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Summary of MH subgroup meeting on Thurs 24 April, 2025

Attendees:
Alison Phillips-  Chair, Craighalbert Centre
Gillian Mathewson, PANS PANDAS UK
Barbara Ogston, FASD Hub Scotland
Katie Rigg, MSA Trust
Claire Winchester, MS Trust
Steve Portelly, FND Hope
Mary Ramsay, Scottish Tremor Society
Alice Struthers, NAoS

1. Approval of minutes of last meeting
The last meeting was held on 30 January 2025.  A summary of the meeting had been shared with this sub-group and it was approved as an accurate summary.

2. Welcome to new members – introductions all round

The group did a round of introductions to welcome our two new members, Gillian Mathewson (PANS PANDAS UK) and Barbara Ogston (FASD Hub Scotland).

Alison – Chair of this group: part of leadership team at the Craighalbert Centre for children with motor impairments.  All children at the school have a primary diagnosis of a neurological condition.  Concerns over unrecognised mental health challenges of these young, mainly non-verbal kids and their parents.

Steve – FND Hope representative, also on NAoS board of trustees.  

Mary – Scottish Tremor Society Chair and volunteer with Spirit of Advocacy Highland.  Runs peer support groups locally.

Claire- responsible for information and engagement with the MS Trust, acts as the rep for Scotland.  Mental health has been flagged as a key issue through their annual listening project.  Interested to broaden reach of awareness of mental health conditions amongst those with MS and other neurological conditions.

Barbara – FASD Hub Services Manager.  3-5% of the general population have FASD but only 1 in 100 are diagnosed.  Of those undiagnosed,90% go on to develop mental health challenges as they get older.

Gillian – Volunteer rep with PANS PANDAS UK.  These are psychiatric conditions triggered by infections, predominantly affecting children and young people.  Not well recognised and there is no treatment or diagnostic guidelines.  Often mis-diagnosed as a mental health condition with common referrals to CAMHS which cannot offer the necessary support.  Lots of experience with GIRFEC.

3. Feedback from all on agreed action - to ask members what techniques/actions they are taking to support people's MH, what works, what doesn't work, share how those programmes are funded etc.
[bookmark: _Hlk196391774]This group agreed that professional networks are better established around children than adults.  We can build on that to eventually target adult networks.  GIRFEC made a big difference and we can use GIRFEC in the same way. 
When children are ill, they are referred to a paediatrician.  Whereas when adults are ill, their individual symptoms are separated and people are referred to a variety of different specialists, losing that single point of contact.  This compartmentalisation is proven not to work, lengthening diagnostic time, access to services and compounding mental suffering.  We can advocate for a whole body and mind approach to healthcare.
Quick discussion around what organisations do to support mental wellbeing within their communities.
MS Trust – no additional funding for mental wellbeing support, however ‘business as usual’ business plan focusses on transitions.  Recently recruited 4 young people to act as ambassadors telling their story.  Peer support is helpful at reducing anxiety for others.  Also have an Acceptance and Commitment Therapy Tool developed in conjunction with Biogen.  Now adopting the tool for the MS Trust website.  Proven to help people come to terms with a difficult diagnosis and accept the reality of living with a long-term condition. It is currently MS specific, but it could be rolled out to include all / other neurological conditions.
Scottish Tremor Society – run peer support groups helping people with mental illness including PTSD.  NHS Highland provided the funding for the training course.
MSA Trust – Have received some funding from RS Macdonald.  Operate a phoneline / helpline which receives a high proportion of calls from people struggling with their mental health.  Offer face to face support groups with partners/family/carers with funding from Rare Minds.  Also offer couples counselling.  The challenge with MSA is that it is a fast moving degenerative condition, leaving a small window of opportunity for mental health interventions before people lose their ability to speak.  Much more needs to be done to support people manage multiple losses as their condition progresses.
FASD Hub Scotland-  work mainly with parents/carers, but occasionally with young people with FASD.  Offer advocacy support and parenting strategies.  Offer some mental health support to parents and carers, focussing on self care.
PANS PANDAS – focus on physician education, as well as improving understanding of the conditions with people working in social care and education.  Use the SHANARI model to foster understanding amongst professionals of the impact of PANS and PANDAS and how to involve and support young people.
The comments from this group demonstrate the importance of information being provided early on in a diagnosis as well as providing mental health support on an ongoing basis.  The reflections above emphasise the value of peer support irrespective of condition.
Through our outreach work, we need to flag that mental health isn’t just about low mood, but also about behaviours which can be difficult or damaging, including impulsivity, masking and social withdrawal.  
Action: this group to decide if there’s a project that we can develop, the cuts across all neurological conditions and in support of mental health, that we can get funding for now that many of the big charitable trusts are funding mental health projects.  This avoids charities competing for the same cash and would have a bigger impact, attractive to funders due to the collaborative nature.  No timeline given for this decision.
4. Next steps in drafting presentation – identification of key participants, deadline, networks for sharing
We ran through the template for our CYP mental health presentation which is available through the NAoS googledrive.  This gives subgroup members the rights to access and edit the presentation. The presentation is targeted at those working in local authorities in education, suicide prevention, social care, health visitors etc.  The aim of the presentation is to inform about the impact of a neurological condition on a child or young person’s mental health, and look at ways of supporting them.
Action: 1. All subgroup members to have a look at the presentation, adding key  condition specific info.   Feel free to insert info where it says ‘information from members’, but also add info as comments, or in new slides if there isn’t enough space.  The subgroup will meet in June to refine all info into a usable presentation, so for now the task is to get as much information in as we can.  
Action 2: Alison will then flag this presentation to the wider policy group at the meeting on 7 May, asking all members to contribute facts and figures and evidenced meaningful support that works.
5. AOB

Action: Alice to share this doodlepoll to establish an extra meeting date in June:
https://doodle.com/group-poll/participate/egMQjK3b
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