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Talking About Bereavement Podcast Series
Transcript of ‘Building confidence rather than perfection’ podcast episode

Presenter: Dr Clare Tucker, Senior Educator: Bereavement, Public Services Delivery Scotland (CT)
Speaker: Dr Erin Thompson, Founder and Director, Loss Foundation / Clinical Psychologist (ET)

CT: 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, also known as PSD Scotland. I'm Clare Tucker from the education team and we're so glad you're here. In this series, we're opening up honest and thoughtful conversations about bereavement. We'll be joined by guests who will share their experiences, insights, and the meaningful work that they're doing to support others through grief and bereavement. Whether you're a professional, a carer, or someone with a personal interest, there's something here for you.

CT: Hi again, and welcome to this episode of the podcast. I'm really pleased to introduce my guest today, we've got a great conversation ahead, so let's dive in. And if you find this episode helpful, please consider subscribing, sharing it with a colleague or friend, and leaving us a review. Your support helps us to reach more people and keep these important conversations going. So my guest today is Doctor Erin Thompson, who is founder and director of the Loss Foundation and also works as a clinical psychologist. Hello, Erin. How are you today?

ET: I'm really happy to be here. Thanks for having me.

CT: No problem. Thanks for your time. So the Loss Foundation is a national charity supporting those who are bereaved by cancer. It also trains companies in supporting employees and customers who are grieving. And Erin founded the charity following the death of her father to cancer and witnessing the lack of support available. She also works across the NHS, charity and private sector across a range of mental health areas, but she is most passionate about building and improving bereavement support and helping design psychological support services where there are none. So Erin, it sounds like you're a busy person. That's a lot to cover. Perhaps you could tell us a little bit more about your life and work and how you've got to where you are in terms of the work that you do?

ET: Yeah, sure, be happy to. So as you said there, I'm a clinical psychologist and work across a few different areas, but most of my working week and passion is, is behind the Loss Foundation, which, as you said, I, I founded a long time ago now after my own personal experience of loss. My dad had cancer and what I noticed in that time was the support he got during, you know, having cancer was incredible, you know, and Macmillan were incredible. The NHS was incredible. We were fortunate to get great support. But when he died, that sense of falling off a cliff in terms of support was very tangible to myself and family members. And that ended up being sort of the starting point of trying to fill the gap. And maybe a year down the line, my step mum was very much struggling - she had a therapist and she had family and friends but was looking to find people who'd also lost their soulmate and find out how they got out of bed in the morning. And it became clear that bereavement services were really lacking in, well, in general actually and that was kind of planting the seed behind the Loss Foundation, which I've been pushing for about 15 years now.

CT: It'd be great to hear a little bit more about the work that you do. And I suppose particularly as we think about how we can support people who are bereaved or anticipating loss or bereavement, how, how is it that we can support people in those contexts?

ET: Yeah, I mean, that's a great question. You know, one of the main things that we hear regularly at the Loss Foundation is how little acknowledgement there is of bereavement in general. We know it's a hard thing to talk about and most people don't know how and don't have the skills to do so. And so what we tend to see is that there's lots of avoiding of the conversation as soon as death is on the table or maybe even a terminal diagnosis, that it's quite hard to have those difficult conversations. So in terms of supporting people who are bereaved, I think acknowledgement is that first step, you know, just acknowledging that something really challenging has happened and inquiring how someone is, is coping or not coping rather than avoiding the conversation altogether because we don't want to create upset. That person's upset anyway, you know, it's probably better to say something rather than nothing. And maybe even just sort of simple language. I think the pressure of having a conversation around death makes people think they have to say the right thing or find the perfect words, whereas actually just keeping it really simple and acknowledging it's sort of a small thing to do, but I think incredibly powerful. And we hear that from our beneficiaries where they experience a lot of silence in their life.

CT: And you talked, when you were talking about your family circumstance there about looking to find others, is there something in that in terms of the way that's influenced the development of the work that you do within the Loss Foundation and the approach that you take in terms of supporting others and, and connecting people?

ET: Yes, I should probably say a little more about what we do. So I guess one of the biggest sort of differences we have as an organisation at the Loss Foundation compared to other bereavement organisations is that we are entirely group based. So we don't provide any one-to-one support and that's not because it's not important, but there are other services that provide that. What we're all about is peer connection. Given this is so hard to talk about, we bring people together who’ve had similar experiences and so we run support groups for people bereaved by cancer. We run in person get togethers, you know, sort of walk and talk events as we call them. We have psychologists running free grief workshops that cover sort of areas that we see really commonly in cancer bereavement that people struggle with, like traumatic memories or guilt or just how to understand bereavement in general. And so we run a range of different services, but they are all group based because we really want to, to sort of tackle that isolation that comes with grief. That was what my step mum was looking for back in the day. And as we had our evolution in, in growing the Loss Foundation, we saw that that seemed to be the thing that was missing in the sort of grief support sphere. And that's what we stepped into and its sort of really grown over time. And we've been really mindful that as it grows, it's doing so in a way that responds to the actual need, but also that we're only growing services that show they're actually beneficial and proving to be effective for people.

CT: And is it hard to demonstrate that if you're thinking about evaluation and impact and things, is it, how do you do that to, to, to show those, those benefits and, and, and, and what can you use to guide the way that you do develop?

ET: Great question because how can you show that something is helpful in the space of bereavement, what, what are we measuring because in some ways, you know, that change is immeasurable because we're talking about something that's sometimes so hard to put into words. But we are strongly attached to a lot of evaluation and research in the Loss Foundation, you know, formally and informally, because we're very, again, mindful that we learn about what we're doing and how to better it, but that we're also contributing to the evidence base behind bereavement support in general.
So we measure a few different things, you know, the sort of simplest form is where we would have quite, you know, open qualitative feedback from those that we support about what they find helpful. But more formally, we have a range of different outcome measures, you know, in some of the papers we have published evaluating our support model shows that our support is lowering anxiety, low mood and sort of PTSD symptoms we sometimes see in our demographic and it is increasing a sense of sort of self-compassion. And, and those findings are more closely linked with our therapy groups rather than our peer support groups, where we're really trying to impact social connection and tackle that social disconnection. But we measure so many things because again, we're still trying to evaluate where our biggest change is. So much of what we care about is what our users tell us is important to them. But as I said, we really also want to understand some of the emotional mechanics behind that. And so our sort of published papers show that but I'd like to say that we're still learning and tweaking as we should to be able to really define what our model is doing. And I'm, you know, incredibly pleased with the results we have so far. To increase self-compassion during bereavement is no small thing because we see that most people are quite critical of themselves during their own grief about not doing better or not being further along. And I think that's quite societally informed as well because we're not talking about it. People think they should be doing better with it.

CT: So I can see that really links back to the benefit of that group setting where you can encounter other people who are going through, albeit everyone's experience is different, but going through the loss of, of somebody important and, and seeing presumably everyone at different stages and different reactions, which I suppose helps to sort of normalise people's feelings about their experience potentially as, as they go through that too. I was interested particularly as you were talking about cancer bereavement being the, the particular focus and I hear that that obviously comes from your own personal family experience. Is there something different about, I mean, again, we all recognise every, every loss is, is different regardless of the cause I guess. But is there something specific about people who are bereaved through cancer and particular challenges that they might encounter? You mentioned traumatic bereavement in that context and I think probably I've always thought of sort of when we're thinking about traumatic bereavements or traumatic circumstances being perhaps an accident or a sudden and unexpected death. But actually it was interesting to hear you use that word in the context of a, a cancer bereavement. Perhaps you could just unpick that a little bit more.

ET: So yes, we are cancer bereavement specific. And the thinking behind that as well is that there are other wonderful bereavement charities focusing on their own specific types of loss, like suicide loss or the loss of a baby. And so I guess we filled the cancer space because there wasn't an equivalent. But what we noticed was that one of the main reasons people do come to us for support is because it's so specific, because they want to know they're going to meet others where they're going to hear similar experiences. And the traumatic bereavement concept or term is interesting because actually technically it's quite broad. I think, you know, for it to be considered traumatic bereavement, it can either be sudden and unexpected, like you say, but it, cancer is, constitutes as a traumatic bereavement because you also see someone potentially deteriorate over time, which is quite a traumatic experience in itself. Sort of traumatic flashbacks or intrusive memories are actually the number one experience we get asked about in cancer bereavement because it's so common to have witnessed or experienced a moment or moments that were very traumatic or graphic. And so we hear about that a lot. So, you know, the traumatic bereavement term is actually quite broad and most losses would probably fall under that umbrella actually. But there are certain complexities that I guess come with a cancer experience that might not come with other experiences that people want to come together to be able to normalise, reflect on etc. And that's not to say it's worse than another loss, but just that it is, it might have some unique kind of factors to it.

CT: No it's really interesting to unpick that. And yeah, hear a bit more about those experiences. So I suppose a lot of our listeners are working in health and social care settings. And I suppose if we were to take some of the learning and the, the good practice that you do, how can we that, how can we, or what would you like health and social care staff to know or, or be able to enact so that we can do bereavement support well, in, in the context in which they work. So I suppose things to do that you've learned through the, the work that you've done in, in the Loss Foundation, what, what would you like to, to encourage people to think about or, or do differently potentially?

ET: Well, first of all, to all of the, the people in that category listening, a big thank you for the work they already do. And yeah, we, you know, we increasingly are going into healthcare settings with our training, which initially kind of was, was targeted at sort of the corporate world, you know, helping people support their employees when they were grieving but increasingly we're getting inquiries from the NHS and sort of healthcare settings where clearly there's a desire to equip certain staff or teams with either the language or the confidence around having these conversations. And I think there is something about kind of building confidence rather than perfection. You know, these things can be hard to talk about. And again, we'd still be looking to encourage sort of acknowledgement and creating a culture in teams where this can be spoken about rather than avoided. And equipping staff with those very basic skills of, you know, acknowledgement, active listening, reflection, validating, you know, none of these skills in themselves are rocket science, but when you do them collectively, wow, the difference they make is incredibly powerful. And so I think equipping some of the teams with those things they're probably already doing, and so we're just labelling them and reinforcing that some of the things they're already doing is amazing and helping them realise that some of those basic skills remain the most important.
And I think the only other thing I would say from my experience in going into these healthcare teams is that, you know, sometimes it's quite important to have a reflective space. So much of the healthcare system is fast paced and go, go, go, and then you can experience, you know, deaths or losses or challenging situations, but then healthcare worker goes straight onto the next thing. And what we sometimes see there is burnout or compassion fatigue. And so I think having a sense of some kind of reflective space or peer support, even in the workspace or, you know, by the water cooler, being able to say how hard that was, any element of that seems to be really important to maintain, you know, resilience, but also, you know, stick to the meaning of the work rather than just get burnt out.

CT: Yeah, so important. We've done quite a bit about or sort of had conversations around in our work and thinking about people who experienced death and dying in the course of their job and, and, and thinking about sort of the staff wellbeing in that context. You talked a bit about boundaries when we had our initial conversation before the podcast recording and helping or just helping health and social care staff to, to find those boundaries and keep themselves well around that. Is there, is there more to say on, on, I think you linked it to the sort of compassionate support that we give, but also presumably, you know, protecting ourselves too. Was that where you were sort of coming from?

ET: Yeah, absolutely. You know, any training that we do provide as well, we always have a section on this because it's so important to be mindful of our own wellbeing, but also our bandwidth. You know what, what capacity do I have? And that, that might vary over time. And you know, it's incredible when people find their work meaningful and they throw themselves in and they give compassion outwards. But again, that sometimes comes at a cost, right. And so being able to recognise where we're at and our energy levels and our capacity and resilience is important because absolutely what we all need to do is be able to turn that compassion inwards. Now most people find it easier to have it flowing outwards and don't even consider that sort of turning it inwards. But it's incredibly important for us to be able to sustain our work. So, you know, I guess what we invite people to do is to notice their own red flags. You know, when am I struggling? What would be the sign that I'm starting to have a hard time? You know, I'm at work and I'm struggling a bit. And typically, it's that, you know, the body keeps the score. You know, it's going to start coming out somewhere. So either I'm feeling unwell or I'm struggling to sleep or I'm really irritable. You know, some sign somewhere that I'm just a bit overloaded. And that's an invitation from your body saying I need a moment, right. So, you know, boundaries is also about being able to recognise that and to respond, not just to recognise it, but we need that second bit, which is, okay what do I need just to sort of ground myself a little bit and take a moment before I dive back in. But incredibly important in this area of work in particular, which is a caring profession, we, we must, must, must maintain our wellbeing in order to, to do this fully and over a long period of time. So I think looking for the red flags and responding accordingly just to maintain balance where we can.

CT: I was, you said an amazing sentence a little while ago about building confidence, not perfection. I'm sort of skipping back a bit here, but I think initially when you were talking earlier about people perhaps being fearful of talking to people who bereaved for fear of saying the wrong thing, I was just wondering if you noticed that in health and social care settings too. And whether that, or is, is that more sort of in the, the lay public in our communities and our, our home lives or and, and again, not a point of criticism, but, you know, I'm sure health and social care staff want to get it right.

ET: Yes. 

CT: Do you come across situations where people do need that reassurance that, you know, to build that confidence and, and yeah

ET: Yeah.

CT: address, address people who bereaved rather than, you know, holding back for, for fear of saying the wrong thing.

ET: Yeah. And you know, I think it's definitely out there in the public, you know, the, the, the general public, the sort of fear of saying the wrong thing and avoidance. But it does exist in healthcare settings because, you know, everyone sort of joins that setting and has to learn somewhere. So most people going into that won't necessarily have the experience of doing that. And it's not always embedded in training. You know, it might be in policy, but the training they might have had might not have covered that explicitly. I know that when I did my clinical psychology doctorate, they covered bereavement in one afternoon of the whole three years. And I remember being really surprised. And it was typically actually more about culture and religion, which is very interesting, but it didn't really talk about the psychological models or the basic skills around this. And I feel like it's never really covered explicitly enough. 
So there, there will be lots of people in health care settings that might not have the skills or confidence. And that's absolutely not a criticism at all. And I know even in my experience, when my dad was unwell, we had some health care workers that really danced around talking around it. And, and there will be reasons why and, and they'll have wonderful good intention behind them, which is not again wanting to cause upset or overstep a boundary or to help maintain independence in that person or whatever it is. So often there's good intention, but I, you know, the, the invitation is to, to not go quiet, to, to do rather than to avoid, to say something rather than nothing. And it's, it's more, it's sort of harder to say something absolutely awful, right? That's, you know, rarely is that going to be the case. Acknowledgement is better than, than nothing, you know, and it might even be something like, you know, how, how have you been coping? Right, which is very different from how are you? How are you has one answer and the answer is fine. How are you coping implies I know that something's happened and I'm actually checking in and that that person on the other side of that question has the opportunity to decline if they want, but absolutely could delve in with an honest answer. So simple sentences like that or I've been, you know, thinking about you or really, really sorry to hear what happened. How have you been lately? How have you been coping? How have you been feeling? But it is okay if you're in that sort of healthcare setting and still feeling unsure. That doesn't mean you're, you've done anything wrong. It might just be that you haven't had those kind of right bits of guidance along the way.

CT: It's so good bringing, it's almost like bringing that how are you question into is, it's too big a question somehow

ET: Yes.

CT: but bringing it into how have you been lately or how are you coping, you know, in the last few days or how have things been this week, it just as you were saying that it's just it, it's a, it feels more manageable to answer somehow.

ET: Yes.

CT: And yes, absolutely. The how are you and the question answer always feels the pressure like it, it needs to be fine.

ET: Yes.

CT: No those are really interesting reflections. 

ET: And it reminds me actually, sorry to interrupt you. There, there was a paper, it's always stuck with me that I read. And I think it was some research on the conversations that happen in GP surgeries. And what they noticed was that, you know, patient walks in the door and doctor says, how are you? And patient says, oh, I'm fine and then they sit down and the doctor says, oh how can I help? And they say well I'm in agony. But there's this initial I'm fine, hello, I'm fine. It's sort of this, sort of social thing that seems sort of necessary. But in bereavement world, that could be the, the shutdown of the rest of the kind of conversation. So we want to move away from how are you to how have you been coping? How have you been feeling something that acknowledges something's happened. 

CT: So I suppose as we think ahead, are there ways then, Erin, that that you feel that we can do this even better? What would be, how, how would you be looking to take the Loss Foundation forward and things that you, you're looking to, to increase or, or broaden your range of, of activities or, or indeed thinking about the health and social care context for, for some of our listeners, how, how can we further develop what we're doing and, and do it even better?

ET: Yeah, big question and, and I guess a couple of answers to it. You know, in terms of the Loss Foundation, there'll be many regions across the country that haven't heard about us. And, you know, we would typically focus in sort of Southeast kind of regions and been growing out more so nationally over the last couple of years. So it might even be that, you know, people listening in hear about us and are able to, you know, signpost anyone bereaved by cancer in our direction for free support. You know, that that's definitely what we want. We want to be able to reach more people, to support more people. There'll be lots that need us and don't know about us. So healthcare workers holding us in mind for anyone who might benefit is of, you know, would be wonderful.
In general, you know, more societally and within healthcare settings I think there's something about us normalising these conversations, you know, over time and the only way to do that is to have them, you know, to, you know, go towards that acknowledgement. But we do need to create cultures where these conversations are had, even if it's lightly, because all of this has a butterfly effect to challenging that societal narrative that we mustn't talk about this, which makes grieving people feel like they must be okay now. So I think there's something about us just leaning towards doing again rather than avoiding. And you know, for the healthcare settings, if, if you know people listening in or you know, managers are able to be mindful of creating reflective spaces for their staff, I only think that will help them build confidence and comforts about how to handle deaths, losses, challenging situations, challenging conversations. And of course, we exist with, with training, in case that's of benefit for any departments listening in, we'd be more than happy to go in to tell them what they're doing really well and to make tweaks about how they can feel even more skilled and confident in those areas. But I guess the main thing here is that, you know, grief exists in, in all workplaces, in all settings, and that we could all be working to be more mindful about how we speak about these things and don't speak about them. That sense of normalising these conversations, I think could be really powerful in itself.

CT: That's great, Erin, thank you. I suppose as we're coming towards the end of our, our conversation, you talked a little bit earlier about, about self-compassion and importance of obviously looking after ourselves when we work in this space. But I was interested to know how you continue to maintain your motivation and commitment to this work and, and what your approach is to looking after yourself in what must be a, a, you know, a working week that is, is full of lots of listening to others and, and potentially, you know, hearing some stories, a lot of stories of loss and, and, and challenges that people have had.

ET: Yeah, a lot of my world seems to be centred around talking about loss. And, you know, it's, it's sort of strange that my sort of, you know, the loss of my favourite person sort of shaped my career so much. And I, I think I'm still learning about that and even about my own grief along the way. And I've learnt so much from the people that we support at the Loss Foundation. And for me, you know, the way I look after myself is, is I guess making room for all that comes up, you know, in, in my own grief or in my own feelings in the week is, you know, making room for that rather than avoiding and, you know, trying to stay engaged in, in life and in all the other things that, you know, make me feel like the best version of, of me. I love my work. It feels incredibly meaningful and, and I'm, you know, I know there's a long way for us to go. There's lots of people who need our support that haven't heard about us. And I feel incredibly dedicated to that because it feels like there needs to be a real change in the sort of systems around bereavement care in our country. Not going to rest quite yet until we're a lot further down the line with that. And I, I guess what I feel is although, you know, grief is something that all of us will encounter and that's universal, we do still have a chance to shape how we are actively responding to it on an individual level, you know, within workplace settings. And that's really driving me, me forward. And on a separate note, I try and spend lots of time with my little kids outside of work, which, you know, makes, you know, life feel a lot more present when we're building blocks everything sounds a lot more simple.

CT: Well, these are some good reflections. Thank you. Is there anything that you've not had the opportunity to say in our conversation that you'd like to share or anything else that if you're thinking about sort of key take away message that somebody might take from our conversation, what would you really like them to, to remember or anything additional you'd like to say?

ET: I think another thank you to all the healthcare workers listening in for all the hard work that they do. Please hold the Loss Foundation in mind for anybody that may benefit from our support services. And a real encouragement to lean into these conversations rather than away, because what we have learnt is that embedding some of these really simple conversational tools makes the biggest of differences for an individual. And, you know, you then get to be the person they remember at the most challenging time. And that's an incredible thing. So it, it's not as hard as you think it is. And I invite you to lean in rather than away.

CT: That's really encouraging. Erin, thank you so much for your time this morning. It's been, it's been great to talk to you.

ET: It's been a real pleasure, thanks so much.

CT: If you'd like to listen to more episodes of this podcast, you can do so on Podbean or Spotify, just search Talking About Bereavement. Or if you'd like to find out more about the PSD Scotland Bereavement Education Programme or have any questions, please get in touch or check out the Support Around Death website at www.sad.scot.nhs.uk/podcast. Please note, the views and perspectives expressed by guests on the podcast do not necessarily represent those of PSD Scotland.
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