
Themes from workers interviews on Transition  
 
General views on transition 
 
‘I must say though’ that in the 10 years I’ve been working in transition, it has got better and 
the no. of people prepared to be creative and bend rules has increased. People are so much 
more aware now and of course the cohort of yp reaching transition is bigger’ 
 
‘At transition it needs to be much more streamlined and straightforward. There are instances 
where it works well but as a system I don’t think we are there yet.’  
 
‘I was then making contact with other people I knew in C__________, one of the nurse 
consultants in C_____who had helped develop the children’s health care assessment that 
was supposed to mirror the adult one. I was saying ‘this isn’t working, she’s still out there’ 
and because children’s had come out, they believed she’d been sorted. This is the problem 
when you have an ‘out’ date for children and an ‘in’ date for adults. If you’ve got no co-
working, no joint working, the dates don’t fit. How can you know you’ve referred 
appropriately?’  
 
 ‘It’s not an easy transition. One of the things we and families struggle with is that under 19 
they have this whole team around them providing support, not just the health service team 
but the disability team as well and you have one consultant pediatrician that you have built 
up a very good relationship over years and all of that that just disappears and there isn’t a 
like for like service. I think that is really hard for families. Suddenly you are into direct 
payments and organizing all the care yourselves and often it’s quite hard to find a consultant 
who will see a child because their needs are so complex. Whereas they would have had one 
pediatrician who would maybe link in with other specialists nationally or regionally, they may 
need 2 or 3 different consultants.  
 
Sometimes pediatricians keep these young people when they know they won’t survive, but 
then you do have the complications of whom they can be nursed by. In Y___ the children’s 
unit does now take yp up to the age of 25. That brings its own questions and doesn’t solve 
the problems at all. My dream has always been for issues of physical and mental health, that 
there should be units for 18-25 year olds with specialist services because I think that age 
group miss out.’ 
 
‘In my ideal fantasy world I would have a transition specialist or a coordinator who takes the 
role at 14 for children with additional needs, and thinks about who to pull in at that point, to 
start making it work. In Somerset I know there’s a group that meets to look at transition 
and how to make it work. But how is that affecting what is going on? It is so complex and 
often the stumbling block is finding the adult service interested enough and social care 
service as well. We need to get the adult services interested earlier. It’s difficult because 
they are stretched with their adult case load and don’t have the time to think about 
someone who might be coming through in 2 years time. They are not on their list of 
priorities. If we can get adult services, medical and social care to take this as a responsibility 
and not wait until 17 and a half and say oh yes we better what we can do. It would be 
better.’ 
 
‘One of the biggest problems we have is the different ages people work with. Not everyone 
works to the same definitions and age categories. Families get very confused about what 
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services they can access at what particular time and who takes responsibility for them when 
they get to a particular age. ‘ 
 
‘Older people have got different needs but you have a big population so you’ve got more 
chance of getting a group within that to gel and that’s why it’s so important for individualised 
packages of care because they’re aren’t very many of them. And it’s very very expensive. 
In children’s hospices, it’s accepted that we do very expensive work with small groups of 
people but adult hospices have huge populations to cover and the cost per head, there’s no 
comparison. ‘ 
 
‘I went to a director of the adult hospice who says she’s been bombarded with info about yp 
in transition and I thought, ‘alleluia’. At transition conferences, it used to be all paeds. but 
now if you have a show of hands it’s about 50:50’ 
 
I’ve heard it several times from different people. How bad must this system be that parents 
would rather their children died than stayed? How bloody awful must it be? These yp are 
small numbers needing huge resources. On paper, they well; you’re putting a huge amount 
of money into someone who’s going to die anyway. No ones gonna write a blank cheque.  
 
A ‘Good’ Transition‘ 
 
A good transition was one where children’s services flowed into adult services. There was a 
good children’s social worker who had a good relationship with the family. She organized 
meetings with all the relevant people. – ‘team around the child meetings’ these changed into 
team around the young person meetings with the adult service people. There was an 
overlap of personnel- nurses and clinicians. The specialist school was very good. Had annual 
meetings and invited everyone. They planned for where she would go after school.  Her 
care plan / transition plan was very pictorial as she was non-verbal. 
The family was very active and would work with everyone well.’ 
 
We had one young lad with Duchene’s in Swansea who decided that he would do some 
short courses at college. He’s got a good home care package with direct payments. His 
house has been adapted so it has independent access. He’s living quite independently, albeit 
with his parents. He has regular carers. He has said that his transition went really well. He’s 
an adult living in an adult world, socializing and doing things that he finds important. It is his 
choice. He’s very much on the weekends in the pubs and things, which he wants to do. He 
has a girlfriend. He dabbles in college courses, he’s not that fussed. For him the social 
element of his transition was important and the independence of being close to his parents 
but having a separate access to the house. And having his carers through direct payments 
has been a very positive step for him. It was quite easy to arrange. It took a long time to 
get to the planning and then all of a sudden it all fell into place over night. The interviews 
for the carers went smoothly. We had to work hard to get the direct payments with the local 
authority.  
Q. Why was that hard? 
It was hard because it was quite a few years ago and it was when direct payments were 
coming into focus for young people and to get the local authority to recognize that this 
would be a positive step for this young man was difficult. The family was a really positive 
advocate for him in that respect  
I think it was because he was literally still in the house. I wonder whether it would have 
been different if he had wanted to move to a different town or something. Because he was 
in the same house with a separate entrance, they were positively pushing it forward. Once 
the agreement had been given everything just fell into place really quickly.  We supported 
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the young man in interviewing the carers and they’ve been his original choices and they are 
still there. This is probably 3 to 4 years down the line now. He calls in every now and then 
to the hospice to see everybody. Whilst he admits that he misses coming for short break 
care, he’s very much an adult in an adult world now. He’s enjoying his life. He’s 23 now.  
 
2 years ago, there was a non-verbal young lady; she was 16 and having a ‘team around the 
child’ meeting, everybody involved in her care would get together. This would be organised 
by her children’s social worker. At that time the social worker identified she would still be in 
direct payment after 18 as she didn’t meet the continuing health care criteria so she brought 
in the adult social worker from about 16 – 17. She did come to about 2 meetings over a 
year.  So it then moved onto ‘a team around the young adult’ meetings. Children’s 
community nurses were there. We went to that, as one of her short break centres and she 
was then moving into an adult short break centre. She then got professionals there from her 
specialist disease group. That was a really good example of us all meeting together. 
Her specialist 6th form college had transition meetings yearly and again we were all invited 
and given a copy of her transition plan, which was very pictorial. It was telling us how she 
communicated etc. we were all adding to it. Acorns and her other short break provider was 
there. Her transition went very well. The college were working with the adult short break 
providers and they came and had a look around our site where she stayed and we shared 
care plans. 
 
Q. How was the family involved? 
  
The team around the child and the young person meetings were in the home.  We were 
thinking we might have to move it somewhere else because the meeting got so large. The 
family were at the school meetings as well. So it went really well, however I don’t think 
that’s going to be happening in Solihull now, possibly due to lack of resources.  
She had a very committed children’s social worker who the family had built up an excellent 
relationship with. They had got a team from the children’s hospital such as the consultant 
and the nurses who worked well with them. They also have children’s nurses.  It did just 
flow into adult services and some children services stayed in contact. The pediatrician was 
still involved although the young woman was in the process of moving into adult services.’ 
 
Difficult transition 
 
A young lady with Leigh’s disease, now 21. She was diagnosed at 11 with a slow 
deterioration, slowly losing the ability to walk and speak, now in a wheelchair but with normal 
cognition. She lives with her mum, step dad, 2 younger sisters and one half brother. She 
was told she would die at 14. The whole family said ok, she’s only got this long, threw 
everything at giving her a good life and held theirs in suspension. Mum gave up work to be a 
full time carer; she wanted to train to be a teacher. Family used 2 children’s hospices, one in 
Kent and one in London. Getting enough respite, she was quite happy. 
YP got to 14, and then consultant said she would live till she was 16. She got to 16 and he 
said, ‘I don’t know anymore’ All was going swimmingly till she hit that final prognosis date. 
That’s when you could see the family say ‘what do we do?’ Other kids had been on the back 
burner for such a long time. Mum started to retract a bit and get more carers in. 
At the same time, yp had a good circle of mates and wanted more independence. By now 
she’s using a finger board to communicate cos speech was difficult. Started college but then 
she got very ill with lots of admissions.  
When she was 19,her other hospice said, you’re leaving and we said, you’ll be leaving us 
soon and then yp started a really bad run and mum was beside herself. It kind of snuck up 
on all of us. Other hospice kind of said ‘bye’. Mum said, ‘I’m starting my teachers training, 
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she should have been dead (the daughter). I can’t do this anymore; put my life and other 
kid’s life on hold’.   
So we started talking about what was best. At the same time, YP made a funeral plan. They 
didn’t want adult community palliative care. I tried getting them round to it and we then we 
talked about options of transitional hospice in Oxford or Jacks Place but she’s way out of 
catchment. So we decided I would approach the sw and say this is what this yp wants. Sw 
put a total stop on it and said there’s no money. YP didn’t fall into catchment of an adult 
hospice so there was no SLA with any so we’d have to pay. They offered Jubilee Lodge but 
that’s for yp with learning disabilities, not appropriate. 
I started going to hospital appts. with yp and the family were falling apart, getting no break. 
She had a prolonged stay with us for a couple of weeks ‘cos family just couldn’t cope. 
borough Then the SW changed. That was very positive. The new one totally agreed family 
were at breaking point and we put together a plan. We put that forward to the panel, Social 
Service panel refused but the family did allow adult community palliative care to support and 
they were very good. They and the yp made more plans, yp wanted a local hospice for end 
of life so family could visit and Jacks place for transitional so she could have a social life and 
respite and St Christopher’s for end of life and they’re linked to Harris hospice care who 
provide community palliative. New SW tried again for panel, denied again. In the end, me 
and the yp wrote a letter. We wrote down all of her needs, her prognosis, what was going to 
happen to her. By now, she had brain lesions and was incontinent and couldn’t eat any 
more. Sooner or later, the lesions will hit her respiratory centre and she’ll stop breathing. We 
gave the letter to the sw. When SS got the letter, they escalated it to the Director who said, ‘I 
can’t believe this yp has had to write a letter, give her what she needs immediately and we’ll 
sort it out.’ 
So she now goes to Jacks Place where she can have a social life and respite, the family can 
stay. They go to hydrotherapy swimming, the yp goes off on her own and family can do their 
own thing. It’s completely lifted the family; they want to spend time with her. But it took years 
of fighting and she could have died at any time. The system was there, the services were 
there, it’s just the money. And it’s a problem you come up against again and again, you can 
see the door, you can touch the door but you can’t find the right key to open it.  
 
Assessments- continuing health care/Direct payments 
 

• If assessed for health care payments a yp can’t have direct payments.  
• Direct payments needed by many to ensure that the social element of care is 

met.  
• very hard for a yp to manage dp especially as most won’t have much, if any 

experience of making decisions about their lives. 
• assessment of needs in adult services takes a long time and arguments about 

who will fund what, take time – up to a year.  
• See a ‘good’ transition above for direct payments experience. 

 
‘You do need agreements with adult services for it to work well. With specific diseases like 
CF and diabetes they have transition clinics but the more complex conditions you could 
spend a year trying to find the right consultant to take a lead.’  
 
‘the yp I mentioned earlier. She is very involved with it I would imagine. And so is her 
mother. Most 18 year olds with the best will in the world aren’t great at managing finances 
and employing someone. We seem to be expecting more of these yp than we would of the 
average 18 yr old. If you’ve got a family who can manage all that, fine, but a lot of our 
families struggle. It’s tricky. If you’ve got a cohesive family who can articulate their needs 
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and not feel intimidated by professionals in these huge meetings then that’s great but 
there’s an awful lot of families who can’t. ‘ 
‘social care and Health care are not talking, even in some of the cases where we have joint 
funding. They still haven’t got links with the adult providers.’ 
 
‘if you put in for direct payments, these young people are going through the system, they’re 
not a face, not a name they’re a number on a sheet of paper. People are making 
assessments without actually meeting them. Well they might go and see them, but they are 
filling in an assessment without knowing their bit. An adult nurse can be given the job of 
going to see an 18 year old to assess them. They’ll do the decision support tool for the 
continuing health care assessment but they don’t know anything about the young person’s 
condition and have never nursed that client. They are supposed to come and talk to people 
locally who have offered care to them. It’s a very tight criteria for continuing health care: 
the young person has to have priority or severe in 3 or 4 of the realms. I think it’s about 12 
altogether. A lot of those in our local area are not reaching continuing health care. In other 
areas I think they might.  
Q. Do you mean they just don’t tick enough boxes? 
I think they don’t look at them as somebody with a palliative care need, with a deteriorating 
condition. Maybe it is because their managers are saying ‘are you sure this is right? Are you 
sure they meet that? Can you not look and see if maybe that can be a bit different?’ So 
what happens then is you start a game of table tennis; continuing health now have to go 
out and do their assessment, which in some cases is going to be a no, but we still have to 
go through that process. We then have to sometimes, speak to social care. 
For example, we’ve got another young man who has just turned 18, who has been paid for 
all along by children’s continuing health care, but he doesn’t meet the criteria for adults so 
they are going to stop paying. Do they knock on the door of social care to say ‘can you take 
it over?’ No! Somebody then has to approach social care to say can you come to do an 
assessment? They will then do an assessment; their managers will then say ‘are you sure he 
doesn’t meet the criteria for continuing health care, because that sounds like a health need 
to me?’ We’ve had trouble with this in several of our cases in Birmingham because they 
don’t talk to each other. 
 
‘She was saying she wanted direct payments, and they said they had never had 
anybody who had turned down continuing health care before and that they 
needed to go to the PCT solicitors. They were going to look at it and we were still 
waiting to hear back.  She died 2-3 months ago. They still hadn’t come to a 
decision as to who was going to pay for her care and so she still hadn’t been 
able to move into this bungalow. She was a wonderful, inspirational young lady. 
She had her 20th birthday when she was on ITU but she wasn’t conscious for it, 
she died 3 days after her 20th birthday.’ 
 
A young lady, 17 with a severe neurological problem and seizures which are always life 
threatening-she goes blue and it’s a bagging situation. She’s severely cognitively impaired. 
Her mum’s been asking about transition for 2 years, she’s very proactive her mum. She’s 
been told, it’s too early, and it’s too early. 
There was a meeting at school and we were going through the checklist for applying for 
adult continuing care to see if she would meet the criteria. There was so much detail about 
funding, the mum had to listen to all that and I think that could have been discussed away 
from the parent. Someone should just turn round to her and say it’s all done. No one knew 
what they were doing. I’d read their county policy before I went and I said ‘where’s the rep 
from health?’ and the msw said we have to fill it in. 
Anyway, it was decided she was eligible for continuing care and we gathered all evidence. 
Mum had had to battle really hard for nurses, not carers at home and eventually managed to 
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get it and now she’s been told by adult services that they’ll only provide carers. I’ve sat in a 
meeting and said, if it’s good enough for paeds-she’s done all this before. She’s gone, ‘I’ve 
got to do it all again’. We got all this evidence 6 years ago and they go, ‘well we only do 
carers, not nurses and this will be completely different’. 
Her needs have got worse, not better and she’s an independent young woman, you 
shouldn’t even be considering her parents as carers. I mean yes if they want to. But 
meanwhile her mum’s sitting there steeling herself for another fight. 
 
‘Young lady aged 18 just finishing school. This yp had severe cerebral palsy and was non-
verbal, communicating with expressions and noises. She went to school 9-5 and mum had 
direct payments for help in the evenings and weekends. 
She had her care package reduced significantly when she reached 18 with no evening or 
weekend provision. Mum asked Social Services about the help and they apparently said, it’s 
not about you, it’s about your daughter’. However, as mum said, her ability to cope would 
have a direct impact on her daughter who was unable to communicate her needs. 
The main problem is that when they’re children, they are assessed as part of a family and 
when they are an adult they’re assessed individually. Yet although their age has increased, 
other things haven’t changed for them.’ 
 
 
Health 
 
Generally transition is difficult because when they’re under a Consultant Paediatrician, there 
is one point of contact. Once they’re an adult, it’s all different consultants and for emergency 
admissions it’s whoever’s on call for that one episode..., 
 
One thing about her was that when she went to her 1st adult appt with a consultant and her 
parents were asked to leave the room for the first time and she heard her diagnosis for the 
first time. Her parents had known the cons.paed for years and had gone in first, talked to him 
and called her in after. I mean, maybe when a child is 8 there’s things you don’t want to 
discuss in front of them but when they’re older, that’s not appropriate anymore and yet the 
Dr seemed to have colluded with the parents. Dr didn’t realise she had grown up. 
Anyway, she heard it; no one had ever talked to her about it. They had chosen what she 
should hear. She told me how difficult that appt was because she’d never been spoken to 
like that before and never heard her diagnosis in words before. 
That’s when I thought there’s got to be something better than this. We do people a 
disservice; we don’t prepare them not as in ‘this is what’s going to happen’ 
 
‘I think one of the things that we haven’t come across yet is, he’s quite well at the moment. 
I think he has an intermediate Duchene’s. His physical health is monitored by the GP. My 
niggle in the back of my mind is what happens when his condition starts to deteriorate 
further. There isn’t one person who he can pick up the phone and say ‘I’ve think I’ve got a 
problem with my chest or whatever, I need to see somebody.’ That’s not a problem he’s 
come across yet. I think there is a problem and although we have a consultant in 
transitional palliative medicine she’s not dealing with the young people clinically. She’s just a 
signpost for individuals so she’s just pushing them on to adult services. I think for a lot of 
young people, just having a phone number that they could use to contact a specialist, would 
be the good thing. If she’s not picking up these young people then they are going to flip 
under the radar.  
Q. You don’t think the GP would be capable of passing them on to the right person? 
I think some GPs are very skilled in doing that, but often, certainly with the rarer conditions, 
and if this is the only lad with Duchene’s on the GPs caseload, they might miss the signs. 
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Often because the young person may not go to the GP regularly there’s no monitoring of his 
deterioration or symptoms. 
Q.There wouldn’t be a regular check up? 
No there isn’t. I think for others – this young lad got what he wanted out of transition, his 
social network and his social services support. Because he was well, there was no parallel 
planning for end of life because there was no indication that he was anywhere close to end 
of life. The focus was on his social, emotional and spiritual needs, which were very much to 
be out there living my life. That was OK but I think the other thing dropped off the radar.’  
 
There was an issue with who was going to prescribe the oxygen. We needed a letter and I 
think his consultant who he used to be under in children’s had then retired. In children’s if 
they miss an appointment they keep getting sent them. In adults, 2 misses and you’re out. 
So this is what had happened. They were not thinking his mum had a terrible illness herself 
and was having to go in weekly for dialysis as well as everything else. He’d also got a bone 
density problem and he was a non-verbal client in a wheel chair. They do often get 
osteoporosis because there is no weight -bearing and because of feeding issues. So he was 
seeing someone about his bone density in adult services but it was for one thing and not the 
whole body. The family’s argument was they wanted to get that sorted out before anything 
else  
‘because he was having unexplained fractures. 
 
‘One young man of 17 we’ve got in the hospice at the moment who is now at end stage 
cardiac failure with Duchene’s; his physical needs are the primary needs that are being 
addressed now, and while he is in transition everything, has been put on hold because it’s 
likely he’s not going anywhere and probably will die in the next few weeks. I think it very 
much depends on how the condition is progr 
essing or deteriorating as to where the focus is for transition.  
Q.Will he stay with you till he dies? 
Yes, he probably will, but he might go home. The contrast is that adult services are already 
involved. We have a problem at the moment [sighs] about who takes responsibility for the 
clinical care of the young person. While we have a consultant in charge of transitional 
palliative medicine, she doesn’t take on the clinical management of the young people. Our 
consultant in pediatric palliative care stops working with young people at 16 by handing 
them over to this consultant, so there’s a potential for a big problem and it has manifested 
itself in this young person at the moment. At 17 he is still a young person and can still be 
seen by a consultant that he’s known all the time he’s been coming to us and all of a sudden 
we’ve introduced an adult palliative care consultant. I think we haven’t got it right yet from 
the medical perspective of who manages transition.  
It happened when he became very ill. The family was concerned to have the support of the 
hospice, which is not a problem at all, but all this happened during this last illness, which is 
the wrong time for this young person. 
Q was there a choice in that it seems wrong in hindsight or was it a plan that had to go 
ahead? 
I think the idea to hand over to adult services was a plan that the medics had as a result of 
him getting ill and what they needed to do. 
Q. They felt they could look after him better through the adult service rather than the 
pediatric service? 
Don’t know. Because he’s in acute cardiac failure, he has a cardiologist as well. 
Q were you consulted about that decision? 
No. They consulted the family and the family said they didn’t want it to happen. But I think 
the family was badgered into changing their minds. That for me is an example of things not 
going well. A good example of things going bad. There should have been a multidisciplinary 
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meeting to discuss where we need to go and who takes the lead in this and how we best 
manage, not just the physical symptoms. There is all the other stuff, which goes with the 
physical symptoms. This young lad is stuck at the hospice, well not stuck, being managed by 
the children’s palliative care service and visited by the adult palliative care consultant, who is 
coming to visit him at the children’s hospice. The pediatric palliative care consultant is also 
visiting the hospice plus the consultant in transitional palliative medicine is visiting the 
hospice. Laughs. It’s a case of too many cooks and nobody taking the lead.  
Q. Are they all communicating with each other?  
We don’t know.  
Q so they don’t consult with you either? 
Laughs. No. That’s an example of bad practice. I don’t want to sound moaning, but things 
like that can make things go very badly, when there’s no planning what the next step is 
going to be and they don’t communicate and people having their own individual ideas about 
what should happen and going off at a tangent.   
Q. Who in your view would be best placed to help this young man? 
Now I have no problem with the adult palliative care physician coming in, because he is 
absolutely fantastic but that’s almost not the point. The point is there should have been a 
decision made who was going to take the lead and it should have been in consultation with 
the family and this young man who is very aware of what’s going on and has chosen to stay 
here and changed all his plans. His plans were for resuscitation but now he doesn’t want 
that, he wants to stay here with nothing. He’s not going back into the community where he 
may have needed district nurses to go in and help him. We are not now moving forward 
with his transition plans. We are waiting to see how he goes.  
Q. Does he feel safest with you? 
He does. He does. Initially he’d been in hospital for a while and he decided he wanted to go 
home. After a few days he was vulnerable and ended back in hospital a couple of times. I 
feel it’s imperative that the family and the young person have some control in the decisions 
that are being made about their care because they have very little else. They’ve got no 
control in other situations and I feel the same for transition. We need to take consideration 
of the yps views but also of the family’s views in this as well because they’ve been making 
the decisions for 16 17 years about what happens and all of a sudden someone’s coming in 
and saying you need to start letting go now. It’s a very difficult thing to do. That’s part of 
the process of transition. It involves finding other services and it’s about the psychological 
perspective of where you are as a parent and when do you stop being a parent and which 
bit of being a parent do you let go of in order to move your child forward in life. 
 
Fortunately he’s enjoying himself at the moment. He’s having a whale of a time, as his 
condition allows. He’s oblivious to who’s providing what. He likes this consultant and he feels 
he’s being supported by him.  
But I think it’s an issue that needs to be addressed because we’ve got 34 YP coming in 
behind him in the same sort of vein and somebody’s going to have to make the decision 
about who’s taking the lead.’ 
 
Housing 

• Housing is a problem, both adapting family houses, often too small as yp grow older 
and larger. Need for lifts, hoists, adapted bathrooms. Family living space can be lost. 

• See ‘a good transition’ above for details re adapting parents home successfully. 
• Problems finding appropriate residential care or independent living flats/houses. 

 
‘When they are nearly a teenager they will begin to look at the fact that this child is getting 
bigger and actually, can they manage in the house they live in?  They might have to get a 
lift put in, which would take up a whole corner of the room and is very noisy, so they have 
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to look at the house. Can they make the bedroom and bathroom downstairs?  For some of 
our families it means they lose their living room. So some families’ only sitting area is the 
kitchen because the living room has become the young person’s bedroom and the bathroom 
has had to be extended as a wet room.  
 
‘People sometimes don’t understand that a lot of these young people are extremely 
debilitated. A lot of people still think of wheel chairs as being a temporary measure; so they 
can transfer out of it, stand up and onto the bed. But these young people we talk about, 
can’t. Often these changes are being done when they are 12-13.  They are not thinking 
ahead to in a couple of years the young person is going to want their own space, they might 
want their mates round. How can you get 2 people in wheel chairs in the same room? In the 
majority of these houses it’s impossible. ‘ 
 
‘Another example I have, is a young lady in Coventry, she had to go in to hospital for a 
tracheostomy and was then in ITU for a number of months. she then decided she didn’t 
want to go home. She wanted to go into independent living. So short term, they thought for 
a couple of months they would put her in to an old folks care home. She was still in that 
care home when she died 2 years later, still trying to fight. 
We’d worked with a housing company here.  I was saying we have a young lady in Coventry 
who’s waiting for independent living accommodation but she can’t find anywhere. The thing 
the council do is say, have a look on our website and then go and have a look at our places. 
They don’t help you with that. 
She had a community worker here, and then I was brought into help as I work in transition, 
if the community worker wasn’t able to go to the meetings. We started to get involved. We 
found this bungalow. She went to see it and she loved it. It was as if it had been made for 
her. It was 18 months old but it had never been lived in, 2 bedrooms. It had no hoists but I 
wasn’t bothered as they would have to meet her needs. She was extremely excited. It was 
in a nice area; with a lot of these adapted bungalows they’re not always in a nice part of 
town. So she was really excited because she felt if she could get in that bungalow she could 
look at her education. We were meeting with the commissioners. This was a bit of an 
unusual case because she’d been in and out of ITU several times. She met the complex 
health care criteria but she didn’t want a complex health care payment, she wanted a 
personalized budget. She wanted direct payments so she could employ her own PA. They 
said they couldn’t do it because they’d never done it before.  
I was then making contact with other people I knew in Coventry, one of the nurse 
consultants in Coventry who had helped develop the children’s health care assessment that 
was supposed to mirror the adult one. I was saying ‘this isn’t working, she’s still out there’ 
and because children’s had come out, they believed she’d been sorted. This is the problem 
when you have an ‘out’ date for children and an ‘in’ date for adults. If you’ve got no co-
working, no joint working, the dates don’t fit. How can you know you’ve referred 
appropriately?  
At one of the meetings it got very strained. They had difficulty working with mum who was 
also a very intelligent woman. Because mum was fighting, she got classed as awkward. All I 
can say is thank god they’ve never had to come up against me if I was fighting for one of 
mine. Because we’d all do exactly the same wouldn’t we? 
This is another thing I find in Adults is they cannot cope with the family input. They are so 
used to people saying “Oh thank you, you’ll be meeting all his needs that’s brilliant”. These 
kids have had these needs all their life and they’ve just got worse and worse so they get 
used to asking for what they want and fighting for what they need. I did say to her one day, 
‘let’s pick your battles, let’s think about sorting out one thing at time’ She had so many 
issues: they wouldn’t feed her, she couldn’t get education, she couldn’t get housing, she 
couldn’t get carers, and she was in a nursing home. She had got someone from the law 
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society working with her at one point fighting for her needs. This family had tried everything 
they could.  
We’d found this bungalow, and at one meeting social care said they didn’t know how to pay 
for a bungalow like that, they only knew how to apply for one that comes through the 
Coventry housing association, the ones that are on their books, which are the ones they 
control.  
We were starting to work on this but her assessment needs from the last stay in ITU had 
changed. She could no longer get direct payment. She met the continuing health care 
budget. The social worker had gone very quiet, so had the commissioner for health. The 
nurse who should have been dealing with it was off on long term sick, which is another 
issue.  
Had she got a key worker? No. I was saying that if you are doing her assessments then you 
are her key worker. They still said no they were not.  
She was saying she wanted direct payments, and they said they had never had anybody 
who had turned down continuing health care before and that they needed to go to the PCT 
solicitors. They were going to look at it and we were still waiting to hear back.  She died 2-3 
months ago. They still hadn’t come to a decision as to who was going to pay for her care 
and so we still hadn’t been able to move into this bungalow. The housing association, in the 
first instance, was keeping it open for 2 months. The family offered to pay for it. The 
association said ‘no, no we’ll wait to get it sorted’ because they were so impressed with her. 
She was a wonderful, inspirational young lady. she had her 20th birthday when she was on 
ITU but she wasn’t conscious for it, she died 3 days after her 20th birthday. 
I’m positive the struggle had an effect on her mental health, which had an effect on her 
physical health. What happened with her death was something quite different to what she’d 
experienced before in relation to her health.  Her family came from Canada, her dad and a 
brother lived there. I met her dad at the hospital when she was in for end of life care. She 
was such a delight, so well mannered, so grateful, always had time to talk to people, she 
loved life. It was criminal to see what she went through. I told her dad I was helping to try 
to get her into the bungalow. He said she’d taken him to see it in the summer and the only 
thing I can hang onto is that her last few months were spent preparing for something 
positive. She loved the decorating. They’d started to collect furniture. She was talking about 
what she was going to do when she moved in. But we still never managed to actually get 
her in.  If we could get these young people in, even for a day, a week, and then found they 
couldn’t cope, I’d be happy. It was so sad. 
I phoned the specialist nurse who was doing her assessment to say I didn’t know  
she was even in hospital and that I’ve just had a phone call, 3rd party to tell me she’s in 
there. Do you not think we should have known as the hospice she was in, that she’d gone 
into multi organ failure? I then went to the hospital to see her and the family. She died that 
night. The next day we got an email sent to everybody in the multi disciplinary meeting from 
this girl who ‘wasn’t a key worker’ thanking us all for our input and how sad it was that 
she’d died before we’d been able to sort anything out. That really got to me. I really wanted 
to take that up.’ 
 
‘I talk to young people about independent living and ask where they would like to live. They 
often say near to mum. I then ask how often they think they will be seeing their mum’s, 
weekly, monthly? How are you going to manage your carers? What will you do if your carer 
is off sick? etc. It’s about getting them to take on smaller responsibilities, half never re-order 
their medication, others don’t know what medication they are on for why. 
In our hospice in the Black Country, it was the first adolescent unit in a children’s hospice. 
There was a fully fitted disabled kitchen. They weren’t going to make themselves a cuppa if 
someone else was going to make it for them. This is why we are starting to work with them 
younger. Jo works with them from 10 years old. The ambassador training, it’s about putting 
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in building blocks for them to gain skills about making choices. Often they don’t know how 
to make a choice because they’ve never actually had a choice before. How do they work 
with their carers? How do they get a voice? How can they look after themselves? We are 
trying but it’s a long process, it’s so long to get one young person through to being a 
success story.’ 
 
‘There is another young man who we started to work with at 18, his care at home broke 
down and he had to leave home due to issues with his step dad. Childrens continuing health 
care moved quite quickly and moved him into a care home. It was soon realized by the 
nurses that had helped move him there that it wasn’t the appropriate place for him. He was 
moved in because it was a place of safety. It was suddenly decided they should do an 
assessment and he didn’t meet continuing health care criteria. They then wrote to social 
care to say he needs to be assessed. They were quite happy for him to stay in that 
situation, even though it wasn’t appropriate until things were sorted out.  
We called a multi disciplinary team meeting and started to make links with Leonard 
Cheshire. [care home] He really liked it. We started discussions to see if he could move 
there, but were told ‘no’ even though they were cheaper and could still meet his health care 
needs. He couldn’t move because health would sign him off to live there but social care 
might not agree to take it up. 
He continued to stay at an inappropriate place where he was looked after by nurses in 
uniform, bringing drugs round. It’s a massive place and there was no socializing. It was also 
for older people with no activities and as he said, the food wasn’t nice ‘all mashed up like 
baby food’. He had a care issue. They took his boots off wrong and he had to go to A&E 
because they didn’t understand his needs.  
He started to deteriorate rapidly. His mum couldn’t visit due to the distance, and because of 
family issues.  
The commissioner wouldn’t talk to me so we helped him scribe a letter and we sent it to: 
the commissioner, the head of social services in Birmingham as well as several MPs. The 
MPs wrote back, one had written to the commissioner and one had written social care 
saying ‘please keep me informed’. That got social services doing his assessment quicker 
than I have ever known! It has still taken us a year to get that young man into Leonard 
Cheshire. So social services got involved, got the assessment done, agreed he didn’t need 
health care.  He did meet direct payments criteria, but he has health needs too so it’s batted 
back and forth, are you sure... and all this time not moving him to where he wanted to be.  
He then made a DVD which was about 10mins and took him about 3 days to do while he 
was at school. He then had to spend the time in ITU because he was so deteriorated after 
this. I swear that was due to the emotional state of not having anywhere to live. He was 
due to leave school and couldn’t get a college placement because he didn’t know where he 
was going to live. He was left totally bereft.  
In the future what I would do, instead of a letter, I would have them do a DVD straight 
away, and then do one every 6 months and if they saw the deterioration then that might be 
something they would act on. He said on his DVD ‘they think I’m just going to die so they 
can’t be bothered to move me on anywhere.’ 
It’s taken a year and a lot of professional time and a year out of his life, he also lost out on 
a college place and has to wait to apply for somewhere in January or sometime next year. 
It’s the thing of having to have a re-assessment if their needs are deteriorating and the 
parents are getting older, so the parents need to get more support. 
 
 
Carers  

• Difficulties for families - where carers can be when in the house. often no room. 
Intrusive for family members. 
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 I’ve heard stories of people heating their dinner and using the oven and several saucepans 
rather than just using the microwave.  Some will sit down with the family for tea and expect 
to be fed. It’s very difficult as it changes your whole family dynamic.  
 
Some of our children need continuing care so have the home care team, so you might have 
people in your house over night, which you need, so you can sleep. That is huge. I can think 
of nothing worse, having strangers in my house while I’m asleep. With my relationships and 
all that. Well its huge isn’t it? And all that’s going on while trying to maintain as normal as 
possible family life.  
 
Some of these houses are small and the carer might be sat on the landing or in the lounge. 
In some houses you might have an additional lounge that’s wonderful. Families cope 
amazingly well and young people in those families cope amazingly well. 
 
 ‘A lot of families find it difficult to accept carers. The only way I can describe it is you have 
somebody else sitting on the settee watching tele with you all night or all day.’ 
 
‘They don’t think about where the carers are going to sit, if they need over night carers. 
There is no room in the bedrooms to sit and can you really sleep if you’ve got somebody 
sitting at the foot of your bed all night. Where do they sit? Some issues where if there are 
other children in the house, do they want to see people walking about if they’re going to the 
bathroom in their pajamas.’  
 
 
Education/working 

• In the long gap of sorting out all these things, education can become impossible 
especially if someone is put into residential care temporarily. 

• How to get support for education 
• What to do after leaving education? 

 
‘We had an example a few years ago of a young man who was in the lower 6th and though 
his condition was terminal he wanted to do his A levels. Because there’s no statutory 
legislation to provide that after 16 we had a real battle on our hands. We said he wants to 
continue his education and take his A levels. He is poorly but he wants to do this. It was a 
battle.’ 
 
‘I found this specialist college to be exceptional, very caring, very understanding in terms of 
meeting her needs, encouraging her independence and they seemed to really know her well. 
They were coming up with ideas as to what she would do when she left there. They’d 
looked at a local specialist college, unfortunately she deteriorated in the last year and she 
couldn’t have managed the college and she had to go to a daycare facility. The college was 
suggesting these places and the one where she went. They were really geared up and knew 
their area well. Her social needs were met, and they encouraged her independence. She had 
a lovely time there. The family were talking about it after she died and the college came to 
the funeral.’ 
 
‘YP with Duchene’s, He is18 nearly 19 so too old for our services. He was attending college 
but at the end of his academic year, was told he couldn’t return because his lectures were 
inaccessible by wheelchair. Fire regulations and all sorts were thrown at him so to the best 
of my knowledge he’s sitting at home doing nothing. I wanted to follow it up for him but he 
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insisted he didn’t want me too and as he’s an adult, I had to respect his wishes. Of course, 
he could just be saying that because he had chosen not to go back or he could just be 
feeling sensitively!’ 
 
‘This was a young lady destined for Oxford or Cambridge. She had to give up education 
because she’d missed so much time from being in ITU (about 1 year). This often happens if 
they have no care package to be discharged to; they have to stay on ITU because it’s the 
only place that can care for their needs. The wards can’t. She missed her opportunity to do 
her A-levels and the school (main stream) said she couldn’t quickly do them by herself; she 
couldn’t cram for them, which she would have managed, because she needed to do the 
group work and the discussion. We started to go to the school meetings and they said they 
wouldn’t feed her but they would toilet her and she would go to some of the classes. She 
had trouble getting somebody to scribe for her, somebody to help her with her homework. 
She was working at a level that a lot of the carers couldn’t manage. So she eventually gave 
up school because that was too much. From somebody who was very dedicated to her 
studies, she was living in a care home with no Wi-Fi.’ 
 
‘One yp age 19 with Duchene’s MD. He has 2 younger sisters of high school age. Dad is 
main carer and mum has health needs of her own so you can imagine situation is somewhat 
challenging. The family finds it difficult to talk about transition as they never thought he’d get 
there. When he was born, the prognosis was much younger than it is now. You don’t know 
how long anymore. 
He went from school to college-process worked well. Very positive experience for him. What 
he doesn’t know is if he can continue at college for a whole variety of factors. If he doesn’t 
get to go, he’ll be stuck at home. He and his dad, there’s lots of anxiety but have to be 
hopeful there’ll be a college place; they don’t want to talk about the alternatives. Difficult 
relationship with his dad so you have to tread carefully. Every time we’re about to talk about 
transition, something happens, he gets worse or something.  
But we’re all very aware that he’s only with us till he’s 20 (under the old rules). In 12 months 
time, our service will end. He has short respite from us but he just won’t fit into an adult 
hospice. We’ve got loads of stuff for him, PS2 etc. We support him and his sisters and 
parents so the process for him in leaving will end for the whole family whereas if he was to 
die in the next 12 months, we would support the family for 3 years. And his family has a 
good friendship network with the other families. 
How do we support him through whatever else is going on whereas we know our service will 
end because we’re a children’s hospice. A year from now all adult services should be in 
place but it’s a very different world in adult services. His concern about himself, I know he 
worries about his dad as the main carer. Probably not that uncommon for other yp with the 
same condition. 
 
 
This guy had Duchene’s, very intelligent with very intelligent parents. Unlike last yp, the 
parents wanted him to take the lead and would stand back. Meetings were at his house and 
he was able to be in charge if he wanted. He went to uni. with 24hr carers, out of county. 
I must say he had a brilliant student social worker who worked her butt off, the sws worked 
really hard and the OTs, even the cross border funding happened. Went to the uni and 
course of his choosing. It was really really successful. 
1st year, he came back and we had a meeting and I said, ‘what are you going to do when 
you leave uni?’ and there was absolute silence. And I thought, you’ve just spent the last 4 
years planning for him to go and you haven’t thought about what he’ll do when he leaves. 
And he just turned round to his mum and said, ‘can I come home?’ And she said, ‘yes, if you 
want to’. 
Everyone thought they’d done their job but no one thought, what’s he going to do after. 
Everyone just pats themselves on the back, me included’ 
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I think he had a lot of individuals around him who were prepared to bend the rules a bit, and 
go that extra mile. The uni disability coordinator went the extra mile, the student sw, well, 
people complain about students but she was phenomenal. The OTs worked together and 
worked out how they would sort funding, yes I think people ignored their normal practice and 
thought outside the box. I mean, a commissioner somewhere agreed to it but sometimes it’s 
the tenacity of the people going to the funding panels as well. They think, ‘so what, I’m going 
back to argue with them.’ 
 
A young woman’s mum said the Connexions team have been disbanded so the special 
school have got a transition worker who presented mum with a list of residential colleges that 
this yp could go to with 6 highlighted of the ones they would fund and that was her support 
from the transition worker at school. 
She said, what am I supposed to do? The transition worker said she would go with her to 
one nearby and mum didn’t hear another word. Mum didn’t see her again but we arranged 
for one of our workers to go with her, ask medical questions etc. Then she went a meeting 
and heard the transition worker was in school (though not coming to the meeting again) so 
she called her in and really laid into her saying, ‘all you’ve given me is a list- 1 is in Cheshire 
(they live in Bedford), 1 is nearby and 1 is in the Isle of Wight or something stupid like that. 
We’ve got Orchard Manor in our area but they won’t fund that because it didn’t get a good 
enough Ofsted. 
 
Mum didn’t even know if she wanted her residential because she’d come back after 3 years 
and they’d all have to adapt again and she doesn’t do so well away from home anyway. But 
they’re going to mum, ‘what would you like?’ And mum’s going,’ well I don’t know because I 
don’t know what my options are.’ Round and round and round in circles and I said, ‘look can 
someone go round and show mum what’s available and she can see if any of them meet her 
needs and whether yp would be happy at any of them. I just want her to be happy but until I 
know what’s there, I can’t make any choices.’ 
 
‘A young man I spoke to an hour ago actually. A 17 yr old lad with Duchene’s who has just 
taken A-Levels. He’s severely physically disabled and cognitively very able. He applied to 
Suffolk College and was turned down. He’s now at home full time with nothing available. My 
first task is to look at what his options are. He doesn’t want to move away from home so 
maybe that’s limiting his options. This is a group I think are less well catered for. There’s 
more options for yp who are learning disabled. The trouble is school went so well that his 
parents and us expected it to go the same way with college. It all seemed ok.’ 
 
‘Another yp hoping to go to uni, didn’t get in, don’t know if it was grades or them not being 
set up to support his condition. He’s calling it a year out; fair enough keep it positive but what 
happens if he doesn’t go next year. If he doesn’t go, that hope and aspiration becomes more 
difficult to hold on to. Faced with a yp who has had a gap year travelling or something and a 
yp with a deteriorating condition who has not done much, that’s a consequence of their 
condition, I would hope they would take that into consideration but then who would you 
choose?’ 
 
‘Another yp with Duchene’s in year 9 just went into a wheelchair and was told there was only 
1 person in the school prepared to help him with toileting. It was a new need but even so, he 
ended up changing schools. I told the school they should sack all their TAs and get new 
ones.’ 
 
Short breaks  

• Are a continuing problem when yp can no longer go to children’s hospices.  
• Different culture in adult hospices. Takes time to change. Not used to regular respite 

care.  

14 
 



• Not geared up for teenagers either. Neither are many nursing homes.  
• Don’t offer activities so yp isolated and alone much of the time.  

 
‘Once our yp cannot receive short break care from us from the age of 19 our family support 
practitioners continue to work with them. So we continue to support them in transition until 
we see they are fully integrated into adult services. 
A recent young man that we’ve been working with. His family support practitioner had been 
working with him and the family to try and work out what was going to happen after he is 
19. One of the biggest concerns for this young man, well this young man’s family, was the 
fact that they wouldn’t have any short break care. This man had significant, profound and 
multiple learning disabilities, considerable physical disability and needed total care by his 
family. Mum’s biggest concern was that as a child she had all the services he needed and 
she was being adequately supported and he was coming to us for short break care as well. 
Mum was worried that after transition there would be nowhere for him to go for short 
break care. Whilst the children’s’ nurses were handing over to district nurses there wasn’t a 
problem because he was 17. The short break care was an issue because that was what kept 
the family going.  
The family support practitioner and mum started visiting places. They kept an open mind 
and went to look at everything. Lots of the local services would have been provided within 
the nursing home setting. Because he had such complex needs the social services centres 
couldn’t support him. So they found a place that was just developing a new centre for young 
people. It was for the elderly but they were developing a yp wing up to the age of 40. They 
were using this young man as a model for the kinds of things that they needed to put in for 
the physical, social and educational perspective. The family worked really closely with this 
organization. It was a private organization. Things were going really well. Unfortunately at 
the same time as transition planning we were doing end of life planning and he died before 
he could take advantage of all the expertise he had provided the organisation. It was still a 
positive experience because the company was quite willing to change and to move forward 
and develop. It was helpful for the family; particularly the mum, who was the lead carer, 
was very focused on giving the company the information they needed. It was quite 
important for her to be recognized as an expert in the care of her child.’ 
 
‘For parents with yp with complex needs who don’t have don’t have a physical voice and 
often cannot make decisions for themselves, those parents feel the greatest need for short 
break care. There are a number of situations in Wales where they have set up day centres 
to cater specifically for yp with profound and multiple disabilities. There’s a brilliant centre 
up in Abbagaveny that a number of our young people, who can no longer access us, are 
attending very successfully and they provide stimulation and a social environment and day 
respite for parents. One thing we are doing in Wales is we are working very closely with our 
adult counterparts. We are very close to an adult hospice in Penarth and we are working 
with them in changing their environment to start accepting some of our yp. Hopefully it will 
be a good model. Marie Curie is an independent charity. The other adult hospices in Wales 
are part of the NHS and will pose different problems because of the nature of their funding 
and their client criteria.’  
 
There was a young man who was coming in for daycare one day and then overnight and 
day care for the next day. He was quite complex but his mum was on Dialysis and because 
of how sick she was, they had to help.  
We only work those contracts on a short term basis because he was 19 and too old for our 
hospice, so initially only for 6 months and then extended for a further 6 months  
J: Why short term? 
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P: Because we’re not a short break facility, so if we see a need, we’ll do it but they will have 
to pay. Our beds cost £750 per day.  
We wrongly presumed they would be looking for adequate adult providers. What actually 
happened was, because he was coming to us, he was forgotten. We called a multi 
disciplinary meeting. We had the commissioner attend, and we got the complex health care 
nurse involved. The commissioner suggested a place where he could go. 
We went to look at it, so did his family. The place then said he couldn’t attend because their 
remit was changing. They then put us in touch with another place, which was short - break 
bungalows. Again we did the same thing, had a meeting, and had a look at it. They told us 
that the building would fit his needs e.g. Hoists and beds etc. However when they visited 
him to assess his needs, he was now needing continuous oxygen. This was a problem as 
they didn’t have any oxygen provision. There was then the problem of who would pay for 
his oxygen concentrator. They were mainly a learning disability placement that now took 
physical disabilities but they’d got no training in oxygen therapy and where were they going 
to get that training from? All costly. They then started to say they couldn’t do that, even 
though we’d given them details of oxygen providers and where to get training, and shown 
them how we store our oxygen. An oxygen concentrator is something you plug in and 
oxygen comes out of it. It changes the air into an oxygen concentration.  
Q So it’s not really a big deal? 
No, but then you need to have plans in place, for example what would you do if there was a 
power cut? E.g. A cylinder oxygen back-up. 
They then said they couldn’t take him. There was an issue about who was going to prescribe 
oxygen. By this time he was about 20. He, as with often happens hadn’t seen a consultant 
for a considerable time. We needed a letter and I think his consultant who he used to be 
under at the children’s had then retired. In children’s if they miss an appointment they keep 
getting sent them. In adults, 2 misses and you’re out. So this is what had happened. They 
were not thinking his mum had a terrible illness herself and was having to go in weekly for 
dialysis as well as everything else. He’d also got a bone density problem and he was a non-
verbal client in a wheel chair. They do often get osteoporosis because there is no weight -
bearing and because of feeding issues. So he was seeing someone about his bone density in 
adult services but it was for one thing and not the whole body. The family’s argument was 
they wanted to get that sorted out before anything else because he was having unexplained 
fractures.  
 
I then sent out another email to the commissioner to say it’s really unfortunate we can’t find 
anywhere else in Birmingham to act as a short break for this young man. I’m very 
concerned about his future as his mum is seriously ill and who is going to tell the parent that 
there is nobody able to give him care. We were then due to have a meeting the next week 
and we weren’t expecting anybody to turn up but the short 
break provider did turn up and they’d had a phone call to say ‘you will provide provision for 
this young man. You will sort out all the hitches.’ We are now hoping he 
should have a bed in January. We were hoping for November, it takes about 12 months to 
get that sorted out. 
Q Meanwhile he’s been coming to you? 
Yes, but he’s only coming for 2 stays in the diary at any one time, so he’s not coming as 
regularly as he was coming before. So even though they were paying us and I’m sure the 
placement he is going to is cheaper we are still waiting for it to go to panel to be validated 
for funding. So the funding isn’t sorted out. We’ve now got the oxygen. They’ve got the 
concentrator paid for. We’ve managed to get the oxygen prescribed via the GP. This is why 
we’re saying that, actually children’s services isn’t the appropriate place to keep these young 
people because we aren’t the ones to speak to adult clinicians. Whereas this short-break 
provider where he will be going, they have links with the adult nurse for epilepsy, adult 
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nurse for respiratory, so they can then get into the system to hopefully be seen by all the 
consultants he needs to be seen by. 
Q what is his condition? 
His condition is Cerebral Palsy.  
He’s non-verbal, oxygen dependent, gastrostomy-fed, an oxygen concentrator on at night in 
case his oxygen levels drop. Because he has such bad Scoliosis he’s actually quite bent and 
so he can’t extend their lungs properly.’ 
 
 
Normal life – adolescence/ sexuality  

• The young people are adolescents first, with all the feelings and aspirations of that 
age group.  

• They don’t feel defined by their condition as it’s been with them all their lives.  
• They want to have as normal life as possible. However growing up is more 

complicated and fraught with extra difficulties than for their able-bodied 
counterparts.  

• They suffer from all the things other yp suffer from. Mental health issues may be 
harder to identify and go untreated. 

• Sexuality is controversial for these yp particularly for adults 
•  

‘I can think of a yp who is about 14 now with severe and complicated CF and that’s been a 
lot of work with her understanding her condition. What’s been really helpful there is then 
relating back to all the other services involved. A child might have been told about her 
condition at age 7 but when they are 14 15 they need to be told all over again and 
explained in a different way because what you remember at 7 is very different from what 
you remember at 15. We were able to get the paediatrician and the physio to explain it all 
to her and that really worked with her adhering to her treatment, and now thankfully her 
lung function is much better. 
Q. Was she being recalcitrant and teenagerish about her treatment? 
Where do you fit in to a busy teenager life, physio that doesn’t make you feel better 
afterwards, it’s a horrible thing to do, you bring up all this phlegmy stuff, it’s very 
unpleasant and what’s the point when you’re going to die anyway? It’s a perfectly realistic 
teenage view. If someone says this is so bad it’s going to kill me, what’s the point of doing 
anything? By re-educating her and the team around her, it helped. A lot of our work is about 
helping other professionals understand adolescents really. 
You have to have that team approach. These yp have so many people in their lives.’ 
 
 
‘It’s important to remember that they are adolescents first. They still think they re immortal, 
invincible egocentric, they are adolescents and on top of that, what gets in the way, is their 
condition. They want to be independent but mum has to still keep an eye on the fact that 
they are doing their treatment. They want to go out with their friends and eat and drink 
what they like without having to take medication. They don’t want to be different. All 
adolescents want to be exactly the same as everybody else, anything that marks them as 
different can be difficult. It is about doing a lot of work with them and the teams and the 
schools. We do a lot of work with schools. The community nurses will as well go into schools 
and help.’ 
 
They do need to do risky things and one of those things is not adhering to your treatment. 
Some yp have so little control over their lives so what can you do? So you cannot take 
medication or not eat…… 
Q. What kind of intervention would you make?  
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We would work with them and there’s lots of evidence on how to work with adherence. We 
would work with the consultants about what’s realistic. We’re not going to get 100% 
adherence so what’s the minimum that will work….I’ve had conversations recently and said 
‘OK you say that they need half an hours physio every morning and evening – you’re not 
going to get that so what’s the minimum that they can get away with? You might get that.’ 
If they do that we reward and praise them and don’t say ‘but what you should really be 
doing is…..’ we were all adolescents. They are going to push the boundaries and we have to 
work with them and not take an authoritarian view and say ‘you will do….’ 
 
 
‘Q what will happen when he runs out of college courses? 
Laughs – he’ll become a lay about I expect. This again is a problem. He doesn’t particularly 
want to do anything. Not that he’s not able to at all, I’ve known him since he was diagnosed 
and he’s never been motivated to do anything, he’s a bit of a drifter, a lot like his friendship 
group when he was in school. Does that sound awful? He’s like lots of young people, he’s 
not that fussed to be doing anything. If he wasn’t disabled he’d be in that group of 
unemployed young people that we see a lot of in the Swansea valleys.’ 
 
‘She was living in a care home with no Wi-Fi so she couldn’t contact her friends. If her 
friends came to visit her, she couldn’t have sleepovers. The care home said they were doing 
their upmost, and as most of the old people were in bed by 8pm they suggested that her 
and her friends could use the one sitting room and they felt that that was meeting her 
needs.  
She had an en-suite bathroom and they were having trouble with the commode so she’d got 
to use a bedpan. She fought that as a deprivation of her rights. They said that there was 
nothing in C____ that can manage that. She said they needed to look harder. She continued 
to fight and eventually they said they would get her a commode that worked in the toilet.  
She wasn’t very depressed, but she had to spend a lot of time in her room.’ 
 
‘The speech and language therapist specialist had done an assessment and said she 
shouldn’t be fed orally. The young lady understood what was happening, short term, long 
term and how that would affect her health and how if she aspirated she would get chest 
infections that could turn into pneumonia. She understood all that, but what she really 
wanted was just the taste of things. She was a lovely attractive young lady who always 
looked immaculate, but if she wanted a piece of chocolate she wanted piece of chocolate. 
She wasn’t asking for hard things she couldn’t manage but now and again she just wanted 
to try something. The other thing you’ve got in a care home is they won’t do individual 
requests. In the hospice we would say “what do you fancy?” and we would get the cook to 
sort it out for tonight, but they don’t do that sort of thing. They are more “they will fit in 
with our routine”. ‘ 
 
‘Another person I’m thinking of was almost exactly the same, too old for our services, he had 
used them. He had a younger brother who was coming to us but he couldn’t. Yet our hospice 
was the only thing he did of a social nature. Both boys had Duchene’s, couldn’t go to college 
I think because they were in and out of hospital so much. He’s sitting at home doing nothing 
because there’s no adult equivalent of us.  The places I’ve found, if they’ve got learning 
disabilities, there’s definitely more out there for them, there’s some great work, it’s just not 
available to the yp we deal with. 
 
‘She was a real social butterfly, hated being on her own and came to the hospice to meet 
people. The hospice was her only social outlet apart from the pub which she went to with her 
parents. 
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She also had declared feelings for other women but couldn’t talk to her parents about that, 
didn’t think they would cope and couldn’t explore that with other women. And she had no 
one she could speak to about it other than me. 
I picked her up in her 18th year. As she was coming to the end of our services (we stopped at 
19), I was desperate to find options for her after the hospice. The hospice was such a big 
thing for her. Other kids had school etc but she didn’t. 
She was keen on a residential home placement but the parents weren’t so she ended up 
leaving the hospice and going back home again. She didn’t feel strong enough to oppose 
their feelings’ 
 
But sexuality is an issue for these yp. Another yp had been inappropriate with a female 
member of staff so I was asked to talk to him. He could have been 7 or 8 from his knowledge 
and understanding.  
Q.Could you get a feel for whether he had been deliberately or otherwise excluded from sex 
education at school? 
No, I mean he may not have been concentrating. He was in a mainstream school so I don’t 
have a specific sense of that. He didn’t have a diagnosis of learning issues. Different carers 
and nurses treat the issue of sexuality differently. I was talking to a group of nurses in a 
different hospice and they were saying that they facilitate (not overtly) masturbation but 
another group were horrified by the idea so there’s no consistency. I was concerned that he 
was approaching 19 and had no idea about sexuality. I see it’s difficult as it’s a private and 
intimate subject. 
When you think these yp could die virgins, how normal is that for a yp?  
 
Families 
Issues for families during transition –  

• Changing housing needs. See Housing above 
• Fatigue in relation to whole new struggles for services.  
• Needing more help as they are older but getting less support.  
• Sometimes lagging behind the changes in their child and finding it difficult not to be 

overprotective. Hard to let them make their own mistakes. 
 
‘It’s really hard for families. They nurtured their child for so long, all their care and now they 
have a rebellious adolescent who doesn’t want to do it, doesn’t see the point of it. It can be 
really hard. We are lucky we can work with the whole family.’ 
 
‘I mean at one time while all this was going one mum said to me, ‘There are days when I 
wish she would just die’ 

‘How bad must this system be that parents would rather their children died than stayed? 
How bloody awful must it be?’ 

 
 ‘I feel it’s imperative that the family and the young person have some control in the 
decisions that are being made about their care because they have very little else. They’ve 
got no control in other situations and I feel the same for transition. We need to take 
consideration of the yps views but also of the family’s views in this as well because they’ve 
been making the decisions for 16 17 years about what happens and all of a sudden 
someone’s coming in and saying you need to start letting go now. It’s a very difficult thing 
to do. That’s part of the process of transition. It involves finding other services and its about 
the psychological perspective of where you are as a parent and when do you stop being a 
parent and which bit of being a parent do you let go of in order to move your child forward 
in life.’ [the rest of this story is above in Health] 
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This yp got me interested in transition as she had such a dreadful experience. I was her key 
worker; she was approaching 18, very intelligent and gregarious. She had Leigh's disease (a 
rare inherited neurometabolic disorder that affects the central nervous system). She used 
the hospice as a social opportunity as she had a very limited lifestyle at home. Her parents 
wouldn’t have work done in the home to make things more accessible so she relied on her 
dad to carry her upstairs or to get anywhere. She’d go upstairs in the evening and stay there 
till morning. Dad was self employed and out most of day so she was stuck in the house all 
day. She spent ages on her own 
 
 
A family that finds things difficult would have found it so anyway [without having a child 
with a life limiting condition.] But there are so many more stresses. Somerset is very rural 
and getting your child to a hospital appointment isn’t always easy. A lot of our families don’t 
have transport so it can be very stressful for them. It’s not a 5-minute trip up the road. It 
can be an hour. The complexities of living in a rural area – the complexities of trying to run 
a group for instance. Because there aren’t enough siblings to run 2 groups across the county 
we need to have one and families can’t get their children there. We don’t have funding for 
transport. Often parents are quite isolated purely because of the nature of the geography. 
With my families, it’ll take me an hour to get there, stay an hour and then take me 40 mins 
to the next one if I’ve been able to co-ordinate it well. Or another hour in the opposite 
direction. I spend a lot of time in the car. But you know its Somerset, its lovely. You can’t 
see many people in a day and for the nurses it can be quite tricky. I’ll take a piece of 
equipment and drop it off if I’m going that way. We have to work together. The impact of 
being in a rural community is often underestimated in terms of support for a young person.  
 
 
Yes anyone who has a psychological need we will work with. Its huge, none of us can 
imagine what it must be like to have a child with a very complex condition which takes up so 
much of your time and on top of that you’re managing stressful family life and maybe keep 
a job and hospital appointments that take you 45 mins or an hour to get there and all these 
people in your home. Some families have 15 – 20 professionals involved with your child. A 
lot of them will visit. Some of our children need continuing care so the home care team, so 
you might have people in your house over night, which you need so you can sleep. That is 
huge. I can think of nothing worse, having strangers in my house while I’m asleep. With my 
relationships and all that. Well its huge isn’t it. And all that’s going on while trying to 
maintain as normal as possible family life.  
 
 
We’ll help families fill out forms DLA forms but it’s not our area of expertise. And then there 
are direct payments. I think there are pros and cons to that. Parents as employers seem to 
bring an added stress to families. Not all families, some embrace it. My feeling generally is 
that more and more is expected of families and services are being diluted.  
 
‘We need to take consideration of the yps views but also of the family’s views in this as well 
because they’ve been making the decisions for 16 17 years about what happens and all of a 
sudden someone’s coming in and saying you need to start letting go now. It’s a very difficult 
thing to do. That’s part of the process of transition. It involves finding other services and its 
about the psychological perspective of where you are as a parent and when do you stop 
being a parent and which bit of being a parent do you let go of in order to move your child 
forward in life.’ 
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‘These are not little people any more, they have rights, and they need to work with them and 
their parents differently so parents understand they have rights. We do so much working with 
parents and that’s appropriate when they’re 2 but not as they’re becoming young adults. 
It wasn’t till I worked in the hospice that I realised that we have these conversations with 
parents about say, what to do if the child has a cardiac arrest and they were still asking her 
parents that. I think she’s 16 yrs old, why are you not talking to her about this? Even in our 
environment, we’re colluding with the same sort of behaviours really. People still see them 
as little because they’ve grown up with them. We think we’re protecting them and we’re not 
necessarily.’ 
 
Young lady, more complex and communication more difficult. Took a while to work out what 
twitches, winks etc mean 
The experience she has had from her parents experience is that they have been to every 
transition meeting since year 9. They get promises every year and they (the parents) say, 
’anyone done any of it?’ You promised all these things’. They feel like they have the same 
conversation every year, battling for years. YP hasn’t been involved though that’s changing 
now. Trying to move to a person centred approach to include the yp. But mums been to all 
the meetings and she as a parent has been battling for years and years and years.  
The yp left college this year and 2 months on still don’t know what’s happening. They’ve 
been to visit 2 places set up for adults supposedly with additional needs. They do a fantastic 
job but mum says at college she was with all people her own age but 1 of the places was 
full of 40 year old men. That’s not normal. Does she want her 20 yr old daughter just to be 
with men 40+? It was a huge shock for her, she’s aware that she’s judging the place but 
she only saw 40 yr old men. She knows there’s other people there. 
And the social side of things, where does the yp go for a nice weekend like she does at the 
hospice?  There are various things for yp e.g. Activities Unlimited-Suffolk’s approach to 
Aiming High Agenda, they provide individual funding for yp with additional needs and 
provide specific funding, to fund lots of activities for yp with different needs. There appears 
to be nothing like that for adults, some take for up to 25 but then she’s 19 but they all stop 
at 18/19. So they’re either with loads of people much older or stuck with little people. 
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