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Lynne Innes (LI): Hello and a very warm welcome to the Talking About Bereavement podcast, brought to you by the Bereavement Education Programme at Public Services Delivery Scotland. I'm Lynne Innes from the Education team and it's lovely to have you with us. In this series, we'll be opening up honest and thoughtful conversations about bereavement. I'll be joined by guests who’ll share their experiences, insights, and the meaningful work they're engaged in to support others through grief and bereavement. Whether you're a professional, a carer, or someone with a personal interest, we hope there's something here for you.
Hi again and welcome to this episode of the podcast. I'm delighted to be joined today by three guests, Dr Radha Sundaram, Rachel Seligman and Caroline Gallier. It's lovely to have you all here. So Dr Radha Sundaram is a consultant anaesthetist at the Royal Alexandra Hospital in Paisley. She qualified at Madras Medical College in India and completed postgraduate training in medicine, anaesthesia and intensive care in Liverpool, Oxford and Glasgow. Over the years she has held a number of senior roles including clinical lead for critical care at the Royal Alexandra and regional advisor for intensive care medicine training in Scotland. Alongside her clinical role at NHS Greater Glasgow and Clyde, she is now a National Medical Advisor for National Services Scotland. For the past 12 years she has worked with NHS Blood and Transplant, the Scottish Government and Kidney Research to improve organ donation education and awareness in Scotland's multiethnic communities. She also works with organisations across the UK, including the Rotary Club, to improve death literacy and encourage more open conversations about organ donation and end of life care. She has spoken internationally on both of these important topics. As a corneal transplant recipient herself, this work is deeply personal to her and has strengthened her commitment to promoting donation as a way of saving lives and offering hope to people living with organ failure.
Rachel Seligman is a nurse by background and has been in practice since 1991. After qualifying in Edinburgh she worked in medical admissions, intensive care and the Emergency Department and later as a clinical advisor in the ambulance service control room. In 2015 she moved into the specialist nurse for organ donation role and later became a specialist requester when opt out legislation was introduced. She now supports families through the organ donation pathway with honesty, clarity and compassion at a time of profound grief.
And Caroline Gallier qualified from the University of Stirling in 2007 and began her nursing career on a surgical ward at the Royal Infirmary of Edinburgh, where her experience of end-of-life care helped shape the direction of her work. She later moved into critical care where she developed a strong interest in transplantation and in caring for both transplant recipients and organ and tissue donors. In 2020 she joined the Scotland team as a specialist nurse in organ donation, supporting patients, families and staff through the donation process. She now works with the Scottish National Blood Transfusion Service, coordinating living and deceased tissue donation across Scotland. 
Welcome to you all and thank you so much for joining us today. And there, there is such a wealth of experience across all three of you and a very kind of broad experience. And, and that, that was kind of really interesting to, to find out a bit more about you. However, I wonder, I'd like to invite each of you to say a little bit more about yourselves and your, you know, any personal reflections regarding your journeys into this work.
Radha Sundaram (RSu): I'll go first. Lynne, thank you very much for the kind introduction. I don't think I have very much to add, but just to say that what I would like to do, because our society now is so diverse and multiethnic, is to make death literacy and discussion about legacy making in the form of organ and tissue donation a routine part of end-of-life conversations.
LI: Okay, thank you. Rachel, can I come to you and, and you maybe talk a bit about what your experience? 
Rachel Seligman (RSe): Just, I just want to echo really what Radha said. And, and I mean, I, I feel really honoured to do the job that I do. And I think that I am aware of the, the, the luck really that I have in the ability to support families and have time to support families because I know in wards generally they don't have the time. And I think that doing the job that I do, we are given lots of support and training to get to the position we're in. But it also allows us to, to fully explore what the, the dying donor’s wishes would be and decisions are, and also to support the family to be able to allow those, those decisions to happen.
LI: Okay, I, I notice you said that, you know, you felt, I think you said the word privileged. You felt privileged to be able to do that. And so I suppose I wondered how that felt for you to, to be able, to be in that position?
RSe: I think having come into this job, having worked in a real sort of like acute ED and the ambulance service, and when I, when I had a kind of pre-meet with yourself, I said I definitely had a bit of compassion fatigue coming into this job. And I think having the, you know, being able to reflect back on all the jobs and all the different places I've worked in, I am, I, I'm aware now that the fact that I have the time and the training to support families and not have to rush them, and there's no time pressures from my side, i.e. from the tran…, you know, from the donation side, to be able to have that time, and, and having not had it in the past, I think that's why I feel very privileged and, and lucky to be able to support families. Because to me, I see it as the most important part of my job. Much as on the flip side, there are recipients getting donations, and I think that that's hugely important, in the sort of like time that I'm dealing with families, the most important thing for me is to make sure that they feel supported in, in the pathway, the organ donation pathway.
LI: And Caroline, what about, what would, what would you kind of like to add in terms of your own perspective? 
Caroline Gallier (CG): Well obviously just reiterate what the, Radha and Rachel have both said, you know, it is, it’s, we, we all work in quite small teams. So, you know, you feel very lucky to be in posts, working in, like I say, in really small sort of teams. And I think when I worked in ICU, I was in a position that I was obviously caring for people at the end of their life, sort of supporting families, and like I said, that was obviously what then interested me in going to the sort of SNOD role in organ donation. Because you then are lucky enough to work in a unit where you're seeing the benefit of what donation is doing. And people who are coming in, perhaps you know, who sadly would die if they weren't going to receive, like a liver when I worked in Edinburgh, it’s also one of the transplant units. So we were supporting patients who without a transplant would have sadly died, and then were receiving those lifesaving organ, tissue transplants and that was then, you're watching their journey, which is inspirational, seeing somebody who's going from literally potentially dying to then making a full recovery and watching their family experience that with them and seeing them then being discharged to the ward and then knowing they've gone home and have obviously been able to benefit from the amazing sort of gift of a transplant, which is really sort of inspirational.
LI: Yeah. Yeah. Radha, I noticed in your, your, your biography that you sent through, you said that you, you're involved in a lot of education around transplant. And I wondered if you wanted to say a wee bit more about that? I wonder if it would be interesting for people to hear what that, what that looks like and what, and then maybe why, why there is a need for that?
RSu: Yeah. I think it became very apparent to me maybe in sort of 2008 or so, even though I'd done my intensive care medicine training, I wasn't aware that there was a huge discrepancy between our transplant recipient and waiting lists and our donor list with respect to people from ethnic minority communities. So a third of our transplant waiting lists are comprised of people from South Asian and Black communities, and only 3% of our donors are from those communities. And the difficulty there is that certain blood groups are more common amongst ethnic minorities. So if you're from an ethnic minority community, you have to wait longer for a batched transplant. And I found that the awareness amongst the communities, even myself, having done all this training, was actually quite limited. And that actually sort of prompted me to start exploring how I could get involved in it. I was very lucky at that time because the NHS Blood and Transplant and the Kidney Research UK and the Scottish Government had set up something called the Peer Educators Project, which is very successful. It's been running for 10 years in Scotland, where Kidney Research UK train community leaders and faith leaders in the subject of organ donation so that they can support members of their community in their journey. And I feel very privileged that I'm still sort of participating in those training initiatives. I've since then worked a lot with NHS Blood and Transplant and my colleagues in SNBTS as well to improve the education and training of medical students. We've managed to get it into the curriculum for Glasgow's medical school. We do a lot of training and education for our ICU doctors, for our anaesthetic doctors, and now we're starting to do it for our General Medical doctors as well, because although organ, solid organ donation you have to be in an intensive care unit and on life support to be able to be in a position to donate, tissue donation, which again can save lives, you know, patients or families could agree to it and patients are on a ward or in a hospice, so we've started doing some work in the hospices as well, along with SNBTS and that's been deeply fulfilling as well.
LI: I was just going to ask you how, how is that apart from it being fulfilling, how is, how is that kind of playing out? How is that, is, how is that enhancing what you do?
RSu: I think in terms of, sort of as a, as a doctor, I sort of focus on the outcomes. So, in terms of, we would like to see more registrations on the organ donor register because we know that even though opt out exists, the most powerful thing for families is actually a tangible proof that their dying relative wished to support organ and tissue donation. Because at their moment of greatest grief, it's difficult for them to make that decision on behalf of another person. But since opt out has come, there is a sort of assumption that we are, that, you know, because it's a opt out, we don't have to opt in, but we're still not speaking about this to our families. So I think the most effective outcome from this is I would hope that people are going speaking to their families and certainly when we do the schools work with sort of 16 to 18 year olds, the teachers have told us later on, and we did a piece of work in Glasgow a couple of years ago, teachers have told us that the parents have come and said our, you know, our sort of children have come home to talk about it. And so I think if you can have more conversations about sort of dying and respecting a dying person's wish and being in that unique position where you could actually save lives and give, give hope, I think it's, it's, it would be, we would be saving more lives and giving hope if you could do that. And that's, that's the purpose of this work.
LI: Yeah. And I suppose I was, I was thinking when you were speaking there that the important, and we talked about this and bereavement education as well as, it’s about having those conversations, those conversations that I think Kathryn Mannix, if you might be familiar with, who's a palliative care or retired palliative care consultant, talks about them as tender conversations, rather than difficult or challenging or kind of giving them kind of hard words. Those tender conversations that, that feel often feel that we, we might not want to have them. But the importance of that can't really be overstated, I think. And you know, that's what you were basically saying about these…
CG: I think, having those conversations…
LI: Sorry. On you go.
CG: Having those conversations in, in life, though, is so much easier than for, you know, if you're sitting around your table and I don't know if it's a, a cultural thing in the UK, but we don't talk a lot about death and dying, unless you maybe are a health professional, you don't have those conversations, so often when we do deliver teaching, we say it's obviously easier to have that conversation over like a Sunday lunch, instead of being in that situation where somebody is in that position to be an organ and tissue donor and suddenly you don't know what they wanted to do. So, we often just advocate having those discussions. And even if it's something you don't want to do, then your, your family know that so that then they're not put in that difficult position of being, I don't know what they would have wanted. And that's often the feedback when we get from families when they say, I don't know whether they do or they don't. So then they often sway to not doing it, which is obviously, if the patients don't want to do it then that's the right thing. But if it's something the patient did want to do, but they'd never had that open conversation with, with their family, it becomes very difficult for them to then know in that difficult, you know they're dealing with that grief and everything else that's going on, all those emotions, then to make that what feels like an even bigger decision. Whereas if you're having it, well, like I say when you're having a nice walk with your family and you bring it up and it can be something that can be talked about, it's difficult just to raise it. But it is easier, you know, in life to do it. And I think in terms of our, a lot of our hospice donors, that where Radha touched on for ourselves in tissue donation obviously, if you're dying of something like a cancer, you know, the tissues would be the eyes, would be potentially the only thing that you could donate. And a lot of the feedback, because a lot of these conversations that we have during ReSPECT conversations with families and the patient’s obviously present. And again, they're able to verbalise what they would want in life. And then the families then know that that sad death has allowed again, somebody to receive a corneal transplant. And I think for patients who are dying of cancer, who are very much advocates of organ and tissue donation, they're then glad that they're able to still donate something, which is absolutely, you know, life changing for the people that do receive those tissues.
LI: So these kind of conversations are, are fundamental really, aren't they? But we, we, we do struggle with them I think. It would be good to have them much more kind of open. I know that if I start them in my family, everyone thinks I've gone into kind of a mode they don't want me to go into. But, but then I keep saying, no, this is just about us having this conversation now and not kind of waiting till when it's, when it's too late. It's, it’s not about being morbid or trying to bring down the tone or, or whatever they think it is. 
RSe: I think that, you know, you can visibly see some families almost sighing a big sigh of relief when they know they've signed on the ODR and they don't have to make that decision. Or they, you start the organ donation conversation with them and they say, oh, yes, we know that this is what they want to do, you know, and, and then they're not having to think of yet another thing.
CG: Yep.
RSe: And, you know, a bit reflecting back on what Caroline and Radha were saying is, you know, lots of people will say whether they want to be buried or cremated.
LI: Yes.
RSe: And it's just, and, and I see it as an extension of that. Do you want to donate your organs? You know, these are all things that people need to think about. And it's always just a relief I think if the families have had that conversation beforehand and they, and they know. And even as Caroline said, even if it's they don't want to do it, at least we know what their decision was and they're not having to guess. 
LI: Yeah, yeah.
RSe: So, you know, I think if they can, you know, think about yes, no, or some of my organs and tissues. Just if people go on and make that, you know, make that, tick that box or whatever on the Organ Donor Register then, and have that conversation with their loved ones, then it makes those difficult, or tender discussions a bit easier.
LI: Yeah, yeah, yeah. You, you said a little acronym there I think. I just wanted to pick that up, when they sign something?
RSe: On the ODR, the Organ Donor Register.
LI: Ah, right. Okay. Just, just to clarify for folks, that was all.
RSe: So, yeah, yup, yup. 
LI: Okay, that's fine. So in terms of, you'll be working with people who are anticipating loss or bereavement, I imagine, what do you think really helps when someone is bereaved or when they're living with the anticipation of loss, from, from your perspective and from what you're doing?
RSe: For me personally, coming into this job, we have six months of training just before we start being a specialist nurse in organ donation, and a lot of that is focused on communication. And, and I never go into any conversation with any sort of scripting or preconceived ideas or, you know, any sort of bias or try not to have any unconscious bias before you go in because every single family is, is an individual and the person lying in the bed is an individual. And what's important is that they feel listened to and heard rather than anything else, I think. And you know, if they've got any sort of concerns at the front of their mind, you know, who's going to pick up the children from school or who's going to look after the dog, all of those things need to be, and they might seem totally irrelevant to me, but that's all that they can think about in this time of, of grief or bereavement or, you know, panic almost sometimes. And as long as you address those fore fronted worries, then I think you can go on and discuss, you know, I, I will sadly never get to meet their relative, you know, but they are their relative’s advocate at that point. And as long as I think they realise that that's the kind of way I'm discussing it with them. And, and to me, what's important is that the person who's in the bed is getting what they want. I think that it is individualised and they feel listened to I think is the most important thing.
CG: I think one of the things I like really early in my career realised was that you only get one death. Like you only, well everybody only gets one chance of like, you'll only die once. So I think that like we've got to make sure that that is the right death for that person. And whether that involves organ / tissue donation or, it's just giving the families that opportunity to make sure that they are doing what's the right thing for their loved one. Like Rachel saying they're, they're they are the individual patients and families. So it's just making sure that it's as personal to them and give them that time. Again, communication but space, so whether they need like their spiritual or religious beliefs are all fulfilled and anyone that wants to be there or be involved and just giving them time because again, so families are so different. So some families, one thing's done very quickly. Some families need more time. They want to spend more time with, with their loved one. So it's just, yeah, they're making it very individual for each person.
RSu: Rachel and Caroline are, you know, master communicators. And actually one of the greatest privileges of my role as an ICU doctor certainly is to always be accompanied by a specialist nurse in organ donation or specialist requester. And that's borne out in data as well. We're three times more likely to actually have an open, transparent and effective conversation where the family feels supported if the doctor’s accompanied by a specialist requester,
LI: Okay.
RSu: or specialist nurse in organ donation. So I think that's the first thing to say. When I, when I started as a consultant, we would go into these conversations ourselves and the, while we are also advocates for the patient and their families, because of the nature of our work, the nature of the busyness of our work and the fact that we have lots of competing sort of issues in our head, we somehow struggle to find the time and space to actually make that family feel that they are the centre of that conversation at that time. And that's where Rachel and Caroline sort of that's, that's their value. It's immeasurable. 
The other thing I'd like to say about Scotland is the What Matters to You movement has been really, really successful and you don't see that down south. But I can't remember, I think it was in the early 2000s that the What Matters to You movement started in the hospitals in Scotland where every patient who gets admitted to hospital, the nurses find out more about that patient. Because they're not just a disease or a condition, but they are actually individuals who have a rich life. And it's important as healthcare providers that we know about them. And there is now a subtle move to What Matters to you in death as well. And actually, when you speak to the families, and I've watched this many times with, in the presence of the specialist nurse in organ donation or specialist requester where they don't actually start off talking about organ donation at all because they're actually wanting to know more about that person. And Rachel actually put that really beautifully by saying I will never get to know them. And the only way we're going to know them is by speaking to their families about it. And actually building a sort of a picture and a narrative about who that person was, what their wishes were, what their likes were, what their dislikes were. And certain intensive care units in Scotland actually do have What Matters to You. You know, would this person have liked music to play while they were dying? Would they like their pet to be brought in, to make it more person-centred than very clinical?
LI: Yeah, yeah, I've been a kind of big advocate of the What Matters to You movement, but I hadn't appreciated that, the kind of, there was a kind of move towards What Matters to You in death. I don't know why not really, because it sounds, it's like pretty kind of makes sense, doesn't it? And, and of course we should be doing that and finding that, that out a bit more. So it's lovely to hear that that's hopefully changing, maybe slowly. Everything does change a bit slowly, but, but hopefully that is changing and, and, and how important that is for people. I suppose, how does it feel for you when you're, you talked about Rachel, when you were getting to know, where you were saying you, you wouldn't get to know the person, but you were, you were trying to hear about the person. Are you able to build a picture of that person when, when people are describing the person to you?
RSe: Absolutely. But I think you, you can't fake a relationship with a family. And I think that that's really important to realise. And, you know, sometimes you'll, you will go in and you will try all your different sort of tools to, to, to build a relationship with a family and to hear about their loved ones or, you know, just to, to, you know, to take steps forward that you know, that they're as comfortable as they can be. And I think that, that, you know, if you realise very early on that it's a family that you're not going to be able to build bridges with or, or make a relationship, then I think you sometimes don't get to know what, what the person's like. But I think that's few and far between. And I, I love, you know, I've had some amazing stories of people over the years. And, and I always love to, you know, to see pictures of them because of course people look so different once they're lying in an intensive care bed to these, you know, very smiley people that you see on, on phones. And I, you know, I've, I've heard about boats that people have built and sailed round, you know, Greek islands. And, you know, I think that families always like to talk about the people and their relationships or how they've, how long they've been married for and, and all of these things. I'm not doing it to tick a box. I'm doing it because I'm genuinely, genuinely interested in, in finding out about this person. And, you know, regardless of what their decision was about organ donation, that that doesn't matter to me. I think that I just love the fact that I get to, to hear about, about people and, and, and, you know, I, I think families appreciate that. 
LI: I was thinking that a lot of what you're doing is spiritual care. Is that kind of recognised anywhere within, within your work? Is that a component of your work? 
RSu: We do work a lot with our sort of hospital spiritual care teams. And certainly during COVID, we found that our spiritual care teams were able to support regardless of organ donation, just support our teams as well, providing us a sort of psychologically safe space to talk about our sort of challenges and some of the sort of fulfilling bits of our job when we were looking after people who were dying. But now more and more the spiritual care teams are sort of invited to participate when previously we would wait for the families to seek that. But a lot of the ICUs in Scotland now have a sort of aide-memoire at sort of end of life, and it's become a routine part of end of life, is to seek sort of, you know, the family's opinions about whether they would like the spiritual care teams to be involved. And certainly for those from ethnic minority communities, are often, their sort of trusted guardians, are actually faith leaders. And I'm again, pleased to say that spiritual care teams in Scotland, you know, are able to support members regardless of what their religious background is. And if they wished to bring their own sort of faith leader or a, a senior member of their community, we actually encourage that as well in order to build trust. 
You know, families from certain parts of the world are very different from the way they culturally discuss dying at the bedside. And while we are used to sort of having these conversations with perhaps a small family, the next of kin, in certain communities, and, you know, Rachel and Caroline, you know, have been witness to this, you'll have large families and there might be members there who are not actually even related, but they are members of the community that they wish to bring. Often they, they will tell us who they're bringing so that we are aware of who they are and what their relationship to the, the, the patient is. But yes, spiritual care teams do. And we've also got some training for spiritual care teams as well. We do some conferences, don't we? Yeah.
RSe: People are very scared to bring up organ and tissue donation because they think, God, I don't know what the families are going to think. But the families have had the worst news they're going to have. And I think that, that coming into this job, I'm aware of, don't be scared to talk to people about death or dying and, and be honest and open about it. But I think religion is exactly the same thing. And, and I've realised that in this job is, I don't know everything about everyone's religion and, and, and again, it's individualised. So, don't be scared to ask people, to say what is important or what would, what would your religion look like at this point for you? Or what can we do to help you fulfil what would be needed at this point of her life or her death? And you know, I've had requests from, they want people to die within certain time frames because it's all to do with how they will go on to the afterlife. And I, you wouldn't know these things if you didn't ask people.
LI: Yeah.
RSe: And people are not ever offended when you ask them. And, and it may mean that they say absolutely organ donation is not something that my religion or my faith believe in. But also, you're finding out a bit more.
CG: It builds that trust with the family as well, doesn't it? 
RSe: Yeah, yeah.
CG: Because you're then showing that you have that interest into what their loved one would want. So then it does build a trust with you and the family as well, which is always nice and beneficial.
RSe: Yeah.
LI: Yeah, I suppose, and that that kind of, you know, that I think you've talked about building the relationship was almost the, the most the, you know, the, the fundamental thing that you need to do really, isn't it? And, and you do that by, you've already said listening and, and, and hearing what people are saying. All of that encompasses that kind of building and developing the relationship with, with the family. 
So, in terms of, I think you've spoken a bit about the practical ways in which you support people and their families, carers and loved ones. Is there anything else you'd like to add into that? Or is there anything that you think you, you know, you do this particularly well that you'd like to demonstrate further or?
RSe: I think, yeah, we follow up with our families. We do bereavement follow up calls, which I think is, is, is great. And we follow up. So, families are offered letters at the time of the donation process if they would like a, a letter to find out the outcome of the transplants and again then after about six to eight weeks we normally follow up with a phone call. And then a year later they have a sort of memorial service for all families of donors who have gone, preceded the, the previous year. And that's either in Edinburgh or Glasgow. And they're invited to have a, a medal on behalf of the King, posthumous medal for the donor from the order of Saint John. And it's, it's, it's quite, it's quite a day because it's this room full of families who have all gone through a similar situation. And, and they're, they're always remarkable. I think families are remarkable that they can, you know, they come and some see it as a real celebration and some see it as a really emotional day, but they all manage to sort of support each other.
CG: There's a real sense of pride from the families as well.
RSe: Yeah.
CG: And for ourselves in tissue, a lot of our paperwork and authorisation, and conversations with our families are done over the telephone. So for us meeting families at these sort of ceremonies when they can attend it's lovely. Like Rachel said earlier, we obviously do ask families a lot of questions about, past medical history to find out about our donors in terms of their medical. But on the back of that, you get all these lovely stories that then come out. So then when you get to actually meet the families in person and then you've obviously built this picture of their loved one and then you meet them in person, it is, it’s so nice. And they all come with a real sense of pride. A lot, especially, I mean, all the families, but especially any of the sort of families who've had, you know, children or younger sort of adults that have been donors they're definitely always, you know, really proud of what their loved one has gone on to do and how they've helped so many people.
LI: And in terms of how, what, what kind of families find out about the recipients or, or what, does that happen or, or not really or?
RSe: So within two weeks they get a letter and it's a, it's a quite a, not a generic letter, but it's a letter saying, say a man in his forties received a kidney and he'd been on the waiting list for three years. 
LI: Right.
RSe: It's that sort of information because we have to be very aware of social media and people putting two and two together and getting five. So it is very sort of loosely, loosely termed information. Families then will sometimes ask for follow up further down the line. And again, we can approach the recipient centres and, and get that again, this person's still doing well or sadly they've died. That's unfortunately, sometimes that can, something that can happen. But in, in, in sometimes there will be correspondence from the recipients that could go to the donor family. And that's sort of done through the recipient side of my equivalent. And then ourselves as specialist nurses in the organ donation team. And we will have sight of these letters before they go on to the donor families just to make sure that there's nothing that could be, you know, construed as, as, as not appropriate to go in those letters. So that that's something that that can be supported, but is not ever a guarantee. And we, we certainly don't promise that at the outset. Because you see on social media, you know, this person's walked this person down the aisle with her son's heart, you know. Things that happen online and maybe not always in person. And we don't want to give any sort of false, you know, promises to families that that's going to happen in the future because they, they see those things and, and it's not, not a regular event in any shape or form.
LI: Right.
CG: The same letters, similar letters get sent to the staff as well, which I always think’s really important, because obviously the staff in the wards, a big part of our jobs is obviously supporting the clinical staff as well. But obviously units have got Radha and you know, doctors who are extremely knowledgeable, and so a lot of the nurses deal with donation process a lot, but some of them maybe don't so much. And then we obviously send letters out to them as well from organ donation side, so they kind of get a, an outcome of what's happened with the donor because obviously they become very invested. They have cared for the patient in their last few days of their life. They've got to know the families and then they get the sort of feedback. And again, it's just the sort of organisation thanking the staff involved, with obviously their support with caring for the, for the patient in such a fabulous way in there. And then they get the, the outcome, which I know a lot of the staff obviously feedback is very beneficial for them, you know, personally as well, to know that there has been such a positive outcome for that patient and family.
RSu: To go back to how else the sort of organ donation and tissue donation teams support families, and this is now actually something that I see yous do regardless of whether patients proceed to organ donation at all, is the organ donation teams would actually make memories with the families. So, you know, fingerprints on a tree, a little bit of the ECG in a bottle, the heart in a bottle, love hearts, little puzzles, teddy bears for the children if their, the family had children. And it used to be something that our organ, specialist nurses in organ donation would, and the ICU nurses, would do together for the patients. But now actually most ICUs in Scotland, the end of life care sort of teams and the nurses would do it for any family.
LI: Yes.
RSu: And it's to try and you know, it is the worst time in their life, but it is to give them some comfort that they can actually lean into later on.
LI: Yeah. So what ways do you think, if any, you could do what you're doing even better in terms of supporting people who are bereaved or, or anything around any of the work that you do? And I suppose maybe what, what can make that difficult as well?
CG: I think it’s feedback, obviously if we get feedback from families or units about what's gone well or not well, then it's really important that we take that feedback on. And you know, like any service in the NHS, we're always trying to improve as best we can. And you know, especially within the world of transplant is ever evolving. So there's always such big changes. So, I think it's just obviously taking that feedback and trying to use it constructively to move forward and just always ensure that we're providing the best sort of service and being honest and being transparent about our services. And obviously some of the things that can sort of, not put families off the donation process, but families worry about things being, taking too long or you know, funeral services being delayed so I think it's just being completely transparent with families from the offset about what the expectation will be so that they have an expectation of what this, what will be involved in any part of the donation process is, obviously really important.
RSe: Yeah. And I, I, I think as well just general education of the public and of staff is that, Radha touched on it at the beginning of this, is, is that people need to be in an, I'm talking about from an organ donation point of view, is that people need to be dying in an intensive care unit. And that from the beginning of us being involved at the organ donation team to the end of the process and the person having died and being moved to the mortuary, can sometimes take up to 48 hours. And, and, and I think that people are totally unaware of that time frame. And, and it takes that time to ensure that we gather all the information safely. And I think that, you know, in, in Scotland, only approximately 100 people a year donate their organs to other people because it's such a sort of nuanced, very particular set of circumstances that someone needs to be in to allow that to happen. And so, you know, if people are aware of the time frame and the pathway and what's involved, then I think that they will have more awareness and hopefully more ability to be able to support the sort of length of time for that process. And, and, and it's not sort of sprung upon them when they've come in thinking that the patient is going to die that very day. Because that is the thing that people most regularly say they can't support the organ donation pathway, is because it takes too long.
LI: Ah, right, okay. Anything you wanted to add there Radha?
RSu: Yeah, well I think feedback and time, and that's something that we'd all want more of in the NHS because there's so many competing demands. Intensive care units are busy, wards are busy. You know, when Caroline phones the ward to find out, we've struggled so much with sort of pressured resources. But what does help I think, as Rachel said, is for, for families to have already been aware of the wishes of their relative. And even if the relative has opted out or did not wish to proceed with donation, that's fine. The families are definitely in a better position to engage in that conversation then. And I would like to see more sort of culturally sensitive approach to end of life, because the engagement work that we've done with communities, communities aren't against organ donation, but they want their, they want to be respected, they want to be listened to and heard. They also want their end of life norms to align with what happens in a hospital. And that transparency, for example, we know that patients who are practising Muslims or members of the Jewish community, many of them would like their relative to be buried within 24 hours. And if you are going to embark on a donation process that is going to take a bit longer than that, maybe up to 48 hours for us to be able to be upfront. Uncertainty is something that families really struggle with. So, if you're able to give them clear timelines and also be able to in a way express to them the challenges for us as teams, you know. With the best will in the world, and Rachel, Caroline be able to tell you about this, coordinating a retrieval team, making sure that all the clinical information is there, speaking to the family and actually supporting them, all that has to be done in a really short period of time. So more organisational support, more public engagement and more training would be, would be great. 
LI: Yeah, I, and I can see why some of that might be difficult.
RSu: True.
LI: I suppose kind of, final maybe question for you is, I, I'm aware that the work that you do is maybe emotionally, can take its toll. It didn’t, it doesn't always sound like that, the way you were describing those conversations that you have with people Rachel, actually sounded very positive and you're trying to find out about someone. But, but I wondered what do you do to look after your own wellbeing while you're carrying out a role like this?
RSe: I think for me personally, you know, you have to recognise that there are always going to be certain families and situations that hit harder and are more personal and you know, absolutely you don't become blase. But you, you have to recognise that I am there to do a job and support them. And I can't do that if I'm falling apart and weeping all over people. But if you recognise that one particular scenario or situation has been a bit more difficult or harder hitting or has caught you emotionally off guard, then you, you have to take time and, and recognise that and be kind to yourself and look after yourself and, in whatever shape or form that is. And you know, everyone has their own personal ways that they, you know, look after themselves. And I think that that is, is, is something that you are always learning and adapting to. And, you know, you have to keep, keep aware of your own emotional sort of wellbeing in any job. And I think again, I've said many times I'm lucky to be in this job because I think our, our NHS Blood and Transplant do look after us and are aware of our, you know, emotional needs. And, and I have in the past said to my lead nurses, I can't, I can't do it today. And, and they will try and protect that, that you, you don't have to go and you, you know, can have a, it's not a duvet day, but it could be a duvet day.
LI: Yeah.
RSe: And so, yeah, I think as long as you're not doing that every week, then, then that's okay.
LI: Yeah. But it's so important to recognise when it's, when we're not feeling that it's maybe safe for us to be doing the work. And I, and…
RSe: And I think we do a lot, yeah, we do lots of team debriefing. And, you know, I, again, Caroline said we're in a very small team, so if you've got, had a particularly, I do lots of talking, people do lots of talking, phoning people on the way home from driving back from Inverness or whatever. You know, I think you, you know, you, you sometimes just have to get it out and say it and then move on.
CG: Yeah, no, I agree, that’s true that as well. Like having worked in both teams, obviously for NHS Blood and Transplant and now for SNBTS, both, like love the teams, extremely supportive. And I think it is, it's just opening up and reflecting. And again, I think going back to what we said previously in the last question you asked us Lynne, it’s like that is how you then become better at your job because you're protecting yourself by letting that out and knowing that it's okay, maybe not to break down in front of the family but then go and speak to a colleague and have a bit of a debrief with them. And did I do that okay? And sometimes just even having that, do you think this was okay? Does this sound all right? And having that kind of open, safe space to reflect, and then also, I think for other people in the team, it's good learning and things for them to kind of be open and honest. Because we are human, and a bit like Rachel says, some, some people's death and dying can feel a lot more emotional. And some days obviously things hit you harder. But again, I think it is really a privilege to be dealing with these families and patients at that stage. And to be involved with somebody's end of life is, you know, like I say, it's a privilege. So, it is nice to be able to reflect on that and also knowing that you are fulfilling what they wanted to do in the, in your, your role. It, it does sometimes feel that you can obviously get job, nice job satisfaction from that.
LI: Yeah.
RSu: I think, you know, whatever Rachel and Caroline have said, I think it's the team. The team is supportive and you work with people with different skills and the sort of respect and care that these teams shows. Amazing how much they care about each other, how much we care about each other, certainly. And basically we've got a lot of support from our spiritual care team as well. And I've heard the nurses and some of the doctors, certainly the more sort of junior resident doctors who perhaps, this is quite, they are much younger and this is quite new to them, actually seek a lot of comfort from those conversations. The debriefs, the informal debriefs that happen in the coffee room. And we find that having, you know, the specialist nurses in organ donation sort of sitting in our coffee room, chatting to the teams about what is being done, is, is that shared purpose that also seems to make people feel more comfortable and safe doing what they're doing and recognising that it's okay not to feel okay as well.
LI: Yeah. Absolutely. And, and really important to be able to express that. As we come to the end of the podcast, I just wanted to ask you if you've got any kind of, any takeaway messages or any final kind of message you'd like to kind of impart to the listeners before we finish?
CG: I think, have discussion with your family. Like be open. If you listen to this podcast and you like, you know, take anything you take from it, is go and let your loved ones know what your decision would be if you were going to be in that position. And you can raise it by saying you listened to this very informative podcast, and it just popped into your head, and you thought you would let your family know that it's what you want to do. And obviously reach out if you know, if it's, there's obviously resources online and things about organ and tissue donation, but all the staff, you know, clinically in both teams are always so happy to come out and deliver education to the wards,
LI: Okay.
CG: and units and you know, sort of, provide support if anyone does have any sort of further questions about anything.
LI: Okay. Thank you.
RSu: From my point of view, I would just say that every donation conversation is precious because they're very few and far between, you know, 100 donations…
LI: Yeah.
RSu: a year in Scotland. And actually it's all about that person who's on that bed who is dying and making sure that they're the centre of our care and conversations.
LI: That’s lovely.
RSe: Yeah. I, I just reiterate what Caroline and Radha have said. Absolutely. Just have these conversations, don't be scared to have them. I like the whole death literacy. I think that's, you know, a great thing to, going forward. And Kathryn Mannix is just brilliant. You know, all these people who are trying to, you know, even simple things like this is what someone's going to look like when they're dying. You know, and I quite often talk about things she talks about to families. You know, this is what they're going to look like. This is what they're going to sound like. So people are not scared, because, you know, as Caroline said, you only have one death. Let's get it right for these families and for these, 
LI: Yeah, absolutely.
RSe: for these, for these patients.
LI: Yeah, absolutely. Well, thank you all very much for being part of this podcast. It's been great to speak to you and, and hear your kind of perspectives, or not just your perspective, but what you're doing in terms of the role that you're doing. I, I'm quite, I was, I suppose I was quite surprised by the kind of 100 people donating their organs as well. I kind of assumed it was much, much higher than that, but I probably didn't know, but was making an assumption. And I wonder if people will, will want, will think it's much higher than that as well. So, thank you so much for, for joining me today. It's been really great chatting to you. 
RSe / RSu / CG: Thank you.
LI: Thank you. Before we finish the podcast, I just want to invite you to pause for a moment. Have a think about one thing from this conversation that you might take away and apply in your own life. Something small or simple is absolutely fine. And then if you can think about one thing you could share with someone else. We often find that when we pass learning on, it not only helps others, it helps us make sense of it and really hold on to ourselves. If you found this episode helpful, please do subscribe, share it with a colleague or friend or leave us a review. Your support helps more people find the podcast and keeps these important conversations going. And if you'd like to hear more episodes, you can find Talking about Bereavement on Podbean or Spotify. And if you'd like to learn more about the PSD Scotland Bereavement Education Programme or get in touch with any questions, you can visit the Support Around Death website.
This podcast episode was recorded in June 2026 and can be found at https://www.sad.scot.nhs.uk/podcast/ or on Spotify.
For more information visit www.sad.scot.nhs.uk or contact SupportAroundDeath@nes.scot.nhs.uk 
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