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Transcript of Semi-Structured Interview
Carrie Tbaily, Researcher: Hi, thank you so much for taking part in SPLASH Study. I’ve got a copy of your questionnaire here, so I already know a bit about you and [the person you care for]. My name’s Carrie, I’m a research student at Bournemouth University and I’ll be interviewing you today. I’ve got some questions to ask you, but there are no wrong answers, all that matters is your opinion and experience of how hydrotherapy might impact on [the person you care for]. Just a reminder that this interview will be recorded; I’ll press record in just a moment, but I also want to remind you that you can pause or stop the interview at any time without giving a reason.
(RECORDING STARTED 00:00)
Brilliant, um so if you could start off by just telling me a little bit about yourself and [your son], and particularly about your last experience of [your son] accessing hydrotherapy?

Participant:     Okay, obviously I’m [participant name], I’m [son’s name] father. Um, [my son] lives in supported living. He’s now 31 years old. Up to the beginning of this pandemic, [my son] was attending hydrotherapy every other week at [hydrotherapy pool owned and run by educational organisation] as a privately paid um session, and the alternative week he was going to [swimming club for the disabled], um; to give him “normal” swimming pool input because, mainly because, they had a Physio in the water having hands on with these guys, doing some good exercises. So it sort of gave us a balanced sort of err input for [my son].

Carrie:              Yeah. So it meant that every week he was accessing some kind of activity in the water; it’s just one week it was more hydrotherapy and then the following week was more swimming?

Participant:     Correct. ‘Cause obviously the other issue is that during the summer holidays obviously the hydrotherapy pool will generally close down. 

Carrie:              Yes. 

Participant:     Um. So again he would go to [swimming club for the disabled] more than hydrotherapy but that’s only because access issues at the school; obviously they didn’t have lifeguards at school holidays. 

Carrie:              Makes sense. Yeah that must have been particularly frustrating. 

Participant:     Yes. 

Carrie:              I’ve got a long list of questions but obviously I won’t be asking them all if we cover more topics. So I’ll just keep referring to this and I am taking notes as we go along, so if it looks like I’m looking down, that’s what I’m doing. 

Participant:     Don’t worry Carrie, don’t worry. 

Carrie:              Um. So you’ve mentioned a little bit about [your son] and the fact that he’s not accessing hydrotherapy at the moment. I know through the questionnaire you mentioned that that was due to Covid. So, would [your son] normally have carried on alternating indefinitely? 

Participant:     Correct, and I already have sessions paid for at [hydrotherapy pool owned and run by educational organisation] so once they reopen access, I’ve got some in the “bank” so to speak. 

Carrie:              Yeah, he’ll be top of the list as soon as they open again. 

Participant:     He is. 

Carrie:              And you mentioned on the questionnaire that the type of hydrotherapy that [your son] gets is active movement, so it’s [your son] moving himself in the water. Is anyone in the water supporting him at those? 

Participant:     Yes. He always has a 1:1 um carer in the water with him. Obviously, the idea of that is ‘cause [my son] can get very easily distracted. 

Carrie:              Mmm. 

Participant:     And therefore if he gets to an end or a side and starts holding on, you literally have to prize his fingers off as he wants to chat to someone on the side.
(inaudible due to researcher laughing and agreeing)
Um. So if you can get, ‘cause [my son] when he used to go to um [public swimming pool] when he was younger. Because obviously we didn’t have access; we didn’t know about hydrotherapy then. 

Carrie:              Yes. 

Participant:     Um, he used to able to swim up to 30 lengths unaided. 

Carrie:              Wow. 

Participant:     Of the pool. 

Carrie:              And that was when he was a child? Or is that…? 

Participant:     Yeah yeah yeah yeah. Yeah still at school, um obviously he was getting good Physio input. Um. He was walking on a frame up to a certain point, um and obviously the swimming as well was just yeah so, he was really quite supple, and his muscle tone was brilliant. 

Carrie:              Brilliant and so these days when he swims, he can still swim independently?

Participant:     Yes, he can but not as far. 

Carrie:              Yeah. 

Participant:     His distance has deteriorated um ever since he stopped going to [public swimming pool] but the first problem we had is we had carers complaining that the water was too cold for them. 

Carrie:              Oh right. 

Participant:     They used [my son] as an excuse, “oh the water’s too cold for [my son]”. And we would say well he’s been going there for years, why suddenly is it changed now? 

Carrie:              Yeah.

Participant:     Um, it was mainly as it turned out that one of the carers at the time, who turned out to be his senior support worker then, um, basically was not a confident swimmer herself.

Carrie:              Ah.

Participant:     So she’d used it as an excuse. 

Carrie:              Yeah. 

Participant:     Not to take him. 

Carrie:              So would you say that that’s perhaps one of the limitations of hydrotherapy is that you need a carer who is confident in the water? 

Participant:     Definitely. Definitely, because of obviously if the if the carer isn’t isn’t confident, um, then obviously they’re not going to go into the deep end and make [my son] use his muscles. He’s just going to put his feet down, and feet on the floor. 

Carrie:              Mmm. 

Participant:     Which doesn't achieve much. 

Carrie:              Definitely, no, no. And like you say, as soon as he gets a chance to chat, that’s it. 

Participant:     And the other thing is though carers, general carers at home who generally take him, do not, or are not trained, or don’t think or understand how to exercise him in the in the hydro water as well. You know, there’s basically there should be some part of training there as well, that we miss out on really. 

Carrie:              Yeah, no I agree. Sorry I’ll just write some of those points down. Brilliant. So how would you say hydrotherapy impacts on [your son]’s life? 

Participant:     Well it has a twofold effect really. One is social, because obviously (05:00) he sees a lot of his friends that um either used to go to obviously [special educational] school where he attended, or even his day centre. Like, um, he used to meet up all the time um with…oh what’s his name…it’s just gone off the top of my head. He’s the one that [my son] always wanted to put the blanket over at the end of the day at day centre. 

Carrie:              Oh yeh. 

Participant:     [name], [name], um and his Mum and Dad used to go every Saturday, and and there was a couple of the girls from [his school] so the first thing was really social for [my son], in the water. But also, obviously, it helps maintain and support the Physio program at home by carers. Obviously, you know my views on that, because carers, not being rude, are a bit like monkeys, they see what they, you know, they get shown something and they do it to their limitations. But they don’t know how to stretch a muscle well. Hydrotherapy helps to add to that. Um. Obviously, if they had the training as well, that would even be better. Um, but it helps [my son]’s muscles tone, helps keep him more relaxed, more comfortable; rather than being tight and uncomfortable, as he’s become now. 

Carrie:              Absolutely. So…- 

Participant:     You can see a big different on how he moves, how he holds himself, how long he can sit in his comfy chair without shuffling around uncomfortable. Just through not having that input now. It’s so much worse than what it was. 

Carrie:              That was going to be my next question. So you’ve mentioned topics about um [your son] being tight and uncomfortable when he goes without hydrotherapy, so assuming that when he has hydrotherapy that helps to relax his muscles, reduce that- 

Participant:     Correct, much more supple, yep. And the other thing is obviously, even though the carers are required to do hands on twice a day Physio. 

Carrie:              Mmm. 

Participant:     They tick the sheet, whether they do it, because obviously going back when [my son] was last in hospital um he was in a lot of pain in in his right leg, um, because of spasms. And again the spasms were, to me, attributable, when I looked at the Physio sheet, we had a lot of agency then, we had a lot of people who didn’t, hadn’t been trained on [my son] and then that has an impact and and [my son] was “ow ow ow” all the time and then we have to increase the Baclofen, (cough), we then had to get the neuro smarts involved when he was in hospital and it does have a really big impact on [my son] when either he doesn’t have that input from home but more importantly he doesn’t have the hydrotherapy input to support what he gets at home. 

Carrie:              Yeah. So, in a way, by [your son] having that regular hydrotherapy program it improves carer compliance because they- 

Participant:     Correct. 

Carrie:              -had to take him swimming. Whereas, with the stretches at home they could just tick the box and almost say they’ve done it, but you don’t know the quality that they’ve done or whether they’ve actually done it at all. 

Participant:     Yep. Exactly that. 

Carrie:              So you mention about the the positives that hydrotherapy has on [your son], have you noticed any impact on [your son] outside of the pool? So, those things that you said tight and uncomfortable, has there been any carry over from on land when he’s had his hydro sessions? 

Participant:     Obviously, as the week goes on, you know, you can see that he gets more uncomfortable again before, say a couple of days before, two to three days before, the next session. (cough) Sorry I’ve got a frog in my throat. Um, you can see that [my son] needs that input again. If that makes sense? In that, you know, he starts shuffling around that bit more, he’s much more tighter to do his stretches on. Where, um, straight afterwards, so the first sort of three of four days his his movement is much greater, it’s easier to actually do the exercises, it’s not so hard (gesticulates passive stretching) to get him to relax and stretch. Um, and he feels more comfortable as well in that first part of the week. 

Carrie:              Brilliant, so it’s about kind of three of four days and then you start to notice it wearing off again? 

Participant:     Correct. 

Carrie:              So the fact that [your son]’s not been able to access it during lockdown, you’re obviously seeing- 

Participant:     It all the time now. I video phoned him yesterday, for example, and all he was doing in his comfy chair was this (shuffles his weight around in his chair using his arms to push up on the armrests) – trying to move around. 

Carrie:              (nods) Constantly shuffling around. 

Participant:     Which, obviously, doesn’t help him at all, and, you know, even though I haven’t seen him now for a little while, um, I’m told that his, obviously, muscle tone is not so good as it was, and they’re finding it harder to stretch him. 

Carrie:              Uh-huh. Ok, without the hydro input they’re finding his stretches are harder to do. 

Participant:     Definitely. Definitely. And obviously at the moment as well, we do get people come in that, and if they, as you know yourself, even though they might have done those exercises on someone else unless they’ve been signed off to do it on [my son] they’re not allowed. So there’s times when [my son] would only get one session of Physio a day, rather than his “official” two. 

Carrie:              Mmm. 

Participant:     But again, as you know, the Physio is not real Physio it’s just carers doing what they see, and they may not be doing it (10:00) is as good as you guys do. 

Carrie:              The quality? 

Participant:     And getting a better benefit, obviously. 

Carrie:              Mm-hmm, no completely. 

Participant:     ‘Cause some, I I’ve seen it in training; some people are more confident, when you’ve done training, some people are more confident to do it, and others are a bit more “ooh should I be doing that as far?”, you know what I mean? 

Carrie:              Yeah. 

Participant:     So they sort of ease off, which then doesn’t benefit [my son]. 

Carrie:              No, and it’s the sort of confidence that only really comes from repeating and keeping going with it. Whereas, if they’re never really that confident to start with, then you’ve always got that distance. 

Participant:     That’s right. And because of the loss of hydro, obviously hence why I talked to you about obviously further Physio. Because I think he could really benefit from it now. 

Carrie:              Mmm. And especially at the moment where he’s not able to access his swimming and his hydrotherapy that he normally has access to. 

Participant:     Correct. Excuse me just a second, I’m just looking for a handkerchief. 

Carrie:              Yeah no problem. 

Participant:    I’m back. 

Carrie:              No problem. So I think we’ve covered some of this section a little bit but, um, can you describe any other effects that hydrotherapy might have on [your son]’s ability to do things? 

Participant:     Um, well, it encourages and helps like I say his social interactions with people. Definitely. 

Carrie:              Yeah. 

Participant:     You know, it’s a whole, it’s not just physically exercise or or tone, it’s it’s the whole package of getting to meet people, and strangers, and and it just helps [my son] be more sociably accessible to everybody. He loves it. He loves meeting people and, and people love meeting [my son]. Um. We’ve built many friendships after um hydro pool and swimming as well so yeah, it’s it’s a double edged sword really. 

Carrie:              It works both ways yeh as an opportunity for [your son] to engage with people that he’s known from the past but also to make new friends. 

Participant:      Correct. Like he’ll come back, and he says, “oh I’ve been bouncing [name]”, for example, now what he means by bouncing – he holds their hands and goes like this (gesticulates holding both hands with someone in front and shakes arms up and down). That’s him doing his exercises on the other person, he’s trying to help the other person.

Carrie:              Yeah, yeah.

Participant:      You know, so it it’s great interaction, as well as, obviously, the benefits of his muscles.

Carrie:              Brilliant, and for [your son] feeling like he’s helping someone else as well, it’s interesting that he always words it that way round.

Participant:     Correct.

Carrie:              That he’s been helping the other person. 

Participant:     That’s right. That’s right. 

Carrie:              That’s really important. So, I imagine [your son] might not get that opportunity in many other areas?

Participant:     No, not really at all. Only obviously in day services, like when [name] went to day services, he would always insist on pulling his blanket up for him, ‘cause [name] was quite severe. Did you ever know [name]? 

Carrie:              I did yeah, yeah.

Participant:     Obviously, [name] was quite severe, so obviously you know his Dad or Mum would come in and and it would be “oh I’ve put [name]’s blanket on for you” and and he felt so rewarded by that and he would sit next to [name] and have his hand on him, and you know, but obviously now we don’t have day services ‘cause it’s all been closed since the lockdown. 

Carrie:              No. 

Participant:     So that is having an impact mentally I think on [my son], as well as physically. 

Carrie:              Mmm. You mention mentally, and that’s interesting because that leads me on to my next question, which was just, it it’s the same sort of question again but in terms of wellbeing or quality of life, so have you…? 

Participant:     Oh it improves massively on [my son]’s quality of life, for the reason, for the reasons I’ve said already. Um. 

Carrie:              Yeah. 

Participant:     It it does make a big difference and also at the other swimming pool [swimming club for the disabled]. 

Carrie:              Yeah. 

Participant:     A lot of them are much more…horrible word to use, “normal”. In that, they they’re able to look after themselves, more so. And again, that interaction for [my son] and they have a lot of social events and things like that, is very good as well. 

Carrie:              Yeah. 

Participant:     You know, if if we do manage to get a hydrotherapy pool up and running, having a social side to it as well I think is as equally rewarding. 

Carrie:              Equally important? 

Participant:     For people like [my son]. 

Carrie:              Definitely, no, that’s really helpful to know, thank you for mentioning that. So, the next question. How does hy- sorry, how does [your son] accessing hydrotherapy impact on on you, or perhaps [your son]’s carers? 

Participant:     Well, some carers find it a little bit of a bind some times because: A) they’re not confident in water, B) it’s doing the changing and all the rest of it, um, on their own ‘cause obviously [my son] only gets 1:1. 

Carrie:              Right. 

Participant:     So that has an impact. So some are not keen to do it. And the other thing is timings wise, ‘cause for example they changed the timing of [my son]’s club on a on a Saturday once which conflicted with changeover times. Change of shifts. 

Carrie:              Oh no. Yeah. 

Participant:     So, it it can have an impact things like that. Um. Also example, if a carer hasn’t been shown, or has been allocated to work with [my son] for example, and hasn’t been shown where to go, what to do, et cetera, i.e. a lay of the land-

Carrie:              Yeah. 

Participant:     -then my wife, [name], my ex-wife, um, she is required, well not required, that’s the wrong word, she chooses; so [my son] (15:00) doesn’t lose out; to go down and do that bit of training herself. 

Carrie:              Yeah. 

Participant:     So there is an impact obviously still on us as a family. 

Carrie:              Yes of course, so even though it it it’s so so it’s so important for [your son] to access his hydrotherapy, but it does actually increase the burden on yourselves as family carers who know [your son] best and and well enough and and the the practicalities of what’s needed in taking [your son] to hydrotherapy… 

Participant:     Correct, ‘cause if they don’t know where to go, they don’t know how the hoist system works there for example, all that sort of stuff. You know, ‘cause some of the benches for example at [hydrotherapy pool owned and run by educational organisation] are narrow even though they are obviously for disabled wheelchair children, some of the changing rooms are not ideal. Um. 

Carrie:              Mmm. 

Participant:     You know, similar to disabled toilets, you know you go into a disabled toilet and you don’t get a good bench that you can change someone with a pad on your own, rather than having to put them on the floor. 

Carrie:              Yeah, yeah, exactly. So it’s one thing to find a pool that’s accessible, but one, a pool that’s accessible with an accessible changing room that’s actually practical and not just ticking the right boxes… 

Participant:     A fold down bed. Yes. 

Carrie:              Exactly, yeah. 

Participant:     Because that’s the other issue, as well is is just drying [my son], showering and drying afterwards, getting him dressed, you know, because even though you come out of a nice warm pool, the hydro pool, obviously suddenly then the cold hits him. 

Carrie:              Exactly. 

Participant:     Um, and obviously then he sort of (mimes being cold: shoulders tense, arms by his sides) gets tight again initially. But once he’s dried and dressed, he’s fine again then. But again, carers do find it a bit of a a struggle on their own. You know, when you’re laid on his bed, ‘cause obviously, at home they take him to the shower in his wheelchair, err shower chair, then they put him back to his bed, and he gets on and they dry him properly there. Where in the pool it’s totally different. 

Carrie:              Mmm. 

Participant:     It’s totally alien to them. 

Carrie:              Yeah. 

Participant:     And that can be a bit of a problem. 

Carrie:              And you’re trying to do it without your normal resources and things that- 

Participant:     Correct. 

Carrie:              -you’ve got around, so you have to plan ahead to make sure you’ve got everything when you arrive. 

Participant:     Yeah. 

Carrie:              Thank you, no that makes sense. And so, [your son] doesn’t have any increased funding of 1:1, he he doesn’t have 2:1 support at all for hydrotherapy? Just has his normal 1:1 funding? 

Participant:     Correct. But but the the scheme only allows you to take one carer in the pool physically, you can take 2 to do the changing and showering, but you’re only allowed to have one carer for obviously limitation numbers in the pool. ‘Cause if you have any more it stops another disabled person getting in there. 

Carrie:              Someone else from accessing, mmm. 

Participant:     The other thing obviously to bear in mind as well is [my son] needs to have appropriate swimwear, i.e. like a a nappy pad type swimming costume. 

Carrie:              Yeah. 

Participant:     So if he was obviously to urinate or defecate then obviously it’s contained. Unfortunately some people go there, and they don’t have the appropriate gear, they go in and suddenly then the pool has to be emptied and closed. 

Carrie:              Oh gosh. Yes of course. 

Participant:     And that’s happened a couple of times. 

Carrie:              So everyone loses out that, that way. 

Participant:     That’s right. 

Carrie:              Yeah. Pool closure. 

Participant:     And they’re not cheap these swimming costumes. 

Carrie:              No, no I’ve heard that. There there’s a few different companies that make them, and unfortunately the ones that seem to be cheaper don’t seem to do the job as well. 

Participant:     No. 

Carrie:              So it’s the sort of thing that’s worth paying for, but obviously that’s another expense. 

Participant:     Yeah. About £42 on average I pay for a swimming costume for [my son]. 

Carrie:              Wow. 

Participant:     And then that, obviously over a period of time that will deteriorate because of the chemicals in the water et cetera. So you’re probably talking about every eight months you have to change them, six to eight months. 

Carrie:              Right. Yeah, that’s a lot. That’s another thing to consider isn’t it? 

Participant:     Yeah, but also at that hydro pool they do have a light system. To give, you know, um um, visual therapy wise, as well as the water therapy. 

Carrie:              Oh right ok. Yeh. 

Participant:     Up at [hydrotherapy pool owned and run by educational organisation], Um. So I hope that if and when DAP [Diverse Abilities] get theirs done at day centre services that they think of doing the same sort of thing. Because it can just focus the guys again, relaxing them to follow better instructions. 

Carrie:              Yes, yeah, it it’s the whole environment as well. So, it yeah, it’s got the right sensory environment and and things. 

Participant:     Correct, it is sensory. It’s not just a case of warm water it’s got to be everything. ‘Cause obviously people like [my son] need total obviously um sensory input. 

Carrie:              Yeah, yeah. So in terms of [your son] accessing the pool is there anything else? You mentioned that he able to, to be completely independent in the pool, but he goes to [hydrotherapy pool owned and run by educational organisation] and he has, does he have more hands on support there? Or is he still independent? 

Participant:     No he’s still just 1:1, still just 1:1. The only extra hands on support is when you go to [swimming club for the disabled] and you get the Physio in the water. That goes around everybody, not just [my son] and does like 20mins with them, 15-20mins just to get them some proper exercise. Or they will be showing the tra- the the carer who’s with them; like [ex-wife] does with them at hydro, you know, what is the best way to move [my son]’s muscles, (20:00) to get him working, for example, so she’s a great asset actually. 

Carrie:              Brilliant. 

Participant:     And it would be useful to have someone that works in the pool with hydro sessions, who is Physio trained. So they can do that. 

Carrie:              Mmm, so they can have that 1:1 input, yeah. 

Participant:     Yeah. Not necessarily for the whole session, but you know, like 10-15mins, and go round the number of people in there. 

Carrie:              Mmm. Because that’s how what, that’s how it works at [swimming club for the disabled]? That person moving around and constantly watching what’s going on in the pool but giving people that 1:1 attention and moving on. 

Participant:     Yeah, and training for carers. 

Carrie:              And yeah. And and helping improve their confidence as well if there’s someone there who’s constantly training and giving them feedback. That sounds incredible. 

Participant:     It is, yeah. 

Carrie:              Um, so, err, what impacts, if any, does hydrotherapy have on [your son]’s support needs? So I I guess we’ve already covered a lot about the perhaps the barriers with carers supporting [your son] to access hydrotherapy, but the other way round, so does [your son]’s hydro have any impact on on the amount of care that he needs? Or the type of care he needs? 

Participant:     It highlights that he could benefit from more care. Especially on the changing first and end. Um. It does highlight that as an issue, but obviously we struggle through because at the moment there is no extra funding. 

Carrie:              No extra funding, no. 

Participant:     Obviously when [my son] was funded by social services, that was your lot. And I appreciate we’re also as a family, everywhere is budgetary restrained and obviously I appreciate that [my son] gets a good support package as he lives on his own anyway. ‘Cause obviously when he lived in in shared care there was always “oh lets let’s cut 1:1 time”, and shared care and all of that sort of stuff, ‘cause they were always trying to save money. Um. And even though [the council] have just announced that [£]13 million extra input to vulnerable adults, how they’re gonna spend it I don’t know. 

Carrie:              No. 

Participant:     At the moment they’ve got so many gaps in their system now, whether or not it would actually benefit people like [my son] or not. 

Carrie:              Mmm, if [your son]’s got a full package of care, or he’s got that 1:1 support. Makes sense. Um. Can you describe any impact that hydrotherapy might have on [your son]’s night-time routine or his sleep or not? 

Participant:     Definitely. Obviously, you can tell when [my son]’s had hydrotherapy ‘cause his sleep is much more relaxed, deeper, and his muscles aren’t obviously spasming through the night. That’s sort of thing. 

Carrie:              Yeah. 

Participant:      Again, at the end of the week you can see, clearly see a difference. Um. In how [my son] is, and how much that bit tighter he is and then obviously he could be spasming. And we’d seen that when he was in hospital for the last operation, his leg was spasming all the time, when he wasn’t getting his input of Physio or hydrotherapy or normal pool. You know, I’m I’m I’m a person that totally agrees with total input, um, for these guys, you know, it’s not just one specific factor that aids them like living in supported living. You need the whole package to go with them. It’s a total approach that’s needed. 

Carrie:              Definitely, and you can’t separate one part of it out from another because every, all, all- 

Participant:     Yeah, just as important as OTs, OTs are just as important as the carers, you know what I mean? It’s the whole thing. 

Carrie:              Yeah, no that’s really helpful. Thank you. Um. Is there anything else that you’d like, we’ve mentioned a little bit about barriers and perhaps the negatives, and kind of increased burden and things, so are there any other negative thoughts, experiences, that you have regarding [your son] and hydrotherapy? 

Participant:     Well the only negative is obviously we’re restricted on the goodwill of [hydrotherapy pool owned and run by educational organisation] because ones, because that’s the only hydro pool we can access in the community. And there’s been a number of times where they’ve actually threatened to withdraw use to private users. 

Carrie:              Oh gosh. 

Participant:     Because of issues where someone’s obviously defecated in the pool then it’s obviously inaccessible for their students on a Monday for example. 

Carrie:              Mmm. 

Participant:     Things like that. Um. Or then they’re worried about infection factors, that’s been discussed. So yeah, once they told us they were closing it and it was only because the parents you know, wrote in, beg, steeled and borrowed that we managed to get them, ‘cause it used to used to book into 2 different sessions. 

Carrie:              Okay. 

Participant:     And there was a 1 o’clock session, and there was like a 3 o’clock session. 

Carrie:              Yeah. 

Participant:      But now, there’s only the one session. So it’s been just, obviously, the number of accessibility people that can access it is restricted now. Um. Luckily, I’ve got a good rapport with the lady that books the appointments and I do it sort of 3 months-6 months in advance. And I pay in advance. 

Carrie:              Yeah so, you’ve got a block of sessions. 

Participant:     Yeah and she’ll ring me up and she says “right [participant]” the next session is due, do you want to book, and I’ll go through the dates and we’ll do it. They’re very good, obviously if [my son] becomes ill or goes into hospital (25:00), as long as they give them at least one week’s notice, then obviously they will put [my son] into credit or refund, whichever I choose to do. But that’s the negativity, we only have the one hydro pool accessible to us. There is the threat of constantly losing it, because it is a “educational facility”, obviously provided primarily for the kids at the school. 

Carrie:              Yeah. 

Participant:     Um. So that is a worry that if we were to lose that, then [my son] would have nothing. 

Carrie:              No. 

Participant:     And then obviously that’s not good either. 

Carrie:              And that’s, no, no, for all the reasons that you’ve mentioned, that you know the impact it has on [your son] when he doesn’t have access. No definitely. Thank you. Um, so we’re nearly done now. I’ve just got a couple more questions. Um, can you give me an ex-, can you give me an example of any surprises of anything perhaps unexpected relating to [your son] and hydrotherapy? 

Participant:      Um. When obviously he first started going, we were well impressed on on how it relaxed him, and obviously how he was much more able to do things in the hydro pool, that he was much more confident, that his limbs moved easier than it would in a normal pool for example. Once he’d warmed up in the water. And obviously with the stimulation of the light package and everything else. 

Carrie:              Yeah. 

Participant:     [My son} just his his whole character, his mood changed. He was so much happier, even though he is a happy go lucky sort of guy. 

Carrie:              Yeah. 

Participant:     We were just so much more happier as a whole person. 

Carrie:              Oh fantastic. 

Participant:     Um, so yeah. That, we saw that, obviously that just continued all the time, every time [my son] went to hydro pool. So err yeah, it it’s really good for [my son] both socially, physically, and no doubt mentally. 

Carrie:              Mentally (nodding). 

Participant:     And emotionally. It’s a great asset. 

Carrie:              Yeah, no that’s fantastic to hear. And finally, is there anything else that we haven’t covered or anything that you’d like to share, or you particularly feel is relevant? 

Participant:     The only thing is, obviously funding for these things. 

Carrie:              Mm-hmm. 

Participant:     Now, as you know, when [my son] was under social care, I had to keep justifying with the budgetary people about what [my son] needed to attend to benefit from him. Whether it was from buying, um, trays for wheelchairs, head rests for wheelchairs, access to to the sort of um expensive ‘cause it’s not cheap to go to hydrotherapy. 

Carrie:              No, no it’s not. 

Participant:      And these guys are kept quite tight on a shoestring with their budgets, and obviously their contribution to care they didn’t leave them a lot of money left. So every year, I had to go in and argue the toss about allowing to reduce that access to his care costs, so he had the money to be able to do it. I think things like this should be an acceptable thing for people with cerebral palsy living in the community, that if they can get, you know, proof that they attend, then they should have that amount automatically deducted from their um fees of access, oh sorry, from their fee contributions. 

Carrie:              Yes. 

Participant:      Now obviously, now [my son]’s NHS continuing healthcare funded, it’s not an issue, ‘cause he now makes no contribution to his care, which makes a big difference for [my son] as well. So, it’s now affordable, but for people under social care, it is not. 

Carrie:              No, and that’s where, so if someone’s social care funded it’s, they have to pay a contribution towards their care but there are certain things that are counted as a disability related expenditure- 

Participant:     But they’re left with very little (holds fingers up close together) money to spend. And unless you go like me, and you’re an argument…not argument…assertive type person that can go in and, you know, justify with budget people because it’s the budget people that don’t think about people on the ground and they’re not carers. 

Carrie:              Yes. 

Participant:     Unless you go in there and give a bloody good case, you’re not necessarily given it. And people can’t do it, they can’t afford it, and they lose out on the benefits that hydrotherapy could offer them. 

Carrie:              Yeah, no absolutely and the fact that you had to do it each year as well. So it wasn’t just a case of putting the argument forward, but every single year you had to justify why it counted. 

Participant:      It was only in the last two, maximum three years, that one guy [name] um…can’t think of his last name [name] who was one of the managers in the, in the [council] finance team, actually, after I provided the evidence for all those years up to that point. 

Carrie:              Mmm. 

Participant:      And you do have to keep evidence. Um. Well, obviously it got to the point where he would just roll that over, and he’d ring me up and say [participant] it’s due, is he still attending? Yes. Is there any increase in costs? Yes or no? And he would adapt it, because he knew the justification was already there. Plus, obviously he needed people like you [LD Physio] or your predecessor as it was, to put in a written statement that it would benefit [my son]. 

Carrie:              Yeah.
 
Participant:      But for people with cerebral palsy living in the community, you shouldn’t have to do that. There is enough system out there, with the social care support and they know they’re disabled (30:00) why do you have to go in and argue that they need this sort of input. You know what I mean, it’s just mad. 

Carrie:              No, it is, absolutely. And so in terms of [your son]’s funding through CHC now, you mention he’s CHC funded so does CHC pay for it [hydrotherapy] or does [your son] still pay for it? 

Participant:     [My son] pays for it as a private thing. But he can afford to pay for it now. 

Carrie:              Because he doesn’t pay, he doesn’t have to pay his personal contribution? 

Participant:     Yeah. Because at one point, when we were paying contribution of care, [my son] was left about £27-30 a week only and that was for everything; to pay for his food, to pay for shaving materials, shampoos, soap, everything. So, and obviously household cleaning materials, so you’re not left a lot when you’re paying contributions to care. 

Carrie:              No. and the cost of hydrotherapy as you’ve already talked about it’s not just the cost of [your son] going, but it’s also the cost of the carer going, supporting him and everything else around it. 

Participant:     And obviously petrol, et cetera. Everything, there is a cost involved. 

Carrie:              Mmm. No, definitely, no thank you very much. So is there anything else that you wanted to mention? 

Participant:     No, other than that, no I think, you know, I just would like social care to acknowledge and and accept it and and build it into someone’s package. 

Carrie:              Yeah. 

Participant:     Especially if a Physio agrees that that person would benefit from it. 

Carrie:              Mmm. And it’s brilliant to have your experience so definitely, I’ve written all of this down but obviously we’ve record, recorded the transcript as well, um so yeah, thank you very much for your help and- 

Participant:     Thank you. 

Carrie:              And in terms of erm finding out kind of the results of SPLASH Study so erm, the aim is that we’ll be able to get this erm study published um in in a journal. I will make sure that it gets put on, we’ve got um Twitter and Facebook accounts that we’ll make sure we kind of advertise that on, but I will make sure it goes through Diverse Abilities as well so hopefully erm, you should hear about it as soon as we have more information. 

Participant:     Do we know if DAP [Diverse Abilities] have actually managed to raise sufficient funds to build their hydro pool yet or is it still ongoing? 

Carrie:              It’s still ongoing. Um I think the pandemic has had quite a significant effect and it got put on hold at one point because they were trying to focus on just their their everyday costs. 

Participant:     Yeah. 

Carrie:              But they have reopened the SPLASH study and they have started kind of fundraising again for that especially with there are a few major contributors that they were trying to target. So there’s, so they are back on track with that, it’s just that I think that’s probably pushed the time scale back. 

Participant:     And obviously this study will help them obviously encourage that as well so. 

Carrie:              That’s the aim, yeah, yeah… 

Participant:     Maybe even get some financial input from social care and um CHC. Who knows! 

Carrie:              You never know! You never know. 

Participant:     Okay, thanks Carrie. 

Carrie:              Thank you very much [participant] and thank you for your time. 

Participant:     And you, you take care then. 

Carrie:              Thanks then. 

Participant:     Bye. 

Carrie:              Bye.

(RECORDING ENDED 32:40)
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