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Policy Group Meeting Summary
7 May 2025, 11.00 - 12.30

Attendance 
Catherine Martin (Chair), Scottish Huntington’s Association
Ewan Carmichael, Quarriers 
Colette McDiarmid, MND Scotland
Kripen Dhrona, British Polio Fellowship
Vicki Cahill, Alzheimer Scotland
Alison Phillipps, Craighalbert 
Avril McLean, Action for ME
Gillian Mathewson, PANS PANDAS 
Mark Jackson, PSPA 
Claire Winchester, MS Trust 
Ewan Dale, ME Association 
David Mulligan, Funding Neuro 
Simon Bull, CMT UK 
Mary Ramsay, Scottish Tremor Society
Rachel Edwards, Epilepsy Connections
Farhan Khan, Muscular Dystrophy UK 
Alice Struthers, NAoS 

Apologies 
Liam McArthur MSP
Stephanie Fraser, Cerebral Palsy Scotland 
Keith Park, MS Society Scotland

1. Chair’s welcome

Catherine Martin, Head of Services at Scottish Huntington’s Association, opened the meeting as chair and noted Liam McArthur MSP could not attend as planned. Instead, the agenda item will be used for discussion on the Assisted Dying Bill and recently published stage 1 report.
	
2. Member discussion around the Assisted Dying for Terminally Ill adults (Scotland) Bill 

Catherine read the suggested recommendations submitted by Stephanie Fraser, Cerebral Palsy Scotland, in her absence. These include: 
· Requirement for clinician who has known patient for two years to be involved 
· Requirement of a specialist in the condition to be involved 
· Clearer definition of terminal illness 
· Query about the discrepancy between the English Assisted Dying bill prognosis clause and how this will impact the Scotland legislation 
· Question around what self administered means 
· Clarity in the role of supervising position- who should they be and what they should do if things go wrong 
· Clarity on the role of NHS and whether this will be a separate service like hospices

Group discussion: 

Agreement that issues relating to the definition of a terminal illness and self administration are key concerns to ensure of equity of access to assisted dying. Group members pleased that these concerns are reflected in the stage 1 report as an area that requires further clarification going forward. 

The bill currently uses the Social Security Scotland legislation for definition over terminal illness, ‘advanced and progressing’, but there are many questions over what this means- a lot is left up to individual clinician’s opinions. Agreement that access to benefits and financial assistance is very different to making the decision about access to assisted dying. The guidance clinicians use has worked well for Social Security Scotland, however there is a need for new guidance to be issued as this definition was developed in a very specific context, for a very particular reason. Interpretation of what terminal illness is has to be strengthened so we know who is intended to be included and excluded. 

Discussion around palliative care- including a right to palliative care and ensuring assisted dying is not a substitution for other services. Provision of palliative care for people who are dying with neurological conditions is not adequate and this may impact their decision to choose an assisted death. Access to palliative care for children with life limiting conditions is also extremely limited. Conversation about assisted dying must be had alongside with palliative care resourcing. 

Discussion on protecting vulnerable people and making sure they are adequately safeguarded against coercion. It’s important to look at external factors such as access to health and social care, palliative care, being a burden, financial pressures. There are also elements on training and skills acquirement which need to be tightened for those assessing capacity and coercion. Need to ensure that people’s human rights are upheld while also ensuring there are enough protections to prevent potential harm. 

Capacity is also an important area and the impact changing and fluctuating capacity has on someone’s right to access. The ability to act is missing from the detail on capacity and how this impacts self administration. 

Other concerns include: strengthening detail on conscientious and faith based objections; creating strong safeguards for children; and tightening mental health assessments. While this may be mitigated by the clinician knowing the patient for an extended period of time, this presents challenges for people with illnesses which are shorter than 2 years or who have inconsistent access to clinicians.

	
3. Action points from previous policy group meetings – Alice Struthers, NAoS

No outstanding actions. 
	
4. Mental health subgroup update – Alison Philipps (Craighalbert Centre), Chair of subgroup

The Mental Health subgroup have been busy – last meeting was on 24 April and two new members have joined. The work of the group is focused on engaging with teams who support mental health, particularly for CYP with neurological conditions. This will create a model which we can use for adults. The subgroup has been looking at work done by members to support CYP’s mental health to identify what works, what doesn’t and what activities have been funded. 

Key themes identified by members:
· Importance of information about mental health impact of neuro condition at diagnosis 
· Ongoing support is vital 
· Value of peer support 
· A need to recognise that mental health doesn’t just mean low mood

Group members acknowledge funding that is short term and condition specific is not always appropriate. They want to design a collaborative, multi-condition project that could be presented to charitable trusts who are focusing on mental health. This project aims to explore how we can work collaboratively to reduce competition for a limited funding while maximising impact. 

The group is interested to know about effective activities members run to support the mental health of their service users. They recognise that surveys are not always the best way to share views so wish to ask members their preference on how to gather views and contributions.

Query as to whether other organisations have information on the impact of neurological conditions on education. PANS PANDAS run training for teachers working with children but useful to know if other charities are supporting training too. 

Discussion about how we can reduce isolation of those with rarer neurological conditions who do not have people around them they can meet up with in person (e.g a pan neuro support group).

The subgroup has been drafting a presentation about the impact of neuro conditions for local authorities, looking at how their conditions impacts all aspects of their life and the network of support that is needed. The subgroup is thinking about collecting condition specific data from the wider membership. 

Alison was in touch with Kirsty McNeil who is the Parliamentary Under-Secretary of State for Scotland. She’s interested in NAoS’ Mental Health report and the information coming through the My Neuro Survey. She’s interested to see how Scottish Government respond so NAoS should keep her informed to keep pressure. 

ACTION: If members have examples of effective activities/ services that support the mental health of their communities, send them in to Alice. 

 	
5. Manifesto subgroup update – Mark Jackson (PSPA), Chair of subgroup

Mark gave overview of the plans for the manifesto. Aim is to have it ready by the time of party conference season in September/ October. Set of principles have been agreed- they cover funding, workforce, focus on prevention etc. The group has looked through initial results from Scotland for My Neuro Survey and it will be a useful evidence base. High percentage of people who are highly educated having to give up work because of their condition - while not the only powerful finding from the data, this economic argument will be a powerful for Scottish Government. 

The subgroup would like to synthesise the manifesto from positions NAoS members already hold so that they can feel confident they’re representing the views of members. Mark asked members of the policy group to complete the matrix which will help create an evidence base for the manifesto and showed members how to complete it.

Query around whether we can compare the condition specific data from the My Neuro Survey with the Scotland data to see correlations. There could be a point in the manifesto on how we can get better data. Alice noted that the Clinical Priorities team within SG claim that gathering prevalence data is still a priority for them but the group responsible for this is in a period of transition. 

ACTION: Alice to send round the manifesto matrix to members and request that policy group members complete it. 	

5. Horizon Scanning (consultation responses, Parliamentary activity of interest etc)

a)	Long Term Conditions Strategy

Alice sent out diary invites for the Long Term Conditions meeting. Alice went to cross condition meeting with other condition charities (e.g stroke, eye sight, heart etc). Joint sense that the framework is going ahead without meaningful collaboration with third sector. It seems the Population Health Framework sits above this, so there is a question as to whether if more meaningful engagement work might be done there. However, Alice thinks it is worth NAoS submitting a response to Long Term Conditions Framework and is requesting members to join the meetings so NAoS can draft a rough response outlining our position.

b)	IJBs funding cuts

Discussion around the announcement of IJB funding cuts. It feels as though the cuts are being made on the basis of how it will impact the IJB’s budget rather than the real life consequences.  Agreement that it also feels as if the narrative around what the third sector delivers is very different to the understanding of local and national government. 

c)	Programme for Government 2025-2026

Discussion around recent publication of Programme for Government. Headlines of the Programme are geared towards the election. Significantly, it fails to mention anything around ending non residential care charges. This absence has also been omitted by oppositions parties, yet it was a promise set out at the start of the parliamentary term. This has huge impact on individuals receiving care at home and day services as well as their carers. There doesn’t feel like there is any content relating to third sector in terms of resourcing or delivery plans. A worrying trend in Government is the undervaluing of the third sector.

Many aspects were positive in relation to investment in social security e.g the carers additional person payment, carers leavers payment, disability quality plan, the national social work agency. However, a lot of the work feels very policy focused rather than delivery focused, they don’t include the third sector and the Programme for Government hardly mentions social care. Sense that the announcements are a repackaged version of what they’ve announced over the years but not delivered on. 

6. AOB	

No AOB. 

Chair thanked everyone for joining and closed the meeting. 

The next Policy Group meeting will be held on Wednesday 27 August 11 – 12.30pm	
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