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Consultation response 
Children and Young People’s Continuing Care Framework 
Genetic Alliance UK response, 23rd October 2015 
 

Introduction 
1. Genetic Alliance UK is the national charity working to improve the lives of patients and families 

affected by all types of genetic conditions. We are an alliance of over 180 patient organisations. 
Our aim is to ensure that high quality services, information and support are provided to all who 
need them. We actively support research and innovation across the field of genetic medicine.  

2. Rare Disease UK (RDUK) is a multi-stakeholder campaign run by Genetic Alliance UK, working 
towards the delivery and implementation of the UK Strategy for Rare Diseases , signed by all 
four health departments in the UK and published by the Department of Health in November 2013. 

3. SWAN UK (Syndromes Without A Name) is a patient and family support initiative run by Genetic 
Alliance UK. It is a UK-wide network providing information and support to families of children 
without a diagnosis. It works to support the development of high quality information and services 
for families of children affected by undiagnosed genetic conditions and raise public and 
professional awareness of undiagnosed genetic conditions and the unique challenges faced by 
affected families. 

Does the framework adequately define the scope of children and young people’s 
continuing care?  

4. We are pleased to see that the framework retains the focus on the child’s specific needs in the 
specified domains rather relying on their diagnosis (paragraph 11). However, we are concerned 
that even so the scope of children and young people’s continuing care is defined in a way that is 
not necessarily inclusive of those children with undiagnosed genetic conditions, such as in 
paragraph 7. 

5. The children known to SWAN UK lack a diagnosis for their condition. This may be because their 
condition is so rare that they are the first person to be affected by it, or because their symptoms 
are different to how the condition usually affects people and so it has not been tested for. 
Without a diagnosis to explain why their child is disabled it can sometimes be difficult for families 
to have their child’s needs taken seriously. We therefore feel there should be a strong and 
detailed message in this document that neither assessments nor access to continuing care services 
should rely on having a diagnostic label, to ensure that the system does not place unintended 
barriers to families with children with undiagnosed conditions accessing much needed support. 

 



 

Page | 2  Genetic Alliance UK 

 

Does the framework set out a clear process? 
6. Yes, the process set out in the Framework appears clear. In particular we are enthusiastic about 

the inclusion of a dedicated single point of contact for the continuing care process, though we 
would like to see this point strengthened from a should to a must. 

7. Families of children with rare, genetic and undiagnosed conditions consistently report that their 
health and social care provision is poorly linked up, and that information transition between 
services is poor. Young people or their family members must repeat their healthcare history at 
every turn. A named point of contact who the family and all their supporting health, social care 
and educational professionals can contact for information and advice on the continuing care 
process is essential to ensure to reduce the sense of being lost in the system that children, young 
people and their families often experience as a result of poorly coordinated care. 

 

Does the framework support an effective transition to adulthood and the NHS 
Continuing Care framework? 
8. No. The framework's schedule for transition is inflexible and overly reliant on age (paragraph 

109). As with health and social care transitions more broadly, continuing care transitions should be 
developmentally appropriate, and not based on a rigid age threshold. We feel that the guideline 
should mention the importance of ensuring that the point of transfer occurs at a time that is suitable 
for the specific needs of the young person and their family. 

9. Most clinical transitions happen during teenage years when there are a lot of other important 
events taking place in an individual patient’s life, including taking exams and moving schools, or 
starting college or university. Patients have told us that undergoing transition between health and 
social care services at a different time makes it easier for them to manage. Many of the patients 
and families we spoke to wanted to see the specific circumstances of their family given more 
consideration in the planning of transition. 

10. We studied transition for our own community of those affected by rare diseases in our report: 
Patient experiences of transition between care providers. This can be found here: 
http://www.raredisease.org.uk/documents/Website%20Documents%20/patient-experiences-of-
transition-between-care-providers.pdf 

11. Our key findings from this piece of work were: 

 Good communication and coordination are essential for successful transition 

 Patients and families can feel disconnected from the transition process 

 Age-appropriate services are not always available to patients 

 Medical professionals receive insufficient training in adolescent care and medicine 

 Research studies are not compatible with the transition process 

 Transition can come as a shock to patients and be too sudden 

 Parents feel anxious and unsupported during transition 

 A patient’s individual circumstances are not always considered during transition 

 Transition is better for those affected by common condition 

Do you have any other comments you would like to make on the draft framework? Is 
there something missing, or something which needs to be changed? 
12. The list of specific groups requiring additional consideration in Annex A does not include mention 

of young people with rare conditions, and also those who have not received a clinical diagnosis. 
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13. Young people with a rare or genetic condition face additional challenges accessing care. The very 
fact that these diseases are rare means that health and social care professionals are unlikely to 
have previous experience of the patient’s condition, which means that in these cases the best 
experts in the condition are often the patient and their family. This is even more challenging where 
there is no clinical diagnosis, and patients are forced to keep explaining the specifics of their 
condition to each new health professional. It is crucial that the nominated children and young 
people’s health assessor recognises the uniquely complex and variable needs of young people 
with a rare, genetic or undiagnosed condition, and this is more likely to occur if this is explicitly 
acknowledged in the framework. 

 

Alastair Kent OBE, Director 


