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Mark Minchin (MM), Melanie Carr (MC), Nicola Greenway (NG), Louisa Regan (LR) Jamie Jason (JJ) notes  
1. Welcome, introductions objectives of the meeting
The Chair welcomed the attendees and introductions were made. 

2. Declarations of interest
The Chair asked all attendees to declare any interests. 
3. Transition from children’s to adults’ services (QS140, 2016)
MC provided some background information and explained to the group what NICE quality standards are. 
MC introduced the NICE quality standard on transition from children’s to adults’ services (QS140) including some overall information on how it has been implemented.

There was a suggestion that it would be helpful to share the quality statements with young people and their families so that they can know what to expect during transition. They are often asked if they had a good transition, but they don’t know what good looks like.
The group felt that referring ‘to’ adult services suggests transition ends when they enter adults services rather than continuing until the young person is settled. Changing the terminology to ‘into’ adult services highlights that adult services are part of the process.
MC talked the group through each statement from QS140. The group discussed each statement in turn and gave feedback on changes that may be needed in order to reflect the needs of young people with rare diseases.
Quality statement 1 
Young people who will move from children's to adults' services start planning their transition with health and social care practitioners by school year 9 (aged 13 to 14 years), or immediately if they enter children's services after school year 9
The importance of involving parents and carers throughout transition was emphasised.
There was concern that this statement may not be robust enough to cover rare diseases. Rare diseases are extremely complex. The group noted that children and young people (CYP) with multiple conditions are often cared for by several different services, this can make transitioning into multiple adult services a complex process.  

The group heard that more planning for the transition between services is required, it was noted that sometimes for CYP with rare diseases adult services simply do not exist. It was further highlighted that CYP often need to be under the care of centres outside of their locality, which necessitates travel and can impact on education.
It was emphasised that the age of transfer to adults’ services varies in different services and it was suggested that transition planning may need to start at year 7 and be in place by year 9. There was a suggestion that the start point could be expressed as a number of years before transition rather than an age.
It was noted that some young people will go to university and will then have to engage with new hospitals and services near their university. There should be a universal care plan that is shared.

It was suggested that it is important to ensure that all the relevant information about the young person is available to take to adults’ services. This should include their communication needs. This is particularly important for CYP with rare diseases and associated learning disabilities.
The group agreed that CYP and their carers need to know what the transition is, what does it look like, people need to understand what will happen. It was noted that the NICE QS can be used by a diverse audience to help explain what a ‘good’ transition would look like.
The group noted that it is important to ensure that the transition plan is developmentally appropriate for that person, an individualised plan helps ensure the transition plan is tailored to the individual. 
The importance of having a plan for transition that covers the care currently received was highlighted. It was discussed that if there was no adult service the CYP is referred back to the GP by default. It was suggested that patient pathway need to be clear. If there is no adult service and the person goes back to the GP it needs to be clear how to escalate if needed. 
It is important to note that transition and transfer are not the same thing. There are 3 stages of transition.
Quality statement 2
Young people who will move from children's to adults' services have an annual meeting to review transition planning
It was noted that there can be variation in attendance at annual meetings, the group heard that attendance may be lower for some ethnic groups. It was noted that reducing this variation in care is an area for both quality improvement and for reducing inequalities. 
It is helpful to consider if the patient has learning difficulties or needs palliative care. Normally there would be an advanced care plan which is in the integrated care passport.

It was agreed that a key aspect of this is to have someone from education involved. When CYP are in education the school needs information on what adjustments may be required and a basic understanding of the diagnosis and possible symptoms. 

It was suggested that when the annual meeting is just with the GP it isn’t as helpful as having a meeting with the GP and the wider care team, as it often means that it needs to be reexplained what the issues are. 

It is important that there is a lead person leading the meeting and that all healthcare providers are involved.  Some suggested that the meeting needs to be independent of any other meetings while others felt it could be combined to avoid the CYP missing school.
It was suggested that if patients and their families were copied into all correspondence regarding transition that would be helpful to understand what was happening and why.

Quality statement 3

Young people who are moving from children's to adults' services have a named worker to coordinate care and support before, during and after transfer
It was discussed that ideally there would be one named worker for both children and adult services.  It was pointed out that a named worker and key worker are not the same thing. Keyworkers work with children and young people with the most complex needs and their families and carers to make sure families are fully involved in their plans, feel listened to and informed, plans are personalised, and they have the support they need at the right time, in a co-ordinated way. A named worker is there to answer questions and empower people, not to coordinate all transitions in individual services.  It was acknowledged that there are no clear roles and responsibilities, however.

It was felt that the named person should be someone that is known to the CYP. The group felt that it was really important for the CYP to be able to choose who it was.

The group were extremely supportive of this but there was concern with how it could be implemented. At the moment there is no universally agreed job description for this or funding at a local level. But it agreed that it is important to keep this statement and work on what can be done going forward. 

Quality statement 4 
Young people who will move from children's to adults' services meet a practitioner from each adults' service they will move to before they transfer
The group discussed that currently it is highly unlikely you would get to see the consultant, it is most likely the CYP and their carer would see a specialist nurse, although it was noted that it is very variable what actually happens. It was noted that in some places they create videos so the CYP can meet the team and also see the actual physical environment.  Knowing what the front door looks like can actually be helpful for those CYP who may be transitioning to a centre miles away. It was suggested that some young people do not like virtual meetings with the new team.
It was also noted that some places arrange visits to the new services organised by charities and this works really well. Especially with those who are visually or hearing impaired. Again the group reiterated that it is really important for the CYP to connect with their new teams.
It was highlighted that in sickle cell and haemophilia this is generally carried out really well. The paediatric and adult teams will meet, they have joint clinics, transition workshops. It was suggested that any quality improvements can be gleaned from these services that are already performing super well.
It was suggested that it is helpful to involve parents or carers in these meetings and also that they are part of an existing appointment rather an additional appointment.

Quality statement 5 
Young people who have moved from children's to adults' services but do not attend their first meeting or appointment are contacted by adults' services and given further opportunities to engage
It was highlighted that some Trusts strike you off if you miss an appointment in adults services twice, it was suggested that there should be more detail in the quality standard on how to re-engage young people.
CYP are still under the care of children’s services until they have successfully transferred and attended adults’ services.

There is no governance or monitoring of people through their transition to ensure they are not lost to services.
If the person doesn’t like the new team they may not attend again so it is important to focus on other appointments not just the first one.
4. Additional areas 
MC asked the group if there were any other additional areas they would like to discuss that were not included in todays workshop.
It was felt that all key areas additional to this quality standard have been discussed today.
5. Conclusion 
MM thanked everyone for their time and input and concluded that any changes to this quality standard could happen fairly quickly. If a new quality standard emerges from todays meeting this could take a lot longer.

The NICE team will work on the outcomes of todays meeting and come up with a plan to update the quality standard and any additional possible new standards. 
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