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28 January 2026, 10:30-12.30

Attendance 
Keith Park, Chair
Hester Lee, NAoS
Alice Struthers, NAoS
Simon Bull, CMT UK 
Tracey Maitland, My Aware 
Ellie Kirkland, Muscular Dystrophy UK
Emily Holmes, Neuro Hebrides
Phil Bosworth, Ataxia UK 
Mary Ramsay, Scottish Tremor Society
Sarah Bailey, My Aware
Mary Troup, Orthostatic Tremor Support Group
Donald MacPhee, NAoS 	
Alison McKean, Alzheimer Scotland 
Kripen Dhrona, British Polio Fellowship 
Rachel Edwards, Epilepsy Connections 
Lawrence Cowan, Spina Bifida Hydrocephalus Scotland 
Pamela Binny, ME Action 
James Jopling, Parkinson’s UK 
Liam Mac Lua-Hodgson, Brain Tumour Charity 
Katie Rigg, MSA Trust 
Lesslie Young, Epilepsy Scotland
Ewan Dale, ME Association 

Guest speaker 
Karen Titchener, Patient Safety Commissioner 

Apologies 
Alison Philipps, Craighalbert Centre 
Gilian Mathewson, PANS+ Scotland 
Archie Campbell, Compass 
Ian Gourlay, AIMS
Steve Portelley, FND Hope International 
Avril McLean, Action for ME
Charlotte Encombe, Compass 


1. Chair’s Welcome	

Keith Park opened the meeting and welcomed guest speaker, Karen Titchener, who is the first Patient Safety Commissioner for Scotland. 

2. Discussion with Karen Titchener, Patient Safety Commissioner: Presentation followed by a Q&A. 

Karen gave a presentation on the role of patient safety commissioner and the remit of her role. See Karen’s presentation here. 

The main role of the Patient Safety Commissioner is to advocate for systemic improvement in safety of healthcare in Scotland and to promote the views of patients and members of the public. The key statutory function is to investigate systematic patient safety issues and require healthcare providers to provide information. The role does not investigate individual cases, nor does it duplicate the roles of the regulators or inspections. 

Q&A: 

Question from Pamela Binny, ME Action, regarding what should be done about cases where GPs are not adopting NICE guidelines and causing serious harm as a result. Would it be in scope for the new Patient Safety Commissioner to collate examples of such cases? 

Karen noted that GPs aren’t regulated in Scotland so apart from the GMC there is no authority that looks at what they do. GPs should keep themselves up to date with the most relevant guidance, however in cases where they are misinforming the public, then concerns should be raised with the practice manager. The Patient Safety Commissioner office is in its early stages, so projects such as this are not possible at present. However, once there is a website Karen noted she is happy to put links to direct people to correct resources. 

Mary Ramsay, Scottish Tremor Society, question regarding whether the Patient Safety Commissioner can check surgeons’ credentials before they are offered a post. Karen noted that this is normal practice, and all surgeons must sit on the correct register. 

James Jopling, Parkinson’s UK, questioned how charities can get issues on the list of priorities for the Patient Safety Commissioner (such as the importance of time critical medications). Karen noted that the remit of the patient safety commissioner is very large- it includes private sector, children and dentists, so identifying priorities is challenging and they have to be systemic issues. It might be possible to pull together a workstream to think about how best to tackle issues such as time sensitive medication.

Kripen Dhrona, British Polio Fellowship, queried how we might define ‘systemic’ issues and with such limited resource, where Karen would hope to see progress in one- three years after being in post?

Karen acknowledged that the role will not repeat work that is already being done to address individual complaints. Instead, systemic means instances which happen more than once and are high risk. The approach is about identifying patterns of harm rather than condition specific workstreams. Work is currently undergoing to develop relationships and trust with bodies such as Health Improvement Scotland so that investigations can be carried out and to build clear routes for patients to raise concerns. The first year is dedicated to building the office and relationships and then out of this will come a four-year strategic plan identifying where the gaps are and how we can change care in Scotland to make it safer.

Keith Park, NAoS Chair, questioned how the Neurological Alliance of Scotland can support work to identify systemic issues across conditions. 

Karen noted she is particularly interested in working with the third sector as they have aggregated insight on identifying themes of systemic risk. Third sector often hear from people who don’t feel able to raise concerns or can’t follow formal processes/ whistle blow. 

Donald MacPhee, asked whether the office will have any role in improving training for healthcare professionals, especially within safety, as conditions are often misunderstood or misdiagnosed. Follow up question about how to ensure coordination between different parts of health services to prevent issues for safety that arise from being passed between services.

Karen noted that the Patient Safety Commissioner has no role in training and education, but it can highlight the lack of it. Karen is aware of the issues of getting passed between departments and care, however, the Patient Safety Commissioner’s remit does not cover social care.  

Keith Park, NAoS Chair, asked whether occupational therapists delivering community rehab fall under Patient Safety Commissioner’s remit? Karen noted that if occupational therapists are employed by social care then it wouldn’t fit within her remit. 

Keith Park, NAoS Chair, asked whether there will be reports published which are publicly available and how the Patient Safety Commissioner office will follow up with recommendations to see if they are implemented. 

Karen outlined that thematic reports on key issues will be published. Karen expects recommendations from these reports will be clear and they will be followed. Karen will be making sure that progress is being tracked, this will be followed up publicly as transparency is key. 

Keith Park, NAoS Chair, asked about what opportunities there will be for people with lived experience to contribute to the work of identifying patient safety issues and developing recommendations that are person centred.

Karen noted that an advisory group has just been approved by Parliament. Karen would like to hold virtual or in person townhalls which are thematic so that people can contribute. Once Karen has a team, she will set up this process and potentially reach out to NAoS to see if there are people who would like to attend. 

Keith Park, NAoS Chair, another issue raised by members was around the kind of assurances the office can give whistleblowers who speak out against safety concerns that there won’t be negative consequences for speaking up. 

Karen noted that if people are following the official whistleblowing routes, then there is a protection of the source. Any investigations by the Patient Safety Commissioner office would be speaking in more general terms rather than citing individual cases. 

Donald MacPhee questioned how Karen will prioritise the different interest groups given the remit is so large. Karen outlined that once the team is recruited, they will grade risk of harm and prioritise what needs to be addressed immediately. They will then look at harm being caused because of lack of safety. The office will rely on interest groups such as NAoS to help raise systemic thematic concerns. 

Leslie Young, Epilepsy Scotland, noted that in the epilepsy community an increase in stress and anxiety increases seizure activity. It would therefore be realistic to assume people won’t come forward because anxiety makes their symptoms worse. Queried whether there is a way the office will address this and how it might be different and provide positive outcomes to previous conversations around harm and safety? 

Karen stressed the intention of the office is to be very public and to get conversations about safety concerns into the public domain. The office wants to reassure people that if they come forward and talk to them, it won’t affect their treatment and care. Karen acknowledged that there must be recognition that, if by the end of the first or second year, patients still feel as if they’re not being heard, then the office is doing something wrong. The voice of the patient should get stronger and influence policy and change. 

Keith Park, NAoS Chair, thanked Karen for joining and noted if members’ have outstanding questions for Karen they can get in touch with Alice or Hester. 

3. Scottish Government news updates

a. Draft Scottish budget

The draft budget was announced on the 13 January. Main item to note is that there is a planned increase in spending on health over three years. However, it is a small increase in real terms. Scottish Labour has said they won’t block the budget so it looks like it will be approved with minor tweaks. Once more detail on the budget has been announced for stage two debate and the vote has been passed, NAoS will pull together a paper for members noting any changes that are planned. 


b. ADP Review

Keith gave overview of the MS Society’s work on the ADP review and recommendations. While MS Society received a response from the Cabinet Secretary for Social Justice, Shirely-Anne Sommerville MSP, to their open letter, there was no commitment given to adopt the recommendations of the report. The Scottish Government have announced that they will publish an official response by the end of January, but it has still not been released.  


c. National Advisory Committee on Neurological Conditions (NACNC) update – next mtg 25 Feb (most recent published minutes)

The last NACNC meeting was poorly attended, and the following meeting was postponed. The Long-Term Conditions Framework has put the future of the NACNC in question. The National Advisory Committee for Neurological Conditions was set up to have oversight of the Neurological Framework for Action (2020-2025). Keith and Alice attended a third sector roundtable with the Minister for Public Health and Women’s Health, Jenny Minto MSP, to discuss the Long-Term Conditions framework in December. A lot of the discussion at the meeting was on what will happen to groups that already exist around certain conditions. The decision made in the meeting was for these groups to be extended for at least 6 months to help the transition into what will come next with the Long-Term Conditions framework. 

The framework was due to be published on the 18th December but it was paused to give policy makers more time to consult stakeholders. NAoS will attend a half day event with the Minister in February and will circulate any sharable information to give members a chance to feed into this discussion. 

Question as to whether there’s any value of NAoS writing to the civil servants who had neuro under their remit to keep up impetus on neuro while the Long-Term Conditions framework is on pause. Chair noted that this is a sensible suggestion to raise in NAoS’ next meeting with the Scottish Government. 
	
Actions:
· NAoS to circulate any updates on the budget once there is more detail released and the stage 2 vote has been held  
· NAoS to raise ongoing working partnership with clinical priorities team now that the Long-Term Conditions framework is on pause  

4. Members’ showcase: James Jopling, Parkinson’s UK Prevalence Study Insights 

James Jopling gave presentation on recent research undertaken by Parkinson’s UK on prevalence. See presentation here. 

Q&A from members: 

Keith Park, NAoS Chair, asked how the data was collected and whether the methodology used was a Public Health Scotland approach using GP records and hospital admission data. James confirmed it was public health approach, taking into account 18 million data sets. He stressed that there is a 14% lower prevalence of Parkinson’s in Scotland. This could be indicative of challenges in accessing services, in which case this could be true for a lot of neurological conditions. If people are struggling to get appointments and diagnoses, then prevalence data is not accurate. 

Noted that the figure for deprived areas is lower as well, and this may be an indicator of health literacy and education being a contributing factors. Prevalence increase can also be due to practice improving and people coding conditions correctly. 

Question on whether there is much connection between Parkinson’s and essential tremor. James noted that the study accounted for Parkinsonisms as well as Parkinson’s as a specific condition. There are over 40 symptoms for Parkinson’s which overlap with other conditions like essential tremor. 

Question regarding the challenge of inaccurate GP records. For example, with polio survivors, often GP records don’t show a prior history of polio or it is listed as an inactive condition. The patchy records inhibit organisations from gaining an accurate understanding of prevalence. James noted there was a similar issue with Parkinson’s and that’s why they used other records such as hospital admissions and the amount of people prescribed Parkinson’s medication to try and build a more accurate picture. 

As part of the Neurological Framework for Action, Public Health Scotland published prevalence data for a number of neurological conditions however it was an incomplete data set, and a number of health boards were missing. They plan to do this work again and have done a lot of work to improve their methodology, which they believe is now more accurate. This work will start in the next few months. 

If members have further questions for James, please get in touch with Alice or Hester. 

5. Priorities for NAoS: Quarter 1 2026

Keith overview of the main pieces of work NAoS will be focusing on in the coming months: 
· Reviewing the A-Z of neurological conditions and Neurological conditions in the community leaflet 
· Brain Awareness Week campaign
· Industry Reference Group: this was launched in January.   Our engagement with pharmaceutical companies is very well regulated from both sides; we have clear terms of reference for the group outlining what we will provide, and the ABPI Code of Practice has clear rules about working with patient groups and third sector.  
· Keith noted next week we have our policy group meeting – if anyone has a detailed interest in policy please let us know and we will invite you to these meetings. There will be more detail updates on what we’re doing for the election, the mental health subgroup, Brain Awareness Week and other policy priority areas e.g Long Term Conditions Framework.

6. AOB and close

The Association of British Neurologists have published their workforce report today.  While certain feedback was accommodated, NAoS did not endorse the report as the workforce recommendations are not representative of the needs of Scotland’s neurological community. 

Question as to whether NAoS has engaged with Neuro Alliance England about their involvement with the Patient Safety Commissioner in England. Keith noted that he’s meeting with the alliance leads from England, Wales and Northern Ireland this afternoon so can raise this question with them. 
	
The next NAoS meeting will be held on Tuesday 10 March, 10.30 - 12.30pm with Dr Wong, Senior Lecturer in Public Policy and Research Methods & Subject Group Lead of Social and Urban Policy,  Glasgow University.
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