical ventilation (invasive or Anwasive) and who have made the

decision to withdraw lifesustainingmeasures These two scenarios differ from the

conventional DCDD scenario in that the donams conscious and competent and, therefore,

able to give firspperson consent for both the decision to withdraw {gastainingneasuresand

the decision to donate their organs. These scenarios can be challesgotgnally and

morallyfor health careaeamsand they can raise unprecedented ethical and practical challenges
for patients, families, professionaisstitutions, and society.

Prompted by individual cases and requdstsn patients Canadian practitioners have

requested guidancér policy devéopmentto 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 Societyhe Canadian Society of Transplantation, and the Canadian Association of Critical
Care Nurses, convened to providieethical, legal, and clinical guidanime guidance about
managing deceaseargan and tissue donation for conscious competent patients.



A~

oFE S O dziliz&y &$ NE

Purpose and lojectives of the workshop

CanadiarBlood Services hostedfarumin Toronto on May 15 and 16, 2017. The tday

forum brought together medical, legal, abibethics experts, as well as patients, from across
Canada. The goaf this forum was to developxpert guidancdor clinicians, donation
program/organ donation organization (ODO) administrators,-efitife (EOL) care experts,

MAID providers and policy makers regarding organ and tissue donation from a conscious and
compeent patient. The forum objectives were to:

1) Analyze orgamnd tissuedonation in the conscious competent patient from legal,
medical, and ethical perspectives.

2) Developand publishexpert guidancéor offering organ and tissue donation fmatients
who havemade a decision that will lead to imminent death:

a. Conscious competent patientvho have chosen to withdramechanical
ventilation (includes invasive and nanvasive forms of ventilation)

b. Conscious competent patiemivho have chosen to withdragxtracorpreal
supportincluding ECM@extracorporeal membrane oxygenatipand or other
mechanical circulatory support.

c. Eligible mtientswho have requested MAIRs defined as death by injection)

3) Develop a kowledge translation strategy that includes all redav stakeholders.
4) Identify questions for research.

Summary ofecommendations

Deceased organ donation iroasciousand @mmpetent patients
1. Medically suitable, consciownd competent patients who provide first person consent
to end-of-life procedures shold be given the opportunity to donatergans and tissues
Patients who seek MAID or WMShould not be prohibited from donatingrgans and
tissues.
2. Before consenting to WLSM or MAID, patients should carefully considsrdedif-life
options with their plysician or health care professional.

Referral to an organ donation organization
3. Referral to theorgan donation organizatioshould occur as soon as is practical after the
decisionto proceed withWLSMor determination of eligibilityfor MAID.Preliminary
SOFtdzr A2y 2F (GKS LI GASyGuQa StAIAOATAGE
donation approach, if possible. This avoids the potential distress of making a request or
obtaining consent for donation only teave toinform the patient that they are
medically or logistically ineligible




Gonversationsabout donation

4.  The decisiorno proceed withMAID 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 magffectthe end-of-life care process and options, and when to
refer patients to theorgan donation organizatioTheorgan donation organizations
should a@velop 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 donatigmonsistent with povincialor territorial requiredreferral
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, somejurisdictionsmight prefer to begin with systems that respond
onlyto patientinitiated requests.

7.  Donation coordinators will have to tailor their conversations to ensure the patient
remains the centre othe MAIDor WLSM and mandonationprocessto ensure
patient autonamy.

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 asibine 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 patientmusthave the ability to provide firgberson consent to MAIDr WLSM as
well asto organand ortissue donation.

11. Physicians, MAID assessors, and WhBMAID providers should be cognizant of the
risk of coercion or undue influence on patients to donate their organs; however, the
LI GASY G Qa Ff GNHAAGAO ragglil Syd A2y a akKz2dzZ R y2i

12. Donation discussions must respect patient autonomy and-fiesson consent should
be obtained and upheldAlthoughit 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
MAIDor donation at any timeand that withdrawal of consent for donation does not
affect their consent for, or access to, MAODWLSM.

14. The donation team should make every effort to resolve confliebugh dialogue,
0S506SSy G(GKS LI GASYyGiQa SELINB&&ASR sA&KSa G2
person consent should direct all subsequent decisions unless consent was revoked.

15. If a consciousindcompetent patientprovidesfirst-person consent to donate after
WLSMbut subsequently loses decisional capaditygre is a strong case for proceeding
with donationafter WLSMbecausdhe patient was adequately informed about the
decison by a trained donation expert and gave consent in the context of their illness

6



16.

and an anticipated imminent deatlilowever,if a patient loses capacity prior to the
MAIDprocedure, then MAID procedures cannot be carriegt.
The donation team must undetend 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 curretaws and policies.

Donor testing and evaluation

17.

18.

19.

Primary care physicians, and stafforgan donation organization8AID providers

and transplant teams should work to minimize the impact and inconvenience to the
patient of donating their organs. This dduncludescheduling home visits for blood
drawsand coordinating investigationse(g.x-rays, ultrasound) to minimize hospital
visits and inconvenience to the individual.

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

Donor teams should routinely discuss the potential impact of unanticipated results
from the donorinvestigationsincluding previously undiagnosed infectious dissase
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 donatprocess andeduce the
potential for patients to feel pressured to continue with MAID in the interest of
ensuring organ dortaon.

Determination of death

21.

22.

23.

The dead donor rule must always be respectéiial organs can only be procuredly
from a donor who is already deceasdide act of procurement cannot be the
immediate cause of death.

For determination of death,l@ence of 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 e@arotid perfusion ultrasound, @pler monitoring, aortic valve
ultrasound oranisoelectric EKG to determine asystole.

As with allcases oDCDD, death should be confirmed by a second physician after a 5
YAYydziS Wy2 (2dz0KQ LISNA2R 27F 02y A-pade? dza
interventions are permitted.
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Protection for mtients

Separation of decisions

24.

25.

26.

To avoid any real or perceived conflict of commitment, health care practitioners should
separate the decisioregarding?WLSMor MAIDfrom discussionsoncerning donation
Providers who are assessing eligibility for MAID should not be involved in donation
discussions. Discussions concermdogationshould happeronly after WLSM

decisions are mader patients have been found eligible for MAID byndependent
assessments.

The primary health care team should acknowledgégnt inquiries concerning
donationthat aremade prior to a decisioto proceed withMAID or WLSMGeneral
information on deceased orgaand tissuedonation may be providedHowever,

specific discussioma decisions pertaining to donation should wait until #hecision

to proceed withMAIDor WLSM has been finalized.

Patients may wish to postpone their MAID procedwwjngto a temporary

improvement in their health or an event they wish to experiencempto 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 onditional donation

27.

28.

29.

No restrictions should be placed on potential organ recipieDtsected deceased

donation (direction of  LJI (okg&ny tid specific recipient) or conditional donation
(e.g. organs will be donateshlyif the patient can place conditions avhat social

groups may or may not access them) from patients considering MAID or WLSM should
be neitheroffered nor encouraged.

Living donation prior to death from patients considering MAID or WLSM sibeuld

neither offered nor encouraged.

Should a pa#ént insist on directed deceased donation or living donation prior to death,
the request should be considered on a céisecase basis

Separation of roles

30.

31.

Consistent with current guidelines and practregarding DCDBeparation should be
maintained betwea the EOL care, donation, and transplant teams. Surgical recovery

FYR GNIYELXEFYG G8F Y& &K 2 dendof-lijeaie obMAIDA vy §2 f ¢

or WLSM procedure. The only exception is insofar as theyprayde guidance for
minimal requirementsdr donor investigations or premortem interventions.

Patients who wish to donate their organs after MAIDNLSM but who request that

their decision to pursue MAID/WLSM remain confidential, should be informed of the
risk that their family members may dseer 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 thie MAIDor 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 éxceg distribution, where
applicable.

Supports for patients and families

33. Specially trained professionals, such as donation physicians and coordinators, patient
YIEGAIFG2NES 2N 420AFt g2NJSNBRX Ydzad 0SS | oI
facilitate the coordination of their MAIDr 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 optimalbnvenient location and setting for the
patient, such as home visits or coordination with visits to clinicsp&ents inremote
locations, videabased technologies may be of assistance.

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

36. Ongoing access taipport 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 donatexgical findings
during organ receery,or withdrawal of consent by the patient. These patients and
their families must continue to receive support eviédonationdoes not proceed.

37. | 2y UAYdzSR &adzZlJLI2 NI Ydzad o6S F@FAtlotS G2 FI Y
Processes need to be dewpkd 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 sclerosi$ALSEaNnd neurodegenerative geases

38. Peoge with ALSand patientswith other nontransmissibleneurodegenerative diseases
should ke offered the opportunity to donate organs after their death.

39. ODOs should exercise cautimygardingallocation of organs from donors with
undiagnosedr rapidly progessive neurodegenerative diseasas these may pose
elevated risks to recipients. Organ allocation in this context should follow existing
exceptional distribution policies and practices.

40. Transplantprofessionalsnust balance the benefits of the transplaagainst any
potential for harm of receiving a transplant of an organ from a donor with a
neurological illness.r@nsplant professionalmust use their discretion to help the
transplant candidate navigate the decision. The surgeon may wish to consult the
R2y2NRa ySdzNBf23Aad0 (G2 KSELI AYF2NY GKSANI |

41. All cases of ALS or other neurodegenerative diseases that arise in transplant recipients
should bereported to Health Canad@& determinepotential associations with donor
illnessandbaselinerisk of neurodegenerative illness in transplant recipientg.(e.
whether transplant recipients, in general, have rates of thaSdiffer fromthe general
population).




42. Physiciansvho followorganrecipients shoulde: aware thatthe donationwasby a
patient with neurodegenerative diseaseich as AL @ware of theoretical transmission
riskof neurodegenerative diseasesndcognizantof symptomsor complaints that
warrant further investigation by a neurologist to determinaiieurodegeneratre
diseasds present

43. Active monitoring (i.eregular visits to a neurologist) is NOT recommended for
transplant recipients who have received an organ from a donor with a
neurodegenerative diseasBleurological monitoringvould impose aubstantial
burden on the recipient and present no benefit the recipient particularlyasthere is
currently novaluein earlydetection of these illnesses.

44. Information resources should be available for transplant candidates and for transplant
professionaldo help withthe decision regarding whether to accept or refuse an organ
for transplant. A means of obtaining a conduiim a specialist neurologist in
neurodegeneratiormay also be useful in helping the potential recipient make an
informed decision. This informatisshould also be available to ODOs dineldonation
professionalsesponsible for assessing the eligibility of the patient who is considering
donation.

Health care professionals

45. Health care professionals mayercise a conscientious objection to MAID orSVL
specifically but they should strive to accommodate the wishes of the donor by
ensuring that their objectiomo MAIDor WLSMdoes not impede the ability of the
patient to donate.

46. Health care professionals should act in accordance with proviacdaterritorial
requirementsas well as professional dmegulatory college requirementsr effective
referral.

47. Health care professionals responsible for the carearfsciouscompetent patients
who have requested WLSM or MAID and donation should be briefedesoare
Fl YAT ALl NI g Aendof-lilefpl8n ahdiralekastypalicea and procedures.

48. Debriefing after the procedure (i.eMAIDor WLSM with or without donation) should
be offered every time to all members of tiealth careeamwho 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 requiré&taff of employee ssistance plansay benefit
from additional training and educatiargardingMAID with or without donation to
adequately meet the needs of thebealth care professional

50. Hospitals must ensure that staff are availableo are willing and able to honor the
LI GASYyiQa gAakKSa G2 R2yFGS | FGSNI GKSANI RS

51. Participation of health care professionals in MAID and in organ donation by patients
who received MAID should be voluntary, when possible, without interfering thvéth
LI GASy G Qa | OOS acare tdazn sHolld\akE well inférBed Kn8 Well i K
ONASTSR a2 (KI0G GKS@ dzyRSNRUGIFIYR (GKS LI GASy
working towards as well as relevant policies and procedures.
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Reporting

52. Clinicians must be awe of the reporting and documentation requirements for MAID
andWLSM 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 artok accessible to alicians, researchers,
and administrators. Transplant outcomes should be easily aefssenced with the
underlying iliness of the MAID donor

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

Figurel. The Clinial Pathway for Organ Donation in Conscious Competent Patients

1. The
conscious
competent

patient

2. Decision for
WLSM or MAID

3. Referral and
suitability

4. Approach
and consent

5. Medical
procedures

Withdrawal of Life-Sustaining Measures (WLSM)

Medical Assistance in Dying (MAID

6. Death
determination
and organ
recovery

1L

1.A End stage disease

1L

1.B Grievous and

on life
treatment

2.B Consensual

Ir diable medical
condition

2.A Consideration of EOL care —\

2.C Patient request
for MAID

[

2.D MAID eligibility

decision for WLSM

and approval

3.A Referral to organ donation
organization

I

3.B Confirm eligibility for organ and/
or tissue donation

l

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

4.B First person consent fororganand/| |

or tissue donation

4.C Consider notification of
coroner consistent with
provincial policies

[

4.D Donor testing and evaluation

[

-

5.A Admission to hospital

5.A Reaffirmation of
MAID consent

1

5.B Pre mortem donor Interventions

5.C WLSM procedures
and comfort care

6.A Circulatory arrest

5.D MAID procedures

6.B Surgical retrieval of
organ and/or tissues

2.E First assessment

Second assessment
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period can be shortened if both assessors agree that the patient appears likely to die or lose capacity.

* The ten day reflection period begins from the day that the patient signs his/her written request, which should be after the first assessment of eligibility. This reflection
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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, 2Zbie tweday forum

brought together medical, legal, afmoethics experts, as well as patients, from across Canada.
The goal of this forum was to develegpert guidancéor clinicians, donation program/organ
donation organization (ODO) administratoesid-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 backgrowwtuments are provided in Appendice$o3.

t dzN1J2 a2 S PiRA @S a
1) Analyze orgaand tissuedonation in the conscious competent patient from legal,
medical, and ethical perspectives.
2) Developand publishexpert guidancdor offering organ and tissue donation fmatients
who have made a decision that will lead to imminent death:
a. Consmus competent patiergwho have chosen to withdraw mechanical
ventilation (includes invasive and nanvasivemechanicalentilation).
b. Conscious competent patiesitvho have chosen to withdraextracorporeal
supportincluding ECMO arndr other mechanicatirculatory support.
c. Eligible mtientswho have requested MALD

3) Develop a kowledge translation strategy that includes all relevant stakeholders.
4) ldentify questions for research.

Planning committee and key contributors

The planning committee memberseamoted below. See Appendix 2 forfall 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,dlla Lana School of Public Health, University of Toronto

Dr. James Downar, Gchair

Critical Care and Palliative Care Physician, University Health Network and Sinai Health System
Associate Professor, Department of Medicine, University of Toronto

Chair, Ehical Affairs CommitteeCanadian Critical Care Society

12



Dr. Marie-Chantal Fortin

Associate Professor, Bioethics Progr&rapartment of Social and Prevérg Medicine, Ecole

RS A4lydGS Lzt AljdzS RS Q! YABSNBAGS RS az2yiNBIf
Researcher, Nephrology and Tralaspation Division, Centre de recherche du Centre

K2aLAGlFlft ASNI RS Q! yYABGSNBAGS RS a2y iNBIt o/ w/ I
Chair, Ethics Committee, Canadian Society of Transplantation

Mr. Clay Gillrie
Senior Program Manager, Canadian Blood Services

Dr. Aviva Goldberg

Head Pedimic 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, Gzhair

Intensivist, London Health Sciences Centre, Professor, Department of Anesthesia and
Perioperative Medicine, Schulich 8dhof 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 McGillrdityvidlealth 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 Pradssor, Clinical Neurological Sciences, Western University
Member, Canadian Neurological Sciences Federation

International expert

Dr. Dirk Ysebaert

ViceDean Faculty of Medicine, University of Antwerp

Director, Department of Hepatobiliary, Transplantateamd Endocrine Surgery, Antwerp
Transplant Center

13



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 Researchi@@er (ASTARC) at the Faculty of Medicine and Health Sciences
(Antwerp University). He has served as president and vice president of the Belgian Society for
TransplantationCouncilorfor the European Society for Organ Transplantation, and as a board
memberfor 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 signifiedet ist the purpose,
objectives, and outcomes of this process. It is important to consider the impact of
recommendation®n several stakeholder constituencies. For the purposes of the project, we
consideedthe potential impacts on the following stakeholdgmoups (listed in alphabetical
order):

7 Coroners and Medical Examiners

1 Health authorities, governments, and pohnmakers

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

1 Health care professiotswho care for dying patients and administrators with
responsibility for the program

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

MAID providers and assessors

Organ Donation Organizations (ODO), donation personnel, health care professionals

and admiistrators who may take part in the donation process

1 Partners in the leading practice development process

= =4

1 Patients and societgt-large
1 Research funders and organizations
In scope

1) Controlled DCDD in patients with the following features:
a. Awake, consciouand competent;
b. Adults or mature minors;
c. Abilityto provide firstperson informed consent to make their own treatment
and/or endof-life (EOL) decisionand
d. Have chosen an EOL care intervention that would lead to imminent death:
I. Withdrawal oflife-sustainng measuresor
il. Medical assistance inythg consistent with existing or evolving federal
and provincial legislatian
2) Pathogenesis and transmissibility of illnesses that would make a patient eligible for
MAID orWLSMwith influence on medical eligibiliipr organ donation.
3) Ethical implications and potential outcomes of allowing organ and tissue donation by
these patients.

14



4) Education and training requirements foealth careprofessionals.
5) Public and patient awareness

Out of £ope

1) Ethics of MAID or WLSM

2) Best practicsfor MAID or WLB! 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 donatian

Assumptions and key considerations

1) Organ donation and transplantah is broadly accepted and supportedwgrkshop
participants and the Canadian publargan donation and transplantatidmenefits
society.

2) CurrentCanadian controlled DCydidelined do not sufficiently addresthe
managemenbf conscious competent patients.

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

4) Optimal careof the dying patient is the priority of health care workers.

5) Decisionsnade 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 tmaintained. Health care providers are guided by
their own values and beliefss well agprofessional values and practice standards.
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Prior to the workshop, the planning committee commissioned a survey, performed literature
searche, 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;
Appendix3 - IPSO®ublicSurvey
2) Requests for organ donation by conscioc@mnpetent patients; Appendi& ¢ Gruben,
Yazdami, and Goldberg
3) Pathogenesis and potential transmissibility of amyotrophic lateral sclerosis; Apgendix
Shoesmith
4) Conscientious objection as it relates to donation after MApPpendix6 ¢ Buchman and
Grubken
The workshop was structured around plenary presentations by Canadian and international
clinicians, organ donation and transplantation ethicists and legal expectsomer, and patient
partners. See AppendiX for full agenda

Attendees were dividechto smaller groups throughout the meeting to discuss and make
recommendationsegarding specific challenge questions that were informed by taetts and
expert presentations.SeeAppendix8 for factsheets and challenge questiartéey points and
conclusons from these groups were then shared in plenary.

Withdrawal of lifesustaining measureand controlled donation after circulatory
determination of ekath

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,
RSOAaAA2yad O2yOSNYAy3a 9h[ OFNBXZ 2 $ubstitutd YR R2VY I (
decision make(SDM)in consultation with thehealth careteam.

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, comgetent,

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 cafeandits a

A0S AY GUKS OfAyAOFt LI GKglLe 2F ySINISMIEE 5/
G2 6A0GKRNI g GNBIFIGYSYld A& oFaSR 2y L}R22N LINR3Iy?2
poor future quality of lifdl Yy R &aK2dz R 6S O2yaAiaidSyd 6AGK GKS
expressed wishes.

While many of these patients may be eligible to donate organs, there are several barriers to

organ donation in this population. These inatua failure to identify a potential donor; failures

on behalf of the health care team to approach SDMs for authorization for donation, refusal of
16



authorizationby the family oISDM death not occurring in a specified time period that allows
suitable organgor transplantation and lack of resources for surgical retrieval of organs and
transplantation® Only about Zoer centof in-hospital deaths may be considered potential
donors and, of these, onlynein sixwill actually donate an orgah.

Medical assistance in dying

The legal landscape around MAID has evolved rapidly in Canada following the Supreme Court
decisionthat prohibitions in theCriminal Code of Canagare unconstitutionabnd the passing
of legislation, first irQuebeé and then by the Federal Government of Carfagrmitting
alL5 dzy RSNJ OSNIiF Ay OANDdzyaidl y O@idévdus gndJS OA FA OF £ €
ANNBYSRAIFOES YSRAOIf I|owingéiteripA 2y ¢ > RSTAYSR o6&
a) they have a serious and incurable illness, disease or disability;
b) they are in an advanced state of irreversible decline in capability;
c) thatillness, disease or disability or that state of decline causes them enduring physical
or psychologial 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 prognosisessarily having been made as to the
specific length of time that they have remainihg.

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 De81, 2016 (Decl0, 2015 to Dec31, 2016 for Quebec) and are
summarized in Table 1. Nearly half of all the assisted depdiS ¢ took place in Quebec,

where a separate endf-life law took effect on Dec. 10, 2015, six months before the federal
law came into effect. Compadewith other countrie$!?, the early experience in Canada is
notable for an underrepresentation of cancer patients and a higher incidence in patients with
chronic neurological conditions. Accordingly, Canada ha$ighest rates of multiple sclerosis
in the world??

It is unclear if this early trend of MAID in Canadian patients with chronic neurological conditions
will continue, as it mayddue 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.

1s. 2412(2) of the Criminal Code of Canada
17



Table 1 Demographics of MAID

Cause of Death Netherland$  Belgiunt® ugtt Canada
Cancer 79% 80% 80% 57%
Cardiovascular 4% 4% 3%

_ 11%
Respiratory 5% 4%

Neurological 16% 7% 8% 23%
dhidKSNE 4% 5% 8%

Annual Cases
(casesmillion)
* Euthanasias illegal in the United States and assisted suicide is only permitted in some states,

therefore organ donation is not possible.

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

Rationale for donation after MAID and WLSM

A review of the literature found support for offering the opportunity to donateang 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 deceasedgan donation following MAID/WLSMadapted
from Shaw DM?3)

Rationale in spport of organ donation following MAID/WLSM

f Could increase the number of organs available for donatitin
o Organs may be of better quality than conventional D&DD
! Respect for individual autonomy and sd#terminationt4 16 17, 2&8
1 Personal benefit to the donor, whose own death may easier to bear if he or she
knows that death Wl save or improve the life of anoth¥r2®
o Likewise, benefit to family by providing increased solace or comfort durin]
their grieving
71 Costeffectiveness as a factor in favor of permitting organ donation ing¢hes
circumstances® 24
! May increase public acceptance of assisted dyfing
Concerns about organ donation following MAID/WLSM
1 May unduly pressure patients a person who may not otherwise opt for MAID
might choose ¢ die to donate his or her organs to help oth€rs
1 Permitting organ donation following WLSM or MAID could undermine public tru
theorgandy' I A2y a&aidSY o0SOldzaS aLKe&aAOoA
LISEaAYAAUGAO o2dzi GKS LI GASY(dQa LINE
F2NJ 6AOKRNI g%t 2F OGONBFGYSy(é
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Public perception

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

1 92per centapprove of people donating their organs at the time of their death
1 Strong support for conscious competent patiedtsnating their organs after WLSM
(87%) or MAID (80%)
o Significantly more oppose donati@fter MAID (12%) than after WLSBP6)
1 Concerns of thas opposed to donation after WLSMAID include:
o Transmission of illness (48%)
o0 Pressure on vulnerable patients to chods®.SMor MAID sooner than thegnay
have otherwise (46%)
o Pressure on vulnerable persons to donate their organs (43%)
1 80per centagree donation should be discussed with all patients regardless of illness or
EOL decisions
1 83per centagree that the decision to donate organs should be roréd prior to EOL
care administration
0 53per centagree that donation should be discussed AFTER a decision has been
made regarding EOL
1 25per centwere undecided whether they would receive an orgeom a donor
following WLSMr MAID

These findings shotthat 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 individ&de Appendix 3 for full

report.

Donation after MAILX Early experience in Canada

Ontarig, British Columbiand Quebec have the most experience with donation after MAKD.

of April 208, Ontario has performee&ightorgan donationsBritish Columbidnas performed

three, and Quebedtas performedour donations. Thérillium Gift of Lifé&NetworkActin

hydGF NA2 NBIldzZANBa GKIFIG ¢NAEfAdZzY DAFlOs2F [AFS 6
imminent2° This has been interpreted to require routine referral to the ODO of patients
accessingMAIBLY vdzS6S0x (GKS /2YYA&aaAirzy RS f QSGKAI dzS
and Transplant Quebeuaitially provided conflicting guidance on routine requesting in this

context!*3% 32Transplant Quebeinitially discourage raising donation with patients seeking

MAID and, instead, offedR2 Yy G A2y 2yfe& 6KSy LI GdASyda YI1S |
MAID and for organ donatiofransplant Quebec has subsequently changed thaicy 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 reporteaonsiderable 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 circumsinces 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 nebspitalized during this period and may have difficulty
travelling for purposes of assessment due to their iliness.

TheODOs/donation programs, transplant prograroknical ethicists an@lioethics committees,
and clinicians across Canada have initiatedk 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 premortem 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 afterNetherlands. Patients eligible for
euthanasia in Belgium must hagemedicakondition with constant and unbearable physical or
mental pain, which cannot be relievé@iBelgian law statesdThe patient is an adult or an
emancipated minor, capable andrgrious 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.

YSe& RAFFSNBYyOSa FNRY /FylFRIQa fS3aratlaArazy | NB
whose diseas is not terminal, including mental iliness, 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 thre is a concern of pressure or coercion, but patieitiated requests are

considered. Patieninitiated donation discussions may take place after permission for

euthanasia has been granted.

Euthanasia must take place in hospital to allow for donatiodh #u@ 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 &amé&nsure their comfort, some
patients decline to donate, as they prefer to @diehome.

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 donaton-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 requirnegventingthe need br invasive arterial

blood pressure monitoring. Afivé A y dzi S Wy 2 §(G2dz0KQ LISNRA2R A& 20a
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begins. In the case of lung donation, the donor is intubated and ventilated following the five
YAYydziS Wy2 (2dz0KQ LINFdaidgsdsed fér kuph@ndsia s Kdhsiderddop A Y I
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 discussionnithe 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.spiant 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 dorsowho 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 ofwaish 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 ithess in Belgium; however, adverse events are reported.

In 2015, euthanasia accounted f0022/110,508 deaths (1.8%9f all deaths in the countrgnd
there wereeightdonors after euthanasia accounting for 2x&r centof all deceased organ
donors.Appraximately 75per centof those receiving euthanasiaere patients in the terminal
phase of malignant diseasad therefore not eligible to donatérom 20052015, 23 patients,
with a mean age of 49.3 years, became organ donors after euthanasia. The urglgirgsses
of these patients were neuropsychiatrdisordergn =7), stroke/bleedingr{=4), multiple
sclerosisif =5), other neurodegenerative diseases<10), and unbearable paimE2). The
mean time to circulatory arrest was 7.9 minutes andfpsion was initiated an average of 19.4
minutes after circulatory arresg?

As of 2015, 92 organs (45 kidneys, 21 livers, 16 lungs, 10 islets) were transplanted from 23
donors and the organ quality from pestithanasia patients has been very good. Sdis®ies
have been transplanted as well; however, concerns over transmission of neurological iliness
have limited tissue transplantation in some cases.

International policies on donation aftenedicallyassisted death

While medicallyassisted death is pentted in several countds now, donation is not possible
in allthese jurisdictions. Sealble 3. In Switzerland, assisted suicide is legal but subsequent
donation is not possible, in part, because the procedure is performed byphgsicians and
does notoccur in hospital. In Luxembourdpe 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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(adapted from Allard and Fortin, J Med Ethics, 201

Country or State

Policy on Organ Donation

Switzerland (assisted suicide by
non-physician)

Not possible

Belgium (euthanasia)

Possible apatient request?

Netherlands (euthanasia,
assisted suide)

t2aaArAo0fS
working on an official post euthanasia donation
protocoP’

F FG4SNJ Sdzi K I y I

Luxembourg (euthanasia)

lllegal

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

Not possble

Ontario, Canada

Routine request

Quebec, Canada

Patientinitiated initially, currently routine request

Table 3: Policies on orgatonation in countries wheremedically-assisted death is permitted
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Figure 1 outlines the clinical pathway for organ donation in conscomunpetent patients.

Figurel. The Clinical Pathway for Organ Donation in Conscious Competent Patients
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1. The conscious competepatient

Withdrawal of Life-Sustaining Measures (WLSM) H Medical Assistance in Dying (MAID
+ e £ £
conscious
competent 1.A End stage disease 1.B Grievousand
patient on life sustaining Irremediable medical
treatment condition

Conscious competent patients are:
a. Awake, conscious and competent as definedhmlawsof their respective
jurisdiction;
b. Adults, or mature minors for WLSM (not currently eligible for MAID);
c. Able to provide firstperson informed consent to make their own treatment
and/or endof-life (EOL) decisionand
d. Have chosen an EOL care intert¥en that would lead to imminent death:
I. Withdrawal oflife-sustainingneasures (WLSM)
ii. Medical Assistance in Dying (MAID) consistent with existing or evolving
federal and provincial legislation

These patients may enter the controlled DCDD pathwagmwaaroutes:
1.A)Withdrawal of lifesustaining measures (WLSM), including:
1 invasive or nornvasive mechanical breathing support;

1 artificial airways;

1 cardiovascular support:
o Extracorporeal membrane oxygenation (ECMO)
o Let ventricular assist device

1.B)Medical assistance in dying (MAID)

1 In accordance witihn Act to amend the Criminal Code and to make related amendments
to other Acts (medical assistance in dying) 306, c. 3and the relevant provincial
legislation.

Stakeholders in this phase of the clinical pathway
1 Patient and family
1 Primary care provider or treating team
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2. Decision for WLSM or MAID

2. Decision for for MAID
WLSM or MAID

2.A Consideration of EOL care

2.C Patient request

2.B Conzenzual
decision for WLSM

2.0 MAID eligibility
and approval

2.A) Consideration of EOL care

T

T

The patient and his or her prin:nary treating team may discuss and consider options at
9h[ AY | YFYYSNI GKIFG Aa O2yaraidsSyd sAdK
standards.

Conversatias should ensure that patients fully understand prognosis and treatment
options.

The health care team (and MAID assessors in the case of MAID) must ensuhe that
patient has the capacity to make an informed decision

2.B) Consensualecision for WLSM

T

T

In patients with irrecoverable or liféimiting conditions, refers to the consensual
decision (between the health care team and patient) to stopdifistaining treatments
Patients who request WLStscuss this request with their attending doctor; no formal
written request is required.

2.Q Patientrequest forMAID

T

T

T

Toseek 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, toensure that the patienhasbeen 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 reqeest for MAID is subject to a teshay 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
deathis imminent.

Stakeholders ithis phase of clinical pathwagclude:

T
T
T

Patient and family
Primary treating team
MAID assessors
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RecommendationsDeceased organ donation imbasciousand @mpetent patients

1. Medically suitable, conscious and competent patterwho provide first person
consent to enebf-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, patisrshould carefully consider all eraf-life
options with their physician or health care professional.

3. Referral and suitability

3. Referral and 3.A Referral to ODO
suitability

3.B Confirm eligibility for OTD

3.A) Referral to the ODO

1 Provinciabr territorial ODO is notified; process proceeds accordogrovincial policies
and procedures, usually triggered when death is imminent

1 Referralto the ODQs mandatory when death is imminent imigsh Columbia,
Manitoba, Ontarig Quebec; smilar legislation in Nova Scotia is awaiting proclamation.
Alberta has mandatory consideration after death determinatioAt the timeof this
report, Saskatchewan hasade it permissive to share personal informatioragferson
whose death is imminenwith the ODO for the purposes of determining suitabitiby
donate, butareferral is not mandatory.

1 For MAID, provincial procedures may vary from routine referral to paim@tiated
referral

3.B) Eligibility fororgan/tissue donation
1 Patients are assessed for eligibility for organ and tissue donation.
o Medical eligibiliy (exclusions due to metastatic cancer, etc.)
o Logistical eligibility
A Is deceased donation available in their region?
A MAID/WLSM must occur in hospital
Stakeholders in this phase of the clinical pathway
1 Primary treating team
1 ODO personnel
1 MAID assessorsfpviders

RecommendationsReferral 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 evaluatior2 ¥ (0 KS LI 0ASydQa StAIAGATAGE G2
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 oragistically ineligible.

4. Approach and consent

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

4. éﬁpproaCh 4.C Consider notification
and consent 4.B Frst person consent for organ and/ of coroner consistent with
or tissue donation provincial policies

4.D Donor testing and evaluation

4.A Information sharing about donation
1 If the patient is eligible after assessment in 3.B, information about donation may be
shared
The approach should be made by a trained pssional, 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 WLSMr MAID needs to occur in a hospital to facilitate timely access to an
operating roomfor surgical retrieval of organs;
o Tests or evaluations of organ function may be leqdBS R LINA 2 NJ (G2 (G KS
WLSMor MAID (see 4 below);
o ODO and transplant surgeons may requestm@tem interventions, such as
heparin, to preserve organ quality dugrithe donation process.

1
1

4.B) Firstperson consent for organ and tissue donation
1 Consent for deceased organ donation is obtained directly from the capable conscious
competent patent (after MAID approval or WLSdécision).

4.Q Notification ofcoroner/medicalexaminer
1 Consideration for notification of the coroner according to provincial policy and
procedure

4.D) Donor testing and evaluation
1 The ODO and transplant surgeons may request tests, such as:
o0 Blood work

o Imaging (e.g. chestray)
o Organ function tets
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Stakeholders ithis phase of clinical pathway:
1 Patient and family
1 Primary treating team
1 ODO personnetransplant surgeons

RecommendationsGonversationsabout 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 endf-life care process and ojuins, 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, medially suitable patients should be given an opportunity to consider
organ and tissue donation, consistent with provinciai territorial required referral
legislation, regional policy, and ethical principles of respect for autonomy and-self
determination. Havever, this must be reconciled with regional values and health care
culture. Initially, some jurisdictions might prefer to begin with systems that respond
only to patientinitiated requests.

7. Donation coordinators will have to tailor their conversations emsure the patient
remains the centre of the MAID or WLSM and organ donatpocess, 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 placcordingly.

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 abou
donation.

RecommendationsConsent

10. The patient must have the ability to provide firgierson 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 carcion or undue influence on patients to donate their organs; however, the
LI GASYGQa Ff GNHAAGAO AyliSylAazya aKz2dzZ R y2i
12. Donation discussions must respect patient autonomy and fpstson consent should
be obtained and upheld. Although it iwelcomed 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.

15.

16.

The donation team should make every effort to resolve conflict, through dialogue,
0S06SSy GKS LI GASya OR2 BIELINBIRER R sRIaRSEE Q& |
person consent should direct all subsequent decisions unless consent was revoked.
If a conscious and competent patient provides figerson consent to donate after
WLSM but subsequently loses decisional capgdhere 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, ipatient loses capacity
prior to the MAID procedure, then MAID procedures cannot be carried out.

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:

l

The conversation should be framed as an approach rather than a request; information

should beoffered in an unbiased way that allows the patient to make an informed

decision consistent with their preferences, values, and beliefs.

CKS LI GASYGQa @dzf ySNIroAfAGeE (2 AyTFfdzsSyOoS a
they have a personal associatiofithiva transplant recipient, an individual on a

transplant waitlist, or a previous living or deceased donor.

In accordance with privacy lawsresulting an organ donor registry to discern a

LI GASYyGQa gAfftAyadaySaa G2 R2yobradstoMdke&anK St LI 3
approach. However, it should be noted that while public opinion polls in Canada show

that over 90per centof people support donatiof?, only approximately 3per centhave

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 apatient whohas indicated a desire for WLSMjuires 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
RSOARSR dzLl2yd Ly GKAA NBIFNRI GKS RSOAAAZ2Y
should not bedriven by the desiréo donateorgars, but it may be acceptable for the
specificend-of-life decision (e.g. MAIEather thanWLSM to be informed by the

LI GASYyGQa aSLINIYGS ¢gAakK (G2 R2yl Geahy S 62N
duty to respond to questions asked of us by patients [and] it is our duty to bring up the
optionsB NJ R@Ay Adé

¢tKS Ot AyAOlIf GSIY &aKz2dzZ R SadlofAiak (GKS LI
of their EOL decision and whether they want family members or friends to participate in

these discussions. Care should be taken to ensure th& paiil HQige toJpursue

MAID/WLSMs 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 patientpgiesonsent
to having any family members or friends in attendance during these discussions

1 Considerations should be givéor different modalities to communicate with patients.
Some patients may have difficulty communicating by telephdinia-person
conversations are impracticatonsider video chat technology as an alternative as well
as the use of visual aids and linguistic interpretation and translation services.

1 All communication must be per provincial privacy legislation, local policy and prazedur
and in accordance with any guidelines for electronic communication

RecommendationsDonor testing and evaluation

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

18. Transplant teamsand 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 donorinvestigations, including previously undiagnosed infectious diseases,
and their impact on public health reporting and contact tracing.

5. Medical Procedures

5.A Admission to hospital S.A Reaffirmation of
5. Medical MAID consent

procedures

5.B Pre mortem donor Interventions

~_ >C EEEERITES 5.D MAID procedures

and comfort care

5.A) Reaffirmation of consent

Consent is a procesgdt isan ongoirg 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

9 If donation is requested, consent should be confirmed prior to administration of

antemortem intervenions, such as heparin

T
T

5.B) Antemortem interventions
1 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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1 Arterial line (for death determination) may be inserted, upon prior consérthe
patient

5.0 WLSMProcedures
1 Procedures occur in accordance with provincial and organizaitpmilicies and
procedures, and consistent with principles of palliative comfort care dWihgM
1 May occur in thdntensive Care Un{{CU or operating raom, depending on optimal
logistics

5.D) MAID procedures
1 For deceased donation to occuvlAIDmust take place in a hospital
1 After reaffirmation of consent, a medical practitioner or nurse practitioner may:
o Administera substance to a person, at their re@igthat causes their death; or
o Prescribe or provide a substance to a person, at their request, so that they may
selfadminister the substance and in doing so cause their own death
Notet For organ donation to be consideredter MAID, the substance mudie
administered by a medical or nurse practitioner.

Stakeholders in this phase of care
T tFOdASYd YR FLYAfE 06AGK LI GASYyidiQa O2yasSyi
1 Primary treating team
1 MAID providers
1

ODO personnekurgical retrieval team

RecommendationsMAID 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 rduce 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

1 There may be a greater need for cooperatmmonghealth care professioria and
institutions responsible for EOL care, surgical retrieval of organs, and transplantation, as
gStft a GKS O2NRBYSNE Ay (KSS2RhiisiparficlaryRA y 3 dz
important when thee may be a prolonged period between the paile® 8 RS OA aA 2y
pursue MAID/WLSMnNd donate their organsand the date of their MAID/WLSM
procedure.
1 To preserve the opportunity to donate, the patient must choose a tand location for
their MAID/WLSMhat 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 decisionsfidonation is raised prior to approval for MAID.

f Changesto establishedpl&a NXf | 4§ SR (2 (%& addcliahgs ¢f da@d 9 h |
or location of their MAID procedure to preserve the opportunity for donation may be
distressing to the patient and tlrefamily 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.

T hyOS O2yaSyid F2N R2y |l ( yiesstowidhdravic@hSeyitinayil KS  LJ
be challenged by the momentum of the donation procdssmitigate 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 separkteation from where
surgical retrieval of organs would occand
o avoiding any contact between the patient and the recovery/transplant team.

1 Loss of capacity need not precludeceased donation after WLSMhe circumstances
2F GKS LI G4 S itiblewitiRr&cbvarKand thlspladt2dss of capacity in
MAID candidates precludes the MAID procedures and thus deceased donation will not
proceed.

1 While there was no consensus among the participants, if the donation team believes
that the familyisfal y 3 (2 NBALISOG (GKS LI GASyiQa 6AaKS
challenge a family veto in the event of incapacity and proceed with surgical retrieval of
organs following after WLSM.

T h@SNNARAY3I | FlLYAfedQa RSOAaAAZ2Y catdns§prz i LINE
public attitudes toward the donation process. Negative public sentiment could vilify the
ODOFT2NJ LINPOSSRAY3 gAlK2dzi GKS FFLYAfeQa O2ya
GKS h5h F2NJ I Oldzk £t AT Ay 3 I Ll @hid publiQustRe A y 3
in the organ donation processes is critical, public perception shoulduide in the
circumstances afmanaginga family veto.

1 The risk of negative public perception could be mitigated by emphasizing the first
person consent in thesease$*, by adopting transparent, consistent proces$e'$ and
by separating the decision for WLSMm discussions about donatiéh However, this
must be balanced against the perceived and real risk of coercion of the patient to
donate.

WLSMand MAID procedures are generally scheduled well in advance and take plaog d
weekdays within regular daytime hours. If the patient requests donation, the EOL process will
occur in a hospital here organ recovery occurs, which typically means a larger centre. This
should allow for advanced planning to ensure the availabifitstaff 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 retrievélasgans

6.A drculatory arrest

and determination of
6. Death death

determination
and organ
recovery

6.B Surgical retrieval of
organ and/or tissues

All deceased donation cases must adhere to the Dead Donor Rtlieh means

DeKS NBY2@0If 2F 2NHlIya Ydaid y2id OFdaAaS (KS
i) The donor must be declared dead by either circulatory or neurological cigter
before organs are retrieved.

6.A) Circulatory arrest and death determination
1 The patient is determined dead according to circulatory criteria based on the permanent
cessation of antegrade blood flow withfige-minute observation period
1 Cessation of aegrade blood flow is most reliably confirmed by the absence of pulsatile
blood pressure with intraarterial monitoring.
o While arterial line monitorings recommended, the patient is not required to
consent to arterial line insertion
o Inthe absence of agrial line consent, alternatives to confirm the absence of
circulation may include thabsence of a palpable pulse combined with one or
more of:
A carotid arterial perfusion ultrasound
A aortic valve ultrasound
A asystole by EKG monitoring
1 Fiveminute Ho-touchCperiod continuous observation to rule out autoresuscitation

Circulatorydetermined death must be confirmed by a second physician
1 Separation of teamstransplant and surgical retrieval team cannot be involved until
death is declared

=

6. B Organ and tisseirecovery
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
Phystian for second death declaration
ODO personnehlurgical retrieval team

= =4 =4 A4 -
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RecommendationsDetermination 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 progmnent 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 ganction 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 &fter a
YAYydziS Wy2 (2dzOKQ LISNA2R 2F O2y iAspamddza 20 a
interventions are permitted.

Considerations

1 There was no consensus on the requirement for arterial monitoring for donation after
MAID. Some argued it was unnecessarylevbthers 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.

T ¢KSNE 46l a a2YS RSoIFGS O2y OSNyhisydrens KS G KSNJ |
LIN OGAOS F2NJ 5/55 OFasSasx Aa ySOS&E®T NB |F¥4S
However, the workshop participants did not advocate for abandoningibeouchQ
period and, in accordance withe dead donor rule, felt that it should remain current
practice for DCDD cases, including those after MAID or WLSM

RecommendationsProtection for @tients

Separation of decisions

24. To avoid any real or perceived conflict of commitment, health care pitaaters
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. Genera
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 MAIprocedure, 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 itheishes to donate their
organs should their MAID procedure be rescheduled.
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Directed andconditional donation

27.

28.

29.

No restrictions should be placed on potential organ recipients. Directed deceased

R2yl A2y ORANBOGAZ2Y 27F | ieht)odiconSigoiaDa 2 NBI y a

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.

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

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

Considerations

T

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.

31.

32.

Consistent with current guidelines and practice regarding DCDD, separation should be
maintained between the EOL care, donation, and transplant teams. Surgical recovery
and transplanttd Ya aK2dzZ R y20 0SS Ay@Hdca&RMAY (KS
or WLSM procedure. The only exception is insofar as they may provide guidance for
minimal requirements for donor investigations or premortem interventions.

Patients who wish to donate thir 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 encogied 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.

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

Considerations

T

In practice, healtitare teams will require alignment and coordination along the way to
facilitate the opportunityto donate for a patient who has requested MAID some
OFasSas GKS LI GASYyGQa GNBFGAY3a LIKEAAOALIYS
LI GASY (G Qa ¢ mpako sérde sV asseSsar opyovider.
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to speak to the donation team directly, strict separation between the treating physician,

MAID provider, and donation teamay not be feasible nor necessary.

Having the patiendisclog the MAID/WLSMr donation decision to family members,

mitigatesi KS NA &1 GKIG FlLYAfASA gAff AViHeROSNISY
potential for compromisd trust.

Potentialdond\B & K2dzZ R 06S AYTFT2NXYSR |62dzi G KSANI LIN
documented cause of death listed on the death certificate, since this is a document that

family members may see at some point.

RecommendationsSupports for patients and families

33.

34.

35.

36.

37.

Specially tained professionals, such as donation physicians and coordinators, patient
YIGAIFG2NBRZI 2N a20AFt ¢g2N]J SNBRZ Ydzad oS | gl
facilitate the coordination of their MAID or WLSM and donation. This may take place
over a peiod of many weeks. The patient and their family must be provided with
specific instructions on how to access these resources.

Support should be available in an optimally convenient location and setting for the
patient, such as home visits or coordinatiavith visits to clinics. For patients in

remote locations, videebased technologies may be of assistance.

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 MAIDNVGtSM procedure
that accommodates the wishes of the patient, preserving the opportunity to donate
and reconciling coordination of hospital logistics.

Ongoing access to support for patients and their families is critical. Despite patient
consent, donatiormight 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 mustontinue to receive support even if donation does not
proceed.

[ 2y 0AYydzSR &dzLJILI2 NI Ydzad oS [ @rAfttroftS G2 FLY
Processes need to be developed to ensure families are given the opportunity to
provide feedback on their expenee, which may help with their grieving process and
may help inform quality improvement measures.

Considerations

T

T

Proper briefing of families, so that they know what to expect from the MAID and

donation procedures, may assist family members and frienad®pe 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 bedaskprovide

input about their experience with the process to benefit future patients and families. It

may also be useful to conduct additional follow up with familieglk2@nonths after the

LI GASYyGQa RSFGK G2 ftf2¢ ahhélosiAYS TFT2N NBT
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RecommendationsAmyotrophic lateral sclerosiALSand neurodegenerativediseases

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

39. ODOsshould 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 distibution 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 theicidition to help the
transplant candidate navigate the decision. The surgeon may wish to consult the
R2Yy2NDa ySdzNBf23Aad G2 KSELI AYF2NY GKSANI |

41. All cases of ALS or other neurodegenerative diseases that arise in transpardients
should be reported to Health Canada to determine potential associations with donor
illness and baseline risk of neurodegenerative iliness in transplant recipients (e.g.
whether transplant recipients, in general, have rates of ALS that differ fribra
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 symptmams
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 fnoa 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 neurodegeneratin 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.

Congderations:

1 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 candidateswoehld
have a long postransplant life expectancy.

1 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 assa@d 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 confidentiadiyd

exceed the risk of disese transmission.

Transplant surgeons may perceive a medegal risk associated with transplanting an
organ from a donor with a neurodegenerative illnesse idtcommendationsand
considerationgarising from this reporshould 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 iliness 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 immedi#&saving intervention for
transplant candidates who wouldelotherwise, or patients whose pestansplant life
expectancy is relatively short. Extra caution should be encouraged for young patients
and for those fowhomthe transplant would be lifeenhancing rather than lifsaving.
Transplant candidates have ydittle time to decide whether to accept an organ that is
offered to them.Tohelp 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 candidatesn 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 DDcases, donation by conscious competent patients may offer
more time to plan the organ lalcation to a waitlisted transplant candidatghere may

be opportunities to tailor current allocation processes. Current transplant candidates
could be consulted for input into the development of these processes.

RecommendationsHealth care professiona

45.

46.

47.

48.

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.

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

Health care professionals responsible for the care of conscious pebemt patients

who have requested WLSM or MAID and donation should be briefed so they are
FLEYAEALF N gA 0 Kofdifkphan adtl réldvénypilidiés artsl yrecedures.
Debriefing after the procedure (i.e., MAID or WLSM with or without donation) slaoul
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 emye 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. Hogitals must ensure that staff are available who are willing and able to honor the
LI 6ASyiQa sgAaKSa (2 R2yI4GS | FGSNI GKSANI RS
51. Participation of health care professionals in MAID and in organ donation by pasent
who received MAID should be voluntary, when possible, without interfering with the
LI GASyGQa O0O0Saa G2 OFNB® ¢KS KSIFfGK Ol NB
ONASTFSR a2 (KIG (GKS& dzyRSNERGFYR GKS LI GASY
working towards as well as relevant policies and procedures.

Considerations

1 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 groundsfa@onscience may be less relevant because ODOs can draw
from a large pool of professionals to build their procurement teams and they will
GeLAOlrtfe KI@S Ylye RIFIe2aQ y20A0S F2NJ I Ol &
be made to ensure that partigation by health care professionals is volunta8ee
Section Fof this document System Oversight, Accotability, and Quality Assurance

RecommendationsReporting

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 shld be easily crosseferenced with the
underlying iliness of the MAID donor.

Considerations

1 There were also calls for oversight of the process by an external body, such as a
coroner?% 27

1 Because donation, inegieral, 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 MID). Tools are available to help determine how often, and for how
large a population, data may be released.

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

o Patient experience prior to death;
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o O

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

Quiality of the donation conversation (setting, timingpertise of health care
professional);

Adherence to policies and protocadeparation of roles;

Missed referral opportunities;

Time from MAID administratioar death determinatiorto surgical recovery of
organs

Warm ischemic timeand

Health care professinal experiencgpre-brief, debrief, access to support.
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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
patientswho undergo MAID or WLSM both scenarios, the patient has a {ifieniting illness

with poor prognosis and has the capacity to provide firstson consent.

1. The conscious competent patient

Conscious competent patients differ in several ways fronicatly ill, unconscious patients,
includingthe followingpossible situations
a) May reside at home or in a lortgrm care or assistetiving facility, so are less available
for hospitatbased testing and assessment;
b) May wish to choose the time and circumstasof 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 MANL8M 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, dknestsadby
ALS ptents is covered separately in Appendixtients seeking WLSM or MAID for multiple
sclerosis, chronic obstructive pulmonary disease, andstade heart failure may also be
eligible to donate their organs after death.

2. The decisio for WLSMr MAID and eligibility
2.A) Consideration of enaf-life care

When a patient is dependentndife-sustaining medical interventions or is suffering from illness
that meets the criteria set out in the MAID legislatfpany decision regarding their EOL care
must follow careful discussion and consideration of all thpirans with their treating

physician.

If a paient wishes to seek MAID or WLSHHley 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 MBI or WLSM procedure for their patient or they may refer them to
another physician. In the case of MAID, this physician may be refesras the MAID provider

2.B) Consensual decision for WLSM
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A patient who is requesting WLSM will discuss the reasortbéarequest 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 medl care, including lifsustaining therapy andskthe

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 onhte decision to WLSM.

2.Q Request for MAID

MAID is administered under the legal framework of BME& o YR v dzS6S0Qa . Af €
St AIAOAfAGE F2NJ a!L5 Aa ftAYAGSR (2 (GK2asS ¢gK?2
as defined in the bil.> Toseek approval for MAID, the patient mustike a written request

that is signed, dated, and witnessed. For those unable to write, another adult can sign the
NBIjdzSaiG dzy RSNJ G KS NBIdzSai2NRa Of S NJ RANBOUAZ2Y
independent assessors (the first assessment and dloersd 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 requeand 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 interpgoatat

allowing medical professionals to apply judgment on a ¢asease basis but creating some

confusion concerning the limits of eligibility. This particularly applies to the language specifying
GKFG GKS LI GASY(d Ydzald KIDESBAGHNRSWRHz &Yy R dzN.
0S02YS NXBI az2y |33t Fétheidnd,F & 8ifBculttd définetat what point
AdzZFFSNAY3I 0S02YSa Ayid2fSNIoftST LI NUAOdzZ I NY & A
immediately after they are determined toe eligible.

CKSNBE INB aSOSNIf FFOdG2NE GKFG YIe& O2YLINRYAAS
for MAID, such as a primary mental iliness or loss of capacity. There are three specific situations

that are currently ineligible for MAID but thiare being studied by the federal government for

potential future eligibility: (1) MAID for primary mental iliness; (2) advance medical directives

for MAID for patients who may lose capacity in the future as a result of their illness; and (3)

mature minos.

Ly laasSaaiay3da | LI GASYyGQa StA3aAoAfAdleT al! L5 AA
palliative care and palliative sedation; however, it is important to note that patients who

request MAID may not be eligible for palliative sedation palfiative care may not be effective
at relieving suffering for some patients approaching -efdife.3*
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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 procedure8This 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: etatyatnelps

preserve their opportunity to donate their organs after death. However, the timing of the
NEFSNNIf Ydzad y2id AYUSNFSNBaABAaXKSYKS2EI GRSy
medical suitability for deceased donation prior to a decismm\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

the ODO must be notified when death is imminent or establisisaahilar legislation is avtang
proclamation in Nova Scotia, whidldberta has mandatory consideration after death

determination. At the time of this report, Saskatchewagislation has made it permissive to

share personal information @ person whose death is imminent with theD@ for the

purposes of determining suitability to donate, but a referral is not mandatomw Brunswick,

Prince Edward Islandnd Newfoundland and Labrador do not have legislation in this regard. In
hydGFrNA2S | ¢D[ b 3dzA RI y Othn ddesQatanplyyhiedicdl 2ssi§tancel K | G
AY Re@AY3I gAftf LINE OSSR 3@Andtead, khe best vay forwadl aRIdbO K & A
determindd 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
allowsdonation conversations to be directed to patients that may have the pidéto 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 neurologisal iline

their age, or othecontraindicating factors. The initigvaluation is not sufficient to ensure

GKFG GKS LI GASyGQa 2NHIYyAa INB addzadlofS F2NJ R2
those that will not be eligible to donate and avoidsditation 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 donatioth@conscious competent patieiatre

complex and may posabstacles to offering donation depending on geographic location.

4. Approach and consent
4 .A) Informationaboutorgan and tissue donatioshared with the patient

Conversations on the topic of deceased donation are inherently diffiedding practicebave
been developed in Canada for providing individuals and ®Bivwith the best opportunity to
make an informed decisioH.These leading practices were developed tadguEOL care and
donation discussions with thBDMof unconscious patients after devastating brain injury. While
these leading practices may be helpful in guiding an appréadie conscious competent
patient, there may be differences with respect to ttiming 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 conversationstime first person with a patient, rather than with&DM

Routine request for organ and tissue donation

While several countries have adopted a model of-opt (presumed) consent to donate, in
Canada, deceased donation is dependent on provision of cohsepatients or theilSDM*4 3¢

32 Donation after WLSM or MAID allows for fipstrson 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

There have been calls to routinely offer deceased orgamatlon as part of the MAID/WLSM
EOL pathwal 1% however, at present, there is variability, both within Canada and
internationally, concerning whether donation is discussed with conscious competent patients
routinely or only when patieninitiated.

The literatureis 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
principkes of autonomy and justice, whereby all patients are given the opportunity to make an
informed choicet* 23 3&Conversely, some authors argue tipatients may be influenced or
coerced to consent to donating thedrgand* 16. 25 2iand it may be that the very act of offering
the opportunity puts pressure on the patieft.?4 38

Some authors caution that patients may chooseli® in order to donate their organs to save
the lives of other¥: 17: 27 2%r may choose to end their lives earlier than they would otherwise,
in order to donate'’ That said, the Dutch practice manual states that donation should not be
discouraged or disallowed solely because a patient expresses altruigtiation .2’

Table4. Workshop discussion outcomes for and against routine request

FOR routine request
1 Health care professionals should avoid deciding for the patient or assuming to |
their values
1 They &ould na assume patients and their families know about the possibility of
donation; they may support donation but assume they are ineligible
1 They have a wral/ethical duty to inform patients of their EOL options, including
donation
 Thaemay be legal requirementt 2 NBFSNJ 42 h5h Ay Ol a
province by province)
T 52y F0A2y YIe& 3IABS YSIyAy3a G2 GKS LI
0 May provide comfort to patient prior to their death
0 May assist family in grieving
AGAINST routine request
1 There isisk of pressurig or influencing the patient
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o May feel they have to consent to donate to access MAIDEM
1 If patient consents, but is then deemed ineligible or if their organs are not alloce
they may feel regret or loss during their final days of life
1 Routine requestig 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

R2y Il dA2y IINB tA1Sfe (42 6S RANBOGSR (2 GKS LJ G
member of the EOL care team. Health care professionals must be prepared, etlandte

equipped andhave access to necessary consultationgppropriatelyaddress these questions.

Stakeholders in Canada have invested in education around deceased organ donation for critical
care and emergency department staff, where potential dorftage 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 c@mniently 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 aton information and services for
patients.

The timing of donation conversations

There is consensus among ethicists and &@& medical practitioners that the decision to die
by MAID or WLSM must be separate from, and must precede, the decision tcedbn#t 24 38
The rationale for separation is that discussions concerning donation may provide external
influence or pressure on the inddual to proceed with MAID/WLSM

However, leaving the donation convergat 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 occuin hospital instead of at homand may place additical burden

on them insofar as by 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 patrticipants felt that an opportune time to approach the patient

might be immediately after the first MAID assessment. This would ensuie tha KS LI 0 A Sy i C
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 patieettered, and consider

a) ¢KS LI GASydQa loAafAlGe G2 OGN @SET

b) Potential difficulty for the patient to communicate by telephone or videoconference;

c) ¢KS LI GASYdiQa LINA2NAGASE gAGK NBaLISOG G2 K
of life;and

d) The confidentiality of the patié 1 Q& OK2 A OS riWASMbdrNBydeSluda ! L5 2
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 hospitalshouldbe avoided. If this is not possibke conversation could be scheduled to
coincide with a clinic or hospital visit.

Language

Some health care professionals, even thosewetsed in deceased donation discussions may

have little experience speaking to the potential donor, themselveferathan their family or

SDMP hyS LI GASYG O2yiGNAROdzi2NJ NBLR2NISR GKIFG GKS
rather than the patient directly. There were also objections raised by patients to the language

dza SRX LINBFSNNAY3I WaLddzNI  ERBDIKY R Wa&E&ND 2RERY I
LIKNF aS WKINBSadgAy3a 2NAIFIyaQ ¢la |faz2z LSNOSAOSR
NEO2YYSYRSR dzaiAy3a WNBIUNASGAYIQ 2N WNBEO2OSNAY 3
Implications of donation on enebf-life care

Itis importantduringt® LJt GASY G Qad RSOA&AA2Y LINRPOS&aa GKIFG O°F
have implications for the EOL care. In Canada, the vastjority of deceased donation

conversations occur with the families of hospitalized patients who have suffered a devastating

brain injury are unconscious and dependentlda-sustainingechnologies in the ICU.

By contrast, conscious competent patients differ in important wag/sliscussed in Section 1
which may present potential barriers to donatidndeed, the literature revie (see
Referencepand the patient contributors to the workshop identified frustration with changes,
compromises, and additional steps required tma them to become donors butave no

direct benefit to them. These include:

a) Completion of a social/meditguestionnaire, 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 requirenent to die in an acute care hospital, as opposed to at home or at a long
term care, residential, or assistéiting facility+ 6. 20. 27, 38

c) Hospital/clinic visits prior to MAID to assess eligibility to donaie @rgan quality (e.g.
blood work, imaging}- %%

d) Antemortem interventions to facilitate death determination, such as an arterial line,
which may be uncomfortable or painful,

46



e) Antemortem interventions, such as tlaelministration of heparin, to maintain/improve
organ quality* 2%

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 allocédigistics

g) Location of death and requirement for transfer to tbperating roomimmediately
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 lovedbd 27: 38

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

4.B) Firstperson consent for organ and tissue donation

During donation conversations, the health care professional making the approach or request

must provice enough information about the donation process and the implications on the

LI ASydQa 9h[ OFNB GKFG GKS LI GASYydG Aa FoftS i
mortem interventions to facilitate surgical retrieval of organs and transplantation shadstd

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 mayenter

and override the decision to donate. With respect to conventional deceased donation, in which

GKS LI GASYd Aa y24 FoftS G2 aLwLlsSKH|1 F2N KSyasSt o
prior intent to donate their organs, such as via an organ deoagistry, may prevail. This is, in

LI NI> 06SOlFdzaS GKS LI GASYydQa LINBOAz2dzate adalas
and lacked context. There is interprovincial variability with respect to the law concerning
disagreements between an incompeterit @i A Sy 0 Qa LINB@GA2dzat e adal SR o
family.

0«

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 therobt 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.Q Notification of the coroner/medical examiner of a MAID death

In some provinces, the coroneray 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 evahtion

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 pladegh 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 patientheir 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 donationrsome cases,
donors may opta donate fewer organs in order to limit the burden of testing.

5. Medical procedures
5.A) Admission tchospital andreaffirmation of consent

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

necessary for organ donation to occur.

Immediately prior to the EOL care team administering the MA#dications, it is legally
required that the patient reaffirnrconsent 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 capacityough progression of their iliness,
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, thereaftestloapacity 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 thatient lost capacity to reaffirm consent, on the basis
of their prior expressed decisions.

5.B) Antemortem interventions

Prior to administration of the MAID medications\WMSLM the treating physician should
administer any antanortem interventions requied for preservation of organ quality, such as
heparin, as required and previously consented to by the patient.

5.0 WLSM procedures

Guidelines foWWLSMcan be found atbownar J, Delaney JW, Hawryluck L, Kenny L.
Guidelines for the withdrawal of lifsustining measures. Intensive Care Med. 2016
Jun;42(6):10047.

5.D) MAID procedures

Information regaring MAID practice can be found in tentre for Effectivé NI OG0 A OS Qa
resource guide:
https://cep.health/clinicalproducts/medicalassistancen-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 catfi@tenonitoring 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, maesglth careprofessionals may not recommend
this practice in the context of MAIYLSM.

There was consensus that absence of a palpable pulse was not sufficient to determine death;
however, many agreed that an intaterial catheter, while preferred, should not be

mandatory. Alternative methods of death determination suggested by ¢ineni 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 quickijthin 2 to 3 minutes
compaed to conventional DCDD aft&/LSMwhere warm ischemic time is frequentynger
andwill 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 eumttiat
those received from conventional DCDD donors.

6.B) Organ and tissue recovery

Immedately following the MAID or WLSMocedure, the deceased patient must be transferred
to the OR for organ retrieval. Families and patients must be briefed beforerteedure to set
expectations that, if organ donation is to proceed, there is a restriction in time after the

LI 6ASYyGQa RSIFGK F2NJ GKS FlLYAfe (2 alreé 3I22Ro0eéS
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To protect the patient who is seeking MAID or WLSM from pressuce@ncion 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 ttfa decision to pursue WLSM or MAID should
occur prior to, and separate from, the decision to donate orgar% however, there is
ambiguity as to how this principle should be put into practice.

It is anticip&ed 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 pdbsibl

patients who learn this fact may seek MAID over alterria@i.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 tekef of intolerable suffering, not

the optimization of organ function for transplantation, even if the desire to improve organ
function comes from the patierthemselves

Protection of the consent process
WSAYTF2NOS (GKS LI A Sy GtOMAIDNWEBK or dongtiorg A G KRNI g O2y

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.

Caacity

There must be mechanisms in place to assess the capacity of the patient to consent té®MAID.
30 Currently, continued capacity is required togenfirm consent prior to the MAID procedure
however, this issue may evolve over time to allow advance directive for MAID

Coercion

wAial 2F O2SNOA2Y Aa 2yS [aLISOG GKIFIG Aa O2yaiRr
MAID or WLSM. Coercion specific to the decision to seek MAID/WLSM is outside of the scope of

this initiative. Howevergoercion 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 thinecal pathway, there is consensus in the literature tlzaty
discussion about organ donation following WLSM or MAID should take place after, and
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separately from, the decision for MAID or WLEM? 24 3¥This is to protect the patient from

having theirdecision to dignfluenced by a discussion about the possibility to donate. Some

advised thatiscussiosabout organ donation should be facilitated by the organ donation

2NBI YAT I GA2y 2NJ LINPINI Y | & 2LBIREcSORerdisAggastk S LI
0 K I G treatiigSphySician, who often has a letgrm relationship of trust with the patient, is
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Once a patient has decided to pursue MAID or WSLM, new potential coercive factors may be
LISNOSAGSR o6& (KS LI GASyldod LT GKS LI GASYGQa 4N
seen as favoring donatm the patient may perceive pressure to consent to donation in order to

access MAID, or to avoid disappointing their heakline team25, 38

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

The team involved in assessing eligibility for MAID and administering MAID should be separate
from the donation teamt* 16 19. 20,26, KA A|ID assessors, in particular, should be cautioned
against discussingr 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 donatediggzins to a
specific recipient. This situation may exacerbate existing or create new ethical concerns around
pressure, influence, and coercion for the patiéh 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 lfsaving transplant of their organs.

However, prohilting 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 specifiemécip
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 problematsince patients would enduradditional suffering to

exert their autonomy to donaté* 2’ Some jurisdictions have, thus, allowed directed deceased
donation following MAID or euthanasia on a cdsecase basis.

It is also possible that patientsay request living donation, prior to MAID or WL3lgla 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 deaths .10

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 provitibtest
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Canadian provinces do not disclose MAID as #use 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 beeaurgical
AYOAadA2ya AYOdzZNNBR RdzZNAYy 3 adzNHAOFE NBINRSOI €
postmortem. Families may conclude that organs were removed without consent, which could
undermine public trust in the organ donation and transplargatsystem:* Questions could

also be raised by family members if the patient required admission or transterdther

K2aLWAGLIE 2N AyadgaddziaAzy G2 FFHOAECAGIGS a!'L5 2N
confidentiality.

Since confidentialitpf their MAIDcannot be guaranteed in the event that a patient donates
their organs, Transplant Quebec recommetiust surgical retrieval of organs not proceed if
the patient wishes to keep their decision for MAID and/or donation confideftidbwever,
others have argued that patient autonomy should be respected and donation should be
allowed to proceed, despite these risks.

One further question related to confidentiality is winelr 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 donetime Netherlandd’, others point out that information concerning
0KS R2y2NIRa Ol dza S-akidted Bukidd] i& ot rduyhey dasfosey due i 2 V'
reasons of confidentiality. Granting recipients the tighrefuse organgrom donors who have
received MAIDvould resut in nonuse of organs andskfurther morbidity or mortality of the
transplant candidate as well as those on theist.

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 &r 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

LI GASYyGQa FrYAft& YR FTNASYRaA® hGKSNBA&&TI LI GA
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 compéad demands additional time and
involvement from patients and their families. However, conscious competent patients, who

may reside at home or at a loigrm care facility, are environmentally isolated from

immediate and direct access to health care pssfionals 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
FlLYAf@ YSYOSNER 2F (KS LI GASYGod {2YS YItRe FTAYR
time and circumstances of their death by WLSM or MAID, while others will be uncomfortable
GAGK GKS LI GASYdiQa OK2A0S® ¢KS alyYS Aa (NdzsS ¥
In addition to impacts on the donor, donation has impacts onfdmily. While this topic

requires further research, these impacts may include accommodatingnpréem assessment,
inK2aLAdFt ft20FGA2Yy 2F RSIFIGKXZ FyRk2NJ GKS NBIj dzA
immediately after death for surgical retrievafl organs.
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It is expected that the majority of patients choosing MAID will have illnesses, such as
disseminated cancer, that make them liggble to become organ donors. S&able 1 Among
those that are eligible to donate, many will suffer from neurodegenerative diseases, such as
ALS. Patients with neurological diseases make up approximapely &ntof those choosing
MAID internationall§?, 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 co@bmmon initial presentatins 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 bodiores. 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, §&&r centof patients with ALS will have frontotemporal cognitive
impairments or behavioural impairments. Up to gér centof these will hae sufficient

cognitive or behavioural impairment to be classified as mg¥iontotemporal dementia

ALS has an incidencetafo to three cases per 100,000 people. The mean agenaet of ALS is

late 50s or early 60s but individuals may be diagnosekain 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-3 years, but the range of survival after symptom onset is 5 months to
more than 50 years.

¢KS RAF3Iy2ara 2F !'[{ A& YIRS o0& | ySdzZNRf23Aa0
findings, electrophysiology results, and other investigations, and by ruling out ALS mimics.

Typical ALS physical examination signs are weakness, muscle afagaigulations,

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 dinici

About 10per centof 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 aggregabxidative stress,
mitochondrial dysfunction, and inflammation.

Management of ALS patients focuses on symptom management, motor function support,
nutrition interventions, and respiratory supportol-invasive ventilation (NIV), invasive
ventilation, ard mechanical cough assist devices can support patients with significant

54



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 consiloig 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.

Priontlike transmission of ALS in experimental models

Misfolding andaggregation 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 recipietit$3

Likewise, cell culture experiments have fouthat cerebrospinal fluidCSFrom ALS patients

with frontotemporal dementig(FTD) but not norFTD ALS, can inducegaggation of TDP43 in
cultured human glioma ceftéand another AL-@ssociated peptide, C90orf72 may also be passed
between cells'> 46

In mouse models, researchers haverid 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 moal mice inoculated with SOD1 homogenatég€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.

All of the experiments showing transmission were via proximal contact between brain or spinal
cord cells. It is thought the bloddrain barrier, a semipermeablaembrane 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-Ab.S mouse, such that they shared a blood
supply, showed no evidence of transmission to the normal mouse (personal communjcation
Dr. Fabio Rossi).

Evidence of ALS transmission in humans and primates

In the 1970s, brain tissue from deceased patients \&ithyotrophy and dementia was

inoculated into the brains of monkeyshreeof 25 monkeys developed neurodegenerative
disease® *% 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
DiseasdCJDyvith a secondary cause for their amyotrophy, rather than having ALS.

To investigate whether the bloelrain barrier protects against ALS tramssion, one study
looked at risks of developing neurodegenerative diseases in patients who received a blood
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that 2.9 per centreceived 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
neurodegenerat/e diseases to recipients over five years of observatidinhas also been
suggested that the extremely low incidence of conjugal cases of ALS, that is cases were two
spouses developed ALS, are evidence fortnansmissibility??

However, in a study of,690 recipients of humapituitary extracts, three patients died of
neurodegenerative pathology attributed to ALS, an unusually high prevalence of the didease.
Pituitary extracts are derived from neural tissue and so have the potedot@intain the prion

like proteins hypothesized to be associated with ALS. The delay from first injection of pituitary
extract to development of ALS§/mptoms ranged from 10 to 24 years and the youngest died at
18 years of age. Limitations of this studylinte 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 pituiary extract, or some other aspect of their treatment could explain the elevated
LINB Gt SyO0S 2F 1'[{® b2 OFrasSa 2F ' f1 KSAYSNRa

Table5. Summary of evidence for ALS transmission

Evidence for transmissibility
Cellculture
{ Prionlike celtto-cell transmission of misfolded proteitig?
1 Cerebrospinal fluidCSFdf ALS patients with frontemporal dementig FTD), but not
non-FTD, induces protein aggregates
Mouse models
71 Inoculationof spinal tissue from an ALS mouse (SOD1 mouse) into the spine of g
recipient mouse causes ALS symptoms, but only in SOD1 mice, not wittl type
Humans and primates
1 Inoculationof brain tissue from human patients who had died of neurodegative
diseases causes disease in 3 of 25 morfReys
1 Rates of ALS were elevated in recipients of human pituitary extract, which is deri
from cadaveric brain tissg#
Evidence against transmissibility or null finding
Mouse models
1 Shared blood supply between ALS and-#&$ mouse did not result in transmissior|
(personal communication with Dr. Fabio Rossi)
71 Inoculation of mice with brain or spinal cord tissue from fmampatients who had
died of ALS did not induce disease in these friice
Humansand primates
T b2 AYONBlLFasS 2F !'[{ZX tIN]JAYyazyQas 2NJ
transfusiort?
! No evidence of transmission in transplant recipients followedif@years$:
Y No evidence for increased rates of conjugal®ALS
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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. D@D after discontinuation of invasive ventilation
2. D@D after discontinuation of continuous nenvasive ventilation (NIV) pport
3. DCDDafter 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 literatur&.>*At the time of this meting, 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 we presented to the ALS Canada Annual Research Forum on
April 30, 2017°> The Canadian ALS research community was subsequently asked several
guestions via Survey Monkey about transplantation of organs from donors with ALS. Forty
individuals completed the survey (11 ALS clinicians; 14 basic science ressatqbest

are summarized in Tab& Importantly, 53.9er centsupported transplantation of organs from
ALS patients, while only 12p@r centopposed 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 0% 7.5% 55.0% 37.5%

transplantation?
Is ALS transmissibility risk different for | 12.8%| 28.2% 18.0% 41.0%
sporadic véereditary ALS?

Are certain familial ALS mutations mor¢ 21.0% | 23.7% - 55.3%
likely to be transmissible?
Should we transplant organs from ALS| 53.9%| 12.8% - 33.3%
patients?

Conclusions

There are two factors, particular to ALSttishould 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. Thesecond 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 orcerebrospinal fluidCSF)vithin 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 org&hgonly evidence for humato-human
transmission comeom the elevated incidence of neurodegenerative Ak& pathology in
recipients of human pituitary extract, which is derived from brain tissue.

One study in mice suggests that genetic vulnerabilityld® Asuch as SOD1 mutation, may

increase the risk of developing ALS through transmis3ibis. 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. partantly, evidence for transmissibility in mice is limited to
inoculation ofcentral nervous systertissue from sick mice into theentral nervous systerof
recipients. There is no evidence of peripheral transmission.

Finally, if ALS is transmissible thgh 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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Offering the opportunity for conscious competguatients 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 assance 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 undestand the unique challenges that face both the patient and provider in
this context. Priority topics fdnealth careprovider education include:

a) The law:
i. MAID eligibility and consent
ii. Donation consent by conscious competent patieraisd
iii. Required referrabf 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 consciend®lefs conflict with the service
requested by the patient
e) aSiK2Ra FT2NJ STFTSOUA@St e adzlIR2NIAYy3I GKS LI
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 andchealth
community do not support these practices. It sgible that the health care professionals

Ay@2t SR Ay (GKS LI GASYyGQa 9nh[ OFNB FyR R2yl (A
recipients, may have personait professionabbjections.

t NEPGARAY3I OFNB | yR &dzLJL}2 NIi I énal précSss flodthéahhSy i Q& 9
care professionatd 2> 28 This is particularly true for conscious and competent patients, who

are able to communicate and develop relationships with heedtire providers. Donation,

MAID, and WLSM each have the potential to add to this diffictfifjhaus, it has been argued

that participation of health care professionals in donation cases faligWIAID/WLSM, as with

the MAID procedure itself, should be volunt&fy?”
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However, accommodating a policy of voluntary participation may be onerous for hospitals and
institutions and may risk compromisingthdzf FAf f YSy 4 2F (GKS LI dASydQa
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 suffeitrdiss and internal conflict if they are not

adequately prepared to take part in such a case. Health care professionals participating in
R2yFGA2Y T F0iGSNJ a! L5 &aK2dz R 6S ¢Sttt AYyFT2NN¥SR 2
Ay GKS LI G ed&iygiwithdhe patieNtand 2aidy.Y

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, thescope, 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 pro\fidér*

Ideally, patients who are seekibdAID or WLSM should have coordination between all the

parties involved in their care, and conscientious objection presents a barrier to this

collaboration.The preambletothé | Yy I RALFYy flF g 2y a! L5 adlddSa GKI
of conscience and relign€ under section 2 of th€anadian Charter of Rights and Freedoms
andstatesthatit y 2 KAy 3 X02YLISta Iy AYRAGARdzZ t (2 LINRJA
FaaAaill y o8 somgjuriitiietiorys Iredical regulatory colleges have established a duty

for conscientious objectors to make an effective referral to a willing provodegent

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 thegsewnstances as the surgeon is not

LI NGAOALI GAY3I Ay 2N FLFLOAfAGIGIAY3a GKS R2y2NRa
donor who received MAID would result in a lost opportunity and-nee of the organs, which
would violate the expressed shes 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 effectadlocation;however, in the latter case this
may resultin 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 soeelse.

Key themes that emerged from a scoping review of thediiere are summarized in Table 7

60



Table7. Keybioethics issues related to conscientiowbjection

Theme Summary

Lack of consensus on 1 The literature tend to support the notion of
definition, scope, and conscientious objectiofor healthcare providers in
limits general, but there is no consensus on itsgeor limits

as it applies to organ donaticafter MAID

The necessity, boundarie, § The literature wa divided between the position that a
and limits of a duty to conscientiously objecting healttare provider should
refer refer the patient to a willing and available provider and
the position that any degree of referral as being comp
in a morally wrong act

Participation and 1 Terms such as participation and cooperation are point|
cooperation among of controversy in the MAID literature

interprofessional health | § Some healttcare providers, such as nurses and

care providers pharmacists, may perceive themselves to be morally

implicatedin MAID even if they do not directly provide
the MAID intervention (e.g. the pharmacist prepares th
drugs used to administer MAID)

Tensions between 1 Some healticare providers may perceive that they hav

consciencebased refusals  no powerto conscientious objectioto an act they find

and job security morally objectionable without risks to their employmer

Potential harms to the 9 Scarce literature

donor and the transplant | § Objecting to using organs from MAID donors may leag

candidate death or disabilityfor transplant candidates
fwS¥dzalf R2Sa y2i4 NBaLISOi

donate

Society

The organ donation and transplantation systesty on public trust to be successful. Some
experts worry that there may be a perception that physicians may odalidthey 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 donattéSuch a perception could undermine
trust in the entire systemConversely, offerig organ donation to patients who wish to die may
enhance public acceptability towards MAID by showing a tangible positive outcome of a

LI GASyGdQa RBOA&AAZ2Y (2 RASO®

Institutions and health care facilities

Doubk 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 object®as wdlas professional role objections
c) Development of protocols for inteiacility transfers when hospital staff either objdot
or are not equipped to perform, organ donation after MAID.

Allocation

In general, allocation of organs from a conscious computedenor 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 befit 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 followeA.

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 cagproceeded correctly. If the committee determines rammpliance, it

may trigger feedback to the physician or reporting to the institution or college. In other
provinces, medically assisted deaths, which are considered to b@aiomal, 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 orgaesch as in Ontaridn Eurgean jurisdictions,

reporting requirements vary but the emphasis of the review process is on feedback and
education for the practitionef: 38 57

Reporting

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

ThefederalMinister of Health and/or designatiprovincial officials areesponsible for
monitoring MAID procedures under the lawwhe ODGs 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 qualityecipient outcomes, and adverse events. ldeally, 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 bdeméd include:

1 Who was present for thapproach
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Who was approaching

wSO2NRa 2F | LIWINRFOK YR (KS LI GASYy(iQa
Location of approach

Consent rate

Name/consent of coroner/committee contacted prior to donation

What tissues / organs were recovered

What tissues / organs were transplanted

Posthoc assessment and analysis of risk of coercion

Transplant complications, infection, graft failures, development of neurodegenerative
illness
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Throughout the workshop, two planning committeeembers were charged with collecting and
recording key questions for future research on the topic of donation by consciousetemnt
patients that arose. Thikey topics for future researcire described as follows

Clinical and biomedical:

1. Can a method & developed to permit heart transplantation from conscious competent
patients while adhering to the dead donor rule?
91 Current barriers include cardiotoxicity of drugs used (in Belgium)
1 International advances in heart DCDD
2. What are the impacts of MAID druga the medical outcomes for the transplanted
organs?
1 Propofol vs. barbiturates
3. What is the effect on transplant outcomes of giving heparin, corticosteroid, or other
drugs?
1 Does timing matter i.e. before or after MAID drugs?
4. What are the medical outcomed organs transplanted from MAID donors vs.
conventional DCDD donors?
1 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 i the optimal and acceptable wotp for donorsuitability?
7. How should eligibility be defined for higisk donors (i.e. risk to the recipient)?

Ethical

8. Comparison of directed living donation and directed donation in MAID (theoretical
question).
9. How is cascientious 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 phtients who opt for MAID and organ donatiand their
caregivers?
1 What about families?
12.TransplanO | y R A petsie&igedn 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 Canadaftom theimplementation of
organ donatiorafter MAID.
14.MAID progression and timelines
1 Rates of request for MAID
1 Time from request to procedure
A s this affected by underlying illness?
1 How often is MAID procedure postponed or consent withdrawn?
A When is decision to pgsone or withdraw consent made?
1 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/dengoaphics of patients who consent to donation after
MAID?
17.Does a routine approach result in more patients providing conseat®o all or nearly
all of thosewho would consent make unsolicited inquiries?
18.How should the donation approach be made?
1 What skils are necessary?
1 When is the optimal time to approach?
19.Howshould posttransplant monitoring/surveillance be structured?
1 What data should be collected?
20.Factors influencing the decision to have mandatory reporting?
21.What is the potential donor pool among fents 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 itespira
medicine)
24.What are the psychological impts for health care professionals to participate in organ
donationafter MAID?
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Amyotrophic Lateral Sclerosis (AL8eurodegenerative disease that causes progressive deggoera
of the motor neurons in the motor cortex of the brain and the anterior horn cells of the spinal cord.
1. Hereditary ALSlisease is inherited in an autosomal dominant or autosomal recessive manner.
2. Sporadic ALS: disease has not been caused by astigamtations known to cause ALS and
there is no evidence of other family members with ALS.

Autonomy: Selflegislation; a capable patient is legally and ethically permitted to nhakdth care
decisions affecting his or her own body that are consistgttt his or her values, wishes, beliefs, and
preferences.

CapacitywSFSNAR (2 GKS LISNAR2YyQa loAfAde (2 dzyRSNEROIl YR
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.

ClinicianPatient Relationshipthe moral foundation ohealth careand the starting point for treatment
and shared decisiemaking.

Coercion/Undue Influencecoerciorrefers to the practice of forcing someone to do something-on
voluntarily by use of force or threatindue influenceefers to a person feeling heavily pressured to
make a decision, or a series of decisions, that they might not have chosen otherwiseaWadision
under undue influence is technically voluntary, the person may report that they have no meaningful
choice but to make the decision.

Conscientious Objectiora health careprovider who refuses to participate directly in an act because of
a private moral or religious belief about that act. Paradigmatic examplasaitth careinclude objecting
to providing certain forms of reproductivealth care(e.g. abortion, contraception) and euthanasia.

Conflict of Commitment/Divided LoyaltiesA situaton 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 physicie f

LR OGSYGdALFf 2NBFY GNIyaLitlyid NBOALASYOIT GKS LIKeaaAoOA
separate clinical teams involved in clinical care, organ retrieval, and transplantation.

Conflict of Interest:A situation where the person is 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 matefiaiin 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 beroluntary, 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, mushfoeemed, given voluntarily and

not obtained through misrepresentation or fraud.
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Controlled donation after circulatory determination of deathControlled DCDD refers to
circumstances where donation may initially be considered when deathtisipatedbut has not yet
occurred. This may take place in an ICU or special care unit after a consensual decision to Wfdidraw
sustainingherapy. Before considering donation, the patient should be judged to have:

1 A nonrecoverable injury or illness

1 Dependencen life-sustaining therapy

1 Intention to withdraw lifesustaining therapy, and

1 Anticipation of imminent death after withdrawal éfe-sustainingherapy.

Dead DonorRuleh 0 G KS NBY2@Ft 2F 2NHIya Ydzad y24 OFdzasS ¢k
declared dead by either circulatory or neurological criteria before organs are retrieved.

Directed and Conditional Organ and Tissue DonatiDirected donation is when the capable patient
requests that after death his or her organs or tissues are allodated 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 allecated.

Effective ReferralA referral made by a conscientiously objectivaglth careprovider, in good faith, to
a nonobjectinghealth careprovider that does not frustrate or impede access to care for the patient.
See als@onscientious objection.

First-person Informed Consent for organ donationonsent 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 legatigropriate representative, or family members
intended to reflect the wishes and values of the dying patient.

Family Override/Family Vetoln circumstances where an individual has complied with the legal
requirements for providing valitirst-personcorda Sy ¢ T NBFSNE G2 GKS LINI OGAOS
202S0GA2y (G2 2NEBIykiA&aadsS R2ylFGA2y 20SNJ §KS RSOSH

Grievous and irremediable medical conditidnA person has a grievous and irremediable medical
condition only if they met all of the following criteria:
(a)they have a serious and incurable iliness, disease or disability;
(b)they are in an advanced state of irreversible decline in capability;
(c)that iliness, disease or disability or that state of decline causes thetariang 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 ciramstances, 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 decisioraking autonomy that is reflective

of their evolving intelligence Y R dzy RSNAGF YRAY3Id | YAYy2NDRa NRIKG (2
FOO0O2NRIyOS 6A0GK GKS AYRAGARdAzZ f Qa € S@St 2F YI GdzNR G
in accordance with the severity of the potential consequences of the treatmeot its refusal.
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Medical assistance in dyinMAID)
(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 suicidethe prescribing or mviding by a medical practitioner or nurse practitioner
of a substance to a person, at their request, so that they mayasilfinister the substance and
in doing so cause their own death.

Moral distress the experience that occurs when one believes onawthe right thing to do, but
external pressures or constraints make it difficulfadfill 2 Yy SQ& S KA OF f Bafthed | GA2Y &
persa believes to be the right course of action.

Participation: the act of taking part in an event or activity
Prion or prionlike diseaseA prion is an infectious agent composed entirely of protein material.

Public Trustthe public trustshealth careprofessionals, and the health system, including the organ
donation system, to contribute to their welfare andttake advantage of their vulnerability or
compromise their best interests. For example, the public trusts that the treating physician would not
attempt to hasten their death or provide an inaccurately grim picture of their prognosis order to
retrieveorgans. See alsmercion/undue influencandconflicts of commitment/divided loyalties.

Withdrawal of life-sustainingmeasures In patients with irrecoverable or life limiting conditions, refers
to the consensual decision (between the health care teaatigpt or surrogate decision maker) to stop
life-sustainingreatments (such as mechanical breathing support, artificial airways, cardiovascular
support). WLSMs the most common event preceding death in intensive care units.

*An Act to amend the Crimih€ode and to make related amendments to other Acts (medical assistance
in dying) S.Q016, c. 3
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Canadian Blood Services
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Conscious Patients
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Methodology

ORGAN DONATION IN COMPETENT CONSCIOUS PATIENTS

AL September 13 to 16, 2016

LD (68 Canadian General Public, aged 18+

(13 [y 7 minutes

[ [ela]allslc}'S Ipsos Canada eNation Online Omnibus

& The Online Omnibus draws on sample from the Ipsos Onling Panel and surveys a nationally representative sample of
approximately 1,000 Canadians each wave.

& Slight weights were applied to the final data to ensure a nationally representative sample of Canadians by region (excluding
Quebec), age, and gender.

Canadian Blged Services
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Credibility Interval

ORGAN DONATION IN COMPETENT CONSCIOUS PATIENTS
Statistical margins of error are not applicable to online polls. All

1 0 0 6 sample surveys and polls may be subject to other sources of error,
including, but not limited to coverage error and measurement error.
) SAMPLE SIZE

The precision of anline polls is measured using a credibility interval. In
this case, the poll has a credibility interval of plus or minus 3.5

percentage points.
+:I' . CREDIBILITY INTERVAL Where figures do not sum to 100, this Is due to the effects of
at 95% confidence interval rounding.

Significant differences are flagged using AW

Saskatchewan/
Total B.C. Alberta Manitoba Ontario Atlantic
SAMPLE SIZE {n=1,008) | T3] | E (n=119) (n=434] [n=139)
CREDIBILITY
-3.5 L g =-10.2 -5.2 -85
INTERVAL = i i *

Canadisn Blood Serices Ipsos
iF'rin you toqive

Key Findings - |
* Ninety-two percent of Canadians approve of people donating their organs at the time of their death.

+ Support for the idea that a patient who is conscious and competent should be eligible to donate their organs
if they decide to withdraw life sustaining treatment (87%) or receive medical aid in dying (80%) remains high,
however support is significantly lower than the approval recorded for organ donation in general (92%).

Older respondents and females were more likely to approve or support organ donation under these
circumstances.

A significantly higher proportion oppose the idea of a patient who receives medical aid in dying donating
their organs (12%, compared to 6% who oppose donation after withdrawal of life sustaining treatment and
4% who oppose organ donation in general).

Concerns of those who oppose organ donation under these circumstances include the risk of the donors'
iliness being transmitted to the recipient of the organ (48%), the possibility of vulnerable persons feeling
pressured to withdraw life-sustaining treatment or choose medical aid in dying sooner than they may have
otherwise (46%), or vulnerable persons feeling pressured to donate their organs (43%).

Canadian Blocd Services
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+ Eight in ten agree that physicians or other qualified medical practitioners should be required to discuss organ
donation with all adult patients regardless of illness/condition or end-of life care decision.

Seventy-five percent of respondents think the decision of who should or should not donate their organs
should take into consider both scientific evidence and the concerns of donation recipients.

The majority agree (83%) that the decision to donate organs should be reconfirmed prior to end-of-life care
being administered, however fewer agree (

that organ donation should only be discussed AFTER a
decision regarding withdrawal of life sustaining treatment or receiving medical aid in dying is made.

Despite high approval for organ donation overall, as well as high support for donation after end-of-life care is
administered, a quarter are undecided about whether they would be willing to accept an organ transplant if
there was a possibility the organ was donated by an individual who made the decision to withdrawal life
sustaining treatment or receive medical aid in dying.

Canadisn Biood Services
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RESULTS IN
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Overall, 92% of Canadians approve of Organ Donation after
death; Support drops for those who choose end-of-life care

Suppart for the idea that a patientwhe is Suppart for the idea that a patient
conscious and competent should be wiha is conscious and compatent
wligible to donats their organs at the time should be eligible to donate their
of their death if they decide to withdraw organs at the time of their death if
life-sustaining treatment for their illness. theyreceive medical aid in dying.
'
Strongly approve Wl Serongly support M
Somewhat approve Somewhat support l

Somewhat dizsapprove

929%™ somevhotoppess 87%"

Strongly disapprove Bl Strangly opposs B

Don't know B Don't know B

Canadisn B o
iF'rin you toqive

Overall Approval for Organ Donation After Death

- More likely to approve
* Females [95%)
Strongly approve Il = Aged 55+ (07%)

* Respondents in BC (98%), compared to Alberta (86%), SK/MB [89%) and Ontario (92%)

* Higher income househelds [96% for households earning $100K+, and %6% for those S60-
=5100k), compared to lower income households (B9% in househalds of <540k)

Somewhat approve [l * Thoze whao support organ donation after withdrawal of life sustaining treatment (97%)

* Those who support organ donation after recelving medical ald in dying (97%)

* Those who would accept a transplant if needed from a donor who made end-of-life decision
[}

Somewhat disapprove 92% = Agree the decision to donate organs should be based on evidence and reciplent concerns

[24%)

More likely to disapprove

Strongly disapprove Bl . Mal?lﬁ%lv Pe
* Younger respondents |peaking at 6% among those who are aged 18-34)
* Respondentsin Alberta (3%, comparad to BC (1%} and Ontario (3%)
B * Oppose organ donation after withdrawal of life sustaining treatment (27%)
Don'tknaw M ~ * Oppose organ donation after receiving medical aid in dying | 16%)
) 4% * Those who are undecided if they would a accept a transplant if needed from a donor wha

made and-of-life decision [ 75%)

+ Agree the decision to donate organs should be based on recipient concerns [ 7%)

Canadias pﬁ,n Services Q. Hawdo you feel abowt crgan donation that ks, pecale donating their crgans after death? Do you strongly aparowe, samewhat apprave, samewhat disspprove, or strangly M
it's i vou to qive i arave

I
Base: Al Respandents {n=1,006]



While support remains strong, fewer support the idea of a conscious and competent
patient donating their organs if they decide to withdraw life-sustaining treatment

Support for the idea that a patient who is conscious and
competent should be eligible to donate their organs at the time
of their death if they decide to withdraw life-sustaining
treatment for their illness.

More likely to support

* Females [90%)

= Older respondents (55, 91%), compared to younger respondents [18-34, B2%)

* Higher education (peaking at 90% among university graduanes)

* Respondents in BC(93%) and Ontario (89%), compared to Alberta [81%], SE/MB [773%) and
Arlantic Canada [B4%)

* Support organ donation after recelving medical ald in dying [97%)

= Agree the decsion to donate organs should be based on evidence [90%) or evidence and
reciplent concerns (89%)

87% * Those who would accept a transplant if needed from a donor who made end-of-life decision

[96%)

Serongly support [l

Somewhat support ll

Somewhat oppose

Strangly oppose B More likely to oppose

* Male (B3]
* Oppose organ donation after receiving medical aid in dying [13%)
, >, * Agree the decision to donate argans should be based on the concerns of the recipient {14%)
Don't know B ) Eo/v * Those who are undecided if they would a accept a transplant if needed from a donor wha
0

“ made and-of-life decision (7%)

Canadian pe.' S reices Q. I principle, da you strangly support, somewhat suppart, somewhatoppose ar strongly copase the kdea that 2 patient who s cansdiouws and competent should be eligihle Ip;os
it'sin you to give tovdonate their orgar the time of thesr death iF they decice 1o with draw |ife-sustaining treatment for their Mnass?
Baze: All Respandents {n=1,006]

Support is lower for the idea of a conscious and competent patient donating their
organs if they decide to receive medical aid in dying
Support for the idea that a patient who is conscious and

competent should be eligible to donate their organs at the time
of their death if they receive medical aid in dying?

More likely to support
strongly suppart M * Famales [£3%)
* Respondents in BC(87%), Ontaric (81%) and Atlantic Canada (B2%)
* Higher household incomes, peaking at 87% for those $100ks {compared to 72% for <510k)
* Households with kids (355)
hat support B * Thoze who agres the declsion to donate organs should be based on evidence (82%) or
evidence and reciplent concerns (B1%)
* Those who would accept a transplant if needed from a donor who made end-of-life decision
Somewhat 0, (92%)
appose 80 t/ﬂ * Those who support organ donation after withdrawal of life sustaining treatment (883%)
Strongly oppose l More likely to oppose
# Raspondents from SE/MB (19%) and Alberta | 18%)
* Those whao agrea the dedision to donate organs should be based on the concerns of the
recipient | 22%)
Don‘tknow M 0, * Those who are undedided if they would 3 accept a transplant if needed from a donor who
1 2 /6 made end-of-life decision (29%)
* Oppose organ donation after withdrawal of life sustaining treatment [72%)
Canadisn Blocd Servces Q. Inprinciple, da yaw str paort, somewhat suppart, somewhatappose ar strongly cppase the kdea that s patient whi |s cansciauws and competent shoukd be eligle M
it's i you to give tovdonate their argar thee time of their death if they receive medical aid in dyng?

Bas=: Al Respandents {n=1,006]
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