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Unique Identifier: 682252-682243-76796425         Interview date and time: 28/01/21 13:00
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 people you support. 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, well thank you very much. Um, I just wondering if you could start off by telling me a little bit about yourself and perhaps how you heard about SPLASH Study? [Smiling]. 

Participant:     Err. Through [LD Physio]. Um. Yeah, um. Cuz they’ve taken on [Physio Name] recently haven’t they, a new physio in the area and um she's amazing she's… 

Carrie:              oh brilliant. 

Participant:     She’s… you know, she’s a very good physio, I’ve been obviously over the years, [Daughters Name] is 38 now and I’ve been working with physios since she was 10 months old. 

Carrie: Oh Wow

Participant: And um basically, you know it's just nice to find someone like [LD Physio] who’s pretty hands on and knows a lot about cerebral palsy.  

Carrie: Yeah definitely. 

Participant: There's generic physios, and then there's you know the specialist. And she's she knows her stuff so.

Carrie: Yeah 

Participant:     It's just refreshing to meet someone like that. Because I’ve had, we've had some good physios over the years. 

Carrie: hmm

Participant: When [Daughter] was 10 months old and didn’t even have head control

Carrie: oh wow.

Participant: So I used to sit her up in her pram and she was, like all hunched up [shrugged shoulders] like that, and um she was diagnosed at 10 months and err the first Physio we had [Name of physio] came out and she said she’s not got head control. Err, she said babies get control from head downwards, so we had to gaiter her, err, with arm and leg gaiters. 

Carrie: Oh wow.

Participant: And do all the rolling.

Carrie: Yep.

Participant: Because the rolling over will make her lift her head. 

Carrie: Yeah.

Participant: We got her to roll from one end, eventually to roll from one end of the room to the other. 

Carrie:              Yeah. 

Participant:     The thing that, the incentive for her was a humming top

Carrie/Participant: [laughing]

Participant: I was down one end of the room with the humming top, there was a little train which went round inside and um, she, she used to roll, she started to roll and hold her head up. And then we worked on the upper body.

Carrie: Yeah

Participant: It took from 10 months to 16 months to get her sitting up. 

Carrie: Wow, that’s a lot of hard work.

Participant: Yep, a lot of hard work [Physio Name] came out once a week and I did the exercises every day. 

Carrie: Hmm 

Participant: Err a lot of hard work. So that's why I’m keen on not undoing all the hard work that's been done over the years with her.

Carrie: absolutely.

Participant: -to get her to the state where she’s mobile with a frame, cuz otherwise she would have been sitting in a [wheel]chair with head supports. 

Carrie: yeah, yeah [nodding]

Participant: I’m just really keen on getting the right physio and the right therapies from an early age and carrying on with it.  

Carrie: Definitely, absolutely and I can see from your um questionnaire that you, you mentioned that [Daughter] is still accessing hydro now?

Participant: Yeah. Built on our own hydrotherapy pool. It's a heated one, it’s about 20ft..21ft long by 10ft wide. 

Carrie: [nodding] Yeah.

Participant: It’s got roman steps with handrails, because I wanted her to be able to continue to be able to go and up down steps, rather than just be hoisted in. Because um, that's good leg movement for her, coming up the steps. 

Carrie: Definitely

Participant: Um. It’s heated to 33 degrees so it’s quite warm in there. 

Carrie:               Nice, yes. 

Participant:      Err, expensive to maintain but…you know, she's not spending it on anything else, so it is worth it so yeah. Um… 

Carrie: And [Daughter], pays for that herself? You don’t get any support from anywhere else?

Participant: Um. She gets £385 from the court of protection, from the court funds office, she was awarded damages, back in 1989, I think.

Carrie: Yeah

Participant: Um, because she suffered birth asphyxia. 

Carrie: Right [change of tone in voice].

Participant: and she had the cord around her neck twice and a knot it, and the heart monitor tracing had been wrong from the beginning. 

Carrie: Oh gosh.

Participant: -when I was in labour and they did nothing till it was too late. 

Carrie: Oh no. 

Participant: so, err when she was born, she was blue and floppy, and I thought she was stillborn. 

Carrie: Hmm. Oh.

Participant: They resuscitated her and put drains in her lungs, she was moved to west [City].
 
Carrie: Yeah

Participant:  We weren't sure the first few days and first week or so, whether she would survive or not. 

Carrie: oh gosh.

Participant: Yeah and then she, they took her off the, um, she had a breathing thing, ventilator. Then when they took her off, they weren’t sure if her lungs would collapse again. Because both lungs collapsed due to the trauma of the birth.

Carrie: so tiny.

Participant: Yea, and ah, so ah. But err. Yeah, um, she was then just given an oxygen cage around her head and the physio used to come with a little toothbrush, a padded toothbrush and do, because one of her lungs just collapsed again a little bit, and so they got that back up and they used to use this electric toothbrush to, on her back to do that. (05:00)

Carrie: oh gosh.

Participant: Yeah and. She survived, and then we were just hoping that there wouldn't be any brain damage, because the original brain scan showed that there was no bleeding into the brain, but there was oedema. And I had hoped that she would have escaped but as time went on, I noticed, you know she wasn't. She would hold a rattle if I put it in a hand, but if I put it on the pram she wouldn't go for it and all these little things. 

Carrie: Yeah

Participant: when I sat her up and I saw her kind of hunched up, not really holding her head up. You start to to notice little things, and you know that there’s something not quite right. 

Carrie: that makes sense.

Participant: We lived in [City] at the time in and she went to school in [Place Name], and they had a very good, when she started school, after I did the physio home till she started school. 

Carrie: yeah

Participant: And they had a very good health department attached to the school with the hydrotherapy pool, physio department, doctor surgery was there. And it was really good because. Um. They got taken out of class and got hydrotherapy and physiotherapy. Um. Measured for splints AFOS [ankle foot orthotics]. [Name] used to come to the school and measure her, and they plaster her, you know plaster her, you know, get the foot into position and then make the splint for the boot.

Carrie: Yeah.

Participant: You know it's just been an ongoing work in progress.

Carrie: Definitely, and I guess in that school environment she had everything all in one place?

Participant:  It was all in one place. 

Carrie:               All the right people in the right place. 

Participant:      Yeah. And then err the Labour Council in [Place Name] decided to integrate them into normal mainstream school and um. 

Carrie:               Oh right. 

Participant:      Err. The physios told me then [Physio Name] who was a physio then, and she said we're spending more time sitting in traffic going between school. So, they missed out a lot. 

Carrie:               Yeah. 

Participant:     But about that time, we decided to move because we couldn't find a suitable property in [City] and a friend of mine had moved here, and I said we're going to need a bungalow and maybe I could foresee in the future that we'd…

Carrie: Yeah. 

Participant: You know. Need to maybe to build her on a little annex or something like that and. Um. So, um, we moved here in 1990. She went to [Special School].

Carrie: Oh yeah, they’ve got a pool there, haven’t they? 

Participant: they've got a pool there so she had hydrotherapy there. Um. Her physio there was [Physio Name]. She um, she got physio as well there so. And err, saw the orthopaedic surgeon quite regularly, I think the physio wanted her to have her Achilles tendons done, but doctor agreed with me that physio would do. So err, if it was done regularly. And then, when she left school there was nothing. 

Carrie: Yeah 

Participant: No hydrotherapy, no physio, no nothing. 

Carrie: Oh gosh

Participant: So, um I put on the hydrotherapy pool for her. 

Carrie: Yeah 

Participant: used some of her money that she was awarded I thought well that's the best use for it. 

Carrie: Yeah 

Participant: Err, and um, I’m glad we did, because after that the stock market crashed anyway in the money just went down.

Carrie; Oh gosh.

Participant: Because they used to rely when they did award damages in the old days they used to rely on it um and gaining capital on the stock market.  And providing income as well, but they never allowed for stock market crashes.  

Carrie: I didn’t realise that.

Participant: Yeah that was in the days before they were awarded millions. Err. Because they were. Um. And they said, you know it would be invested and it would grow year on year, and that we’d have enough to look after for the rest of our life. So I’m glad we did build it on then, because we wouldn't be able to afford it now really so. So, so it was a a I think probably the best thing, cuz she loves being in there. Amazing freedom.  

Carrie: yeah, that leads me nicely on to my next question, which was just how is [Daughter] in the pool? Or kind of, what does she do? What do you think she gets out of it? 

Participant: So she loves it. She does, because she can swim like a doggy paddle because she can't straighten her left arm, that's kind of got a permanent bend in it.

Carrie: Yeah 

Participant: that's very tight. Um. So it's like she pulls… she's like this. [hand demonstration of doggy paddle swimming technique], and um she did 27 lengths the other day. 

Carrie:  wow that's amazing. [big smile]

Participant: Yeah, and err, its varies, it depends how tired she is, but anywhere between 11 lengths and 27. And uh [Physio Name] we’d already um, oh what was the physio…was it [Physio Name] who did the [10.00]… or [Physio Name] one of the physios anyway, had done some exercises and laminated them so they’re in the pool area, or stretching exercises. And I did, I knew the ones that she'd done at school because I’d been to the school and seen what they do and what exercises to do at home. So I’ll try and stretch her arm out, stretch between her legs too because her adductors are tight. 

Carrie: Yeah

Participant: and uh, sort of do little exercises like that. It's got a bit of work and a bit of fun.

Carrie: Yeah kind of the right balance of everything?

Participant: It needs to be the right balance of everything, so we say we don't say you're going in for your physio or hydro – oh you're going in for a swim. 

Carrie: For a swim yeah. Absolutely. And that’s what she does if she’s swimming 27 lengths! 

Participant: Yeah, but [Physio Name] added some exercises to it with, well, for the arm with the woggle swinging it on top of the water so she can do arm stretches as well. We've been doing the pushing of the woggle down in the water, and one hand, and then the other. She finds that very difficult and she gives up on that one, quite easily. (Carrie and Participant both laugh).

Carrie: If you keep trying you never know. 

Participant: Yeah. She loves it and um yeah up until lockdown last year, she was going in the pool probably five or six times a week. 

Carrie: Yeah amazing.  So how has locked down affected how often [Daughter] access the pool?

Participant: Well one of, the carer who did the afternoons... 

Carrie: Yeah

Participant: She didn't want to come in, she was in a panic, a young girl, she said, “ooh we're we're a big family I don't want to take or catch anything”. And so she kind of actually that was it. Another carer who went in with her, err, had to go back to Spain.

Carrie: oh wow. 

Participant:  Before Spain closed its borders, because she had to sort her pension out there. And err. So, we're left with [Name of Carer] who does 1:1 on a Monday and Friday. [Carer] takes her in Friday morning, um, and err, she used to have Saturday morning as well, sometimes, but, of course, since then I’ve got one carer who will go in the pool with her. 

Carrie: Yeah .

Participant: we're trying to encourage more carers to go in the water, but. Some of them just don't like water.

Carrie: Yeah. It’s almost like they’re not confident themselves and say they don't want to go in the water?

Participant: Yeah and I said “well you don't need to be able to swim because it's only up to here [raises palms to indicate water waist height] it's only three-foot six deep or something you know it's not, it's not a deep pool. It hasn't got a deep end”. But they say “oh I don't swim, I don't swim”. Anyway. We try and get her in three times a week at the moment. 

Carrie: Yeah

Participant: Yeah so, but it would be nice if she had more but there we go.  

Carrie: At least it's there whenever you've got the right carers there to support [Daughter]. To go in yeah.  yeah no.  yeah, and so my next question is about health and do you think hydrotherapy impacts on [Daughter]’s health in any way?

Participant:  I think it's obviously got to be beneficial for her because. She is sedentary a lot. She's, she goes out in a wheelchair. She's got a special chair, that a friend made for her to sit in at home, which gives her a good posture sitting position.

Carrie: Ah, that’s good. 

Participant: She likes to sacral sit wherever possible, I have to continually say, “sit your bottom back”, you know, “you're slouching” and tell her she’ll have a bad back if she doesn't sit up properly. So my friend made me, he is err partially sighted, but he was a really good carpenter, he died last year. And he made this err chair, and she's got a tray that fits on the front, so when she's eating. You know. She's in the correct sitting position. That's important, it’s the sitting position is important isn't it?

Carrie: Yeah, definitely. 

Participant: especially you know, getting the 90/90/90 position (referring to 90 degree flexion at hips, knees and ankles) for someone like [Daughter] so. Yeah so she's sitting a lot, so she walks to the toilet and back and she walks through to bed and back, but that's her only exercise other than swimming, so I mean for the heart, for the circulation, she she has got, when she’s sitting, a lot a lot of oedema.

Carrie: Okay yeah. 

Participant: Her legs and her feet swell a lot and so.

Carrie:  Having the Hydro helps with that?

Participant: Yeah. I think it does you know she still gets it because you know a lot of the time she is sitting the rest of the time, so we can always tell when she's been in the pool or when she's had some exercises done on the bed because we've got some bed exercises now [LD Physio] did those. [15.00]. And I massage her feet and legs and you can physically see the swelling go down. 

Carrie: Amazing, yeah it definitely works that combination of having the swelling-, err the exercises and the message on land, mixed with the hydrotherapy as well. You’ve got kind of-

Participant: Yeah. It's just important to keep it going because. I think, like, with a lot, or any of us with our muscles if you don't use them, you lose them so.  

Carrie:               Exactly, yeah. 

Participant:      Yeah. And it's just fab for her happiness really, and wellbeing, that she can, she's it gives her that level of independence. She’s not reliant on people pushing her around all the time and she can get up and walk into another room.  You know, because she’s got her [walking]frame. 

Carrie: That brings me nicely on to another question which is about people's welfare or wellbeing, that do you think hydrotherapy has an impact on [Daughter]’s wellbeing?

Participant: I’m sure hydrotherapy has a big impact on her wellbeing because. Um. You know it's just that freedom and she’s got, well even if she doesn't swim, she's walking up and down in the water, she has music on in there, so it's like pool aerobics.

Carrie: oh nice.

Participant:  And for mental, mentally she's got something she can do rather than just sit and be passive and. 

Carrie: Yeah

Participant:  it is something that she can achieve.

Carrie: yeah. 

Participant: For her mental wellbeing that's good you know.

Carrie: that's a really good example yeah, the fact that it's not just something that's passive that she kind of watches other people doing around her, it’s something that she's done, she is in control of depending what she wants to do? 

Participant: Yeah because, when she first notice the difference, we were on holiday in [Country Name] and we were sitting around a pool. 

Carrie: Yeah 

Participant: and I knew one day she would ask me the question, but she hadn't asked, not until then asked me. I think she was probably… around about six or seven [years old]. Something like that, I can't remember her exact age, but I know we were on holiday in [Country]. And she, we were sitting on the sunbeds and she was watching this little boy run round the pool, and jump in and get out and run round the pool, and jump in again. And she just said to me, she was watching him for a long time and then she said, “he can put his feet flat, why can’t I?”.

Carrie: oh gosh.

Participant: She said, “why can't I?”, and I thought I knew that question would come one day - why can't I do it, what they do. And err, it king of puts a lump in your throat. I promised her, I said, “you know if we keep doing our exercises. Do those every day, you will be able to put your feet flat, you know but we've got to work hard and it just means that some people need to work harder at it than others”, and I kind of, you know, tried to show her that the things were achievable for her. 

Carrie: yeah definitely I guess in the water as well, where she can be more independent, I guess it there are, there's, there aren’t as many differences as like the boy she was watching in the pool. 

Participant:      That’s right. 

Carrie:              Yes he was running and jumping, but when she's in the water. 

Participant: she’s on their level. Because she can swim and she's a better swimmer than I am. I mean I when we go on holiday because… She's gone on holiday, since she was a year old, twice a year, we used to go and visit family in [Country Name] and, err. And they're all gone now, they're all died off, all the older family. And then I started going to [Country Name] took her to [Country] took her to [Country Name] and we spent a winter in [Country Name] and it's like... She can go in the sea. Because in [Country] they have beach wheelchairs and in this [Country] school holidays, they put these beach wheelchairs out. And wooden walkway down into the water, and the [Country] Government pay for it, so it's all free and you just give your name and they put her in the beach wheelchair, pull into the sea, she gets out and she can have a 20 minute swim. Well she can take off! I don't go out, I don't like going out after her. 

Carrie:               You can’t go out after her, yeah! 

Participant:      I call out “keep going across, don't go out that way”. You know, so and and she just takes off and that gives her that… she can do what everybody else does and go in the sea.

Carrie: yeah, amazing. When she's on holiday that's not, that's something that's actually even easier because they've got better accessibility. 

Participant: Yeah, yeah well, then they come and they take them out, and they have a little porter cabin there with a shower in, and you can go and in that and shower and dressed there and everything. And I think you know. They've got the climate for it, we we wouldn’t want to go sea here, for us it’d be too cold.  

Carrie: yeah, yeah, true. 

Participant: I mean my toes cramp up if I go for a paddle so. You know, it wouldn't do [Daughter]’s muscles any good. 

Carrie: No, 

Participant: Being out there is like a pool, in the summer it's warm. 

Carrie: Do you think that makes a difference to [Daughter] then, having the warm water, [20.00] rather than just your standard pool temperature. 

Participant: oh yeah, if you put if you put what, I went to a swimming pool once and it was just normal [temparature] because before we had, before we had the hydrotherapy pool we went to the [leisure centre], They did disabled swim on a Saturday morning and they usually heated it up. And that was alright.  But then, something… I think that closed down for a while and so I tried to find somewhere else, and we went to [Town name] baths, and that was a disabled swim, and we got in the water, and it was only 29[degrees Celcius] and [Daughter] said straight away, said “get out. Get out”.

Carrie: Yeah

Participant: so I said it is cold isn't it and she's she just nodded and she didn't want to stay in that water. It’s the warm water that does the, softens the muscles doesn't it yeah.

Carrie: yeah that makes yeah. And that's brilliant [Daughter ] was able to communicate that that she wanted to get out because that presumably That means that is really obvious that she does enjoy the sessions, when it is warmer. 

Participant: Yeah. I mean now, whenever we go anywhere I test the water, and I say, “it is warm it's Okay, if I can get in it, you can. Cause I won’t get in cold water”. [Daughter]’s pool temperature is just fine for me if I want to go in there. I must try and go in and I’ve not been in it for a long time, really.  And I think. When when I get jobs under control, I mean when I’ve got time I can go in with her as well, so. Yeah at the moment it's the carers going in with her, because I’m usually cooking dinner or doing something else or shopping. 

Carrie: there's always something to be doing. Definitely. 

Participant: Yeah it is a nice facility to have. 

Carrie: Definitely, no, that's brilliant and um, we touched a little bit on function, but I’ll ask a bit more.  So by function it's just about [Daughter]’s ability to do things, so do think… so do you think Hydro has an impact, obviously, is that you mentioned about her being able to swim independently and things like that's the that's the huge. But does it have any impact on her ability to do things on land in any way?

Participant: I’m sure it's it's got to be beneficial I’m sure that exercise in the pool. It's got to be beneficial for everything else on that she does, I know, when she comes out, if she's in too long, um coming up the steps she starts to sag because of, she suddenly feels heavy because she's been weightless in the water. Then she could go up and down and now. Which is nice but it I think it's got to be beneficial, because you know it it's all working muscles. 

Carrie: Yeah 

Participant: so that's got to be strengthening some, doing some strengthening of muscles, which will help her on land as well.  

Carrie: That makes sense [noises in background] and yeah walking is a brilliant example because if she can walk in the pool that’ll keep her muscles strong and keep her used do doing that activity, then when she's on land. 

Participant:      Yeah, yeah. 

Carrie:              Yeah that's true yeah brilliant. So moving on then my next topic is about connections or relationships – do you think [Daughter] having hydro has any effect on relationships, either with her with her carers or with you as her family?

Participant: It's hard to tell really, I think. she knows when [Carer] comes in on a Monday, she's going to swim so she can look forward to that. And you know she's very, they've got a good working relationship her and [Carer], [Carer]’s like a big sister.  

Carrie: yeah.

Participant: You know, and so I think it's it's from that point of view yeah. I would say is does improve things I mean otherwise she's she's just sitting passive and observing and perhaps will be feeling a little bit left out, and a little bit. You know I don't know and. 

Carrie: yeah, I think especially on holidays.

Participant: I think it's being able to relate to others because in the pool she's throwing the ball to others, she’s able to play with the ring and everything else, and that we have races. “Come on [Daughter], you know, I’ll beat you to the end, and I’ll give you a head start” and “I’m catching you up”. Like a swim so yeah. She's you know she knows what she's doing and interacting with you so.

Carrie: I guess it gives it's just another opportunity for her to have that interaction?

Participant: Yeah.

Carrie:  it's a good excuse to play games and to be active, but doing things together yeah that makes sense.

Participant: She’s always loved water, even as a baby she's loved water. 

Carrie: (nodding) yeah 

Participant: She used to have a little waterwheel, and when she sat, I put her little baby bath inside the big bath and put this waterwheel on the taps. (Carrie nodding).  She used to always have a hand under, and just she'd love the feel of the water, so.. 

Carrie: umm

Participant: Yeah that must be something quite soothing for her I think.  

Carrie: Yeah.  I guess it's that sensory feeling (25:00), that it doesn't, nothing else feels like that does it (laugh). 

Participant: Yeah. I think, for us as well, when we, when we, I mean showers are nice, but when you lie back in a nice bath.  

Carrie: Yeah.

Participant:  It does sort of give you a feeling of wellbeing and relaxation doesn’t it? That a shower doesn't. 

Carrie: Definitely, yeah, yeah definitely.  Sorry, the other thing I should have said is that I’ve got bits of pieces of paper in front of me (laugh), so I’m scribbling notes down as we go. So if you see me looking down that's all I’m doing.

Participant: Yeah.  

Carrie: Brilliant. Umm, ohh on the topic of communication, so you, sorry topic of connection, I meant to ask about [Daughter]’s communication skills. You mentioned that she was able to say “get out”, does she talk, does she verbalize quite a lot?

Participant: umm, she, umm, she talked quite a lot when she was younger, when she got to teenage she kind of clammed up a bit. 

Carrie: Right, yeah (nodding)

Participant: And she got a bit difficult with her physio because I’d promised her if she did the physio she would walk and be able to walk without a frame.  She did actually take 10 independent steps across the lounge at one point but umm, they didn’t get as much physio here as they did in in [Area name], and it kind of like, she went back to the frame (Carrie nods).  She’d progressed to two sticks but she's gone back to the frame. Umm, but I do feel… sorry what was the question again?

Carrie: Oh sorry it was just about her communication, so…. 

Participant: Yeah and so that made her feel, “well I’m not walking now, I’m not going to do it”. So, I used to say, “ do you want to do your stretches?” – “no”.  You know, or she’d start to get a bit stroppy, teenage type thing, you know and err um, she went very quiet on us for a long while. But she's verbalizing things again now, a lot more, err she’s still tends to be lazy and point. 

Carrie: Yeah. 

Participant: But we've sort of decided that we’ll all adopt the same policy and say, “well, I don't know what you're pointing to, you've got to tell us what it is that you want?”. (Carrie nods). And, err she will perhaps say one word “toilet”. 

Carrie: umm.

Participant: “Tea”, or you know “cake”.  She's usually, at the moment, it's usually “chocolate egg”.  

Carrie: (laugh) She knows what she wants. 

Participant: She knows want she wants and what she fancies,  so we kind of like, and, and we've got a carer who is very good with her and getting her to communicate. 

Carrie: (nods)

Participant: And tells to rather than just nod or shake her head, puts, says “say it in words”. 

Carrie: Yeah 

Participant: and we've also just, I’ve just bought her one of those Amazon fire [tablet], err 

Carrie: oh yeah

Participant:  of her own, because she kept picking my phone up, and my tablet, and I said, “would you like one”, and she said, “yes”, so I bought this Amazon fire [tablet] and we put things on like talking books and things and we're trying to teach her how to sort of swipe 

Carrie: yeah

Participant: but not not lose everything (laugh). 

Carrie: Yeah. Yeah, 

Participant: Yeah, so I think as well, she's she's she picks that up, and I think she feels I’ve got a tablet, I’m like everybody else..

Carrie: yeah

Participant: that feeling that yeah, yeah. I suppose it's hard to know how she would feel, how I would feel. You’re a little bit worthless if you can’t do what other people can do

Carrie: (nods) definitely

Participant:  it must give her that feeling of, well yeah, 

Carrie: yeah

Participant: “I’m clever as well”.  

Carrie: I mean, like your example of when you're on holiday. She obviously notices what other people are doing. 

Participant: Very observant. She loves people watching. 

Carrie: Yeah 

Participant: When you go on holiday and you walk along the prom, she she loves people watching, and she is observant.  

Carrie: Yeah. 

Participant: She takes in everything. Umm, obviously, she can't always express her frustrations, if she gets frustrated, she’ll.. (tenses arms and pinches own forearm), she’ll pinch yourself or pinch your own cheek (pinches cheek), pinch the.. that that's been the last year during lockdown when we've had a lot of changes of staff and frustrations and changes of carers, which is really, you know, she likes that routine and that familiarity and …

Carrie: Yeah

Participant: comfortable with people. Umm I remember being in Sainsbury’s one time with her in school holiday and err, one of the girls who worked at [name] school, was on one of the tills and I can't remember her name but I said, “ohh look, there’s so and so” and I said “say hello to so and so” and [Daughter] just look down, “aren’t you going to say hello?”, and she said “no she's seen my bottom”. 

Carrie: ohhhh 

Participant: and she didn't want to look at her because she had done her personal care at school. 

Carrie: yeah.. I’d not really thought of things like that.

Participant: Yeah, so [Daughter] feels, you know, the less people that come in and do her personal care, the better. 

Carrie: Yeah. 

Participant: You know, and people don't recognize, I mean, I remember when I had my first baby, it was the first time, you know, you had doctors and nurses..

Carrie: Everyone looking (30:00) at you..

Participant: Everyone looking at you and you think oh, my goodness, this is embarrassing. 

Carrie: (laugh) 

Participant: Yeah, you get over that once you've had your first baby. 

(both laugh)

Participant: But, yeah, you know,  it kind of struck me that… 

Carrie: Yeah 

Participant: that bothered her 

Carrie: Yeah no definitely, so it's really clear when [Daughter] is feeling uncomfortable, even if she's not vocalising, you can tell from her body language (hunches shoulders) and the way, where she's looking, or what she's not saying.  

Participant: Yeah. 

Carrie: So, how does hydrotherapy impact on her communication, how does she communicate around hydro? 

Participant: errmm… she’ll say when she's ready to get out.  She'll say, “get out now”. She sings.  

Carrie: Does she?

Participant: She sings in the water.  You hear them singing and giggling and laughing. 

Carrie: Amazing. 

Participant: I’m sometimes outside, pegging the washing and that

Carrie: Yeah

Participant:  And I’ll say to them through the window, “there's a lot of jollification going on in here”. Yeah and umm, so, she’s got a playlist that she likes. She's got a strange sense of humour [Daughter], very slapstick.  

Carrie: Yeah. 

Participant: - sense of humour, so she likes songs like “does your chewing gum lose it flavour”, or these old ones you know, “ My old man's a dustman” and things like that. She'll sing that one.  She finds it, and she’ll laugh because she finds it hilarious, you know. My old man is a dustman 

Carrie: (laugh) That’s brilliant

Participant: Things, things that are a bit weird, you know.  

Carrie: Yeah, quirky.  

Participant: Quirky. That’s her sense of humour.

Carrie: That’s brilliant and hydro-

Participant: I was bringing her a snack in and I tripped up with the tray and everything went over, she would just, she would [inaudible but indicates laughing]

Carrie: [oh no]

Participant: And as soon as I’m doing something and cooking and I said, “oh no” I hear her laughing. Cuz she thinks that's funny. 

Carrie: Brilliant sense of humour and I guess in the pool that's loads of opportunity for that as well, because if you're splashing and things like that?

Participant: Yeah.  

Carrie: Brilliant. 

Participant: Yeah. But she knows when she’s, some days,  she knows when she’s tired just tired and she had just done a little bit and then just say, “get out”. 

Carrie: Yeah

Participant: She knows when she's up to it or when she’s not.

Carrie: Yeah. She’s completely..

Participant:  in the morning, when she's had a good sleep, she's kind of more with it in the pool, whereas in the evening, she probably wouldn't want to do the exercises she'll go in and swim but I’ll say, “let’s go do some stretching” and she’ll say “no” (shakes head). 

Carrie: Yeah that makes sense.  I guess that's brilliant that she can have that level of control over that, and she says “no” and then it doesn't happen or she says “get out” and then she gets out. 

Participant: Yeah.

Carrie: Really important 

Participant: Yeah.  

Carrie: umm, brilliant and so looking at my next topic it’s around support needs, so we've touched on kind of [Daughter] needing personal care, how much support does [Daughter] need in the pool, and how does that compare to on land?

Participant: In the pool she doesn't need any support really. 

Carrie: Yeah (laugh) She can manage on her own.

Participant: On land, yes, everything, yeah. We usually walk, um.. near to her, I usually go ahead of her. 

Carrie: Yep

Participant: because if you stand behind her, she'll start to go “err, ergh, ergh” (leans forward), as if she can't walk.  And I’ll say “Come on, you can get through it's only a short distance”.  As some carers have given into her and got the wheelchair for her, and I had to say to them, she's, she's playing you.

Carrie: Yeah. 

Participant: because she knows you'll get the wheelchair and she won’t have to walk.  “ohh, we didn’t realise that”. So I say, you know don't just stand there like, or she'll pretend to tip her frame and they'll think “oh she's gonna fall”.  She teases them, and I say she's doing it deliberately and I just go ahead and I say right I’m going to make us a cup of tea now. 

Carrie: Yeah, come on. 

Participant: Follow me and she's fine and she walks through no problem at all. So you can over.. overcompensate

Carrie: Yeah

Participant: and you know do things for them that, rather than encourage that independence. 

Carrie: Totally, yeah. 

Participant: Give her that feeling that I can do it myself, I don't need you sort of thing.

Carrie:  yeah, there’s a balance, where you need to be nearby but you don't need to be within..

Participant: For safety. Personal care because of her limited (flexes hand) coordination, with her, and not able to stretch her arm, she can pull when she goes to the toilet, she can hold on to the bars and pull one side down, but she can't get her things right down. 

Carrie: Yeah 

Participant: So she needs assistance there. Obviously wiping her bottom and cleaning, you know, everything. Err, she’s in pull ups now, umm, she’s, she’s had weakness in her bladder for the last year or so,

Carrie: oh right

Participant: it got worse. She went from just wearing little liners, to discrete tenners and now she’s on tenner pull ups. They’re thicker ones but

Carrie: Yeah.  

Participant: umm, we’re not really sure, she’s had, [35:00] she’s got a urology appointment.  

Carrie: (nods) yeah.

Participant: She has been put on her tablets, solifenacin, or something, for water, to try and stop her wetting so much.   

Carrie: Yeah

Participant: But, errm, she needs all aspects of her personal care doing really, and dressing.

Carrie: err uh

Participant: um, you know so that aspect. Feeding, she's all right, we cut her food up. We call her asbestos throat because I always say, “let it cool”.

Carrie: [inaudible] 

Participant: She’ll dive straight in, and I say “get it from the edges”, and she'll dive straight in the middle. So, we’ll try and um yeah.  

Carrie: [inaudible]

Participant: She, she feeds herself with a spoon. And obviously there are some things she can't because of not being able to use the other hand so well. 

Carrie: (nods)

Participant: But we've got her to hold a yogurt pot, use the spoon, so she doesn’t tip the pot over

Carrie: yeah, that’s good. 

Participant: So I said, “hold it with that hand like that”, and then

Carrie:. Yeah

Participant: So we try to encourage her to do as much as possible.  

Carrie: Definitely so yeah, again, it's interesting that for some things on land, she needs more support, but she can be independent, you're trying to constantly (moves hands and knocks papers), sorry my paper’s gone everywhere, trying to constantly reinforce that message that you can do it, just try, keep trying. 

Participant: Yeah, yeah.  

Carrie: Whereas in the water, she can be independent and she's motivated to do that.  

Participant: yeah 

Carrie: yeah.  Umm, does hydro have any impact on [Daughter]’s night-time routine or sleep in any way?

Participant: … errr, I wouldn't know that really because, urm, she’s better in the morning, she swims with them on Monday and Friday mornings, Saturday mornings as well. She still does alternate Saturday mornings when [name’s] on duty, she will take her in. 

Carrie: Yeah,

Participant: So she gets three that week and,… it's hard to know I wouldn't say I’ve noticed any impact on her sleeping.  

Carrie: No, that’s ok. 

Participant: This, I mean she's never had a sleeping problem, but this year because we've had so many carers in, we got a company called [name], they kept putting different carers in, she’s

Carrie: Oh gosh.

Participant: She’s actually been having nightmares about who's coming in, again it's all to do with who’s doing her personal care. 

Carrie: Yeah.  Routine and structure and whether she knows them?

Participant: Yeah, she panics at night, so some nights she has really bad nights and she's shouting and saying “I’m not having that carer, I’m not having that tall one, that short one, that fat one, that thin one, that ridiculous one, that capable one, that handbag one”. She goes through a list of carer who she [inaudible, I don’t know who the handbag one is.  (laughs)


Carrie: (laugh) but it’s someone she meant! 

Participant: Yeah. I said, we do need the capable one, just don't say the capable one, we need capable ones.
 
Carrie: (laugh) Yeah

Participant: So yeah, I mean with [Daughter] because she's got her humour as well, you can turn things like, when she was little, if she fell over

Carrie: Yeah

Participant: I used to turn it into something, I’d say, because she had like postman pat stories, I used to read her those stories and she watched postman Pat videos, on one of them Postman Pat fell over a wall, and he ended up in a heap on the floor. And if she fell over, I’d say “oh, you look just like postman Pat, what you doing on a heap on the floor?” and she’ll starts, her lip would stop quivering as if she was going to cry and then she'd start laughing. 

Carrie: (laugh)

Participant: She'd say “oh yeah”. You know. It’s trying to always be positive with her. 

Carrie:  Yeah, move move her on to the next thing if she’s getting worried about something. 

Participant: And every little achievement. Just reward every little achievement and praise her.

Carrie: Yeah

Participant: Even when she's dry. “Oh well done [Daughter], you’ve been dry all day, what would you like?” “chocolate egg”.

Carrie: (laugh)  Perfect - the right way to motivate her.

Participant: Yeah, yeah.

Carrie:  Brilliant, so we're nearly there now just got a couple more questions.  My next question is about any negatives, so it could be if hydrotherapy has any negative impact on [Daughter], of if there are any negatives around trying to access hydrotherapy?

Participant:… (blows out), there’s no negative aspect I can think of on that, it’s all very positive and

Carrie:  Brilliant. 

Participant: And it's lovely for her and it's lovely to see her so happy in the pool. Erm, accessing in the community (breaths out), well you probably know what it's like.  What annoys me is they get everything at school, everything for children, when they do these Children in Needs, I always shout at the TV, “they grow up into adults. Who cares then?”.

Carrie: Yeah 

Participant: (40:00) You know they get everything at school and accessing such things in the Community as adults, it should be readily available. 

Carrie: Yeah

Participant: I mean, it’s a pool, all it needs is the water warming and a hoist or a .. ramp, or something to walk down, roman steps with handrails.

Carrie: Yeah

Participant: it's not rocket science is it? 

Carrie: no 

Participant: to convert a pool and just turn up the heating and, and others can be there, so they can be part of a crowd going in and enjoying it together. 

Carrie: Yeah

Participant: She did like going to the [leisure centre] on a Saturday morning. 

Carrie: Yeah

Participant: and that's where we met some friends and one of the people, couples, we met there were there with their son. 

Carrie: Brilliant

Participant: He went to [name] day Centre, so we got to know the family again there, but we already knew them from swimming. 

Carrie: Yeah 

Participant: So the social thing as well. 

Carrie: Definitely, and an activity they can do together, where everyone's on the same level playing field. 

Participant: Same level, yeah, you're not different to anyone else, you’ve all got the same .. abilities or disabilities and you kind of like, and it's a social social thing, social interaction.  

Carrie: Yeah. 

Participant: She did  her 100m badge in the end, she did, she got her 25m badge at the [leisure centre], then she got her 50m badge, and then she got her 100m.

Carrie: Amazing.

Participant: I’ve still got all those certificates, so

Carrie: Yeah

Participant: That’s her achievement.

Carrie: Definitely, that a brilliant way to recognize that achievement, as well, yeah, because you get the badge to keep and take home. It really means something.  

Participant: And when she, originally, for 25m, standing there cheering, “come on [Daughter], come on.  Standing there cheering her on, and she’d got there and you know … that achievement is amazing. 

Carrie: Amazing yeah everyone rooting for her. You wouldn’t get that, very hard to get that feeling anywhere else. 

Participant: Yeah, yeah it's so important to them and sadly it's not really recognized, is it?

Carrie:  No, no that's it. 

Participant: And the sadness of adults adults just get (sigh),

Carrie:.  There’s nothing there

Participant: Nothing there for them. 

Carrie: umm, the focus is on schools and they've got everything all in one place, and then suddenly adult services and then just, all their funding seems to disappear. 

Participant: That's why I’ve taken them on a lot of holidays, we've been all over, we’ve been to Barbados, Cuba, Greece, Portugal, erm ..

Carrie: Amazing

Participant: Spain, Balearics, Canaries.  I’ve  stood my ground on aeroplanes, I’ve stood there holding her up (gesticulates) and they’ve said you can't sit there because you won't be able to get out if there was a fire.  I said do you really think I would leave her on an airplane and don’t get her off. “Oh go on then”. Because I’ve said “well your plane’s not going anywhere to like till I sit down” with

Carrie: Yeah that’s it.

Participant: You have to fight for everything and it shouldn't be like that. Children get all the sympathy and all the “ahhh”, but when they become adults, the “ahhh” turns to “ooh” (pulls face). 

Carrie: Yeah

Participant: Sadly. 

Carrie: It’s awful. 

Participant: It is sad but I learned years ago to,  because it used to upset me when I saw people's reactions to [Son] because he’s a lot older and I used to think … umm … ohh (hand to chest) because people cross the road and then cross back again, and you know. 

Carrie: Oh gosh

Participant: I used to think why are you crossing over and then I’d look (turns head behind) and they’d crossed back, and I used to… the social worker said to me once, “well the problem’s theirs not yours. It's not you, it’s their problem.“

Carrie: Yeah, absolutely. 

Participant: And I thought well that's a good way of looking at, it's their mental attitude that's that's the problem.

Carrie: Yeah

Participant: But it's it's sad in society, our society is how how they're locked at. Mum always said to me, before she died, she said, always send them out nicely dressed because it affects how people will treat them.  

Carrie:  Yeah, totally. 

Participant: And I always do. I always make sure they’ve got lovely clothes and colour colour coordinated, because at day centre they go in in all sorts of stuff if they in residential homes. Yeah you know, and I just think that's, you wouldn’t go out like that yourself, I think, you try and put yourself, if that was me, what would I want to look like? How would I want people to view me?

Carrie: Yeah. 

Participant: But sadly today adults .. just the disabilities, or learning disability just.. (blows out cheeks) it’s a sad indictment of our society really, the way they're treated.  

Carrie: Yeah, especially in comparison to children’s services.  It just doesn't make any sense why all the funding (45:00) would be there and then not not follow that person throughout their life.

Participant: Yeah, yeah but then you know, it's like sailing, she used to go sailing and then they said “oh she's got too heavy for sailing” and all that she loved that, it's all the activities that, you know, if I could afford a boat and adapt it take around [local harbour], I would, you know. 

Carrie: Yeah.

Participant: Just to say, well she can go on a boat.  

Carrie: Yeah.

Participant: It's access, everywhere is access. I mean even disabled toilets.

Carrie: Yeah. 

Participant:  You go to a lot of places and they put a disabled toilet sign on, you push a wheelchair in, and when you’ve got the wheelchair in, you can't close the door. 

Carrie: No

Participant: I know several toilets like that. Or they’re locked up or they’re in a disgusting mess, you know, that they're not very, well, they're like just concrete and not tiled and not nice.  

Carrie: Not fit for purpose. 

Participant: When we were out and about and [Daughter] knew the toilets and I’d say “do you need toilet” and she’d look at you say (shakes head).

Carrie:   Oh no just because of the type that was there?

Participant: But isn't it sad that it's not a lot to give them those facilities and that access to buildings, even shops.  Some shops you can’t get round, still.  Some shops you you can't get into, they were supposed to under, when we went into the EU, they had so many years to get a shop wheelchair accessible, but a lot of shops if they were listed buildings or something, they were exempt.  So there’s a lot of places you can't go.  

Carrie: They’ve not bothered

Participant: yeah. Yeah.  

Carrie: But that all the more reason, it's such a benefit that you've got your own pool for [Daughter].  at home because otherwise access elsewhere would just be so difficult. 

Participant: I don't know what her life would have been without that pool to be honest. 

Carrie: hmm

Participant: I had it built in 2004, I think, yeah, with the building works. It started then and finished in 2007. Because we had quite a few things done but .. um, I don't know where she would have been without that because I don't know where I would have taken her for hydrotherapy.

Carrie: No.

Participant: I mean, people who’ve had strokes get it in hospital don't they. 

Carrie: Yeah.

Participant: For so long.   

Carrie: And even then they'll only get it for a certain number of weeks.  Just a block of treatment, rather than ongoing, which so many people need. 

Participant: Yeah I had a friend who had major surgery on her ... spine, you know, hips and she, she was in, you know,  a lot of pain afterwards, but.. and she had so much hydrotherapy and she said she found it so beneficial and she said, can I ask you a favour, could come round and I said course you can, she’s at day centre during the day, come and use it. 

Carrie: Yeah.  

Participant: And she came around and used it. Yeah just to carry on the hydrotherapy that she wasn't getting through the hospital.  

Carrie: Yeah so it's not just people with learning disabilities who haven't got access to the hydro they need? Effects lots of different people.  Effects lots of different people. 

Participant: Yeah, yeah post-surgery and all sorts of conditions that benefit.  

Carrie: Yeah. 

Participant: From it.  

Carrie: Yeah, definitely. So moving on to my last question then, has anything surprised you about hydrotherapy and maybe its impact it had on [Daughter]?

Participant: urrm (looking off).  I think the fact she achieved so much, that’s she’s got her 100m badge. 

Carrie: Yeah

Participant: You know, she can get from one end of the pool to the other, and when I as a baby, when you see a baby that can’t sit up, but you know you go to the hospital and the doctor said sit her on the floor, and she just keels over with her nose between her toes (leans forward). Goodness, she's going to be in a wheelchair the rest of her life. You think, I’ve got to do something to help her and do do as much as possible, so she's got a quality of life. 

Carrie: Yeah

Participant: and I think what surprised me is that the achievement she's got in that pool makes up for everything else, I think.  

Carrie: It's made all the difference. 

Participant: Yeah.  

Carrie: No that's brilliant. 

Participant: I think physical, mental, everything, connecting the feeling at birth.  And achievement, everything, is just .. it's got to be a plus and beneficial.  

Carrie: Definitely, certainly sounds like it, you’ve given me some fantastic examples, thank you.  

Participant: Alright

Carrie: Brilliant. Is there anything else you wanted to say, or anything that I’ve not covered? 

Participant: Think we’ve covered everything (laugh)

Carrie: (laugh) .  Running out of room on the paper!

Participant: Sorry

Carrie: No, no it's brilliant.  Thank you. 

Participant: So you're doing this study then and trying to promote it this area?

Carrie:  Yes, I am (50:00) from [County]. My patch is [local authority area] now. But I am part of the [County] learning disability service.  But yeah, the study is also being sponsored by [Charity name], who are a charity. They run the [Day Centre] in [Town].   

Participant: Did they used to be [Previous charity name]?

Carrie: I think so, I have a feeling they were yeah.

Participant: yeah

Carrie: They're they're looking to fundraise for a hydrotherapy pool, so as part of that they realized that there isn't any research out there for hydrotherapy and adults with learning disabilities.  So that was where the funding came from for my project, but my aims, for SPLASH Study are just to find out like a long list of ways of how hydrotherapy impacts people, because there's so many different unique ways because everyone's got such a unique needs.  But it's just not been written down anywhere before, so that's my aim is to write it down and then hopefully we can take things forward. 

Participant: That's good, well done.  

Carrie: Thank you so much for your time today and for taking part – you’ve given me loads there. 

Participant: I hope you a successful project, because this is sorely needed. 

Carrie: Yes, thank you, absolutely.  We’ll keep going, we’ve nearly finished recruitment so, then the next part just comes the difficult part for me writing everything up!

Participant: Yeah, yeah. right.  

Carrie: Thank you very much, take care, good luck with your cleaning. 

Participant: Oh yeah, I’ve cooled off now, stopped dripping. All right, thank you very much bye bye.  

Carrie: Thank you bye. 

Participant: Bye.  
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