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Example Full 3.4.6 45 Our comments are as follows …… 

Proformas that are not correctly submitted as detailed in the example above may be returned to you. 
1 NICE 

Full 
General  General We acknowledge the enormous amount of work that has 

gone into these guidelines both from the Guideline 
Development Group and from NICE members of staff. We 
were delighted by the fact that the Guideline Development 
Group drew on a wealth of experience, including people 
with MS or MS in the family, and full representation of the 
multidisciplinary team. 
 
We are very pleased that the new guideline recognises the 
impact of cognition on MS, and highlights the need for 
more research. 
 
We remain concerned about the scope of this guideline, 
and the lack of transparency surrounding its development 
and the process by which the scoping process was 
converted into questions that were put to the Guideline 
Development Group. This particular phase of the process 
was opaque and overall the opportunities for stakeholder 
contribution are extremely limited, particularly in 
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comparison to the Technology Appraisal process. The 
scope excluded significant areas of MS care including 
disease modifying drug therapy, and some MS symptoms. 
These decisions seriously limit the ability of the Guideline 
to provide comprehensive recommendations about care 
across the whole trajectory of MS.  
 

2 NICE  
Full 

General General However, our reaction is that this guideline is not as 
helpful as the 2003 version as it provides: 

 very little indication for the direction for MS 
services  

 systematically ignores or appears not to value 
physiotherapy and occupational therapy as 
valuable and essential elements of MS care 

 generally neglects the value of MS specialists 
 treatment specifics are frequently negative  

 no grading of evidence for recommendations, as 
in the 2003 version. As a consequence of this 
change in approach there are whole areas of 
practice where there is effectively no useful 
guidance that can be used by managers, 
commissioners and practitioners and seems to 
imply that due to the lack of gold standard 
evidence, these treatments or therapies have no 
value. This is inaccurate and unhelpful to ensuring 
a comprehensive, high quality service for people 
with MS. 

 NICE’s process of giving greatest weight to 
randomised controlled trial evidence has made no 
allowances for the methodological constraints on 
studies for therapies, as just one example; such 
issues include problems in double blinding in 
studies, non-comparable study populations and 
the impossibility of assigning individuals to 
randomised interventions. We would like to see 
some recognition of the issues that arise from 
research into this patient population and a more 
pragmatic approach to providing guidance that 
is genuinely useful. 

 there is no correlation between the full and 
shortened versions of guidance, such as order of 
sections (coordination of care, regular review and 
modifiable risk factors are in different order 
between versions, for example)  or numbering. 
This makes comparison between versions – in 
order to identify relevant research, for example-  
unnecessarily difficult 

 issues of MS care that were considered out of 
scope at consultation, such as vocational 
rehabilitation, sexual health, speech and 
swallowing difficulties, give the Guideline limited 
value as a reference document in primary and 
secondary healthcare and do not give 
commissioners a comprehensive picture of what 
services are needed to best manage individuals 
with MS.  

 The value of the 2003 guideline as a 
comprehensive document is entirely undermined. 
It is now neither comprehensive enough to be 
useful and more worryingly, may mislead 
managers and commissioners into thinking that 
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what is not mentioned is not important or relevant 
to the care of people with MS. 
 

3 NICE General 
and Patient 
centred 
care 

2 We acknowledge the patient’s rights to patient-centred 
care outlined in this section. 
 
However, the Guideline as a whole does not appear to 
support holistic patient-centred care.  In particular, 

1.  there is no guidance on what a good service 
looks like as a patient.  We would like to see 
recommendations for: 

a. Holistic assessment 
b. Seamless service 
c. Integrated, co-ordinated care 
d. Self-referral to specialists 

Patient-centred care is nullified by the division of symptom 
management in pharmacological and non-pharmacological 
management. In practice, most patients require holistic 
assessment for symptoms that will benefit from a 
combination of pharmacological and non-pharmacological 
management. 
 
We would like to see the Guideline rearranged so that the 
pharmacological and non-pharmacological management of 
symptoms are merged on a symptom by symptom basis, 
with clear guidance on whether pharmacological or non-
pharmacological management is the first line of treatment 
for specific symptoms. 

4 NICE  General  omissio
n 

Rehabilitation 
We are very concerned that there is no explicit 
requirement within the text of these guidelines to provide 
access to any rehabilitation, nor, in particular, access to 
neuro-rehabilitation.  
 
We would like a recommendation that people with MS 
experiencing significant deterioration in their physical 
condition are referred to neuro-rehabilitation for 
assessment and management.  
 
Without such an explicit requirement there is a very real 
possibility that these services will not be commissioned by 
CCGs, resulting in loss of access and care in vital services 
such as physiotherapy and occupational therapy. 
 

5 NICE General Omissio
n 

Transition to adult services 
While we accept that the NICE guideline applies only to 
people over 18 with MS, we feel that some 
recommendation about management of transition to adult 
services is required.  A growing population of children are 
being diagnosed with MS, and without recommendations 
for transfer to adult services they are likely to be left 
floundering, potentially causing increased costs in demand 
on mental health services, for example. 

6 NICE Introduction 1 
lines 19-
22 

Lack of reference within the text of the Guideline in the 
relevant sections to specific NICE guidance (eg on 
individual symptoms) assumes an indepth knowledge of 
this guidance by commissioners and by primary and 
secondary care health professionals which is unrealistic. 
The likely result is that this guidance will be ignored 
because commissioners need to cross reference many 
other documents to use it.  
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We would like to see the relevant NICE guidance inserted 
into the text where appropriate, for example, in relation to 
the relevant symptom.. 
  

7 NICE Key 
priorities 

4 to 5 By contrast with the 2003 guidance, there is no practical 
guidance on how to provide a service to implement these 
key priorities, or on the main themes that guide an 
important service. A strength of the 2003 guidance was its 
emphasis on the need for a seamless service and for the 
individual to self-refer, for example. 
 
Given the current recognition of the need to provide 
integrated care across primary and secondary services, 
and between health and social care services, we consider 
it a great shame that NICE, the standard bearing 
organisation for good care, has failed to grasp the 
opportunity to offer guidance in these key areas.  
 
At a minimum, we would like some recognition that people 
with MS deserve: 

 access to an MS specialist neurologist when 
necessary 

 access to an MS specialist nurse 

 access to physiotherapy and occupational therapy 
and other relevant Allied Health Professionals, 
provided by practitioners with experience in 
neurology 

 

8 NICE Key 
priorities 

4 to 5 There is very little recognition in these guidelines of MS 
services being offered in community settings, with an 
assumption that most MS services will emanate from 
secondary care. This is clearly not the case for most 
people with MS, particularly as they become less mobile 
and less likely to access services in hospital outpatient 
settings. It seems unlikely that this guidance in its current 
form will be significantly used by GPs, MS nurses, 
continence specialists, local therapists or equipment 
services working in the community, all of whom are vital in 
providing services for people with MS. 

9 Full 
NICE 

5.3 
1.1.2 
 

51 
6 

“are aged under 50” 
Our experience from individuals contacting the MS Trust is 
that it is quite common to be diagnosed over the age of 
50.  We consider such an age limit to be dangerous in 
primary care, since it may prevent GPs from referring 
individuals to neurologists for diagnosis.  

10 Full 
 
 
 
NICE 

5.3 
 
 
 
1.1.10 

55 
Recom
mendati
on 10 
7 

Reword this to: 
“offer people diagnosed with or suspected of having MS 
information about support groups and national charities”.   
While this issue is addressed for people with a confirmed 
diagnosis under ‘Information and Support’, the section on 
diagnosis comes first in the Guideline. So, reading from 
the start of the document, it looks as though only 
individuals with suspected MS (ie without a diagnosis) will 
be offered information about support groups and there is a 
risk that that is how clinicians in secondary care might use 
it. 
 
Anecdotal evidence indicates that most people with MS 
have a very high need for psychological support around 
diagnosis, and the NICE guideline needs to take every 
opportunity to support this. 



 

PLEASE NOTE: The Institute reserves the right to summarise and edit comments received during consultations, or 
not to publish them at all, where in the reasonable opinion or the Institute the comments are voluminous, publication 
would be unlawful or publication would be otherwise inappropriate. 

11 Full 
 
NICE 

5.3 
 
1.1.12 

Recom
mendati
on 12 
8 lines5-
6 

We consider that this recommendation should be 
expanded to include some more of the information from 
the full Guideline, specifically: 

 NMO is a rare disorder that is often misdiagnosed 
as MS, that has a high mortality rate if not 
diagnosed and treated appropriately 

 people with suspected NMO should be referred to 
the National Specialist NMO services at the 
Walton Centre NHS Foundation Trust or Oxford 
University Hospital NHS Trust 

There is a risk that primary or secondary care health 
professionals will only use the shorter Guideline, not the 
full Guideline, and that they will not refer patients with this 
potentially life threatening condition to the relevant 
specialist centre as they may not know where these 
specialist centres are. 

12 Full 
NICE 

6 
1.2 

58-87 
8-9 

We are very pleased to see the high importance placed on 
the provision of information to people with MS and their 
carers. Our own research and experience of supporting 
people with MS has also demonstrated the importance of 
providing the right information at the right time, particularly 
at diagnosis. 

13 Full 6 58-87 The need to provide support and information to school-age 
children of people with MS is not specifically addressed.  
Child carers of single parents with MS are particularly 
vulnerable.  There is a body of research which shows that 
increased support and knowledge of MS helps children 
cope with a parent’s MS and that the needs of children of 
people with MS are often overlooked by healthcare 
providers. 

14 Full 
NICE 

6.6 14 
1.2.2 

83 
8 

“Ask the person with MS to specify what information they 
want and how it is delivered “ 
Often the person with MS may not know what to ask 
about.  Communication of information should be 
personalised but we consider that the health professional 
should provide a minimum level of information and not wait 
to be prompted, otherwise there is a risk that people with 
MS will not be offered any information at all. 
 
Replace with : “Offer the person with MS relevant basic 
information and ask whether they would like more 
information and how it is delivered” 
 

15 Full 
 
 
NICE 

6.6 
Recommen
dation 17 
1.2.5 

84 
 
 
9 

We agree that a follow-up appointment approximately 6 
weeks after diagnosis should be recommended. 
 

16 NICE 
Full 

1.3.1 
9.6 

9 line 25 
135-6 
Recom
mendati
on 33 

We consider MS nurses require a separate entry from 
consultant neurologists. 
 
Linking MS nurses with consultant neurologists does not 
recognise the variety of service configuration throughout 
England.  There are a number of MS specialist nurses who 
are not linked to one team of neurologists, who may in fact 
receive referrals via GP services and see people with MS 
who are under the care of as many as 8 or 10 different 
consultant neurologists within a given geographical area.  
In practice, therefore, they may be working independently 
of a neurology service and this should be recognised 
within the guidance. 
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17 NICE 
Full 

1.3.1 
9.6 

9 line 28 
135-6 
Recom
mendati
on 33 

We would like to see continence specialists placed after 
physiotherapists and occupational therapists in order of 
importance, to reflect their importance in managing 
common symptoms that impact on all aspects of life. 
 
Continence – bladder and bowel – is one of the most 
disabling symptoms for people with MS.  Poor 
management of this symptom not only reduces their 
quality of life, it is likely to raise costs to the health service 
through risks of increased spasticity, hospital admission 
due to untreated UTI and similar complications. 

18 NICE  
Full 

1.3.1 
936 

9 line 28 
135-6 
Recom
mendati
on 33 

We would like to see the following professionals added to 
the list of specialist health professionals that one person 
with MS may reasonably expect to see: 

 ophthalmologists  

 specialist pain services  

 wheelchair and equipment services, including 
orthotics 

 sleep clinic 

 liaison psychiatry  

 palliative care for management of complex 
symptoms at end of life 
 

All of these are essential for symptom management in 
some people with MS.  
 
As this guideline will be used by CCG commissioners, it is 
important to ensure that all common services that may be 
required are listed so that commissioners are aware of the 
range of services they need to make available to people 
with MS. 

19 Full  
 
NICE 

9.6  
 
1.3.2 

136, 
138 
10 

Recommendation 34: Offer the person with MS an 
appropriate single point of contact 
 
Buried in the Other Considerations on page 138, is the 
statement that “every person with the disease should 
be able to access health professionals who are 
knowledgeable”.  Other Considerations goes on to say  
“clarity about organisation of care and how it was 
being co-ordinated and delivered was vital”. 
 
We would like Recommendation 34 to be expanded to 
reflect the GDG’s considerations, and to provide 
commissioners with the expectation that they need to 
provide people with MS with access to health 
professionals who are knowledgeable about MS. 
 
We would like Recommendation 34 to be reworded to say: 
“Offer the person with MS an appropriate single point 
of contact with an MS specialist nurse or MS care co-
ordinator”  
 
 
 

20 Full  
 
NICE 

9.6  
 
1.3.2 

136, 
138 
10 

Additionally, we would like to see a requirement for self-
referral to this ‘appropriate single point of contact’.  This 
was discussed at length in the 2003 Guideline and has 
disappeared from the current Guideline.  
 

21 Full 8.6 117 
Trade-

We are concerned that this section implies that regular 
review of people with MS may be conducted by a 
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off 
between 
clinical 
benefits 
and 
harms 

healthcare professional without specialist expertise in MS. 
It seems contrary to the discussion around care co-
ordination, above, that “every person with the disease 
should be able to access health professionals who are 
knowledgeable”.   
 
While care reviews by generalists may be the only option 
for some people with MS, we would like to see a 
recommendation that regular review is conducted by 
healthcare professional with MS expertise, such as an MS 
specialist nurse or MS specialist neurologist. These are 
the only health professionals who are likely to be able to 
identify symptoms arising from MS rather than symptoms 
that are coincidental and/or symptoms of a comorbidity.  
 
One issue that should matter is that people with MS 
should be able to access regular review locally, not to 
have to travel to specialist or even secondary care 
centres, but this is not covered at all by the Guideline. 
 

22 Full  
NICE 

8.6 
1.4 

116 
10 

Add Recommendation: 
Regular review of the person with MS is undertaken by 
a healthcare professional with specialist expertise in 
MS 

23 Full 
 
 
 
NICE 

8.6 
 
 
 
1.4.2 

116 
Recom
mendati
on 30 
 
10 
 

We would like to see the following added to the list of 
items to include in a regular review: 
Under MS symptoms 

 Weakness 

 Sexual problems (distinct from sexual function, 
this might include body image, numbness, lack of 
libido) 

 Under “depression and anxiety”, consider adding 
“suicidal ideation”  

Under general health 

 oral health and access to dentistry – access to 
dentistry may be a particular issue for wheelchair 
users or those confined to bed, and it is important 
that health professionals identify whether poor oral 
health is a source of secondary complications 

 hearing (can be an MS symptom but normal age-
related loss of hearing is more common) 

Under social activity and participation 

 under driving, add ‘and/or access to appropriate 
transport’ 

 financial support eg benefits, child support 

 access to education and training 
 

New section: full medication review 

 review all medications (MS and general 
medication) for potential interactions and any 
contra-indications.Include any non-prescribed 
medications and over-the-counter supplements  
 

Under care and carers, add: 

 access to respite 

 access to financial support eg benefits advice 
 
Also, we would like to see the relevant NICE guidance to 
each symptom discussed at general review either noted in 
the text or footnoted, in a similar fashion to the McDonald 
criteria for diagnosis. Health professionals in primary care 
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are unlikely to cross refer to all relevant guidance unless 
they are made aware upfront that it exists.   
 

24 NICE  
Full 

1.5 
7 

88 
11 

Discrepancy in modifiable risk factors – relapse/ 
progression. NICE guideline states “Modifiable risk factors 
for relapse in MS” whilst both this and the full guideline 
considers both relapse/progression. Change to 
“Modifiable risk factors for relapse or progression in 
MS”  

25 NICE 
Full 

1.5.1 
7.11 

11 
103 
Recom
mendati
on 22 

The positive message could appear first: change to 
“Encourage people with MS to exercise and advise them 
that regular exercise may have beneficial effects on their 
MS and does not have any harmful effects” 

26 NICE 
Full 

1.5.2  
7.11 

11 
104 
Recom
mendati
on 23 

Highlight infection as a risk factor for relapse and the 
importance of strategies to minimise infection risk  – see 
previous guidance 

27 NICE 1.5.2 11 Need to specify which vaccinations are live. 
Need to insert “some of the” before “disease modifying 
therapies” or amend wording to “disease modifying 
therapies that suppress the immune system, ”  or perhaps 
just specify which disease modifying therapies will be 
affected.  
 

28  1.5.3 and 
1.5.4  

 Change the order of these points to reflect positive benefit 
of flu vaccination.    

29 NICE 1.5.3 11 Possible risk of relapse after flu vaccine in relapsing-
remitting MS. 
Exclude as evidence is low or make clear that this must 
be seen in the context of the impact of the infection on risk 
of relapse – see also systematic review– Rutshmann OT, 
et al. The Immunisation panel of the multiple sclerosis for 
clinical practice guidelines. Immunisations and MS. A 
summary of published evidence and recommendations. 
Neurology 2002;59:1837-43. 

30 NICE 1.5.3 11 Small trial suggested yellow fever vaccination did cause 
significant MS relapse risk.  Farez MF, Correale J. 
Yellow fever vaccination and increased relapse rate in 
travellers with multiple sclerosis. Archives of Neurology 
2011;68(10):1267-71. (excluded from review).   

31 NICE 
Full 

General  A narrower definition of stress has been used in this 
Guideline.  
 
In our experience, people with MS can be concerned 
about the effect of stress relative to surgery and 
anaesthetic technique.  We regularly receive questions 
about surgery/anaesthesia and risk of MS relapses or 
worsening of progression. A reassuring statement would 
be valuable.  (see 1.5.3.1 NICE Guideline 2003.) 

32 NICE 
Full 

1.5.1 
7.11 

12 
106 
Recom
mendati
on 26 

Add “after which the number of relapses will become 
around the same as it would have been if there had not 
been a pregnancy” to reassure – as per evidence cited.   
 

33 NICE  
Full 

1.5.6 
7.11 

12 
106 
Recom
mendati
on 27 

Specify “appropriate healthcare professional with MS 
experience” or highlight co-ordination of maternity care 
with MS specialists.  
For example: when discussing IVF- where infertility 
treatments could increase disease activity (Hellwig K et al. 
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Artificial reproduction techniques in multiple sclerosis. 
Clinical Immunology 2013;149:219-24): pain relief - where 
anaesthetists may not be experienced in epidurals for 
women with MS: and midwives who may not be 
experienced in MS symptom management during delivery.  
 

34  NICE 
Full 

1.5.6 
7.11 

12 
106 
Recom
mendati
on 27 

Change the order so that “breastfeeding” comes before 
“care of the child”. 

35 NICE 
 
 
FULL 

1.6 
1.7 
 
11 
12 

General It would be more user friendly if the two sections that 
relate to treatment and management of symptoms were 
merged, so that all types of treatment for each symptom 
was dealt with together, similar to the NICE Guideline 
2003. Many of these symptoms will require both 
pharmacological and non-pharmacological treatments 
used in combination. For some symptoms, non-
pharmacological treatment is the first line of management, 
pharmacological treatment will only be used if other 
approaches fail, which makes the order of this Guideline 
unhelpful. 
 

36 NICE 
 
FULL 

1.6 
1.7 
11 
12 

General Alternatively to the point made above, if these two sections 
could deal with each symptom in the same order, it would 
be more useable.  

37 NICE 
FULL 

General Omissio
n 

There is no mention of dysaesthesia, only of L’hermittes 
sign. This is a very common symptom in MS and although 
it is commonly classified as neuropathic pain, it would be 
helpful to mention these symptoms are common and give 
direction to the NICE guidance on neuropathic pain to deal 
with such symptoms.  

38 FULL 2.3 16 It is stated that treatment of contractures is not within 
scope. It also is not covered by related guidance, so this is 
an area where no guidance will exist for the treatment for 
people with MS. It was in the previous guideline in section 
1.7.7 reintroduce into this version. 
 

39 NICE 
FULL 

General Omissio
n 

The guideline only mentions and deals with neuropathic 
pain treatment and management and directs to the NICE 
guideline on neuropathic pain. People with MS can 
experience other types of pain, which may require 
alternative treatments, such as musculoskeletal, 
management of which is not covered. This was covered in 
the previous guidance. 

40 NICE 
FULL 

1.6 
11.1.6 

12 and 
13 
207 and 
208 

This is a good example where separating treatment into 
pharmacological and non-pharmacological has excluded a 
general overview of management of the symptom. 
In the management of spasticity, it does not mention ruling 
out, seeking or treating other simple or aggravating factors 
such as pain or infection. Reinstate the recommendation 
from NICE Guideline 2003 1.7.6.2 
 

41 NICE 
FULL 

1.6 
11.1.6 

12 and 
13 
207 and 
208 

The recommendations for the management of spasticity 
focus mostly on pharmacological treatment. No 
recommendation is given for physiotherapy involvement 
and teaching techniques such as stretching and that more 
measures such be considered if causes pain or distress. 
Reinstate the recommendations from NICE Guideline 
2003 1.7.6.3 and 1.7.6.4 
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42 NICE 
FULL 

1.6 
11.1.6 

12 and 
13 
207 and 
208 

Phenol, intrathecal baclofen or botulinum, are not part of 
any recommendation.  
 
Although it is explained that these require the input of 
specialist services, we consider that a recommendation 
could be included that says if people with MS have 
troublesome spasticity or spasticity that has not responded 
the other drugs recommended then they should be 
referred to and seen by a specialist team where treatment 
with these drugs is a possibility. 
 
We are concerned that the Guideline is generally 
dismissive of intrathecal baclofen despite the fact that 
there is some general evidence for its use in severe 
spasticity, and despite the fact that in 2005, intrathecal 
baclofen was dismissed for review by NICE as an 
interventional procedure because it was considered an 
established procedure without need of recommendation. 
We would refer you to Erwin A, et al, Intrathecal baclofen 
in multiple sclerosis: too little, too late? Mult Scler 2011; 
17(5):623-9. 
 
We would like a reinstatement of recommendations  
1.7.6.6 and 1.7.6.7 from NICE Guideline 2003. 
 

43 NICE 
 

FULL 

1.6.10 
 
11.1.6 

13 
 
210 

Nabiximols 
The recommendation not to use nabiximols appears to 
hinge on 2 main issues: 

 Nabiximols is not assessed as cost-effective using 
the current NICE model as your estimation of cost 
efficacy is an ICER of £49,238 (£ per QALY 
gained), versus a threshold ICER Of £30,000 

 There is high uncertainty around the clinical 
effects of Nabiximols and it has potentially harmful 
adverse effects. 

 
The MS Trust would make the following points: 

 Nabiximols is a medication of significant benefit 
(see below) in managing MS for a small subset of 
people with intractable spasticity.  An additional 
benefit in managing spasticity is improved pain 
relief, and anecdotally is reported as especially 
helpful towards the end of life  

 We would like nabiximols to be subject to a proper 
transparent technology appraisal within NICE, 
rather than the closed process that has been part 
of this Guideline. It is unacceptable that the model 
for assessing the ICER is confidential and 
therefore not open to challenge 

 The ICER was calculated from the Lu 2012 article, 
which itself concludes that “Sativex use is likely to 
benefit some patients in the management of this 
common consequence of MS” 

 We wonder whether your ICER calculation 
included the cost of identifying responders (since 
the manufacturer has a responder programme in 
place) and then the cost of treating responders 
only? 
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 We wonder whether the model has included the 
additional NHS costs for treating people with 
poorly managed spasticity? 

 We wonder whether the model has included the  
wider societal costs of managing people with poor 
managed spasticity, as is likely to come into effect 
with the new Value Based Assessment of Health 
Technologies currently out for consultation? 

 Potential reduction in care giver burden for 
individuals receiving nabiximols. Given that it 
tends to improve spasm as well as spasticity in 
people with severe spasticity, this is likely to 
improve people’s ability to carry out some 
activities of daily living without caregiver 
assistance 

 The effect of nabiximols has proven difficult to 
measure on assessment scales, but several trials 
have shown a subjective significant improvement 
in spasticity, pain and urinary frequency.  

Although nabiximols does not work for all of those that try 
it, for those people where it does make a difference this 
has a significant impact on their level of function and lives. 
These people will require assessment, other treatment or 
interventions for their spasticity symptoms, which will also 
cost, although these other costs have not been taken into 
account in the assessment of nabiximols. 
 
We have received a number of comments from people 
with MS and from a rehabilitation consultant about their 
experience of nabiximols, their comments include the 
following: 
 
“I support the use of Sativex in management of complex 
spasticity and neuropathic pain in patient with MS who 
have explored all the other avenues and still they are in 
significant discomfort. I have personal experience of 
treating more than 10 patients who have been benefitted 
by this particular drug. The patients were particularly 
happy with the result with reduction in pain and spasms, 
improved quality of life.  
The Sativex particularly improves the spasticity and pain 
without causing problems with fatigue and impairment of 
cognition due to anti-spasmodic medication. Due to its 
cost I am extremely careful in choosing my patients on 
Sativex and I try to address all the issues and each drug 
before resorting as a last treatment. I have seen patients 
only continue this drug due to physical benefit rather than 
addiction.  
I have one particular lady who we even tried Baclofen 
pump and that had to come out due to infections. She is 
just alive without significant distress due to sole use of 
Sativex.  
If NICE issues a clear guidance of no-use than it will be a 
struggle for clinicians like me to prescribe this medication 
and make available through NHS.” 
(rehabilitation consultant) 
 
“Sativex should be available to try as opposed to 
medicines which are primarily for epilepsy - I have yellow 
carded Gabapentin and Lyrica because of adverse side 
effects - I am sure I am not alone on this.” (person with 
MS) 



 

PLEASE NOTE: The Institute reserves the right to summarise and edit comments received during consultations, or 
not to publish them at all, where in the reasonable opinion or the Institute the comments are voluminous, publication 
would be unlawful or publication would be otherwise inappropriate. 

 
“Not only does the Sativex help with spasticity but I also 
find improves my bladder and bowel issues, subsequently 
my quality of life.” (person with MS) 
 
“The first time i used Sativex all my spasms reduced to a 
level that was not such a shock. I slept for the first time in 
ages, I found the burning nerve damage all down the left 
side of my body actually lessened to the extent that i could 
forget about it for a time. Sativex made me able to 
concentrate much better, and i was not spilling endless 
drinks because of spasms now, i could relax in my body 
for the first time in a long while.. I do not know what i 
would do if i could not have Sativex… It has literately given 
me back my life…It is not a cure and can not help repair 
the damage that is already done. But Sativex does make 
my life bearable. Please do not allow MS Sufferers not to 
be able to obtain this proven, trialed drug Sativex for relief 
of the grueling non stop symptoms of MS.” (person with 
MS) 
 
“I would be very sorry to lose the use of sativex. I use it 
night and morning when the carers are here to assist with 
movements such as getting in and out of bed or getting in 
and out of the car” (person with MS) 
 
We have also received comments from individuals who 
have had to apply for nabiximols using the Individual 
Funding Request route, that making IFRs is not 
transparent either and that the system is weighted towards 
an expectation of refusal.  
 

44 NICE 
Full 

1.6.11 
11.2 

13 
211-235 

Fampridine 
The recommendation not to use fampridine appears to 
hinge on 3 main issues: 

 fampridine is not assessed as cost-effective using 
the current NICE model as your estimation of cost 
efficacy is an ICER of £160,844 (£ per QALY 
gained), versus a threshold ICER Of £20,000 

 that although the manufacturer offers an initial 4 
week trial of the treatment so there is no drug cost 
to the NHS, there will still be assessment costs 
estimated in the range of £272-£544 per person 

 fampridine works for some people, not others, 
(responders and non responders), and offering it 
to all potential beneficiaries risks incurring 
significant increased assessment costs 

 
In response, the MS Trust  would make the following 
points: 

 according to a footnote to the table in the Full 
version, p 228, “analysis is based on a single 
RCT82,84; utilities were estimated through a 
mapping function which is associated with 
limitations. Non-responder costs and adverse 
event costs have not been included.” We are 
concerned that NICE has come to a negative 
recommendation on the basis of a single RCT and 
on the basis of mapping utilities from the MSWS-
12 to EQ5D.  We would like to see a more 
transparent assessment of fampridine via a full 
technology appraisal so that the model is open to 
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all and so that limitations in such mapping are 
open to inspection and assessment 

 individuals who respond to fampridine report that it 
provides significant wider societal benefit.  In the 
words of one responder, “I know without this drug I 
would not have the same quality of life. I would not 
be able to work, therefore cost the government 
lots more in benefits?”  NICE’s current 
consultation paper, Value Based Assessment of 
Health Technologies, proposes using new 
measures for QALY assessment that include 
wider societal impact or wider societal benefit.  We 
would be interested to see whether non-approval 
of fampridine would continue to hold under these 
alternative models. 

 assessment costs are not confined to people who 
might be eligible for fampridine. By definition, this 
drug is suitable for people who are at the edge of 
remaining mobile.  They should be accessing 
multidisciplinary assessments of mobility that 
assess how safe they are to continue walking 
unaided, as they may have balance and mobility 
difficulties.  We therefore refute that savings will 
automatically be made in assessment by not 
offering this treatment to potential responders. 

 this group of people with MS is likely to cost the 
NHS significant amounts of money in equipment 
and walking aids.  We note that your comparison 
has taken no account of the fact that without 
fampridine these individuals are likely to need 
sticks, crutches, walking frames, toileting frames 
and wheelchairs; fampridine in existing wheelchair 
users is known to help with transfer and thus may 
reduce the need for hoists and care.   Given that 
primary care funding is set to be integrated with 
social care from April 2015, we suggest that some 
of these alternative equipment and care costs are 
included in any future assessment 

 this group of people with MS is at significant risk of 
falls, which may be prevented by access to 
fampridine. Falls are a leading cause of 
emergency hospital admissions which are 
expensive to the NHS in terms of time admitted, 
fracture clinics, and post discharge care 

 there is an irony in the NICE Guideline 
recommending review of bone health, which is 
known to be at risk in less mobile populations (see 
NICE version 1.4.3), but then proposing to save 
money by withholding a drug that may keep some 
small part of this population mobile, and potentially 
reduce their risk of osteopenia and osteoporosis, 
with the attendant costs of scanning, 
supplementation and fracture 

 
 

In addition to the comment cited above, we have received 
comments from people with MS in relation to fampridine, 
which include the following: 
 
“I have been taking Famprya for 13 months of which i can 
walk twice as quick over 25 feet, i have no bladder/bowel 
problems (do not have to wear urisheaths anymore), can 
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go out of the house confident that i am not going to have 
an accident. This drug has changed my whole quality of 
life” (person with MS) 
 

45 Full 11.2 235 Fampridine table appears to be incomplete, with no 
information in the ‘Other considerations’ section.  We are 
concerned that the recommendation has been made 
without a full explanation of the discussion being provided 
for comment.  

46 NICE 
FULL 

11.3 14 Oscillopsia is the only visual problem mentioned. Other 
visual problems such as optic neuritis, double vision can 
also occur, which may be helped through other means. 
 
Significant sight loss may also occur, which cannot be 
corrected, may require the input of specialist low vision 
teams and registration as partially sighted. Include 
recommendations to refer to ophthalmology or other 
specialist service. These recommendations are similar to 
1.7.10.2 – 1.7.10.5 from the NICE Guideline 2003. 
 

47 NICE 
 
FULL 

1.6 
 
11.4 

14 
 
262-266 

Emotional lability – no assessment of Nuedexta 
(dextromethorphan hydrobromide and quinidine sulphate) 
provided. Briefly mentioned, but not considered an option.  
 

48 NICE 
 
FULL 
 

1.6 and 1.7 
 
11.6 and 
12.3 

13 and 
15 
 
297 and 
435 

Fatigue 
This is another example where separation of 
pharmacological/non-pharmacological treatments has 
excluded a general overview of the management of the 
symptom. Non-pharmacological treatment should be the 
first line of management, with pharmacological treatment a 
last resort. 
We are concerned that there is no recommendation to 
investigate whether fatigue could be due to a side effect of 
another medication, or other factors such as disturbed 
sleep, pain, or poor nutrition.  
Reinstate recommendations 1.7.1.3 and 1.7.1.4 from NICE 
Guideline 2003. 
 
 

49 NICE 
FULL 

1.6.12 
11.6 

13 
286-298 

Fatigue – offer amantadine. 
 
This seems an unexpected recommendation since it is 
only effective in 20-40% of people with MS, and side 
effects include insomnia and vivid dreams.  

50 NICE 
 
FULL 

1.6 
 
11 

Omissio
n 

Bladder and Bowel. 
These are not mentioned in the symptoms sections. 
Although these are covered by other NICE Guidelines, it 
would be helpful to have the symptoms people with MS 
can experience highlighted in this section and a signpost 
to the other guidelines. It would also be helpful to highlight 
that these guidelines do cover bladder and bowel 
problems aside from incontinence, despite the titles.  
 

51 NICE 
FULL 

1.6 
11 

Omissio
n 

Sexual dysfunction. This is not mentioned in the symptoms 
section. There is no guidance on how to deal with these 
common but often neglected set of symptoms, either in 
this document or on related guidance.  
 
Pharmacological management for erectile dysfunction, for 
example, which is common in MS, is similar to 
management of the symptom independently. 
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52 NICE 
FULL 

1.6 
11 

Omissio
n 

Anxiety and depression 
Requires an entry and a signpost to existing NICE 
guidance for pharmacological management of anxiety and 
depression  

53 NICE  
Full 

1.7 Omissio
n 

Bladder and bowel symptoms 
There is no mention of bladder and bowel symptoms, 
despite that these are some of the most common 
symptoms in MS. 
They should merit an entry which directs the reader to the 
relevant NICE symptomatic guidance, and which 
encourages referrals to continence advisors when 
someone with MS presents with bladder and/or bowel 
symptoms.  
 
In the absence of such direction upfront, this guidance will 
not be useful in primary or secondary care, and potentially 
will result in emergency admissions for people with MS 
with untreated urinary tract infections, which are very 
common, and which themselves can precipitate a relapse 
or significantly worsen spasticity, all of which lead to 
greater NHS involvement.  
 

54 NICE 
Full 

1.7 Omissio
ns 

Anxiety and depression 
There is no mention of anxiety and depression, despite the 
fact that these are some of the most common symptoms in 
MS. 
 
They should merit an entry which directs the reader to the 
relevant NICE symptomatic guidance, and which 
encourages referrals to the Improving Access to 
Psychological Therapies (IAPT) programme running in 
primary care. We are aware that at the moment IAPT in 
some areas will not accept referrals for people with MS 
and depression.  Therefore the NICE MS Guideline needs 
to include an upfront statement so that commissioners 
ensure talking therapies are available to everyone who 
needs them.  

55 NICE 
Full 

1.7 Omissio
n 

Sexual dysfunction 
Need to make some mention of helpful management 
techniques or simply suitable referrals, eg referral to 
psychological support 

56 NICE 
Full 

1.7. Omissio
n 

Sleeping difficulties 
Need to make some mention of helpful management 
techniques or suitable referrals.  This is another common 
MS symptom that may result from fatigue, anxiety, 
medication interactions, or cognitive problems and can be 
comparatively easy to treat. 

57 NICE 1.7 Omissio
n 

Speech and swallowing problems 
These were considered to be out of scope, as they are not 
specific to MS, and are therefore not included in 
pharmacological or non-pharmacological symptoms, are 
not included in the list of additional NICE guidance. Yet 
this is a guide for primary healthcare, and speech and 
swallowing problems, untreated, can result in:  

 failure to communicate 

 poor nutrition, leading to dehydration and greater 
risk of pressure ulcers 

 potential for life-threatening and life limiting 
aspiration pneumonia 

At the very least we would like to see this identified as a 
symptom with a recommendation: 
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“people experiencing swallowing or speech 
difficulties should be referred to a speech and 
language therapist for appropriate assessment and  
management” 

58 NICE 
Full 

1.7.1 
12.1.7 

15 
343-345 

Cognitive problems 
Add “including concentration and problem solving” after 
cognitive problems. 
Cognitive problems in MS are not confined to memory 
problems, impaired problem solving is recognised as being 
a very disabling MS symptom.  If this Guideline is to be 
useful in primary care it needs to point out what may be 
presenting to the GP. 

59 NICE 
Full 

1.7.2 
12.1.7 

15 
343-345 

Cognitive problems 
It’s not clear from point 1.7.2 that these symptoms can 
impact on cognitive problems, making them worse. 
 
We would suggest it might be more helpful to reword this 
recommendation, to read as follows:  
“Be aware that anxiety, depression, difficulty in 
sleeping and fatigue can impact on cognitive 
problems. Assess and offer treatment to people with 
MS experiencing these symptoms, who demonstrate  
problems with memory and cognition” 
 

60 Full 12.2 353 Ataxia and tremor.  
We recognise that no specific therapy intervention could 
be recommended by the GDG for ataxia and tremor. 
However, this devalues the significant contribution made 
by physiotherapists and occupational therapists to 
management of these very disabling symptoms.  Without 
therapist interventions and management, there will be a 
significant increase in the care and caregiver burden, 
particularly in relation to activities of daily living.   
 
In particular, we would like:  

 a general recommendation that people with MS 
experiencing ataxia are referred to physiotherapy 
services for assessment and treatment.  Without 
this recommendation there is a risk that 
commissioners will not fund services for this small 
but very disabled patient group. 

 a general recommendation that people with MS 
who have tremor are referred to occupational 
therapy for assessment for treatment with 
orthoses; there may not be much evidence for 
these in any neurological condition, but they are a 
first line of treatment and without a 
recommendation it is likely that people with MS 
and tremor in primary care will not be supported 
to control their tremor 

 a signpost to the relevant NICE Guidance for 
deep brain stimulation for treatment of tremor. 

61 NICE 
Full 

1.7.5-1.7.8 
12.3 
 

15 
435-437 

Fatigue 
We would like a recommendation here about who should 
provide fatigue management programmes eg occupational 
therapists, MS specialist nurses. Again, without such a 
recommendation there is a significant risk that 
commissioners will not fund services for this very common 
MS symptom 

62 NICE 
Full 

1.7.9 
435-437 

15 
 

Mobility 
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We would like a recommendation that goal setting for 
mobility is set by physiotherapists and, sometimes, 
occupational therapists. Without this recommendation 
there is a possibility that commissioners will not recognise 
the vital role of physiotherapy in keeping people with MS 
mobile. We would like to see a recommendation such as: 
“Refer people with MS to a multidisciplinary 
assessment by physiotherapist and occupational 
therapist to establish individual goals to manage 
mobility problems and assess participation in 
activities of daily living” 
Community therapy services have been savagely cut and 
without such a recommendation there is a risk that 
commissioners will not provide them. 
 
 

63 NICE 
Full 

1.7.9 
435-437 

15 
 

Mobility 
We would like an additional recommendation around foot 
drop, that some individuals may benefit from assessment 
and treatment by Functional Electrical Stimulation (NICE 
interventional procedure guidance 278 (2009)) 
 

64 NICE 1.7.9 15-16 Spasticity 
There is no recommendation for non-pharmacological 
management of spasticity, which takes no account of the 
role of physiotherapists and of passive movement, eg 
stretching, in managing spasticity and maintaining 
function. Given that part of NICE’s remit is health 
promotion, we would like to see a recommendation about 
this.   

65 NICE 
Full 

1.7.10 
 

15 
435-437 

Exercise programmes for fatigue and mobility 
There needs to be some indication of what constitutes a 
‘supervised’ exercise programme, eg ‘provided by a 
physiotherapist’.  Given that the GDG discussed that 
unsupervised exercise programmes can be dangerous, we 
would like this reflected in the text. The recommendation 
needs to identify that a physiotherapist and/or 
occupational therapist is in charge of the assessment and 
treatment of any exercise programme  

66 FULL 12.7 534-543 Setting of rehabilitation. 
There are no recommendations, although the sentence in 
the ‘other considerations’ box does lend itself to being the 
basis of a recommendation: “The GDG considered that the 
choice of appropriate setting of rehabilitation for a person 
with MS is complex and that multiple issues need to be 
considered. The needs of people with MS and type of 
appropriate rehabilitation will vary.” 
It should be recommended that a patient’s individual 
preference/circumstances/needs are to be taken into 
account to determine the most appropriate location, in 
absence of strong research evidence as to the best 
location for rehab to take place.  
 

67 Full 
NICE 

10 
1.8 

139 
16 

Section would be better titled Management of acute 
relapses of MS.   
Section should start with a definition of a relapse and 
recognition that any MS symptom could suddenly develop 
or become rapidly worse as part of a relapse – eg vision, 
bladder, bowel, coordination, balance, general mobility, 
sensory, cognition, fatigue. 
Emphasis of this section is too heavily on treatment with 
steroids; management of a relapse should equally address 
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other aspects of relapses, ie medical, functional and 
psychosocial effects. 

68 Full 10 139-164 Order of sections should lead from diagnosis of a relapse 
to treatment ie 39, 40, 41, 42, 43, 44, 45, 35, 36, 37, 38, 
46, 47, 48, (49, 50, 51).  This is the sequence used for the 
draft NICE version of guideline (p16-17). 

69 Full 
 
 
NICE 

10 
Recommen
dation 39 
1.8.10 

160 
 
 
17 

We have placed develop local guidance and pathways 
as the first recommendation for managing relapses – when 
someone is diagnosed with RRMS, the MS nurse should 
liaise with GP service to agree a procedure for confirming 
relapse and  starting steroids if these are considered 
necessary and should advise patient of the procedure.  
We believe this is critical because difficulties in getting 
hold of the MS nurse or consultant causes additional 
anxiety and often delays starting steroids, limiting their 
effectiveness.  

70 Full 
NICE 

10 
1.8 

139-164 
16-18 

Guidance should include the advice that mild to moderate 
relapses need not be treated with steroids and most 
relapses resolve on their own over a period of days, weeks 
or months; if the relapse is affecting important day to day 
functions such as walking or vision then treatment with 
steroids should be considered. 

71 Full 
 
 
NICE 

10.6  
Recommen
dation 44 
1.8.5 

162 
 
 
17 

Ideally, non-specialist (eg GP) should have local 
procedures agreed and consult with MS-specialist HP (see 
point 8 above) only when necessary. 

72 Full 
NICE 

10 
1.8 

139-164 
16-18 

Guideline should include a caution about frequent use or 
prolonged use of steroids (2003 guideline warns against 
treating with steroids more than 3 times a year or for 
longer than 3 weeks). 

73 Full 
NICE 

10 
1.8 

139-164 
16-18 

There should be greater emphasis on rehabilitation after a 
relapse and importance of MDT approach.  Rapid access 
to physiotherapy and occupational therapy can be critical 
in restoring function.  Treatment of symptoms arising from 
a relapse should also be offered. 

74 Full 
NICE   

10.6 51 
1.8.17 

164 
18 

The reference to short-term effects of relapse on cognitive 
function needs clarifying.  Does this relate to memory loss 
and concentration?  Or psychological and emotional 
impact of a relapse?  No medical reference cited, so the 
meaning of this statement is not clear. 

75 Full 
 

13.1.1 
 

545 
Line 9-
10 

To improve clarity, we recommend amending sentence 
beginning Low vitamin D levels…. to: 
It has therefore been suggested that low vitamin D levels 
may act as a trigger for MS or may affect the course of 
established MS. 

76 Full 
NICE 

13.1 
1.9.1 

545 
18 

We would agree that evidence to date does not support 
the routine use of vitamin D supplements for those at risk 
of developing MS (eg those diagnosed with CIS or 
relatives of pwMS) or those with established MS to reduce 
risk of relapse or disease progression. 
However this has been a focus of much debate and, as for 
omega-3 and omega-6 fatty acid compounds, people often 
choose to purchase vitamin D supplements privately.  An 
indication of safe doses for children and adults would be 
valuable, or a recommended source of information eg 
EFSA Panel on Dietetic Products, Nutrition and Allergies 
(NDA). Scientific opinion on the tolerable upper intake 
level of vitamin D. EFSA Journal 2012;10:2813. Available 
from: 
http://www.efsa.europa.eu/en/efsajournal/pub/2813.htm  

http://www.efsa.europa.eu/en/efsajournal/pub/2813.htm
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77 Full 
NICE 

13.2 
1.9.2 

559 
18 

We would agree that evidence to date does not support 
the routine use of omega-3 or omega-6 fatty acids for 
pwMS.   

78 Full 13.3 573-580 This section on acupuncture appears to be incomplete – 
there are no recommendations and final table of 
recommendations on p580 appears to be unfinished. 

79 NICE 1.9.3? 18-19 No equivalent entry or recommendation on acupuncture.  

80 Full 
NICE 

1.9.4 etc  A number of alternative or complementary therapies which 
we are often asked about have not been covered, eg : 

 Low dose naltrexone 

 Hyperbaric oxygen 

 Complementary therapies in general 

81 Full 
NICE 

4.3 
2 

 
19-21 

Clinical and cost effectiveness of MS specialist health 
professionals 
 
Rigorous evidence is clearly required to impress on NICE 
the value of MS specialist nurses and therapists. We 
suggest that NICE makes a recommendation that research 
is conducted in this area to ensure continued funding of 
these posts by commissioners. 

     

Please add extra rows as needed. 
 

Please email this form to: Multiplesclerosis@nice.org.uk 
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