
 
 

Scottish Government Transitions Strategy, Statement of Intent  
- Survey Response 
Hospice UK submitted a response to this survey on 30th November 2023. 

 

Questions 4 and 5 – Who will the strategy be for describes what we understand 
‘transition to adulthood’ to mean. 

Do you agree that the meaning we have given for Transition to Adulthood is the correct 
one?  

Agree 

Please explain your answer. 

We support the Principles of Good Transitions. It would be helpful to see the supplementary work 
developed by Children’s Hospices Across Scotland (CHAS) with the Scottish Transitions Forum 
to support people with life-shortening conditions through transitions explicitly recognised as the 
new strategy is developed. 

 

Questions 6 & 7 – 'Who will the strategy be for?' describes what we understand 
‘disabled young people’ to mean. 

Do you agree that the meaning we have given to ‘disabled young people’ is the correct 
one?  

Agree 

Please explain your answer. 

The use of the definition set out within the Equality Action (2010) seems appropriate and this 
definition encompasses people with a wide spectrum of disabilities, including complex health 
needs such as those with life-shortening conditions. 

 

Questions 8 & 9 – Our ‘vision’ describes what we think the transition to adulthood 
should be like for disabled young people in the future. 

Do you agree the vision is correct for the strategy?  

Neither agree nor disagree 

Please explain your answer. 

While the vision set out is one that everyone is likely to agree is a positive aspirations for all 
young people, we do have a concern that it doesn’t reflect reality for many young people with a 
life-shortening condition who are currently unable to access safe, appropriate care.  

 



 
 
At the moment for many young people with complex health needs and a life-shortening diagnosis 
it is difficult to identify what they are transitioning towards so “the path” cannot be defined as no 
destination is identified or visible. 

 

Questions 10 & 11 – Our ‘priorities’ are the things we think we need to focus on to help 
make the vision come true and improve disabled young people's experiences of the 
transition to adulthood. 

Do you agree the priorities are the correct ones for the strategy? 

Neither agree nor disagree 

Please explain your answer 

No issue with the individual priorities identified, however we are concerned that across those 
priorities there is still a gap in ensuring adequate, safe care for young adults with life-shortening 
conditions and palliative care needs as they transition to adult services. If the aim of the strategy 
is to improve the lived experience of transitions for disabled young people then there needs to be 
recognition that currently some young people’s lived experience is one of a devastating drop off 
in available supports. That gap is not about the process of transition, it’s about the fact that there 
are incredibly limited supports available for some young people - and therefore many cannot 
access any services that are appropriate, wanted and providing meaningful support. 

 

In terms of the priorities identified: 

Choice, control and empowerment - meaningful choice should be provided even for young 
people who are non-verbal or lack capacity. We would also highlight that resources need to exist 
in order for choice and control to exist. 

Co-ordination – we believe each young person transitioning to adult services should have a 
lead professional identified to ensure co-ordination and communication across all sectors and 
between children’s and adult services. This is particularly important for young adults with life-
shortening conditions who value the support of a trusted professional to talk about issues such 
as end of life planning. 

Consistency – as the strategy is developed there should be consideration given to whether 
commissioning should sit at a pan-Scotland level for very specialist services with only small 
numbers of young people requiring support. Although service delivery should be delivered as 
close to home as possible, there also needs to be recognition of the social needs for young 
people with life-shortening conditions. We are aware of young people who have ended up 
supported by services aimed at older adults, which are not appropriate for their needs, because 
no appropriate service was available locally. 

Data - commissioning arrangements should include measurable outcomes for transitions to 
ensure there is a focus on delivering real support rather than just positive words and aspirations 
without real teeth. To ensure equity of access to supports those missing out on care need to be 
identified at both a population and individual level. 

 



 
 
 

Q12 - Do you have any other comments on the Statement of Intent? 

The latest research shows that there are over 16,700 children live with a life-shortening or 
potentially life-shortening condition in Scotland, and that number is rising. It is clear that for 
young people with a life-shortening condition there is a lack of services to transition into. We 
have a concern that the urgency and severity of the situation, as it relates to young people with 
life-shortening conditions, is not reflected in the overall approach taken and the high level 
aspirations set out in the Statement of Intent.  

 

A fundamental lack of services for young people with complex health needs to transition into, 
which in turn is the result of a lack of suitable resource, creates risks around basics such as 
safety and dignity. If the scale of challenge isn’t recognised or defined as the strategy is 
developed, can the strategy provide the solutions? If the aim of the strategy is to improve the 
lived experience of transitions for disabled young people then there needs to be recognition that 
currently some young people ‘s lived experience is one of a devastating drop off in available 
supports. The gap is not only about the process not working properly it’s about the fact that there 
are incredibly limited supports available for those young people and so many cannot access any 
services that are appropriate, wanted and providing meaningful support. They also face having to 
suddenly navigate the adult system with multiple specialties all divided up - instead of being seen 
as an individual with multiple complex and inter-related needs. 

 

It will be essential for the strategy to address policy, practice AND resource if the overall ambition 
set out is to be realised for young people with life-shortening conditions. 

 

Hospice UK’s report Curious and Confident report (published Feb 23) recognised that successful 
transition needs to “address both the transfer of responsibility for young people from children’s to 
existing adult social care, health and education services and the development of new adult 
services tailored to young people’s additional needs”. The cost of bad transition for young people 
with life-shortening conditions can include greater illness, adverse social and educational 
outcomes, and even earlier death. 

 

The report also identified that there are six ‘conflicting realities’ for young people and their 
parents/carers transitioning from children’s to adult services: 

1) planning to live and planning to die with different illness trajectories that are misaligned with 
adult service models; 

2) being treated as an adult and the oldest ‘patient’ in children’s services compared with being 
treated as a child and the youngest ‘patient’ in adult services;  

3) being a ‘child’ in a child’s body in children’s services compared with being a ‘child’ in an adult’s 
body in adult services for those with learning impairments; 



 
 
4) being treated by experienced children’s professionals within specialist children’s services 
compared with being treated by relatively inexperienced professionals within generalist adult 
services; 

5) being relatively one of many with the condition in children’s services to being one of very few 
with the condition in adult services; 

6) meeting the same eligibility criteria in children’s services but not adult services. 

 

Complex medical transitions brings their own specific challenges. Scotland didn’t participate in 
the NCEPOD study on transitions (The Inbetweeners report) but it is clear that we face the same 
issues that England, Wales and NI do. 41% of the young people in the study had a life-limiting 
condition and the report highlighted that 84% of organisations that participated identified that for 
young people transitioning out of children’s services there was no receiving adult specialty – and 
therefore young people would be discharged back to their GP for ongoing care. 

 

For young adults with life limiting conditions and complex health needs, appropriate transitions 
support should be viewed as preventative spend – providing the resources to create suitable 
services for these young people to transition into would then prevent spend on emergency and 
out of hours care. Better for the young adults and their families but also better for the health 
service.  

 

The concept of developmentally appropriate healthcare acknowledges young people as a distinct 
group. Often, adult healthcare professionals are not familiar with the range of often rare and 
complex health conditions faced by children with life-shortening conditions. The strategy should 
consider the implications of requiring palliative care for young adults – as palliative care is often 
associated more with older adults. 

 

Young adults with progressive, degenerative conditions will also be experiencing health and 
support needs that are becoming increasingly complex as they get older. During this period 
individuals and their families/carers may be making difficult decisions around end of life care. 
Transitioning to adult services can add another layer of uncertainty to living with a life-shortening 
condition, which can impact on an individual’s emotional and mental wellbeing, and feelings of 
social isolation. This is a development that some parents and young adults will not have been 
prepared for as there may have been an original diagnosis/expectation that a child would die 
before adulthood. 

 

The substantial increase in young adults (aged 14-25) living with life-limiting conditions has seen 
new services piloted such as the short break stay (SBS) service offered by Prince and Princess 
of Wales Hospice (PPWH) in Glasgow. The young adults and families supported by PPWH 
during the pilot SBS service viewed existing respite models as not being suitable for a range of 
reasons – from suitable equipment to nursing staff with appropriate skills and experience. 



 
 
While overall a success, the report by PPWH on the pilot highlights many of the challenges that 
will face new services developing to meet the palliative care needs of young adults with life-
shortening conditions. These include the considerable difference between the conditions these 
young adults are living with compared to those more commonly seen in adult palliative care, with 
much more complex care needs resulting in a different staff skills mix required and different 
equipment needed. The pilot has also highlighted the inequities currently experienced by young 
adults – with respite entitlement ranging from 0 days to 46 days per year, and budgets control 
varying substantially. 

 

 

Reports/background information specifically referenced in this response: 

Being curious and confident | Hospice UK 

The Inbetweeners_full report.pdf (ncepod.org.uk) 

Principles of Good Transition CHAS 2017 supplement Final.pdf (scottishtransitions.org.uk) 

Alex’s journey to respite (princeandprincessofwaleshospice.org.uk) 

 

Hospice UK is the national charity for hospice and end of life care. We work to ensure everyone 
affected by death, dying and bereavement gets the care and support they need, when they need 
it. 

https://www.hospiceuk.org/publications-and-resources/being-curious-and-confident
https://www.ncepod.org.uk/2023transition/The%20Inbetweeners_full%20report.pdf
https://scottishtransitions.org.uk/blank/wp-content/uploads/2018/01/Principles-of-Good-Transition-CHAS-2017-supplement-Final.pdf
https://www.princeandprincessofwaleshospice.org.uk/media/b4ynlzq5/sbspilot_report_final_240323.pdf

