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25 March 2026, 9-10am

Attendance 

Alison Phillips, Chair 
Gillian Mathewson, PANS+ Scotland 
Kripen Dhrona, British Polio Fellowship
Steve Portelly, FND Hope
Mary Ramsay, Scottish Tremor Society
Phil Bosworth, Ataxia UK
Alice Struthers, NAoS
Hester Lee, NAoS 

Apologies

Grant Walker, Scottish Huntington’s Association

Meeting summary
1. Confirmation of membership 
It was noted that the group has lost two members, Claire Winchester (MS Trust) and Una Ni Brihann (Edinburgh Headway). Phil Bosworth (Ataxia UK rep) has joined the group.

Discussion about recruiting new members outside of the NAoS membership. It was agreed that group members are happy to admit the mental health nurse put forward by Katie Rigg. Discussion about also seeking further interested members such a neuropsychologists, researchers or associate members from carer organisations.

Noted that opening it up to clinical people might mean we have to fit around their schedule – the times we hold meetings may be better over lunch time. Also suggested that non NAoS group members do not have to join every meeting.
2. Reflection on Brain Awareness Project including NAoS resources generated
Hester gave overview of Brain Awareness Week performance. Lower engagement rate on social media, however NAoS social media is not particularly active so not an accurate measure of success. High engagement rate on NAoS website and downloads which is extremely positive as this shows people were clicking the link to access the resources and case studies.
Lower engagement rate from members taking part than last year (18 NAoS member organisations Vs 22 who engaged with the campaign last year, although this doesn’t include individuals from organisations who also engaged with the campaign). This could in part be due to the more focused approach on CYP. It could also be due to the fact we did not speak about BAW in depth in members’ meetings and relied on email/ newsletter comms to communicate the campaign to members.
Really good engagement from third parties including carers orgs, health and social care alliance and children in Scotland. One carer centre contact informed us she has sent on the resource to every school in Fife.
In general, it felt like a really successful campaign from NAoS’ point of view as we focused on children and young people (who are often an overlooked group), we had a clear and focused message, and we produced strong resources that we can continue promoting and monitoring.
Hester noted she will be asking members for their feedback on how the campaign was received by their communities and for those who did not participate, why they chose not to. 
 Suggestion to create a pack with the case studies, the infographics and the toolkit which can be sent on to other networks such as COSLA, ADES and schools.
Actions:
· Hester to gather members’ statistics and feedback on the campaign by end of April
· Hester to put together a pack of the resources and case studies from BAW to share with further networks 
· Gillian to write a cover email to go with the pack, introducing the campaign and the resources
· Group members to send Hester any contacts, networks or organisations we can send the pack on to including COSLA
· Hester to see if the external organisations who supported our campaign would endorse the toolkit 
· Hester to send the toolkit to all carer organisations along with the updated leaflets 
3. Identification of next priority(ies)  
Discussion around how best to keep promoting the toolkit and presentation. Suggestion that we could get the presentation CPD certified so that it is a training we deliver. Suggestion to include an Eventbrite registration link when sending out the resources, and deliver the presentation online to anyone who signs up. This could be recorded so we can use it again. Suggestion to have the event after schools have broken up for study leave. Need to review the PPT presentation to make sure it’s up to date. 
Next on the work plan would be to consider how we replicate the PPT for adults.
Actions: 
· Gillian and Alison to review the presentation and include case studies and infographics from the BAW campaign 
· Have resources pack, cover letter, and PPT finalised by next meeting. 
· Gillian and Alison to explore options for hosting a webinar training course at some point in exam time (22 April – 2 June 2026)
· Explore whether the webinar training can be CPD certified / or accredited from a body such as Children in Scotland

Date and time of next meeting: Thursday 7 May, 9 – 10am
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