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Background

Walker et al. (2013) - Factors influencing bereaved families 

decisions about organ donation: An integrative literature 

review 

Ralph et al. (2014) – Family perspectives on deceased 

organ donation: Thematic Synthesis of Qualitative Data 

Chandler et al. (2017) – “Effective” requesting: A scoping 

review of the literature on asking families to consent to 

organ and tissue donation

Dicks et al. (2017) – In-hospital experiences of families of 

potential organ donors: A systematic review and qualitative 

synthesis



Canadian Data 

Study Year Participants Notes 

Qualitative Studies 

Manuel et al. 2010 5 Women of donor families who 

consented 

Macdonald et al. 2008 1 Parent – Case study 

Pelletier 1993 9 Family members consented to organ 

donation 

Pelletier 1992 9 Family members consented to organ 

donation 

Quantitative Studies 

Merchant et al. 2008 73 Questionnaires to families who 

consented and organ donation was 

successful 



 Interviews with family members who made a decision 
regarding organ donation when their loved one was in the 
ICU 

 Qualitative data - Semi-structured interviews 

Funded by 



Of 204 we 

reached, 35 

agreed to be 

contacted 

(17.2 %)



SDM Characteristics 



Donation Characteristics / Data 



SDM Perceptions – 4 Domains

Empathetic Care 

Information Needs 

Donation Decision 

Impact and Follow up 



Interaction with ICU Nurse and OTDC

I really needed human contact... When I first arrived at the 

ICU, before I had called anyone, the first few moments 

when I saw my wife I was crying and the nursing staff held 

me…like having that contact felt really important. 

Empathetic Care 



Interaction with Staff Physicians

He had no bedside manner. He was in a hurry. I 

wanted to know why she hadn’t woken up, what her 

prognosis was. I got no answers…. we never did. 

Empathetic Care 



There was one resident in particular who needs to 

take a class about compassion.  Sitting in that 

meeting…like we were kind of wasting her time.  Like 

maybe we dragged on the meeting a little longer 

because we were asking so many different questions.

Empathetic Care 

Interaction with Residents



“And if they could tell you how important that is. Like are 

you taking the bones for bone marrow or what are you 

doing with the bones?” “I decided not because, I couldn’t 

imagine without ... bones. But I didn’t know what the 

importance was.”

Information Needs



Comprehension of the situation and donation process

I was on no sleep. I was already, you know, my mental 

capacity was not good at that point because of the stress 

and the fear and the worry, and the lack of sleep, and just 

everything else. 

Information Needs



Means to improve communication

1. Multimodal Communication

2. Support Person 

3. Proper setting for family meetings

Information Needs



Patient’s wishes on donation 

…they all seemed to be really shocked with me, you know 
that I would bring [donation] up. I said if anything were to 
happen I want his organs to be donated, and they just 
weren’t expecting that. I was thinking, why haven’t you 
guys brought it up. I was told that [the doctors] are not 
allowed to bring it up, that me as a donor, the donor family 
must be the ones who initiate the conversation. This was 
fine but I just wonder how many people miss out on the 
opportunity. 

Donation Decision



Family Conflicts 

So, I brought them [extended family] all in and I brought 

the Bishop in because of my mother-in-law had already 

made a comment to me out in the hall that I wasn’t going 

to cut up her son, and then I started talking about 

cremation, and so I wasn’t going to burn her son. 

Donation Decision



I sat on the bed … holding his hand, and they came in at noon.  
The ambulances had arrived, the helicopter had landed, and 

they unhooked everything.  You could have heard a pin drop ... 
Not a sound. It was beautiful.  They gave us about a minute and 
as he died it got darker. And then at the very, very end his hand 
came up as if he was saying good-bye, like it bent up from the 

elbow. They gave me one more minute and then they moved in 
from the corners of the room where they had been and wheeled 

him away.  I got to hold his hand all the way to the operating 
door so it was lovely. 

On the one hand, I’m sitting there watching my son deteriorate, 
basically waiting for him to die on his own but yet we’re 

preparing for life and talking about all the different organs that 
would be able to be harvested. 

Impact



And knowing and accepting that we were going to take off life support 

from her now, I became a member of the Trillium Team with the 

expectations that good is going to happen and the organs are going to 

be harvested. 

And as the clock, and I’m sorry to say this, and as the clock is ticking 

down, I’m looking at that final point on the clock, knowing that I’m, 

we’re going to be disappointed. It’s a strange situation. 

(Husband) 

Impact



National Study of SDM perspectives 

ODO Database

Research Team 

Inclusion: 

• SDMs approached regarding an organ 
donation decision in Canada 

• At least 2 months after patients’ death in 
ICU

Exclusion: 

• Any SDM who could not understand or 
interpret the interview questions either 
because of language or cognitive barriers. 

(Interviews will be offered in English and 
French) 

Regions: 

• All provinces except PEI 

• None of the territories 

Interview 

ODO 
Coordinator

Letter



Current Status

Province REB Interviews 

British Columbia Approved 46

Nova Scotia Approved 22

New Brunswick Approved 10

Manitoba Approved 3

Newfoundland Approved January 

Ontario Approved November 

Quebec Approved Pending DSA 

Saskatchewan Approved Pending DSA 

Alberta South Approved Pending DSA 

Alberta North Pending Pending REB and DSA 

Total Interviews 81



He decided that something good needed to come out of this 
somehow and that would be organ donation he approached the 
MAID team … about whether he could donate any organs and 
they didn’t know …They said that there was no real protocol for 
this so they had to do some investigating and it took some time 
and they came back and said that yes, he could donate his 
kidneys …

They encouraged him not to make the decision on the date for 
his assisted death based on the fact that his kidneys would be 
viable as they wanted him to live his life as long as he thought 
worthwhile.  Completely different path in choosing organ 
donation but he got the idea that he wanted to do this but he got 
the ball rolling that it was going to happen.. 

MAID, the [ICU] and the [ODO] got together and they found a 
very quiet wing and an open room which could accommodate 
the people he had with him and they handled it amazingly well, 
it was just an extraordinary experience to be honest with you. 
[Name] was an extremely proud person and he was extremely 
proud that he was able to donate his kidneys and help 
somebody else out. 
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