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HEALTH AND SPORT COMMITTEE 
 

AGENDA 
 

11th Meeting, 2018 (Session 5) 
 

Tuesday 27 March 2018 
 
The Committee will meet at 10.00 am in the James Clerk Maxwell Room (CR4). 
 
1. Preventative Agenda: The Committee will take evidence on neurological 

conditions from— 
 

Pamela Mackenzie, Director of Neurological Services and Scotland, Sue 
Ryder; 
 
Tanith Muller, Vice Chair, Neurological Alliance of Scotland; 
 
Professor Malcolm Macleod, Professor of Neurology & Translational 
Neuroscience, The University of Edinburgh, and Clinical Lead for 
Neurology, NHS Forth Valley; 
 
Dr John Paul Leach, Consultant Neurologist, representing the Association 
of British Neurologists (Council Member 2015-19); 
 
Mairi O'Keefe, Chief Executive Officer, Leuchie House. 
 

2. Preventative Agenda (in private): The Committee will consider the evidence 
heard earlier in the session. 

 
3. Pre-budget scrutiny (in private): The Committee will consider its approach to 

its pre-budget scrutiny 2019-20. 
 
4. Sport for Everyone (in private): The Committee will discuss the outstanding 

response from the Scottish Government. 
 
5. Work Programme (in private): The Committee will consider its work 

programme. 
 
6. NHS Governance (in private): The Committee will consider a paper from the 

Clerk. 
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7. Proposed new audit and accountability framework (in private): The 
Committee will consider a letter from the Public Audit and Post-Legislative 
Scrutiny Committee. 

 
 

David Cullum 
Clerk to the Health and Sport Committee 

Room T3.60 
The Scottish Parliament 

Edinburgh 
Tel: 0131 348 5210 

Email: david.cullum@parliament.scot 
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Health and Sport Committee 

Preventative Spend - Neurological Conditions 

Submission from Sue Ryder 

About Sue Ryder 

As a provider of specialist care, we are uniquely placed to understand the issues and 

challenges for people who are approaching the end of their lives and those who are living with 

a neurological condition. Our Policy and Public Affairs team works with and for the people we 

support, and other people affected, to influence policy and to ensure their voices are heard 

and that they have access to the care and support that they want and need. 

About neurological conditions 

A neurological condition is one that affects someone’s brain or nervous system. They can 

affect movement, communication, behaviour and mental health. Anyone can get a 

neurological condition at any time. Some, like cerebral palsy, are present from birth. Others, 

such as multiple sclerosis, motor neurone disease and Parkinson's disease, can develop at 

any stage in life. Some can be caused by injury, like a head injury or stroke, or illness, for 

example tumours of the brain and spine. Many neurological conditions are life-changing 

because they cause long-term disability and can severely affect people’s ability to live 

independently. Some conditions improve over time with the right care and rehabilitation, and 

others may get worse until the person dies. 

Response to call for evidence 

Sue Ryder is delighted to have been invited to give evidence to the Scottish Parliament’s 

Health and Sport Committee as part of its inquiry into preventative spend. Our responses to 

the questions posed are set out below. 

1. To what extent do you believe the Scottish Government’s approach and the approach 

by Integration Authorities and NHS Boards towards neurological conditions are 

preventative? 

Despite the devastating effect that neurological conditions have on individuals affected and 

their families, to date there has been little to no element of preventative spend in the approach 

taken to neurological conditions, either at a national or local level. At a local level, there are 

sometimes limited services or projects for people living with neurological conditions – such as 

support groups or self-management programmes – but little is being done to develop any kind 

of care pathway designed to proactively support people and prevent later problems and costs, 

such as hospital admissions.  

Until recently, the only framework available for the provision of specialist neurological services 

is provided by the National Clinical Standards for Neurological Health Services which were 

published in 2009. These include standards for all neurological conditions and further 
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standards for a small number of specific conditions, and only cover NHS services. The first 

Sue Ryder Rewrite the Future report, published in 2016, showed that the standards were not 

being properly implemented, with not one health board implementing all of the small selection 

of standards that were the subject of our Freedom of Information (FOI) request. One of the 

most fundamental standards is that health boards should have a three year neurological 

service delivery plan. Our FOI request in 2016 revealed five had a current plan, and our follow 

up FOI request in 2017 for our second Rewrite the Future report showed that four had a plan 

with all of these due to expire that year.  

After our first report, Healthcare Improvement Scotland launched a review of the standards. A 

decision has now been taken to rewrite those standards which apply to all neurological 

conditions (i.e., excluding the condition-specific standards), due for publication in early 2019. 

Sue Ryder has successfully argued for these to include health and social care services – as 

people with neurological conditions tend to rely heavily on a range of services in the 

community. Most importantly, given past experience of the 2009 standards, we would like a 

clear commitment for an adequately resourced system to be put in place to monitor 

performance against the standards and drive improvements. While it may be because of the 

review that health boards have not developed or renewed their neurological service plans, this 

serves to underline a lack of impetus to drive forward improvements in neurological care, thus 

impacting on local ability to take a preventative spend approach. 

Health and Social Care Partnerships (HSCPs) are under no compulsion to specifically include 

neurological services within their remit – unlike other service areas such as palliative care – 

and there is little or no mention of care and support for people with neurological conditions in 

any HSCP strategic plans. There is no doubt that people with neurological conditions will use 

some community services that are provided by HSCPs but the chances of them accessing the 

specialist support they need as a result of the complexity of their condition is very limited. In 

2017 we asked health boards and local authorities if they had a specialist neurological 

rehabilitation team. Such a team would include specialist occupational therapy, physiotherapy, 

speech and language therapy and others, and is designed to prevent less of function or 

reduce the rate of loss of compensate for loss. Only a third of health boards had such a team 

and of our 32 local authorities, only five had such a team. Many local authorities and health 

boards believed a service or partial service was available locally but did not necessarily 

provide it themselves. This paints a picture of a complex and piecemeal system, not designed 

around the needs of people with neurological conditions. It also indicates a further missed 

opportunity to invest in any kind of preventative spend approach, with people not accessing 

this kind of support and then presumably requiring more intensive and possibly more 

expensive care, such as in hospital, or possibly suffering greater consequences of their 

condition, impacting their mental health and wellbeing.  

At Sue Ryder we have seen for ourselves the consequences of inadequate care and support 

for people with neurological conditions before entering our services. For instance an individual 

who was being poorly supported at home by a generalist homecare provider moved to Dee 

View Court in Aberdeen after a rapid deterioration in his physical health and wellbeing. If a 

bed had not been available in our centre he would have been admitted to A&E for a costly 

indefinite stay in a hospital not equipped for his needs. In our view, he could have lived at 
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home for much longer if the care team supporting him had been equipped with the right level 

of expertise in managing a neurological condition. 

However, despite this bleak picture there is now a growing recognition of the need to improve 

neurological care. This in turn should lead to improved preventative spend. The Scottish 

Government recently funded the Scottish Huntington’s Association (SHA) to develop a 

Huntington’s Care Framework designed to support people affected by this condition in a 

holistic and consistent way. This is now being rolled out, with support from the SHA in a 

number of local areas.   

After the publication of our second report last September, the Scottish Government committed 

to developing a national action plan on neurological conditions for consultation by the end of 

summer 2018. The voice of people living with neurological conditions is being used to shape 

this via a group being coordinated by the Health and Social Care Alliance. To support the 

development of the action plan, the Scottish Government’s National Advisory Group on 

Neurological Conditions (NACNC) is carrying out a review of the current provision of 

neurological care and support by the NHS, local authorities and HSCPs. Not only that, the 

Scottish Care Home Census carried out by the Care Inspectorate and NHS ISD is for the first 

time aiming to establish how many people with neurological conditions (excluding dementia 

which is already known) are placed in residential care. The results of this are due towards the 

end of 2018. Combined with the new standards for neurological conditions which HIS are 

developing, there is a real chance that with the right level of leadership and scrutiny 

neurological care will be greatly improved over the coming years.  

2. Is the approach adequate or is more action needed? 

There are a number of initiatives, projects and programmes carried out a local level to support 

people with neurological conditions that contribute towards the preventative spend agenda. 

For instance, Sue Ryder provides the 5Rs programme, a ten-week course for people with 

multiple sclerosis designed to give people practical support, peer-to-peer support and help 

people self-manage their condition and improve their wellbeing. This is a very popular 

programme run in Aberdeen which delivers results. For instance, at the end of one 

programme, a participant said:  

“I feel in a better frame of mind then I did 10 weeks ago. I have found myself trying to 

draw which I haven’t tried in years! I think I will follow up some of the therapies ... I saw 

my GP last week. She couldn’t believe how much better I seemed. I am now coming 

off my antidepressants. I have been on them for 4 years.” 

We receive similar feedback from people we’ve supported via our Self-Management 

Programme for people with all neurological conditions in Aberdeen, which is funded by the 

Transforming Self-Management in Scotland Fund. In this programme, we provide specialist 

input with support from a community of volunteers who help participants achieve personal 

outcomes, such as getting out of the house for the first time in years, or being able to pick up a 

child from school. 

While programmes such as these make a huge impact on the lives of people and contribute 

towards preventative spend, they are often piecemeal and exist on short-term funding. There 
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is no strategic approach to ensure that everyone with a neurological condition is given the 

chance to benefit from this type of intervention.  

The actions that are now being taken forward by the Scottish Government at a national level 

have the potential to make a significant difference to the provision of neurological care and to 

help develop a preventative spend approach. 

However, efforts have been previously made – for instance with the 2009 neurological 

standards – but have not been sustained. This time there must be leadership by the Scottish 

Government to drive forward changes on the ground, coupled with robust measurement 

against the new standards and appropriate support for HSCPs.  We would like to see: 

 The new standards for neurological care must be backed up by an inspection regime 

that can easily identify where care falls short and how care can be improved at a local 

level, and this must be acted upon. 

 Strategic commissioning guidance on neurological services should be provided to 

HSCPs, given their lack of experience in this area. This would help deliver person-

centred care that meets people’s needs in a timely fashion, rather than relying on 

generic services to meet need and risking a higher level of unplanned hospital 

admissions as a result.  

 The NACNC should be given the resources and authority to drive forward the action 

plan – with the Scottish Government’s backing – and regularly report on progress. It 

should contribute to continuous improvement as new approaches and services emerge 

that can support people with neurological conditions and contribute to the prevention 

agenda, ensuring that while local solutions are delivered, no-one misses out. 

                       

3. Are the services for neurological conditions being measured and evaluated in terms of 

cost and benefit? 

As far as Sue Ryder is aware, there is no overarching or consistent approach to the 

measurement and evaluation of neurological services. As a neurological service provider we 

measure and evaluate our own services as and when required by organisations who are 

commissioning or funding them. For instance we are currently evaluating our 5Rs programme 

and self-management programme.  

So that we can be assured that we are improving the quality of the lives of the people who use 

our residential care, we have recently embarked on a programme of outcomes-focused work: 

 Personal Outcomes - all Sue Ryder neurological centre staff have had training in 

having person-centred conversations so that service user wishes and interests can be 

captured informally. This allows us to work together to identify what outcomes are 

important to them. A set of 'I' statements have been developed to be used during 

service user reviews to measure whether outcomes are being achieved and to capture 

personal stories. 

 Clinical Outcomes - all centres will be implementing processes and tools to measure 

the benefit to people in terms of improvement in function and daily tasks, for those 

people whose condition it is possible to recover from, at least to some extent. Using 

the Northwick Park Dependency tool we will be able to demonstrate changes in 
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peoples' abilities as a result of our services. The intention is that this will allow us to 

demonstrate a cost benefit as dependency reduces.  

In addition to this, we are currently working with New Economics Foundation – Consulting to 

develop an economic model of neurological care to demonstrate its positive impact on both 

the public purse and on the individuals concerned. We hope to bring an initial analysis to the 

meeting of the Health and Sport Committee on 27 March.  

As part of the national action plan for neurological conditions we would like to see the 

development of a coordinated approach to the measurement and evaluation of the services 

people with neurological conditions use or should be able to use. Such an approach, together 

with strategic commissioning guidance to HSCPs would allow much better-informed 

commissioning of people-centred care and support for people with neurological conditions.  

 

Elinor Jayne 

Policy and Public Affairs Manager 

Sue Ryder 

8 March 2018 
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Health and Sport Committee Inquiry 

The Preventative Agenda: Neurological Conditions 

Neurological Alliance of Scotland submission 
 

Introduction 

The Neurological Alliance of Scotland (NAoS) is a forum of not-for-profit organisations and 
groups representing many thousands of people affected by neurological conditions in 
Scotland. The Neurological Alliance of Scotland was launched in 2004 to ensure that 
neurological services are given priority at all levels of health and social care planning.  
 
It now has over 40 member organisations, covering all types of neurological conditions.  
 
NAoS enables third sector neurological organisations and groups to campaign together and 
speak with an influential voice.  
 
The Alliance has three main aims: 
 

1. Influencing Policy 
To inform and influence policy by bringing the needs of people with neurological 
conditions to the attention of health and social policy makers and strategists. 

 
2. Raising Awareness 

To raise awareness and disseminate information about neurological conditions and 
their impact on individuals and society. 
 

3. Improvements in care 
To promote improvements in care for people with neurological conditions 

 
The Neurological Alliance of Scotland’s vision is that ‘People living with neurological 

conditions will have access to the best care possible, have control over their lives and be able 

to live free from ignorance and injustice.’  

 

Background to neurological conditions  
There are more than 600 neurological conditions, and they are often complex to diagnose 
and to manage. People with complex neurological conditions are disproportionately 
represented amongst those who are the heaviest users of health and social care services.   
 
An estimated one million people in Scotland are living with a neurological condition which 
has a significant impact upon their lives. Most neurological conditions affect people’s quality 
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of life and require ongoing treatment and support. Neurological conditions account for one 
in five emergency hospital admissions and one in eight GP consultations in Scotland.  

 
A quarter of all disabled adults of working age have a neurological condition, and 
neurological conditions are a major cause of disability and ill health in childhood and older 
age too.  The numbers of people with neurological conditions will grow sharply in the next 
two decades.  
 
Neurological conditions are caused by damage to the nervous system, often as a result of 
illness or injury. Some have a genetic basis. For others, the cause of the condition is not 
known. Many neurological conditions are life-long, and some are also progressive.   
 
The Neurological Alliance of Scotland brings together organisations that support people with 
all sorts of neurological conditions, spanning childhood to older age.  
 

Q1: To what extent do you believe the Scottish Government’s approach and 

the approach by Integration Authorities and NHS Boards towards 

neurological conditions are preventative? 

It is important to be clear about what is meant by a preventative approach. In the case of 

neurological conditions overall, it is unhelpful to think in terms of “preventing” conditions. 

As the Scottish population grows and ages, the numbers of people living with a neurological 

condition will increase.  

 

The Neurological Alliance of Scotland supports policies to improve Scotland’s population 

health, although this approach is not effective in terms of reducing the prevalence of most 

neurological conditions. We know that the prevalence of some neurological conditions, 

including some types of stroke, migraine and dementia can be significantly reduced by 

effective public health strategies such as those targeting tobacco and alcohol use, obesity 

and inactivity.  

 

Treatment of non-neurological health conditions can also make a difference to prevalence. 

The Cross Party Group on Heart Disease and Stroke recently reported that improving 

detection, diagnosis and treatment of atrial fibrillation would reduce the impact of stroke in 

Scotland. 

 

Up to 70% of neural tube defects could be prevented if population health strategies 

increased folic acid levels in women of childbearing age, and improvements in maternal 

health could reduce the number of children born with cerebral palsy – but even in cases 

where some degree of prevention is possible, conditions will not be eradicated.  

 

We also recognise that some individuals may find it easier to manage living with certain 

neurological conditions if they are fitter than those who are not.  
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For most of our members, the question is how effectively the Scottish Government, NHS 

Boards, and Integration Authorities are working to support people with neurological 

conditions to live as well as possible with their condition. This means enabling people to 

access the treatment, care and support they need in a timely way that avoids unnecessary 

deterioration or crisis.  

 

The Neurological Alliance of Scotland was established to address major shortcomings in the 

provision of statutory services and support for people living with neurological conditions. 

Historically, NHS and social care service provision has been poor, with unplanned and 

fragmented services that have not reflected the devastating impact that neurological 

conditions have on individuals, unpaid carers and families.  

 

There has been some progress, in particular the development of the NHS HIS Clinical 

Standards for Neurological Health Services. Although the scope of the Standards was 

limited, these were helpful in raising the profile of neurological conditions within NHS 

Scotland.  

 

The biggest measurable improvements in services were seen amongst the five conditions 

which had condition-specific standards – epilepsy, headache, MND, MS and Parkinson’s. 

There were also generic standards, which were designed to apply to care for all neurological 

conditions, but the impact of these has been less easy to measure, and many patient 

organisations did not find them to be particularly helpful in terms of improving support. 

These standards are now being reviewed by NHS HIS, to broaden their scope and reflect the 

needs of people with neurological conditions across health and social care settings.  

 

Scottish Government launched the National Advisory Committee on Neurological Conditions 

(NACNC) in 2016, and is working towards publishing a National Action Plan for neurological 

conditions later this year. The Neurological Alliance of Scotland has representation on the 

NACNC. The Action Plan will cover all neurological conditions (as defined by the World 

Health Organisation).  Dementia and stroke are neurological conditions, but have existing 

national strategies so will not be included, although there may be some overlap with 

conditions that are covered. Children’s services are not included, although transition from 

children’s to adult services is specifically covered.  

 

The NACNC’s work to develop an Action Plan has investigated three main areas: 

 the lived experience of people with a neurological conditions and unpaid carers/ 

families 

 working with ISD to establish the best data on the prevalence of neurological 

conditions in Scotland 
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 mapping the existing services that support people with neurological conditions and 

unpaid carers / families across the NHS, social care including statutory, voluntary 

sector and private providers   

 

We believe that this approach is needed to start to address some of the issues that exist 

with support for neurological conditions, including:  

 understanding the complexity of the neurological conditions, with essential care and 

support provided in all care settings and by a wide range of professionals 

 the lack of data in all areas that are needed to plan services – including the numbers 

of people living with neurological conditions and understanding the services and 

workforce currently available to support them 

 

We would hope that this work would enable Scottish Government, NHS Boards and 

Integration Authorities to adopt a more preventative approach than they do at present. 

 

The lack of a preventative approach is evident at every stage from diagnosis or identification 

of a neurological condition. Underinvestment in NHS services is having a significant impact 

on people with neurological conditions, where diagnosis and ongoing management of long 

term conditions can be very complex. For example, epilepsy has a misdiagnosis rate of 20-

30%, and many people do not have their epilepsy optimally controlled. This means that 

some people are experiencing seizures that could be controlled, resulting in unnecessary 

costs ranging from emergency services, hospital admissions and ongoing social care and 

support needs as well as severe impacts on quality of life for people with the condition. In 

epilepsy and a number of other conditions, a shortage of consultants and specialist nurses 

has a direct impact on individual outcomes.  

 

Even once diagnosis is established, people with many long term conditions lack any support 

from specialist teams, and have to find a referral route back in when issues arise rather than 

working with them to prevent issues arising or to anticipate and adjust to declining function. 

Because many neurological conditions have a very wide range of symptoms, people often 

require input from a range of health professionals, and specialist nurses and multi-

disciplinary teams can provide excellent care and support. But these are often difficult to 

access. There is a shortage of allied health professionals who have training and knowledge 

in working with people with neurological conditions, which is essential to provide 

appropriate care.  

 

For people with complex support needs but whose condition does not require ongoing 

medical and nursing input, it can be very challenging to access community-based support 

which enables them to maximise their function and participation in their community. In our 

experience, it is very difficult to engage with integration authorities about the support they 

provide to people with neurological conditions. The perception is that integrated services 
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provide generic care, so they do not identify the needs of the people they support with 

neurological conditions, and do not readily engage with services that are seen to be 

condition-driven. This means that many people with neurological conditions are missing out 

on the support they need.  

 

For example, Bobath Scotland undertook some work with health and social care 

partnerships (HSCPs) to improve the community-based support available for people with 

cerebral palsy and found that: 

 establishing who was receiving services was challenging 

 building relationships with HSCP staff is important and can result in improved 

support – but it takes a huge amount of time 

 some HSCPs have completely refused to engage  

 

Funding issues are also hitting local community based support services very hard, and as 

eligibility criteria for social care support are tightened, people are not getting access to 

preventative care.  

 

We would also identify a lack of information and support for people with neurological 

conditions after they are diagnosed. Many people simply do not receive the information 

that they need to identify and anticipate issues in their care, which prevents people from 

protecting their own health and knowing when more input is needed.   

 

There is also a lack of support for unpaid carers and families, who often take on a very high 

caring workload because the person they support has complex needs. A recent study of 

carers for people with advanced Parkinson’s in North East England found that they were 

typically providing care for 16 hours day, and that the majority of them received no formal 

social care support. The Neurological Alliance hopes that the Carers (Scotland) Act will help 

to identify carers’ needs more systematically, and provide more access to support.  

 

Q2:  Is the approach adequate or is more action needed? 

More action is definitely needed, and we hope that the Neurological Action Plan will help to 

deliver some of the improvements required. Neurological conditions remain a Cinderella 

area, despite the huge impact on individuals and families. Previous work has not addressed 

the full range of experiences of people with neurological conditions in Scotland.  

 

The Action Plan needs to reflect the range of settings that people receive care - not just in 

acute hospital wards and outpatient clinics, but also in primary, community and social care 

settings. For most people living with neurological conditions, the services that they use most 

will be provided as part of integrated health and social care arrangements, although they 

may also require some specialist neurological input, and in some cases their care will be led 

by neurological teams. Many conditions also require treatments which involve medical 
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specialisms other than neurology - for example older people’s medicine, genetic medicine, 

psychiatry, gastro-enterology, respiratory medicine.  

 

It is important to highlight some of the third sector-led work which is also working to 

improve the support and care that people with neurological conditions receive.  For 

example, the National Care Framework for Huntington’s seeks to ensure that the care and 

support provided to individuals and their families living with Huntington’s disease takes 

account of their specific health & social care needs throughout their experience and is 

currently being rolled out across Scotland. The UK Parkinson’s Excellence Network  brings 

together health and care professionals to share skills, tools and insights and improve the 

quality of care. It also coordinates a UK wide audit to evaluate the care people receive. 

There are three multi-disciplinary regional groups in Scotland, covering the West, East and 

North of the country. The Scottish MND Register provides accurate statistics about who gets 

MND in Scotland, where they live, what age they are and what gender they are. It helps to 

build a broad picture of why some people get MND, and can be used to audit care standards 

across different health boards and local authorities, and the . 

 

Q3:  Are the services for neurological conditions being measured and evaluated in terms 

of cost and benefit? 

There is currently no active measurement of services for most neurological conditions, 

although some conditions have better information than others through mechanisms 

including audits and registers. We believe that evaluation and monitoring must include 

patient and carer reported outcome and experience measures.  

 

The NHS HIS Clinical Standards are currently under review, but we are concerned that no 

resource has been identified to monitor the impact of these standards once they are 

developed.  
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Health and Sport Committee 

Preventative Agenda: Neurological Conditions 

Submission from Malcolm Macleod 

Former Data and Audit Group Lead, National Neurology Advisory Group 

I am delighted to provide a response to your targeted call for views. I have been asked 
to do so on the basis of my previous involvement as lead of the Data and Audit Group of 

the National Neurology Advisory Group. However, I relinquished that role over a year 
ago, and what follows should be taken in that context. I have also found it difficult to 

separate out the extent to which the views below were shaped by my experience in that 
role, rather than from 13 years as a Consultant Neurologist; 10 years as Clinical Lead for 

Neurology in NHS Forth Valley; my membership of the Neurology Waiting Times Task 
and Finish Group; and my chairing of the periodic review of the Scottish Acquired Brain 

Injury Managed Clinical Network. I draw, largely, on examples from NHS Forth Valley, 

because that is the service with which I am most familiar, but I am sure that there are 
many other examples of good practice elsewhere on which I could have drawn. 

1. To what extent do you believe the Scottish Government’s approach and the 

approach by Integration Authorities and NHS Boards towards neurological 
conditions are preventative?  

a. For the purposes of this response I have taken the definition of prevention 
given in 6.1 of the Christie Report, viz. “preventative spending, which seeks to 

prevent problems before they occur” 
b. The response rests, then, on whether neurological conditions are preventable 

(we could stop them from occurring in the first place); whether the disability 
and handicap which is caused by neurological impairment is preventable; and 

whether in our public services (particularly but not exclusively health and 

social care) there is expenditure which is preventable. 
c. Are neurological conditions preventable? The marked decline in age 

adjusted stroke mortality in Scotland seen since about 1960, and the more 
recent decline seen globally in the age adjusted incidence of Alzheimer’s 

disease, suggests that changes in population health (likely related to 
management of blood pressure, reduced smoking and better access to 

primary care) is having some effect; in my view further actions to improve 
population health and reduce deprivation, probably best targeted at the very 

early years of life, are likely to be helpful. For non-degenerative neurological 

conditions, the evidence for avoidable causes is less direct, with the exception 
for instance of the impact of seat belt legislation on the incidence of head 

injury and post traumatic epilepsy. Legislation for minimum pricing for alcohol 
can also be seen in this context, as excessive alcohol intake is involved in a 

number of neurological conditions including head injury, epilepsy and 
dementia. 

d. Is the disability and handicap which is caused by neurological 
impairment preventable? One of the striking aspects of neurological 

disability and handicap is the variability in the extent to which a neurological 

impairment (a weakness or dysfunction of the nervous system) impacts on 
neurological handicap (a resulting limitation in a person’s role in life). Reasons 

for this variability are not clear, but are likely to include external factors 
(wealth; family, social and professional support; rurality) and internal factors 

(including “resilience”). Some external factors are clearly amenable to 
government input, and preventative societal approaches which might enhance 

resilience take us back to early years education. 
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i. The aspect here which is most immediately relevant to the provision of 

neurological services is that of professional support. This encompasses 
firstly timely access to information about the neurological condition 

(diagnosis, information about the cause, information about the likely 
prognosis: most commonly provided in primary care, with a small 

proportion of patients ever being referred to a consultant neurologist); 
and secondly ongoing support (which for patients with major ongoing 

needs may be provided by a specialist nurse). Capturing clinical 
activity in primary care is difficult, and would be greatly assisted by 

incorporation of Community Health Index (CHI) tagging of activity in 

primary care such as GP consultations and District Nurse visits. 
ii. Importantly, specialist nursing provision has conventionally been 

provided by “disease specific” specialist nurses, which has led to an 
inequality in that the amount of support available to a patient depends 

not so much on their need for support as on whether they are lucky 
enough to have a diagnosis where specialist nurses exist. The caseload 

of specialist nurses also varies substantially from condition to 
condition, and this is not always a reflection of differences in the 

amount of support required. 

iii. Much of the support provided relates to for instance the need for home 
adaptations, rehousing, or eligibility for greater assistance, and while 

specialist nurses work well across the Health – Social Care boundary, 
the extent to which local government has been able to engage with for 

instance local planning of neurological services has, in my experience, 
been limited. 

iv. Capturing activity across the Health-Social Care boundary is 
challenging, and would be greatly assisted by incorporation of 

Community Health Index (CHI) tagging of Social Care activity. 

v. In some situations (for instance patients with minor head injury), it 
may be that early follow up with a neurologist or specialist nurse might 

be able to identify those who might benefit from further intervention to 
prevent later morbidity.  

vi. Equally, while it might be argued that a waiting list to see a neurologist 
routinely is not a problem if urgent patients can be seen more quickly, 

this does not take into account for instance the health related anxiety 
which may occur in some people while waiting to be seen, or the 

handicap that comes from being advised not to drive until expert 

review, and how this can impact on quality of life. 
vii. To the extent that stroke is a neurological condition, acute treatment 

with thrombectomy is highly effective in selected patients, and would 
represent a fine example of preventative spend, with a cost per quality 

adjusted life year of around £7000. Thrombectomy services have yet 
to be introduced in Scotland, despite the evidence for efficacy having 

been available for some time, and this raises issues about the flexibility 
of the NHS in Scotland to respond to new demands and opportunities. 

e. Is there “neurological” expenditure which is preventable? Most 

identifiable neurological activity, in secondary care at least, is provided in an 
outpatient setting.  

i. To the extent that inpatient care or emergency department 
attendances are unplanned, these might be reduced somewhat by 

preventative expenditure. For instance, having rapid access for the 
patient to a specialist nurse, and rapid access for a primary care 

physician (GP) to advice from a consultant neurologist, might obviate 
the need for some of these admissions or ED attendances. To that 

extent, these patient interactions might be seen as a failure of 

management in the community. Similarly, increased investment in and 
better organisation of our own neurology service in Forth Valley have 
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in recent years led to a substantial (~75%) reduction in our use of 

beds in the regional neurology service without requiring the provision 
of a specialist inpatient service in Forth Valley. 

ii. Provision of Neurology Consultant and Neurology Specialist Nurse WTE 
continues to fall short of benchmarking standards, and this means we 

do not have the human resources to contribute maximally to 
preventing unplanned admissions or emergency department 

attendances. 
iii. Similarly, timely access to neurological expertise in the Emergency 

Department might obviate the need for hospital admission, and timely 

access to neurological expertise in the acute medicine setting might 
shorten hospital admissions. Such resources are available in some 

places –for instance in Forth Valley the median delay from referral to a 
neurological consultation in the inpatient setting is around 2 hours – 

but they are not widespread.  
iv. In the outpatient context, most if not all neurology services in Scotland 

struggle to meet performance targets both for urgent and routine new 
patient referrals, and delays for return (follow up) appointments are 

unmeasured. Indeed, because doctors are likely to adjust the 

frequency of follow up visits in light of their evolving understanding of 
system capacity, any measurement is likely to be an underestimate of 

the true unmet need. The same may be true of referrals from primary 
care, with GPs electing not to refer some patients where the potential 

benefits of a neurological consultation are in their view moderate, 
because of the effect that referral would have on the speed with which 

their other referrals would be seen. 
v. In some cases, preventative resource allocation has clear benefits. For 

instance, the establishment of a specialist clinic in Forth Valley for 

patients receiving intravenous Immunoglobulin led to a concentration 
of expertise and of focus, and savings in prescription costs of around 

£160k p.a.. However, this came at the expense of new routine 
outpatient activity. 

vi. Provision of additional neurology new patient out-patient capacity is 
required on an ongoing basis in most boards, either from internal 

waiting list activity or external (commercial) activity provided either on 
own premises or in private hospitals. External waiting list activity is 

generally an expensive approach, not just in terms of the up-front 

costs but also (in our local audit) in increased rates of investigation, 
generation of complaints, reduced knowledge of local services and the 

need to transfer to a local neurologist where follow up is required. 
Preventative spending on increasing recurrent capacity would be cost 

saving, but since these funds come from a different budget source this 
has proved difficult to implement at a local level. 

vii. Related to this is difficulty in recruiting to Consultant Neurology posts 
in Scotland even when these are funded. The chart shows the 

percentage of the whole time equivalent consultant neurology 

compliment which was unfilled in September of 2010 to 2017. This is 
largely a failure to increase consultant numbers, and reflects a 

difficulty in increasing capacity even when posts are approved. There 
are a number of possible reasons for this. 
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2. Is the approach adequate or is more action needed? 

a. Given the commentary above, it is my view that more action is needed. Such 
actions might include, but are not limited to, the following non-mutually 

exclusive approaches 
i. Interventions at the societal level to increase healthiness, reduce 

deprivation, increase early years education and to minimise avoidable 

harms. 
ii. Interventions in Health and Social Care to ensure better professional 

supports for patients with neurological impairments, including the 
ability to collect person-level data (through CHI linkage) across the 

Health and Social Care boundary. 
iii. Discontinuation of external (commercial) waiting list activity, with 

funds diverted on recurrent basis to local NHS services 
iv. Increased provision of nursing (Specialist nurse) and medical 

(Consultant neurologist) capacity, with expectation that this will be 

generic (i.e. available to all patients) rather than provided for 
particular diseases. 

v. Efforts to improve recruitment and retention to the medical and 
nursing workforce. 

vi. Increased recognition for clinical activity beyond the neurology 
inpatients and outpatient work captured in SMR00 and SMR01, to 

include inpatient liaison work, availability for consultation with other 
health care professions in primary and secondary care, ad hoc patient 

contacts using email, telephone, etc. 

 

3. Are the services for neurological conditions being measured and evaluated 
in terms of cost and benefit?  

a. Cost: Because so much of the burden of neurological conditions falls on 
patients, unpaid carers and in primary care, costs are difficult to ascertain. 

Without measuring activity in primary care, where the bulk of services are 

delivered, or partitioning the costs of in patient activity in settings other than 
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neurology units (which form a minority of the inpatient care of people with 

neurological conditions), even ascertaining the true costs to the NHS is 
difficult. It may be that we have to be content with measuring “Neurology 

services” rather than “services for neurological conditions”, while recognising 
the limitations of this approach. Some sampling of patient experience 

(following a patient through their contacts with health and social care) may 
provide useful qualitative information against which the more focussed 

quantitative data from neurology services may be contextualised. 
b. Benefit - Outcomes: Measurement might occur through consideration of 

process or of outcome. In some contexts it might be possible to seek evidence 

for unexplained variation in for instance mortality rates for patients seen in 
Neurology clinics; or Emergency department attendance rates for patients 

with a diagnosis of epilepsy. However, these have limitations in that it is not 
clear how much these outcomes might be influenced by the services provided, 

and the time interval between the neurology service input and the outcome 
being measured might be so long as to be of limited use for either 

accountability or for improvement.  
c. Process based audit: Some audit systems measure the benefits of a service 

indirectly. For instance, the Scottish Stroke Care Audit does not measure 

recurrent strokes, but rather that processes known to reduce the risk of 
recurrent stroke or to improve outcome have functioned as intended. Indeed, 

to the extent that stroke is a neurological condition, process based audit 
performs well. However, it is interesting to note that, even with such a system 

in place, the NHS in Scotland has not to date been able to introduce a new, 
highly effective, well evidenced treatment (thrombectomy). 

Some evaluation of this kind does occur, but more might be feasible, for instance: 

i. What is the waiting time from referral for a specialist opinion to 

response for neurology outpatient services. This should include any 
delay from the patient being seen to the referring doctor, and ideally 

the patient, receiving written communication about the outcome of the 
consultation? 

ii. What is the interval from an inpatient being referred for a neurology 
opinion to their being seen by a Consultant Neurologist (or equivalent 

of a doctor in training acting under their supervision) or the referral 

being closed in a different fashion (eg decision to offer outpatient 
appointment)? 

iii. What proportion of women of childbearing potential receiving a 
prescription for sodium valproate have documented evidence that they 

have received advice about the risks of valproate to the developing 
baby? 

iv. What proportion of patients with suspected motor neuron disease in 
whom a neurophysiological examination is requested have this 

performed and reported within 14 days? 

v. What proportion of patients with epilepsy have an ECG documented at 
or before their first neurology clinic visit? 

vi. What (eg using the CARE questionnaire) is the opinion of the patient 
about the neurology consultation which they have had? 

vii. What are the waiting times for neurophysiology; brain imaging; video 
telemetry (applies to regional services only)? 

In my view there should be a small number of audit items, changed or rotated 

over time, and wherever possible collated from datasets already available. Where 
this is not possible, it is likely that some form of support for audit data collection 

would be required. 
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Thank you again for the opportunity to comment. My conflicts of interest include 

membership of the UK MHRA Commission for Human Medicines; of the UK Home Office 
Animals in Science Committee; I have received grant funding from Wellcome Trust, MRC, 

NC3Rs, Laura and John Arnold Foundation, EU FP7 program, EU IMI program, and CSO. I 
am academic coordinator of the IMI EQIPD consortium, which includes Janssen, Abbvie, 

Boehringer, Novartis, Orion, Pfizer, Psychogenics, Roche, Servier, UCB and Sanofi. 
Occasionally I do internal waiting list clinics in NHS Forth Valley at the request of our 

waiting times office. 
 

Malcolm Macleod BSc(Hons) MBChB MRCP PhD FRCP(Edin) FRSB 

Professor of Neurology and Translational Neuroscience, University of Edinburgh 
Honorary Consultant Neurologist and Clinical Lead for Neurology, NHS Forth Valley 
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Health and Sport Committee 

Preventative Agenda:  Neurological Conditions 

Submission from Dr John Paul Leach, Council Member,  

Association of British Neurologists (ABN) 2015-2019 

 

I have had a look at the questions and given a response on behalf of the ABN based 

on the answers already provided by Dr Richard Davenport
i
.  

 
Having reviewed the questions, we are of the opinion that they are rendered less 
relevant given the plans outlined by the National Advisory Committee on 
Neurological Conditions (NACNC). 
 
The NACNC should be given appropriate time to establish and implement their 
review. We recognise that leadership of the NACNC should rely heavily on NHS 
expertise (clinical and non-clinical) in its bid to set the agenda and map the future of 
Scotland's neurological services into the 21st Century. 
 
A broad range of perspectives from NHS professionals, working in league with the 
voluntary sector must be the basis of any future service reviews.  
 
 

 
John Paul Leach 
Head of Undergraduate Medicine 
University of Glasgow 
 
Council Member Association of British Neurologists 2015-2019 
 
 
 
 
 
 
 
 
 
 
  
                                                 
i
 Current Chair, National Advisory Committee on Neurological Conditions (NACNC) 
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Health and Sport Committee 

Preventative Agenda:  Neurological Conditions 

Submission from Leuchie House 

Introduction 

We welcome the opportunity to respond to the Scottish Parliament’s Health and 

Sport Committee’s evidence session on neurological conditions as part of the 

ongoing inquiry into the Preventative Agenda.  We believe this is an important piece 

of work as the Scottish Government continues its development of a national strategy 

for the care of people with neurological conditions. 

About Leuchie House 

Leuchie House is Scotland’s only dedicated respite centre and specialises in offering 

caring respite breaks for people with long term neurological and physical conditions.  

Included in every Leuchie break is person-centred 24 hour care, specialist 

physiotherapy sessions along with a number of other important services such as 

wheelchair assessments and pressure mapping delivered by our unique ‘Leuchie 

MOT’. 

In 2017 Leuchie welcomed guests from 26 local authority areas across Scotland 

which equated to 6,354 respite days. During 2017 we also carried out 821 

anticipatory and preventative interventions, allowing us to address potential 

problems before they became an issue, providing immediate support while guests 

were at Leuchie, and making referrals to community health professionals for ongoing 

care. These guests had a wide range of long term conditions including multiple 

sclerosis, Parkinson’s, cerebral palsy, motor neurone disease, spinal injuries and the 

effects of stroke.   

We work for and support people at all stages of more than 35 different conditions 

and our expert nursing and care team is experienced at supporting a wide variety of 

care needs, from low to very high dependency, predominantly the latter. 

In summary we believe: 

1. There remains inadequate provision of ongoing rehabilitation and support in 

Scotland for those dealing with the aftermath of acute events such as brain or 

spinal injuries, or for those who have received a diagnosis of a degenerative 

neurological condition.  Addressing and improving service delivery in these 

areas will go a long way to avoiding preventable health complications. 

2. Respite centres such as Leuchie House can play an important role in 

supporting both the physical and mental health of those suffering neurological 

conditions and their carers.  To this end we believe respite care should be 

funded appropriately. 

3. There is insufficient regard paid to the health of the unpaid carers looking after 

people with neurological conditions and to how a preventative approach could 

be developed to support this group. 
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4. Integration authorities remain in their infancy and during this transition period 

there are many people with neurological conditions who are being let down 

and falling through cracks in the system. 

5. There needs to be a greater focus placed on building relationships between 

integration authorities and third sector organisations, together with a move 

away from an unintentional bias to prioritising resources to acute and primary 

care services. Improved relationships would create more opportunities for 

third sector bodies such as Leuchie House to share best practice and learning 

with integration authorities, particularly on preventative programmes. 

6. Without robust statistics it is difficult to properly plan for the delivery of 

services for people with neurological conditions. We eagerly await the results 

of the Scottish Government’s National Advisory Committee on Neurological 

Conditions (NACNC) examination of the current provision of neurological care 

and support available from the NHS, integration authorities and local 

authorities. 

 

1. To what extent do you believe the Scottish Government’s approach and 

the approach by integration authorities and NHS Boards towards 

neurological conditions are preventative? 

The Scottish Parliament and Scottish Government have for many years taken action 

to tackle Scotland’s damaging relationship with tobacco and alcohol which we 

believe will be vital in terms of advancing the prevention agenda.  The government is 

also in the process of addressing issues around obesity and healthy weight, work 

which we very much welcome as crucial in addressing Scotland’s significant public 

health challenge.   

However, there are some important distinctions with regard to discussing prevention 

in a neurological conditions context given the fact that many neurological conditions 

and head or spinal trauma cannot be prevented. Therefore, we believe there is a 

balance to be struck between discussing prevention of the conditions themselves 

with prevention of further conditions/complications as a result of inadequate 

treatment and support around the primary condition. 

Nevertheless, in the short to medium term, it has been the experience of Leuchie 

House that there remains inadequate provision of ongoing rehabilitation and support 

in Scotland, for those dealing with the aftermath of acute events such as brain or 

spinal injuries, or for those who have received a diagnosis of a degenerative 

neurological condition.   

This lack of ongoing rehabilitation and insufficient provision of important services 

such as physiotherapy, wheelchair assessments, nutritional advice, pressure 

mapping and emotional support means that many people across Scotland are 

missing out on support. This puts them at greater risk of developing further illness 

which may put an unnecessary burden on primary and acute care.   

We are also concerned that there appears to be very little provision of community 

based rehabilitation across Scotland and that many people are not provided with 

important services which could greatly enhance their quality of life. 
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At Leuchie we regularly support our guests with the ‘Leuchie MOT’ which was 

recently awarded a special commendation in the 2018 Knowledge Exchange 

Awards. This is a personalised care service which looks at all aspects of a guest’s 

life, ranging from diet, through to wheelchair suitability (where appropriate) and an 

analysis of their current medication.  These are all services which we believe should 

be delivered as standard in the community but for a wide variety of reasons are often 

not – meaning that a number of preventable further health issues such as postural 

deteriorations and the development of pressure ulcers could be prevented. 

Therefore, we believe it may be prudent for a more appropriate funding mechanism 

to be developed, either centrally or locally, to adequately resource centres offering 

respite care to those with neurological conditions or who have suffered head or 

spinal trauma.   

This would allow at minimum, on an annual basis, those with neurological conditions 

the opportunity to discuss and remedy any healthcare related issues they may have 

and so greatly reduce the need for readmission to acute care or contact with primary 

care.  Delivering care in a respite setting may also provide opportunity for key health 

tests such as smears or bowel cancer screening, which in our experience are often 

overlooked for those suffering from a neurological condition, and thus reduce the 

burden on primary care. 

At Leuchie we have already begun to look at how we can deliver our ‘Leuchie MOT’ 

service in the community. We would welcome the opportunity to tell the committee 

more about how third sector organisations can help deliver important health and 

social care services in the community supporting the work of integration authorities 

and the prevention agenda. 

A greater focus on prevention would also have a positive impact upon the army of 

unpaid carers in Scotland, who currently have to deal with the stress and worry of 

additional, sometimes unnecessary hospital admissions, GP visits and additional 

caring responsibilities. Our experience is that these can impact upon work and social 

commitments and can in turn negatively contribute to the loneliness and social 

isolation of carers – an issue which is currently occupying the focus of the Scottish 

Government.  Without the commitment of those carers, quite simply the health 

system could not function. This is why we believe there needs to be a fundamental 

rethink as to how Scotland’s respite system is funded to ensure that carers feel 

appropriately supported and able to enjoy a life apart from their caring 

responsibilities.  

Indeed, many carers who support loved ones with conditions such as Parkinson’s 

can conceivably undertake their caring responsibilities for many years under 

challenging circumstances which may include disturbed sleep, dealing with 

continence issues and witnessing profound mental health issues in their loved ones 

which can be extremely distressing.  We would welcome the committee looking at 

how a preventative approach can better support carers, especially those seeking to 

re-join or continue in the workforce once their caring responsibilities have ended. 

2. Is the approach adequate or is more action needed? 
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Whilst the integration of health and social care remains in its infancy, urgent action is 

required to ensure that people with neurological conditions who require support now 

are not let down before authorities are up to speed.   

We believe that a greater focus must be placed upon preventative activities which 

are often delivered by a range of agencies, or the third sector.  This includes ending 

the bias that remains within integration authorities to prioritise resources to acute and 

primary care services to the detriment of the social care sector.  This is exacerbated 

and driven by the fact that key national targets and performance indicators focus on 

hospitals as opposed to other care settings, as well as the fact that many integration 

authorities are under-resourced which limits their ability to focus on a preventative 

agenda.  It is our view that greater value needs to be placed on the role that the 

social care sector can have on delivering a preventative agenda and that value 

should be reflected in more appropriate funding.  A huge part of this work will be 

changing cultures and increasing knowledge about the level of expertise and 

experience that third sector organisations can bring to the table. 

As well as changing cultures, action is also required to change structures and one 

important step forward would be to look at how the delivery of neurological services 

could be included within the remit of integration authorities. 

We also believe there is much work to be done to improve the relationship between 

integration authorities and the third sector, paying particular regard to the huge 

resource implications for third sector bodies in their attempts to engage and build 

enduring relationships with 31 individual and distinct integration authorities and the 

myriad number of individuals involved. 

3. Are the services for neurological conditions being measured and 

evaluated in terms of cost and benefit? 

It is our belief that it is difficult to measure and evaluate the impact of services for 

those with neurological conditions until we have a system of gathering reliable data 

on those with these conditions, where they live and what resources exist in those 

areas.  We eagerly await the results of the Scottish Government’s National Advisory 

Committee on Neurological Conditions (NACNC) work in this area. 

We also consider that greater resources need to be deployed to facilities such as 

Leuchie House, which in many circumstances provide the only specialist care and 

support that those with neurological conditions may be getting. Organisations such 

as Leuchie which operate in the third sector develop a number of preventative 

programmes which are anecdotally evidenced by guests to be successful but often 

find it difficult to have these programmes adequately resourced, especially at a time 

when budgets are strained.  We would therefore welcome any proposals which look 

to strengthen opportunities where third sector organisations can share expertise and 

best practice with integration authorities. 

We are also concerned that the work undertaken by the Sue Ryder charity in their 

Rewrite the Future report highlighted that a number of health boards (9 out of 14) 

had no three-year neurological service plan in place as part of the National Clinical 
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Standards.  Therefore, without proper planning of services for neurological 

conditions, it is difficult to measure and evaluate in terms of cost and benefit. 

We believe it is only possible to undertake a cost/benefit analysis when the Scottish 

Government has completed its work on a refreshed set of clinical standards and 

when the outcome of the work being undertaken by NACNC is known. 

We look forward to seeing the results of the committee’s inquiry and will be more 

than happy to provide any further assistance to the committee to aid this important 

work. 

Mairi O’Keefe MBE 
CEO, Leuchie House 
March 2018 
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