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Patient organisation submission  

Ocrelizumab for treating relapsing multiple sclerosis [ID937] 

Thank you for agreeing to give us your organisation’s views on this technology and its possible use in the NHS.  

You can provide a unique perspective on conditions and their treatment that is not typically available from other sources.  

To help you give your views, please use this questionnaire with our guide for patient submissions.  

You do not have to answer every question – they are prompts to guide you. The text boxes will expand as you type.  

Information on completing this submission 

• Please do not embed documents (such as a PDF) in a submission because this may lead to the information being mislaid or make 
the submission unreadable 

• We are committed to meeting the requirements of copyright legislation. If you intend to include journal articles in your submission 
you must have copyright clearance for these articles. We can accept journal articles in NICE Docs. 

• Your response should not be longer than 10 pages. 

 

About you 

1.Your name  
Janice Sykes 
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2. Name of organisation 
Multiple Sclerosis Trust 

3. Job title or position  
Information Management Officer 

4a. Brief description of the 

organisation (including who 

funds it). How many members 

does it have?  

The MS Trust is a UK charity dedicated to making life better for anyone affected by MS.  

The MS Trust is in contact with over 40,000 people affected by MS - that's people with MS, their families, 
friends and the health care professionals who help manage MS.  Our core belief is that the best outcomes 
will come from well-informed people with MS making decisions in partnership with their specialist health 
professionals, and our aim is to support both sides of this partnership as much as we can.  We provide 
expert information to help people with MS manage their own condition, and, uniquely, we inform and 
educate the health and social care professionals who work with them about best practice in MS treatment 
and care. 

We receive no government funding and rely on donations, fundraising and gifts in wills to fund our 
services. 

4b. Do you have any direct or 

indirect links with, or funding 

from, the tobacco industry? 

None 

5. How did you gather 

information about the 

experiences of patients and 

carers to include in your 

submission? 

We have prepared this submission based on our experience of supporting people affected by MS at all 
stages of the condition. We speak daily to people who are dealing with issues relating to relapsing 
remitting MS: coping with the impact of diagnosis, choosing which treatment to take, understanding and 
balancing risk/benefit profiles, concern about switching to a new disease modifying drug (DMD), dealing 
with difficulties of self-injection or side effects, and coping with physical and financial consequences of 
relapses.  We have also gathered feedback from a number of people who are currently taking 
ocrelizumab.  Their experiences provide a valuable personal perspective on ocrelizumab, the impact it 
has had on their quality of life and how it compares with other DMDs they have taken. 
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Living with the condition 

6. What is it like to live with the 

condition? What do carers 

experience when caring for 

someone with the condition? 

MS is commonly diagnosed between the ages of 20 and 40, at a time when people are developing 
careers, starting families, taking on financial obligations.  It is a complex and unpredictable condition 
which has an impact on all aspects of life - physical, emotional, social and economic. These are 
profoundly important not just for the person diagnosed with MS, but for their families as well and not taken 
account of in cost effectiveness calculations.   

MS is sometimes mild, frequently relapsing remitting, but often progressive with gradually increasing 
disability.  Although the degree of disability will vary, the uncertainty is universal.  Even in the early stages 
of MS, cognition, quality of life, day-to-day activities and the ability to work can be markedly affected. As 
the disease progresses, increasing disability – such as difficulties in walking – imposes a heavy burden on 
people with MS and on their families, who often act as informal carers. It also leads to substantial 
economic losses for society, owing to diminished working capacity. 

Good management of MS can be a huge challenge to health professionals because the disease course is 
unpredictable, symptoms endlessly variable and the psychosocial consequences can impact as severely 
as the physical symptoms. People with MS require health services that are responsive to this breadth of 
need and which take a holistic view of the condition including its impact on the individual and their carers. 

Approximately 80% of people with MS will have relapsing remitting MS (RRMS).  MS relapses are 
unpredictable in onset, severity, type of symptoms, and duration.  Recovery is often incomplete, leading to 
accumulation of disability with each successive relapse.  Residual disability may be apparent, such as 
impaired mobility, but may also be less overt, such as depression, fatigue, cognitive problems or sexual 
dysfunction. The more invisible consequences of a relapse can often be overlooked by health 
professionals, family and work colleagues yet impact on quality of life and capacity to remain in 
employment as profoundly as more apparent symptoms.  Many of these invisible symptoms are sensitive 
areas and can be difficult to recognise or talk about, putting an extra burden on a person with MS to deal 
with on their own. 

Relapses have a significant impact on the ability to work, leading to time off work (and potentially loss of 
employment) both for the person with MS and informal carers, resulting in considerable direct and indirect 
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financial burden, both for the individual, their family and the state.  They can have a profound effect on a 
person's daily activities, social life and relationships and present considerable psychosocial and emotional 
challenges for both the individual and for family and friends.   

In a cash-strapped NHS, the reality is that services to support people coping with the effects of a relapse, 
such as physiotherapy or the provision of equipment or carers, are often limited or non-existent.  The 
quality of and access to care is highly dependent on where someone lives.  Individuals contacting the MS 
Trust frequently report that the urgent access to physiotherapists or occupational therapists necessitated 
by a rapid onset of symptoms is rarely possible.  For example, a caller to our enquiry service reported a 
10 week waiting list to see a physiotherapist for treatment of walking problems following a relapse.  As 
well as prolonging the effect of the relapse on someone's life, these delays risk compounding problems, 
introducing further distress to the individual and cost to the NHS. 

Research evidence supports the treatment of people with relapsing remitting MS with disease modifying 
drugs (DMDs) early in the disease to prevent axonal damage and irreversible disability.  Current practice 
in the management of RRMS is active and acknowledges that if people with MS continue to have relapses 
while on therapy, this should prompt a discussion about switching treatments.  State of the art approach to 
treating relapsing remitting MS aspires to minimal or no evidence of disease activity; signs of MS activity 
trigger a treatment review and escalation to an alternative disease modifying drug is considered. 

A treatment which either eliminates or reduces the frequency and severity of relapses is a major benefit 
for people affected by relapsing forms of MS. 

Current treatment of the condition in the NHS 

7. What do patients or carers 

think of current treatments and 

care available on the NHS? 

MS care involves a mix of clinical management of symptoms, responsive services to manage relapses 
and other acute deteriorations, therapies including physiotherapy and occupational therapy, tailored, 
evidence based information, support for effective self-management and, for those with RRMS, access to 
the range of DMDs and support to make the choice that is right for their condition, their lifestyle and their 
treatment goals. The majority of people with RRMS are eager to start treatment with one of the DMDs and 
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aware of the importance of starting treatment soon after diagnosis.  

A number of DMDs are available for relapsing remitting MS:   

• beta interferons 

• glatiramer acetate  

• teriflunomide  

• dimethyl fumarate 

• fingolimod 

• daclizumab  

• cladribine 

• natalizumab 

• alemtuzumab 

It is not possible to say which of these treatments are preferred; the widening range of DMDs gives 
greater scope for personalised treatments.  If MS remains active despite taking one of the DMDs there is 
more potential to switch to a treatment with a different mechanism of action.  Different responses to DMDs 
from one person to another are not easily captured in clinical trial data but are important to address in 
clinical practice.  

Through different aspects of our work with people affected by MS, we are aware that a very wide range of 
factors can contribute to an individual's preferences for treatments. The balance between effectiveness of 
a drug and the risk of side effects are key factors, as is evidence of their effect on the underlying course of 
the condition and their impact on disease progression. Other issues will also be important such as the 
number of years a drug has been in routine use, route of administration, tolerability and the impact it has 
on daily life, family and work commitments or plans to start a family. Shared decision making which takes 
account of personal preferences and clinical advice will result in selection of a treatment that is best for an 
individual.  This in turn leads to greater adherence and, consequently, effectiveness of the DMD.   

People with MS rely heavily on their MS specialist team to provide information and guidance to help with 



 

Patient organisation submission 
MS Trust - Ocrelizumab for treating relapsing multiple sclerosis [ID937]       6 of 11 

treatment choices. MS teams are skilled and experienced in helping an individual make the choice that is 
the best match for their level of disease activity, their personal circumstances, their attitude to risk and 
their treatment goals. 

8. Is there an unmet need for 

patients with this condition? 

Clearly, the most significant unmet need for people with MS is a cure.  In the absence of a cure, people 
with MS want to live a life free from the impact of their disease. For many people, the ultimate goal of 
taking one of the DMDs is to reduce their risk of disease progression and future disability.  Inevitably, the 
frequency and severity of relapses rank highly for those with RRMS, not just for the disruption and 
distress that relapses cause, but also because of the risk of residual disability and increased chances of 
conversion to secondary progressive MS. Ranking the impact of individual symptoms is difficult and 
ultimately inadequate as the condition varies so widely between individuals.  

People with MS are increasingly aware of the significance of reducing or eliminating signs of sub-clinical 
disease activity in improving long term outcomes. There is a growing recognition that regular clinical 
evaluation and regular MRI scans are required to fully assess MS activity and response to DMDs. 

For those people with very active relapsing MS - either rapidly evolving severe or highly active despite 
treatment - the side effects associated with the current, more effective DMDs is a cause for concern, for 
example the risk of PML with natalizumab and secondary autoimmune conditions with alemtuzumab. For 
people with very active relapsing MS, the option to switch to a more effective DMD with minimal or 
reversible side effects would be a major benefit. 

Remaining in employment is of critical importance to people with MS. Within 10 years of diagnosis, 
around 50% of people with MS will have left employment, with all the associated financial, social and 
psychological consequences. Cost effectiveness calculations do not take account of the burden of loss of 
work on the individual, their family and society. 
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Advantages of the technology 

9. What do patients or carers 

think are the advantages of the 

technology? 

The clinical trial data have demonstrated the effectiveness of ocrelizumab: 

• Highly effective at reducing the risk of relapses  

• Highly effective at reducing invisible MS activity 

• More effective at reducing 3 and 6 month disability progression compared to beta interferon 

• No evidence of disease activity more likely for those taking ocrelizumab 

• Low level of side effects - resulting in minimal requirements for routine blood and urine tests 

• Innovative mechanism of action - depletes B cells.  
 

The personal experiences of people who have been taking ocrelizumab in a clinical trial highlight  
additional benefits of ocrelizumab: 

• Novel treatment schedule 
Ocrelizumab is taken as an infusion, the first dose is given as two separate infusions, two weeks apart.  
Further doses are given as one infusion every six months.  The novel treatment regime of ocrelizumab 
was a significant benefit compared to taking pills once or twice daily or self-injecting every other day.  As 
one person stated: "I can't understate the psychological effect of coming off the treadmill of doing those 
injections". 

• Relief from side effects 
Side effects were limited to a day or two following an infusion (and became milder after the first infusion), 
compared to the constant presence of side effects associated with more frequent pills or self-injections.  
One person described the realities of disrupted daily life caused by side effects of her previous DMD, and 
the need to minimise these by taking the medicine after meals, at the same time as dealing with work 
commitments and looking after small children. 

• Quality of life 
One person we spoke to was frustrated by the lack of detail he was able to record when asked to 
complete questionnaires on quality of life and fatigue levels in clinical trials.  Simply selecting a number on 
a scale of 1-5 did not allow him to express the pleasure of once again being able to go on long country 
walks with his dog and family and attending an international rugby match at Twickenham with his son and 
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wife.  A young mum with small children spoke of the relief at not having to deal, every month, with 
unpredictable home delivery of her medication, a particular problem when balancing work commitments 
and collecting children from school.  "Switching to ocrelizumab has been 150% better for me, my 
husband, my children and my work".   

Disadvantages of the technology 

10. What do patients or carers 

think are the disadvantages of 

the technology? 

There will always be individual preferences about route of administration, benefit and risk balance and 
practicalities linked to daily routines.  Overall, the potential risk of side effects from individual drugs tends 
to be the biggest barrier to starting a treatment.   

Across all the clinical trials, infusion-related reactions (which become milder after the first infusion), chest 
infections and herpes (oral herpes and shingles) were more frequent in those taking ocrelizumab. 
Neoplasms, including several cases of breast cancer, were reported more frequently in those taking 
ocrelizumab.  One case of the serious brain infection, progressive multifocal leukoencephalopathy, has 
been reported in one person who had switched to ocrelizumab after taking natalizumab for three years; 
further investigations are being carried out into this case. 

Ocrelizumab has previously been investigated as a treatment for rheumatoid arthritis but studies were 
discontinued because of a high incidence of opportunistic infections in participants. To date, opportunistic 
infections have not been reported in ocrelizumab MS trials.  
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Patient population 

11. Are there any groups of 

patients who might benefit 

more or less from the 

technology than others? If so, 

please describe them and 

explain why. 

None that we are aware of. Ocrelizumab has been licensed for people with relapsing MS with active 
disease defined by clinical and imaging features - this covers the full range from those recently diagnosed 
through to those with very active relapsing MS and those whose MS remains active despite previous 
treatment.   

Equality 

12. Are there any potential 

equality issues that should be 

taken into account when 

considering this condition and 

the technology? 

None. 
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Other issues 

13. Are there any other issues 

that you would like the 

committee to consider? 

Ocrelizumab has a different mechanism of action to other DMDs. Given the heterogeneous nature of MS, 
both in disease course and in response to treatments, a broadening range of drugs which work in different 
ways increases the potential for personalisation of treatment.  

The dosing schedule consisting of two initial infusions, followed by six monthly infusions offers an 
alternative dosing schedule to other DMDs, increasing scope to tailor treatment to individual needs. 

 

 
 

Key messages 

15. In up to 5 bullet points, please summarise the key messages of your submission: 

• ocrelizumab offers a novel treatment schedule, aiding adherence and minimising service usage 

• a combination of high efficacy and low level of serious side effects makes ocrelizumab an attractive alternative to other highly 
effective disease modifying drugs 

• MS is a complex and unpredictable condition which has an impact on all aspects of life; early proactive treatment is essential to 
prevent future disability 

• as with other DMDs, an individual and their MS team will need to consider the risks and benefits of ocrelizumab 

• adding ocrelizumab to the range of DMDs gives greater scope for personalisation of treatments 
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Thank you for your time. 

Please log in to your NICE Docs account to upload your completed submission. 


