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Summary of Policy Group Meeting 
7 June 2023

Attendees:

Morna Simpkins (Chair, MS Society Scotland)
Keith Park (MS Society Scotland)
Tanith Muller (Parkinson’s UK Scotland)
Stephanie Fraser (Cerebral Palsy Scotland)
Claire Winchester (MS Trust)
George Allan (SPPN)
Colette McDiarmid (MND Scotland)
Pamela Binny (ME Action)
Mary Ramsay (Scottish Tremor Society)
Katie Rigg (MSA Trust)
Andy Barrick (MSA Trust)
Vicki Cahill (Alzheimer Scotland)
Ewan Dale (ME Association)
Avril McClean (Action for ME)
Iain McWhirter (Revive MS Support)
David Mulligan (Funding Neuro)
Liam Mac-Lua Hodgson (Brain Tumour Charity)
Alison Phillips (Scottish Centre for Children with Motor Impairment)

Apologies:
Dr Jane Haley (MND Scotland)

AGENDA ITEMS

1. Chair’s welcome - Morna Simpkins (MS Society Scotland)

Morna welcomed everyone to the meeting and after introducing herself, asked for people to introduce themselves and which charity they represent.

2. Action points from previous meetings – Alice Struthers – NAoS

We have taken forward the action to join the Autism, Learning Disability and Neurodiversity Stakeholder group and their third meeting will be on 8 June.  If we can attend, this will be our first meeting in this group.  

We have written to all new Ministers welcoming them to their new role, but we haven’t yet written to the Shadow Ministers.

Outstanding Action – NAoS to write to Shadow Ministers to introduce ourselves and the 1 in 6 report.

3. A discussion around the MS charities’ mental health policy for neurological conditions and how NAoS might be able to get behind it (Keith Park)

MS Society:  The lack of mental health support for those with neurological conditions is a huge concern.  Six MS charities have just put forward a policy position on mental health (MS Therapy Centres, MS Society, MS Trust, Overcoming MS, MS UK and Shift MS).  They did some research on the impact of MS and mental health with qualitative research, desk research and a meta-analysis of 87,000 people with MS.  

The key findings explored issues including denial of diagnosis, people masking symptoms so as not to worry friends and family and the impact on relationships.  They looked at how MS interacts with mental health symptoms and conversely how mental health symptoms can aggravate the physical symptoms of MS.  The report also looks at benefits of peer support and counselling and the role of the MS Nurse.  

Many of their findings apply across other neurological conditions, hence our conversation today about whether NAoS members would like to get behind it and add their support to the policy recommendations.

The headline recommendations are:
1) Developing and implementing a neurological conditions talking therapies pathway (This first one applies to NHS England only)
2) Develop and implement a training package for the neurological workforce on mental health awareness, including skills on compassionate diagnosis and signposting
3) Better equip the neurology workforce to provide mental health support
4) Ensure MS annual reviews consider mental health holistically and alongside cognitive difficulties
5) Health professionals must signpost people with MS and their carers to support for carers
MS Trust: Claire from the MS Trust was involved in this work and added that the asks are quite general and clear, and address the lack of support currently available for people with MS.  There are big capacity issues in mental health services across the UK and GPs are not necessarily clear on what is a primary mental health condition and what is a secondary mental health condition.  Mental health services are not geared up towards people with a neurological condition and people with neuro conditions are not routinely offered specific mental health support.
The MS Trust is conducting a complimentary piece of quantitative research where they have added specific mental health questions to their annual listening survey.  This information is not available yet.
Under-treatment of neurological symptoms creates other mental health issues, as they impact on quality of life.  Under treatment of MS can cause brain fog, bladder and bowel issues or mobility issues.
In Scotland there is an artificial ‘mind -  brain’ split between mental health and neurology services at Scottish Government level, with Jenni Minto taking on neurological conditions and Maree Todd dealing with mental health.  Having different Ministers in charge of co-existing and co-morbid conditions, adds complexity to the work we are trying to achieve.  
ME Association: The artificial difference in the portfolio of Ministers is wrong – neurology is classed more as support service provision which takes it away from central medical services which is the Cab Sec’s remit.  If you have a path that pushes you towards support services first, you’ll have an imbalance on service provision that way, as opposed to not being able to access mental health services because it’s being rationed.  We need co-ordination across all levels.  Every senior professional needs to understand the full range of medical input being programmed into the patient’s care.  We need a one size fits all approach to policy provision and everyone needs a balanced view of what the individual needs are.
Cerebral Palsy Scotland: 
1. Are we asking for referrals to MH services or more specific holistic services in neurological pathways?
2. For MH services to know more about neurological conditions?
3. For teams working in neurology services to be trained to ask basic questions about people’s mental health and be upskilled in basic mental health skills.
MS Trust: The easiest option is to upskill the neurological taskforce with basic mental health awareness which is the recommendation that’s been made (and which is the option in bold).
We are looking for MS teams to be better skilled and have more compassion – to ask how people are feeling.  The complexity is that the secondary issues are things like isolation due to dropping out of employment etc.
Parkinson’s UK: Parkinson’s and Huntington’s are good examples of where mental health issues like depression and hallucinations are to do with the progression of the neurological condition in the brain, rather than the difficulties of living with a long-term neurological condition.  Our issue is that people with Parkinson’s or Huntington’s are barred from accessing mental health services in some cases because the mental health service will say that it is not a primary mental health disorder.  This leaves people with significant mental health issues without adequate support and in some cases, without diagnosis.  
The one drug that can be used for Parkinson’s patients with hallucinations can only prescribed by a psychiatrist as in higher doses it is a treatment for conditions like schizophrenia.  So, if you cannot access the psychiatrist, you cannot access the treatment.  This might require a separate approach.
MSA Trust: We must look at how mainstream medicine addresses supporting people’s mental health, and how to upskill the training of mainstream health professionals. If you have a rare progressive neurological condition like MSA, the initial barrier is that most people won’t know what is wrong with you.   Fast-progressing conditions which impact your voice or speech add another layer of complexity.  Mental health support must be part of the core assessment as part of good practice across all neuro conditions.
Action: Members agree that NAoS should support the MS charities’ mental health statement.  MS Society and MS Trust are happy for NAoS to get behind the MS recommendations.
Alice and Keith to liaise about practical steps to get together with key ministers.  It might be sensible to go to the Cab Sec or all three (JM, MT and MM) to tie in the best policy position that reflects the wider neuro community.  We could link it to the 1 in 6 petition hand in (which was 5th June at Westminster) and do our own Scot Govt hand in.  We could discuss the wider issue of organic neuro conditions and their impact on mental health and the barriers to accessing support there as well as fast progressing rare conditions which impact on the ability to speak and communicate.
Members to get in touch with Alice/Keith if they want to get involved in this project.
Action: Alice to share the Mental Health and MS joint policy position with policy group members
4. Rare disease framework – which NAoS members does it impact and is there anything we need to think about?  General discussion

A discussion was held about which NAoS members are affected by the Rare Disease Action Plan (2022) which is the Scottish Government’s response to the 2021 UK Rare Disease Framework.  The definition of a rare disease is when it affects less than 1 in 2000 people.  The Rare Disease Framework has four priorities:  

· Helping patients to get a faster diagnosis
· Increase awareness of rare diseases
· Better coordination of care 
· Improving access to specialist care, treatment and drugs


In the Ministerial Foreword section of the the Rare Disease Action Plan (2022), the then Minister said: 

“The Scottish Government is absolutely committed to ensuring that all those people living with a rare disease are able to access the best possible care and support, and benefit from healthcare services that are safe, effective, and person-centred.”

The Rare Disease Action Plan states it will:
· Create a register of all congenital conditions at birth via the Congenital Conditions and Rare Diseases Registration and Information Service for Scotland (CARDRISS).
· Live-born babies diagnosed within the first year of life; spontaneous stillbirths occurring at ≥24 weeks gestation; spontaneous late foetal losses occurring at 20–23 weeks gestation, and pregnancies terminated at any gestation due to an included anomaly will all be registered.(p.15)
· Then the plan is for the register to be extended to include the registration of other rare diseases covered by the pregnancy and newborn screening programmes. (P15)
· Over the medium term, we will work with CARDRISS to develop plans for further extension of the registry service to cover a wider range of rare conditions affecting children and adults. (p33)
· This is cross UK-work with the Scottish Government working with the registry services in England, Wales, and Northern Ireland to ensure alignment across the UK in this work where feasible and beneficial.(p.33)

SPPN: Rare diseases and undiagnosed conditions need to be looked at together.  If medics don’t know what is rare, how are they going to pick up on conditions like PPS?  Awareness is absolutely key.

· Section 4.2 of the Action Plan is called “Increasing Awareness of Rare Diseases Amongst HCPs”

Essential Tremor: There are two types of essential tremor – hereditary and non-hereditary or ‘no known cause’.  It would be helpful to know if both are classified as ‘rare’ or not.  

ME Association: undiagnosed conditions come within the periphery of so many of the bigger conditions, and if we’re looking at rare conditions, how does that integrate with people struggling to get a diagnosis of a more common disease.

MS Trust: The differential diagnosis aspect is really important. Various conditions mimic MS and people with those conditions struggle with lack of support, including patient organisations.  There may be a role for bigger charities to support these people towards diagnosis.  

Brain Tumour Charity: Brain tumours fall into the rare disease framework and awareness is the biggest challenge both to the public and HCPs.  People typically need repeated visits to the GP before they get referred to a specialist.  A recent survey indicated that 72% of the public cannot name a single symptom of brain tumour, so lots of work on awareness surrounding rare diseases needs to be done. 

Alzheimer Scotland: There are more than 100 dementias and a number of them fall into the ‘rare’ category.  A lot of the plans in the rare diseases action plan fall into existing dementia strategies. We are promoting better co-ordination of care and access to treatment.  We should be focussing on highlighting the unique nature that comes with having a rare condition.

MSA Trust: In England there’s a rare disease registry across the whole population – are there plans in Scotland to do similar?  This would be a great starting point to raise awareness of how many rare conditions exist and it enables mapping of that condition. Through the diagnostic criteria you can see what the person’s journey is like including the interface with different disciplines.  Once you can see how many different conditions rely on which core services, that is a great argument for investment into those core services.  
Raising awareness of rare conditions like MSA is difficult until that GP or nurse has experience of that condition.

If members are interested, there is a Rare Conditions Cross Party Group which can be accessed via this link and which is run by Natalie Frankish of the Genetic Alliance.

Action: NAoS should connect with the Genetic Alliance and Rare Disease Alliance in Scotland.  There may be a place for NAoS to become a voice for rare neurological conditions and it might be useful to review whether this becomes incorporated into our next 3 year strategy.






5. Precision medicine – quick round up of medical advances across different neurological conditions.  General discussion

We held a discussion about which conditions have made advances in precision medicine and what those advances are.

Parkinson’s UK – increasing attention on stratified or personalised medicine now that it is generally accepted that Parkinson’s is a group of conditions with different features prominent in different presentations.   This is coming up in terms of our study designs where we look for people of similar type into trials.  It’s a hot topic in Parkinson’s research although it’s at an early stage.  Clinically, we are some way off differentiating a service level in terms of treatment pathways that people have as we take an individual approach.  

Many neuro conditions are a long way behind other conditions like cancer and heart disease where personalised medicine can make a difference.  So many conditions don’t have effective treatments or the treatments that we do have are clumsy.  At this point, many of us don’t even have medicine, let alone precision medicine.  However when advances happen, they can happen quickly.  We are not prepared structurally to deal with the advances we are all hoping for.

MS Society – Conversation with a neuro about precision medicine in MS but it’s still at the research stage rather than at the clinical stage yet.

ME Association – the experience from long covid has emphasized that approach can be down to orthodoxy rather than science, and we need to be careful about what is discussed as ‘precision medicine’ – is it just a box ticking exercise?

Alzheimer Scotland – a few breakthroughs with dementia medicine, particularly biologics immunotherapy.  Although there is not much confidence clinically in Aducanumab
Lecanumab received FDA approval for early-stage Alzheimer’s disease in January 2023. Lecanumab (which will be marketed under the name Leqembi) is not yet available in the UK.  There are less successful advances in other dementias like vascular dementia or frontal lobe dementia. 

MS Trust – Disease modifying therapy (DMT) trial design often obscures the ability to do personalised medicine, artificial divisions of the condition etc, which is something to be aware of.

Action for ME – Precision Life presented at our Genetic Summary at Edinburgh Uni and currently over 20,000 are taking part in Decode ME (which is the largest genetic research into ME) and we’re looking for another 5000 people who have long covid to take part.  We are working for the genetic centre of excellence and have a number of PHD students investigating these areas.

Action – NAoS to pick this up again at the next PG meeting as we haven’t covered things fully.  If anyone has thoughts on speakers, let us know.

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

There are no consultations coming up that we need to be aware of.  With the National Care Service (NCS), work is going on over the summer so keep an eye on developments there.  A motion has been tabled in Parliament to have Stage 1 scrutiny over by 31 January 2024.

Cerebral Palsy have been contacted by Duty of Care about the proposed assisted dying legislation and they have been sent the NAoS consultation response.

The Human Rights Bill could be released this month.

Action – please let us know of any policy or legislation that we need to know about.

7. A.O.B

If you have any idea of speakers you’d like us to bring forward at future PG meetings, please let us know.

The Institute of Neurosciences redevelopment project is underway and there are spaces on the patient, carers and third sector voices group.  

Action – please flag ASAP if you would like to be involved in the INS redevelopment as they are half way through the workshops.  If you would like to be involved, Susan Walker from NHS GGC will schedule a call with you to get you up to speed on discussions so far.

8. The next meeting date: Wednesday 6 September, 11 – 12pm.  If you would like to chair this meeting, please let us know.
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