Bob - Admiral Nurse ep transcript
Kola: [00:00:00] Welcome to My Life with Dementia, a podcast from Dementia UK. I'm Kola Bokinni. I'm here because in 2023, I lost my dad to vascular dementia, and now I want to help other families who are going through something similar. Admiral Nurses are specialist dementia nurses who give families a space to talk to someone who understands.
No question is too big or small in this episode. Two Admiral Nurses, Hilda and Vic are sharing their practical advice and insights on themes from Bob's story. If you want to listen to Bob's episode first, you'll find it right next to this one in your podcast feed coming up. 
Vic: There's still very much that generation of men who are living with a spouse with dementia now who would not ever want to open up and have this conversation.
And, and once they start doing that, it enables that door to open and then start [00:01:00] getting some support. But the first step is often talking about the fact that emotionally, this is difficult. This is harder not feeling. That you need to carry it all. 
Kola: You'll hear Hilda and Vic explore things like why men are less likely to access Dementia UK support services, the benefits of getting help from professional carers and the pros and cons of moving house while you're living with someone who has dementia.
If you like to speak to an Admiral Nurse, you can pause this episode at any time and follow the link in the show description to find out more.
Hilda: I am Hilda Hayo, and I'm the Chief Admiral Nurse and CEO of Dementia UK. 
Vic: And I'm Vic Lyons. I'm one of the Admiral Nurses with Dementia UK. In this episode, we're going to talk about the experience of an older male carer and Bob and his wife Jan, and who lives living with a diagnosis of dementia. And we thought this was really important [00:02:00] to explore this because we know, of course, that lots of husbands are looking after their partners with a diagnosis of dementia.
Mm. You know, so we, we know probably one thirds of of carers are men. And yet still, when we think about a carer, we don't often think about a male. We think about a female, a, a wife, a daughter. Um, you know, even the people who phone our services, who contact our helpline are often. Women, they're often females who are caring for somebody.
So we know that men are out there, we know that they are in this role, and yet they're not often getting the support, they're not being seen, they're not as visible, um, as, as females are out there. 
Hilda: It's interesting as well, when Bob actually was talking about his reluctance to accept help, his reluctance to say to somebody.
I'm struggling as parents often we try and protect our children, uh, particularly when there's something going on within, within our lives as parents. And I saw that with [00:03:00] Bob as well. He didn't want to burden his daughters. He didn't want to involve them. But actually you can get an awful lot of support from your children if you actually open with them and say, and also if you accept help.
When his wife went into hospital, he said, I was really reluctant and resistant to actually having a care package in place when she came out of hospital. 
Vic: Mm-hmm. 
Hilda: But in reality, he's now accepted that and he thinks that was really good move for them as a family to enable them to live a better at home.
Vic: Yeah, I think there's something really strong around that, isn't it? I think there's partly with, with this story, it was like there was a, a sense of a loss of control that he felt he didn't have that control. And, and if we think about men and how a lot of men like to have that sense of control, women do too.
I'm not saying we don't, I I know we do. But actually, you know, generationally older men and more men in Bob's [00:04:00] generation would've been the more practical, stoic, you know, people, especially somebody like Bob and the role he, he had in his, his work. You know, somebody who would be very solution focused and, and I think with their story there was this real sense of love and commitment, and this was his wife and, and, and, you know.
The switching into being a carer is, is something that lots of people struggle with. Um, women struggle with this and, you know, and for men especially, it can be really hard to, to switch into that, that caring role and accepting some of the loss of control that being a carer actually brings, because you're not always going to be the one who's making the decisions.
Mm-hmm. You can't always make everything. Go away and sort of sweep everything up and make it tidy. Because caring can be untidy. It can be messy, 
Hilda: it can be. And I think taking on the extra roles that the other person can no longer do as well. Uh, I know when I've worked with a lot of, of male carers, they've said that they've had to learn how to cook, for instance.
Yeah. 
Vic: How to use the washing machine. 
Hilda: [00:05:00] Exactly. They hadn't got a clue because, uh, their partner was doing that all the time. Yeah. Um, and I think that. Uh, male carers in particular state, how tiring it is and how mundane in effect 
Vic: mm-hmm. 
Hilda: That actually doing all of those tasks as well as being the carer for their partner that basically, um, is now not able to do those sorts of things.
And people can get quite frustrated at times. 
Vic: And there is something about the fact that if you are suddenly. In a caring role and you are in the house and you're having to do these things, getting outside becomes harder. You can start to feel quite isolated and, and even like, you know, I know there's an outside world out there that I could go and interact with, but getting out and doing it, when you've suddenly got to do all of the things in the house that need to doing is that whole adjustment to, you know, not only am I.
Carer now, but actually I can't get outside of this house. Yeah. And Bob spoke about that feeling of [00:06:00] isolation as well. Yeah. And not being able to get outside and, and how that feels if actually you've, in the past, in your, in your life before becoming a carer was somebody who maybe wasn't in the house as much.
Yeah. And, you know, that adjustment through to, to suddenly having to stay indoors a bit more. 
Hilda: Absolutely. And, and reducing down work. The time for interest, the time for socializing, the time for things that, that actually make you feel good. I think that can be quite difficult for families, for whether you're male or female, that can be quite difficult.
And I think that, um, trying to maintain interest like Bob does with his, with his bikes, I think is great. Mm-hmm. But you probably need some help to be able to do that. And the outcome of the, the hospital insisting there had to be a care package. Meant that Bob did get some help very often. Um, when I've been working with, with male carers, the one thing they find really difficult is doing the [00:07:00] self-care for their, their partner.
So washing, dressing, all of those sorts of things. The intimate. Personal hygiene. So actually having paid carers coming in to do that aspect can actually relieve some of that stress that a, a partner can actually feel. 
Vic: And it allows you to focus on being a partner again, being a spouse. Yeah. You know, and takes away the.
Those difficult parts that you don't want to have to do anyway, actually. Yeah. You know, and it can make you, you know, give you the space to breathe and to feel that connection again. And, you know, and sort of share that, that commitment, that love, that loyalty to each other, the, the friendship and the joy and, you know, get all of those things built back in because the, the practical aspects of day-to-day life have been helped by somebody else.
You know, somebody else is assisting with that. 
Hilda: I think the other thing that. Bob was talking about his, how he wouldn't have said he was an emotional man, but actually now he feels like he's near to tears sometimes. 
Vic: Yeah, 
Hilda: and that could be the stress of the situation, but it's [00:08:00] for the way he was describing it.
It's also about how Jan feels as well. So when Jan says she, she feels like she can't remember something. He feels that for Jan. 
Vic: Yeah. 
Hilda: So they sound like they've got a really, really strong relationship. Um, which is, is fantastic. 
Vic: It's brilliant, isn't it? And I think what was interesting was without kind of over analyzing Bob in a way, but I think when he starts talking about the emotional way and what he's actually carrying and, and how hard he found to articulate that, it's sort of you, it, it reflects what we see all the time in, in men, doesn't it?
Course. And we know. That a lot of men will focus on the kind of doing, doing the tasks, and that they'll focus on that and, and that's the stuff they, they might articulate rather than articulating, this is difficult. This is, this is hard. This is something I need support with, and it's worth. Saying here, I'm, I am particularly talking about older male carers.
I completely know that these days, you know, younger generations of men are much more in touch with these [00:09:00] emotions and more able to talk about these things. But there's still very much that generation of men who are living with a spouse with dementia now, who would. Not ever want to open up and have this conversation and, and once they start doing that, it, it kind of, it enables that door to open and then start getting some support.
But the first step is often talking about the fact that emotionally this is difficult. This is hard. And not feeling that you need to carry it all that you are, you've got to be the one to fix it or solve it. You know, if people can help, whether that's family members or carers coming in, or, or friends who you can have those conversations with.
Just sharing that and having those, those conversations will, will make such difference. 
Hilda: And that's where Admiral Nurses come in. 'cause as Admiral Nurses, specialist Dementia Nurses, we're able to have those conversations. We have the time to listen. We can find out what it is that the person is really worried about or is concerned about.
Or just to listen about the [00:10:00] emotions that the person's expressing and then be able to give the appropriate guidance and support that's necessary for that individual. It's very personalized. 
Vic: Yeah, it is, isn't it? And I think, you know, naturally reaching out and contacting an Admiral Nurse. Doesn't mean you're not coping.
Yeah. It's just about saying, I need some help. I need some protection here. I need something to enable me to carry on coping. And you know, and sometimes it is really, really practical advice that this is what you need to do. I've sat with male carers before and told them how to use the washing machine, or you know, how to structure a meal as much as some of the other things we deal with how to manage some of the more challenging behaviors, but it's about giving somebody the skills they need to cope going forward.
How could life. Be better, you know? What are the steps that you might take practically to enable you to cope with this for as long as possible? 
Hilda: Absolutely. And as Admiral Nurses, we don't judge and we don't basically say, no, you shouldn't be doing it like that. That is not what we do. And everything you say to us as Admiral Nurses, it's [00:11:00] confidential.
Vic: Absolutely. So that's, that's, that's the resource that we want to point people towards using obviously, isn't it, you know, getting that support. And, and we kind of, for me, I think the fact that we know these men are out there, we know that, as we said right at the top, you know, the one third to pick people out there carrying are going to be men, and yet we're not seeing them contacting us.
Correct. They're, they're not, um, which kind of actually means they're dealing with this on their own, perhaps. Mm-hmm. And, and sometimes they're just making that first step, having that conversation. You won't solve everything. It can't because it can't, there's nothing we can do to take the dementia away once someone's got the diagnosis, but we can help you live better with it.
Hilda: Mm-hmm. Ordinarily, when somebody says that they're going to relocate or move, we would say as Admiral nurses, it's probably not the best idea, particularly if it makes the person a little bit more, um, disorientated. But Bob was explaining how they'd have a much better quality of life by the [00:12:00] sea. Um, Jan always loved seafood.
She loved going to cafes. There's restaurants there. All of those things that he thinks will actually benefit Jan as well as himself. In this case, it seems like a wonderful idea. Yeah.
Kola: If you'd like to speak to an admiral nurse like Hilda or Vic yourself, you can contact Dementia UK's Helpline. Just click on the link in the show description or visit dementiauk.org. The Helpline is open every day of the year except for the 25th of December. This has been an episode of My Life With Dementia, a podcast from Dementia UK.
Please subscribe in your podcast app to get new episodes as soon as they come out. And if you've enjoyed this episode, why not share it with someone you think might find it useful? You can take a look at the show notes for a link to our support services, which include online resources, ways to contact Dementia [00:13:00] UK helpline, and information about Admiral Nurse Clinics.
Thank you so much for listening.
