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SUBMISSION FROM MS SOCIETY SCOTLAND 

ABOUT MS  

Multiple Sclerosis (MS) is a chronic, neurodegenerative condition for which there is 

currently no cure. MS affects over 100,000 people in the UK, many of whom experience 

their first symptoms during the peak of their working lives, in their 20s and 30s.  

MS is both a fluctuating and progressive condition. While the progression and symptoms of 

MS vary from individual to individual, primary progressive MS affects around 10 to 15% of 

people with MS. This is progressive from the very first symptoms. The remaining 85% of 

people with MS are initially diagnosed with relapsing forms of MS, where people have 

distinct attacks of symptoms with the underlying damage building up over time. Many 

people with MS will go on to develop secondary progressive MS within 15 years of being 

diagnosed.  

At present there are 13 Disease Modifying Therapies (DMTs) licenced for use on the NHS 

in Scotland. DMTs can help reduce how many relapses you get and how bad they are. 

They can also slow down the damage caused by MS that builds up over time.  

ABOUT MS SOCIETY 

The MS Society is the UK’s largest charity for people living with MS. We’re here for 

everyone living with MS – to provide practical help today, and the hope of a cure tomorrow. 

We play a leading role in research. We fight for better treatment and care. We let people 

with MS know they’re not alone, and offer advice and support to help them manage their 

symptoms. 

KEY SUBMISSION MESSAGES 

 All licensed treatments for MS should be made available on the NHS in Scotland, 

ensuring equity across local health board formularies 

 Everyone living with MS should have an annual review with their MS specialist to 

discuss their treatment options 

 Conversations about treatment options and subsequent prescribing-including DMTs-

should begin as close to diagnosis as possible; in line with guidelines from the 

Association of British Neurologists (ABN) 
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1. Does the system ensure patients achieve the most clinically and cost-effective 

treatments, and if not, how can this be improved? 

Across Scotland more than 11,000 of us live with multiple sclerosis (MS). It can 

affect the way we think, feel, see and move. It is a lifelong condition, with no cure at 

present, however over the past twenty five years we have seen great strides made in 

treatments for people living with the relapsing form of the condition.  

 

Access to disease modifying therapies (DMTs) can play a crucial role in an 

individual’s MS journey, helping to reduce relapses and slow down the progression 

of the condition and the disability that can come with this. The decision to take a 

DMT and which one to take can be a difficult one. Your treatment options depend on 

many factors, and the range of and complexity of treatments can often be confusing. 

Some are more aggressive and effective than others, and they have different 

methods of administration such as injection, oral and infusion, and sometimes come 

with side effects and potential risks. There are also different levels of monitoring 

across the treatment portfolio.   

 

This year we conducted research via My MS My Needs survey1 (previously 

conducted in 2013 and 2016) to find out how accessible treatments, services and 

support were for living with MS in the UK. Whilst the data is still being processed and 

will be formally published early next year we are able to offer indicative figures in 

relation to treatments for people living with MS. 

 

In 2016 we found that 57% of people who could benefit2 from a DMT were taking 

one an increase from the 36% in the previous 2013 survey. This year the indicative 

figures are that 61% in Scotland are taking a DMT.  

 

While this increase is positive, only 7% of people in Scotland3 had been able to 

access licensed symptom management treatments. These treatments can make a 

significant difference to someone’s ability to manage the associated symptoms of 

MS, including bladder weakness, pain and muscle spasms and mobility. We believe 

that for true clinical effectiveness to be achieved-and whole system cost 

effectiveness-there needs to be a more effective system for accessing licensed 

treatments which have not yet been submitted to the Scottish Medicines Consortium 

(SMC).   

 

 

                                            
1
 8,369 people with MS living in the UK (683 in Scotland) responded to the My MS My Needs survey between 

1
st
 March and 14

th
 June 2019. A postal survey was sent to MS Society members and an online survey was 

sent to members of the UK MS Register and promoted via social media and MSS staff to other contacts 
including local groups. Data has been weighted to be representative of the age profile of the MS population. 

2
 people with relapsing remitting and secondary progressive MS with relapses 

3
 My MS My Needs Survey 2019, unpublished 



  REF NO.  HS/S5/19/MED/45 

Whilst a welcome increase it still leaves room for improvement and would suggest 

that as yet not everybody living with MS is able to receive the most clinically and 

cost-effective treatments. There is also huge inequality across health boards.  To 

ensure that patients receive the most clinically and cost effective treatments we 

recommend; 

 

 People with MS need to have timely access to neurology services, throughout 

their diagnosis and as they learn to live with MS. Increased availability of 

information regarding DMTs that includes details regarding efficacy, side effects 

and associated risks so that people can make informed treatment choices. 27% 

of respondents in Scotland4 felt that they hadn’t received sufficient information 

about drugs available to support the treatment of their MS. 

 People with MS need to be treated as individuals with their preferences and 

needs being respected and factored into decision making processes and care 

planning 

 Improved definitions of what constitutes a relapse, a significant relapse and a 

disabling relapse are required 

 Robust and well evidenced ‘stopping criteria’ developed to avoid people with MS 

remaining on treatments which are no longer effective.  

 

2. Does the NHS in Scotland achieve the most value from the money spent on 

medicines and, if not, how can this be improved? 

We recognise the need to achieve the most value for money spent on medicines and 

would not necessarily argue against the principle as a rule. However, we believe that 

there is an issues with how ‘value for money’ is measured and understood.  We are 

of the opinion that the Committee should consider value for money from a ‘whole 

person’, holistic perspective to include the cost to the NHS when a decision is made 

to not spend money on medicines. If the NHS continues to treat its budgets and 

systems in silos then true cost effectiveness can never be understood or achieved.  

 

For example, if a person with MS has regular relapses-which is far more probable if 

they are not on a DMT-they are likely to miss a period of work, have increased need 

for primary and possibly acute health services, and may require additional social 

care support. The average cost of a relapse for those with mild to moderate severity 

(EDSS 0–6) was estimated at £7925. It would be expected that over the course of 

that person’s life there would be a far greater cost to the NHS than the cost of a 

preventative medicine.  

 

                                            
4
 My MS My Needs Survey 2019, unpublished 

5
 New insights into the burden and costs of multiple sclerosis in Europe: Results for the United Kingdom 

Multiple Sclerosis Journal, 2017, Vol. 23(2S) 204–216 

https://www.ncbi.nlm.nih.gov/pubmed/28643587
https://www.ncbi.nlm.nih.gov/pubmed/28643587
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Our research on welfare reform6 has estimated that over the (then planned) UK 

government spending review period 2020 to 20237 the NHS will spend an estimated 

£22.2 million on services for people as a result of poorer health due to the loss of 

PIP higher rate mobility support. We mention this to highlight the knock-on effects of 

spending decisions to the NHS.     

So whilst it may be actuarial accurate to calculate the value for money of a medicine 

the impact on other parts of the service can be quite significant. If someone cannot 

be supported to live independently via a medicine what is the subsequent cost to 

health and social care services. Are there repeated attendance at GP practices 

and/or A&E services due to the impact of not being prescribed a medicine?  

 

If patients are not getting access to DMTs then the impact on their care and the 

effect on them, their families and carers can be significant. Research has found that 

85% of people living with MS are likely to leave the workplace within fifteen years of 

their diagnosis. DMTs can help slow the progression of their condition and allow 

them to live a more fulfilling life with their family and if they choose stay in the work 

for longer are contributing economically. Doing so can have significant physical and 

mental health benefits not only for the individuals themselves but their families and 

carers.   

 

3. In what ways can the system be made more efficient? 

 

In 2013, 2016 and again this year we undertook research via our My MS My Needs 

Survey to find out how accessible treatments, services and support were for living 

with MS in the UK. Whilst the data is still being ‘cleaned’ and will be formally 

published early next year we are able to offer indicative figures in relation to 

treatments for people living with MS. 

The latest My MS My Needs survey found that 23% of respondents in Scotland 

stated they didn’t have a Care Plan and wanted to have one. We also found that 

14% said they did not know what a Care Plan was; so work is clearly required to 

improve efficiency of care We also found that 9%% of respondents in Scotland said 

they didn’t have an annual review with a MS specialist and wanted one.  

We believe that people living with MS should be offered a comprehensive review 

with an MS specialist at least once a year that draws on the expertise of a multi-

disciplinary team. We also believe that all people with MS should be offered a care 

plan, which should be regularly reviewed. 

 

                                            
6
 The cost of the PIP 20 metre rule  

7
 The cost of the PIP 20 metre rule 

https://www.mssociety.org.uk/what-we-do/news/pip-20m-rule-will-cost-the-uk-government-millions-more-than-it-is-predicted-to-save
https://www.mssociety.org.uk/what-we-do/news/pip-20m-rule-will-cost-the-uk-government-millions-more-than-it-is-predicted-to-save


  REF NO.  HS/S5/19/MED/45 

If both of these were to routinely happen then the opportunity for a joined-up holistic 

approach to the treatment of individuals would be greatly improved. For instance, it 

may be that for symptom management regular rehabilitation services such as 

physiotherapy, occupational therapy and speech and language therapy would be 

more appropriate than the prescribing of a medicine thereby saving money on the 

medicines budget.  

Spend needs to be focussed on prevention if it is ever to become more efficient. By 

investing in medicines, and keeping people well for longer, there is an overall 

reduction in need on public health and social care systems. We know that early 

treatment can have a huge impact on how MS and the associated disability can 

progress, but this relies on an efficient diagnosis pathway. This varies hugely in 

Scotland, with some people waiting over a year for a neurologist appointment. 

Figures can be distorted if wait times are taken only for new appointments and do 

not include wait times for a review.  

A more person-centred, responsive system where patients are informed and equal 

partners in their care will also make huge efficiencies. Having open and honest 

conversations about when to start, and when to stop, treatments is imperative to this.  

There needs to be equality across Scotland, meaning that those with MS can access 

the treatments they need in a timely manner, regardless of where they live.  

4. How can the medicines budget be controlled while maintaining clinical and 

cost effectiveness?  

We believe that the question should be reframed to look at the wider costs to the 

NHS, social care, employers and patients and their families and carers of the 

rationing of medicines budgets which are currently happening. If we continue to look 

at the medicines budget alone, rather than through the lens of ‘health spend’, true 

cost effectiveness cannot be achieved.  

 

Anecdotal evidence from the MS community points to a rationing of treatments 

across Scotland. We frequently hear from people who tell us that their health board 

are not placing DMTs on their formularies despite them having been approved by the 

Scottish Medicines Consortium, with their costs already factored into the decision to 

approve. People living with MS are being let down by this rationing and it cannot be 

allowed to continue.  

 

 


