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Please provide comments on the draft quality standard on the form below, putting each new comment in a new row. When feeding back, please 
note the section you are commenting on (for example, section 1 Introduction). If commenting on a specific quality statement, please indicate the 
particular sub-section (for example, statement, measure or audience descriptor). If your comment relates to the standard as a whole then 
please put ‘general’.  
 
In order to guide your comments, please refer to the general points for consideration on the NICE website as well as the specific questions 
detailed within the quality standard.  
 
Please add rows as necessary.  

Section  Comments 

e.g. Section 1 
Introduction or 
quality statement 1 
(measure) 

e.g. Comment about quality statement 1.  

General 
(our evidence) 

To develop our response, the MS Trust surveyed people with MS (PwMS) and health professionals registered on 
our database. The surveys were open for one week from 21st to 28th July. We received responses from 166 PwMS 
and 79 health professionals including MS specialist nurses, neuro-specialist AHPs, neurologists, and neuro-
rehabilitation specialists. 
 
In 2012 the MS Trust published Defining the Value of MS Specialist Nurses, which found strong anecdotal 
evidence for the value of the MS nursing role. However, robust data on impact and cost effectiveness were lacking 
as nurses were not collecting evaluation data due to a lack of time, tools and evaluation skills. The Generating 
Evidence in MS Services project (GEMSS) was designed to address this by supporting the evaluation over one 
year of 16 MS teams supporting nearly 13,000 PwMS. The approach included identifying general Quality 
Indicators and tools for data collection on activity, caseload and outcomes. The final report of the GEMSS project 
will be published in November 2015. However, a number of early findings are highly relevant and we will reference 
them throughout our response. We will make a copy of the full report available to NICE on publication. 
Other sources of evidence used for our response include the MS Trust reports MS Specialist Nursing in the UK 
2014: The case for equitable provision (November 2014) and Modelling Sustainable Caseloads for MS Specialist 
Nurses (November 2014). 
 

General We have structured our response by outlining the additional quality statements we wish to see included, then 

http://www.nice.org.uk/Standards-and-Indicators/Developing-NICE-quality-standards


  

Section  Comments 

 highlighting some general issues with data collection before addressing each proposed quality statement in detail. 
 

General 
(additional quality 
statements) 

The MS Trust was pleased to see many of the areas we raised in our earlier consultation submission reflected in 
the draft quality standards. We are broadly in support of the statement areas included, although think that the 
wording of a number of the individual statements needs to be revised to more accurately reflect the intended 
outcomes. We have provided detailed comments on each statement as part of our response.  
 
While we broadly support the draft quality standard there are a number of areas we think must be added.  In our 
original submission to NICE we proposed two quality statements that have not been included in the draft quality 
standard. These are: adults suspected of having MS are referred quickly to a consultant neurologist who can make 
a diagnosis, and; adults with MS are cared for using a co-ordinated multi-disciplinary team approach involving a 
range of professionals with expertise in managing in MS who can best meet the needs of the person with MS.  
In our surveys we added these two statements to the five proposed by NICE, and asked people to rank the seven 
statements in order of preference.  There was very little difference in the overall ranking of each statement 
meaning that all the statements were equally important to both people with MS and health professionals. We 
would therefore encourage NICE to include more than five quality statements rather than set an arbitrary bar to the 
number of statements that can be included. The quality standard offers an opportunity to clarify certain aspects of 
the recommendations in the Clinical Guideline, and the MS Trust would welcome the clarification of service 
standards in three additional areas. 
 
Specifically, we would like to include three additional quality statements. In priority order these are: 

 Every person with MS should have continuous access to an MS specialist nurse with an acceptable 
caseload; 

 Adults with MS are cared for using a co-ordinated multi-disciplinary team approach involving a range of 
professionals with expertise in managing in MS who can best meet the needs of the person with MS; 

 Adults suspected of having MS are referred to a consultant neurologist within two months who can make a 
diagnosis. 

 

General 
(additional quality 

Quality Statement 
Every person with MS has continuous access to an MSSN service with a sustainable caseload. 



  

Section  Comments 

statement 1)  

  

General 
(additional quality 
statement 1, 
rationale) 

Rationale 
MS specialist nurses are highly valued by and trusted by PwMS, and will be instrumental in ensuring that the 
overall quality standard is achieved. However, not every PwMS has access to an MSSN and many services are 
overstretched. The quality standard offers an opportunity for further clarification of the Clinical Guideline, and the 
MS Trust would encourage NICE to take this opportunity by including an additional quality statement that every 
PwMS should have continuous access to an MSSN with a sustainable caseload. 
 
The MS Trust report Modelling Sustainable Caseloads for MS Specialist Nurses found that the maximum 
sustainable caseload is 358 per full-time MSSN working across the whole disease trajectory and delivering a 
service based on a specified job plan. The MS Trust report The Case for Equitable Provision found that, in 
England, less than one-third of PwMS live in areas where the MSSN service has a sustainable caseload, and a 
similar proportion live in areas with more than double the sustainable caseload. 
 
Early indications from the GEMSS data show there are significant differences between and within Strategic Health 
Authorities, with the increase in MS specialist nurse FTEs needed to reach a sustainable caseload ranging from 
0% to 348%.  
 
Data to be published in the final report of the MS Trust GEMSS project clearly shows the value that PwMS place 
on their MSSN. The GEMSS data shows that MSSNs are the most consulted professional about MS. 78% of 
GEMSS patient survey respondents (n= 1,254) had consulted their MS nurse at least once in the past year. The 
next most consulted professions were neurologist and GP, with around half having contacted these health 
professionals within the last year. When asked what, if any, difference the MSSN service made to them over the 
past year, respondents reported on a number of benefits from a list of options. The most frequently reported 
benefits were information and education on MS, advice on physical symptoms on MS, emotional support, and 
advising on medications. The GEMSS data therefore provides evidence that these are the domains that MS 
specialist nurses are routinely covering. Furthermore, PwMS rely on their MS nurse for this kind of support and 
advice. Asked what they would have done if they hadn’t had access to an MSSN, the impact on other NHS 
services is clear: PwMS reported that without access to an MSSN they would have seen their GP and/or 



  

Section  Comments 

neurologist more. PwMS need the services of an MS nurse, they prefer to contact their MS nurse, and they 
overwhelmingly have trust and confidence in their MS nurse (with over 95% of GEMSS survey respondents 
agreeing). 
 
This is supported by respondents to the MS Trust survey on the quality standard. When asked who the most 
helpful health professionals are in helping you to learn about MS, over 95% picked the two core roles of MS 
neurologist and MS specialist nurse, with more than half of these ranking their MS nurse as their first preference.  
PwMS also had a strong preference for their MSSN to co-ordinate the care they need. 
 
The role of MSSNs in implementing and achieving the quality standard is considered crucial by health 
professionals as well as PwMS. Health professionals responding to our survey on the quality standard thought that 
the MSSN is the best-placed health professional to carry out the 6-week follow up appointment, act as the single 
point of contact, and conduct the annual review. Even where the quality standard allows for local variation to 
reflect the needs of the individual person with MS (e.g. in who is best placed to co-ordinate care or conduct the 
annual review), in practice it is likely to be the MS nurse who carries out these functions in areas where there is a 
specialist nurse service. The quality standard therefore needs to seize the opportunity to clarify the Clinical 
Guideline by setting an aspiration that every PwMS should have access to an MS nurse with a sustainable 
caseload. 
 
Having continuous access to an MSSN is also crucial in ensuring that information provision and support is not a 
one-off at diagnosis, but an ongoing process. MS is a lifelong condition and people’s information needs will 
change throughout the course of their condition. Information and support therefore needs to be available on a 
regular basis. Ensuring that every person with MS has continuous access to an MS specialist nurse will help to 
address this issue.  
 

General 
(additional quality 
statement 1, 
measure) 

Quality measures 

 Evidence of local arrangements to ensure that adults with MS have access to an MSSN with a sustainable 
caseload; 

 Number of PwMS per FTE MSSN; 

 % of PwMS who know how to contact their MSSN; 
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 We recommend including a number of patient satisfaction measures on the quality and responsiveness of 
the service within a regular patient survey programme. 

 

General 
(additional quality 
statement 2) 

Quality Statement 
Adults with MS are cared for using a co-ordinated multi-disciplinary team approach involving a range of 
professionals who can best meet the needs of the person with MS and who have expertise in managing 
MS. 
 

General (additional 
quality statement 2, 
rationale) 

Rationale 
While we recognise that quality statement 3 makes reference to the multi-disciplinary team we think this issue 
warrants being separated out from the single point of contact. The two issues have a different focus and will need 
to be measured by different metrics.  
 
The principle of care being provided by a multi-disciplinary team with expertise in MS is extremely important to 
both PwMS and health professionals. Although there was no major variation in the ranking of the quality 
statements in our survey responses, access to a multi-disciplinary team was ranked first by people with MS and 
second by health professionals.  
 
There is clear evidence that access to specialists who can provide the care that people with MS need is limited. 
Research undertaken by the ABN indicates that the UK has less than a third of the European average of 
consultant neurologists per head of the population. MS Trust research also shows that access to MS specialist 
nurse is highly variable, as set out above. A recent study by the MS Trust, Parkinsons UK and the MND 
Association (awaiting publication) also shows that neuro-specialist AHPs are under pressure to take on more 
general caseloads and face the threat of services being reduced or downgraded. In our survey on the proposed 
quality statements, PwMS did not rank generalist options highly in any of the questions apart from co-ordination of 
care, where 18% picked their GP as one of a maximum of two choices. (For comparison, 89% picked MS 
specialist nurse and 48% picked MS neurologist.) The quality standard would be a welcome opportunity to clarify 
the fundamental importance of a range of specialist services for PwMS, including neuro-specialist AHPs and 
neuro-rehabilitation specialists.  
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The supporting detail for this quality statement should define what is meant by a ‘multi-disciplinary service’ and by 
‘expertise in managing MS’.  In Scotland, Quality Standard 14 states that ‘an effective and comprehensive 
specialist multiple sclerosis service is available across all NHS boards’. The minimum components of a specialist 
service are defined as a consultant who specialises in the diagnosis and management of MS, and an MS clinical 
nurse. A range of other healthcare professionals with experience and training in neurological conditions are 
recognised as offering additional input. www.scottishneurological.org.uk/content/res/final_QIS_standards.pdf 
 
The MS Trust considers that the only appropriate roles that meet the criteria of ‘expertise in managing MS’ are: 
MS neurologists, MS specialist nurses, and neuro-specialist AHPs (including neuro-rehabilitation specialists). 
It is important to capture this to ensure that PwMS are supported by health professionals with appropriate 
expertise and experience, but also as there might be a shift in emphasis in use of the MDT at different points in the 
disease trajectory. For example, someone with RRMS who is taking DMDs may require more regular access to 
their MS nurse for blood monitoring. However, someone with SPMS may benefit from greater access to neuro-
specialist AHPs. 
 

General 
(additional quality 
statement 2, 
measure) 

Quality measures 
We recommend including the following quality measures: 
 

 Evidence of local arrangements to provide a multi-disciplinary team involving a range of professionals who 
have expertise in managing MS (Services to describe the makeup of their team and the services available); 

 % of MS teams which involve or have access to the whole range of healthcare professionals outlined in the 
definition; 

 Patient satisfaction measure on satisfaction with the range of specialists available to be included as part of 
a routine patient survey programme. 

 

General 
(additional quality 
statement 3) 

Quality statement 
Adults suspected of having MS are referred to a consultant neurologist within two months who can make 
a diagnosis. 
 

General  Rationale 

http://www.scottishneurological.org.uk/content/res/final_QIS_standards.pdf
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(additional quality 
statement 3, 
rationale) 

Many PwMS report delays, sometimes significant delays, in being referred to a consultant neurologist who can 
make a diagnosis of MS. This is an issue affecting neurology services more generally: the Neurological Alliance’s 
Invisible Patients report highlighted that 31% of people with a neurological condition had to visit their GP five or 
more times before being referred to a consultant neurologist, and more than 40% had to wait more than 12 months 
from symptom onset to seeing a consultant neurologist. 
 
Access to diagnosis by a consultant neurologist is recommended within NICE guidance. Diagnosis early is 
essential to reduce anxiety (and its impact on wider health services) and ensure people are able to come to terms 
with a chronic long-term condition. It is also essential so that those people with Clinically Isolated Syndrome or MS 
who meet prescribing criteria gain access to appropriate DMDs which, in turn, is recognised to have long-term 
benefits in reducing the rate of relapses and the disability some relapses bring with them. These criteria are 
described by the ABN prescribing guidelines and NHS England’s clinical commissioning policy on disease 
modifying drug therapy. 
 
Furthermore, there is a growing strength of evidence and consensus around the benefit of early treatment, 
especially for RRMS. The Association of British Neurologists’ (ABN) revised prescribing guideline for the treatment 
of RRMS recognises that disease modifying treatments - of which eleven are now licensed in the UK - have a 
significant impact on relapsing MS. Delays in diagnosis mean delays in starting treatment.  
Although there was no major variation in the ranking of the quality statements in our survey responses, quick 
referral to a consultant neurologist for people suspected of having MS was ranked first by health professionals and 
second by PwMS. 
 
We agree that this quality statement should specify a consultant neurologist. Although we would welcome every 
person suspected of having MS being assessed and diagnosed by a consultant neurologist with expertise in MS, 
we believe it is more important that people are diagnosed quickly and are then supported by appropriate specialist 
services. We think that specifying an MS neurologist here could lead to longer delays in diagnosis in practice. One 
of the consequences of this approach is that systems need to be put in place to make referrals between consultant 
neurologists and specialist MS services quicker and easier. In many cases a general neurologist cannot directly 
refer a person newly diagnosed with MS to specialist services but must request the GP makes a new referral. 
Eliminating unnecessary steps in the process will be one of the levers to help achieve this quality statement. 
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General 
(additional quality 
statement 3, 
measure) 

Quality measures 
We recognise that one of the key barriers to a quality statement on this issue is finding the right metric. Early 
symptoms of MS can present in many different ways, and differentiating between symptoms that could mean the 
onset of MS and similar symptoms that do not is a challenge for primary care. We acknowledge the concern over 
possible over-referral and agree this should be avoided. However, given the case for diagnosis as early as 
possible, and the experience of significant delay reported by many PwMS, this is a priority area for service 
improvement. The recent National Audit Office review of the Public Accounts Committee Inquiry found that 
neurology outpatient waiting times have increased since 2008 while for the NHS as a whole waiting times have 
remained stable. The development of waiting time targets in other conditions such as cancer shows that a 
challenging target can stimulate improvement. Given the growing evidence around the benefits of early treatment 
(which can only begin after diagnosis) we think the national outpatient target of 18 weeks is too long for a person 
suspected of having MS to wait. The national cancer target is for no more than two months between the date the 
hospital receives an urgent GP referral for suspected cancer and starting treatment. We suggest adopting a similar 
approach here, but for the target to relate to the start of consultant-led care rather than starting treatment.  
 
We would suggest the following quality measure: 

- % of adults suspected of having MS who are seen by a consultant neurologist within two months of being 
referred by their GP.  

 

General 
(Data collection) 

In our view, the metrics for many of the quality statements need more careful articulation. However, as well as 
thinking about the specific, auditable metrics, we would encourage NICE to think globally about the systems and 
structures that are needed to enable data collection. 
 
Three things need to be in place: 

- local caseload databases in every MS service; 
- an understanding of wider prevalence of MS locally. Currently do not know the denominator for number of 

people with MS. To enable this care.data needs to move ahead; 
- Regular patient surveys with a sample caseload, to include a subset of newly diagnosed.  
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Specific barriers to data collection include: 
 
Episodic versus caseload approach 
GEMSS project working with 16 teams found that, in many cases, data collection is poor. Clinical information 
systems do not support a caseload approach, they record individual episodes of care rather than the overall 
package of care provided to people on a caseload. MS teams need to have access to database systems that 
enable them to look at their caseload as a whole and track what is happening in individual cases.  Every area 
needs a caseload database, and every person newly diagnosed with MS must be recorded on the database. 
Without this longer-term tracking as opposed to an episodic approach it will be impossible to measure the 
difference that services and interventions make to outcomes for people with MS and the impact on other outcome 
indicators, e.g. hospital admissions. 
 
Outpatient coding 
It can be difficult to identify the caseload because of outpatient coding. There is no outpatient diagnostic coding for 
MS. Not everyone is seen in a clinic that is coded as an MS clinic; it might be coded as a neurology clinic.  
 
Prevalence data 
We simply often do not know how many people with MS live in a specific area, especially if they have not been in 
contact with services for a long time. This lack of accurate prevalence data limits potential use of national data 
(e.g. HES data on emergency admissions). Joining up of data held by GP practices is essential to understanding 
the prevalence of MS within a local population. This will require initiatives like care.data to make progress quickly. 
Accurate prevalence data is also required to help identify everyone with MS in a given area so that they can be 
recorded on the local caseload database and offered appropriate services. 
 
Patient survey programme 
The quality statements will require a number of patient satisfaction measures. In order to collect objective data a 
regular patient survey programme will need to be implemented in each local area. MS teams need to implement a 
routine patient survey programme, including a subset of newly diagnosed (within 12 months). The MS Trust offers 
a patient survey service, based on the patient surveys conducted as part of our GEMSS programme which have 
provided data from over 12,000 people with MS.  



  

Section  Comments 

 

Quality statement 1 
(revision) 
 
 

The MS Trust would like to see this statement revised to: 
Adults with MS are supported from the time of diagnosis by a consultant neurologist with a specialist 
interest in MS working within a multi-disciplinary team to understand MS and the ways it can be managed 
and treated. 

Quality statement 1 
(Rationale) 

Rationale 
MS is a lifelong condition and PwMS will experience many biographical events that mean they have urgent and/or 
significant information and support needs throughout the disease trajectory. This statement should recognise the 
long-term nature of MS and the need for ongoing information and support. We therefore recommend changing the 
wording from ‘at the time of diagnosis’ to ‘from the point of diagnosis’. 
 
We also recommend changing the wording ‘to understand the condition, its progression and the ways it can be 
managed’ to ‘to understand MS and the ways it can be managed and treated’. While we recognise that DMTs are 
out of scope for the quality standard, the inequity in access to treatments, variation in prescribing rates, and the 
low proportion of eligible adults with MS in the UK who are taking DMTs compared with other European countries 
highlight that access to treatment is a key area for service improvement. Including a reference to treatment in this 
statement is one way to address part of this issue without adding a separate quality statement on DMTs.  
 

Quality statement 1 
(measure) 

Quality measures: 
In order to audit this statement local areas would need to develop an audit tool to identify what should be included 
in the information provided at diagnosis. This should consist of both verbal and written information. This could be 
in the form of a checklist in patient notes for the kinds of information provided, which can be audited 
retrospectively. 
 
The MS Trust study ‘The information needs of the newly diagnosed’ identified the need for information to come 
from a trusted source. We would therefore like to see the process measure amended to the proportion of adults 
with a new diagnosis of MS who are given a range of quality assured information and support to understand  their 
condition by the consultant neurologist at the time of diagnosis. 
 
The MS Trust study ‘The information needs of the newly diagnosed’ also identified the need for information 
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provision to be supported with expert input from specialists to help people understand and apply the information 
provided. Although the quality statement itself says refers to ‘being supported at diagnosis’ the process measure 
for this statement focuses on whether information has been provided, and the definition of the term ‘support’ is oral 
and written information on a range of topics. We would like to see the definition of support broadened to 
acknowledge the importance of support to understand and interpret information, as well as support for the 
emotional burden on people with MS at diagnosis. 
 
We therefore recommend the following quality measures: 

 Proportion of adults with MS who are given a range of quality assured information about MS by the 
consultant neurologist at the time of diagnosis. 

 
We agree that metrics for the support provided should be collected through patient satisfaction data. We 
recommend including the following patient satisfaction measures within a regular patient survey programme. 

 % PwMS who are satisfied with the quality and appropriateness of the information provided at diagnosis; 

 % of PwMS who are satisfied with the support they received to understand and apply the information they 
received; 

 % of PwMS who are satisfied with the emotional support they received at diagnosis; 

 % of PwMS who feel confident to make choices about their care and treatment. 
 
It is also worth noting the requirements of the revised Accessible Information Standard to clearly record any 
information or communication needs in a person’s file or notes, to share those with other providers of NHS care, 
and to take steps to ensure that people receive information which they can access and understand along with 
communication support if they need it. 
 

Quality statement 2 
(revision) 

The MS Trust would like to see this statement revised to: 
Following diagnosis, all adults with MS are contacted by an MS specialist nurse and receive a face-to-face 
appointment within one month. 
 

Quality statement 2 
(rationale) 

Rationale 
The MS Trust would encourage NICE to take this opportunity to further clarify the Clinical Guideline by stating that 
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all PwMS should see a MSSN for a follow-up appointment after diagnosis. We also consider that six weeks is too 
long for an aspirational quality statement, and that the timeframe should be shortened to one month. We would 
suggest that the quality statement leaves local teams the flexibility to decide how initial contact following diagnosis 
is made, but sets a deadline of one month from diagnosis to follow-up. 
 
In the responses to our survey, when asked who the most helpful health professionals are in helping you to learn 
about MS, over 95% picked the two core roles of MS neurologist and MS specialist nurse, with more than half of 
these ranking their MS nurse as their first preference.  Helping PwMS understand about their MS, how it may 
affect them, and how it can be managed is a core part of the work of MS nurses. Data to be published in the final 
report of the MS Trust GEMSS project shows that MSSNs are the most consulted professional about MS. 78% of 
GEMSS patient survey respondents (n= 1,254) had consulted their MS nurse at least once in the past year. When 
asked what, if any, difference the MSSN service made to them over the past year the most frequently reported 
benefits were information and education on MS, advice on physical symptoms on MS, emotional support, and 
advising on medications. PwMS overwhelmingly have trust and confidence in their MSSN, with over 95% of 
GEMSS survey respondents agreeing. 
 
Within the GEMSS project, local teams set themselves a target of between 10 to 20 working days for the specialist 
nurse to make contact with newly diagnosed patients. Most teams met their targets. This is in line with the quality 
standards in Scotland where Standard 15.2 states that ‘Contact with a clinical nurse specialist is offered at 
diagnosis to patients with MS. Contact is made within 10 working days of the diagnosis.’  A more challenging 
target of one month for contact and follow-up might help stimulate quicker and greater improvement in this area. 
www.scottishneurological.org.uk/content/res/final_QIS_standards.pdf  
 
If likely to be eligible for DMDs, the person with MS will also need to see a neurologist who can prescribe. Ideally, 
this should happen at the follow-up appointment, either through holding a joint appointment or for the neurologist 
to be available at the end of the appointment with the specialist nurse. As a minimum there should be a defined 
timescale to see the neurologist. 
 

Quality statement 2 
(service barriers) 

Service barriers 
The experience of services taking part in GEMSS is that delays between diagnosis and being seen by a specialist 

http://www.scottishneurological.org.uk/content/res/final_QIS_standards.pdf
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nurse are only partly because of MS nurse capacity. Administrative support to both neurologist and MS nurses is 
key to address common delays in referral letters being typed and sent. Delays in the local specialist nurse 
receiving referrals have been cited as a barrier in Scotland where a quality standard on follow-up already exists. 
This issue has also been raised by participants in the GEMSS programme and by respondents to our survey.  
 
Capacity is a significant service barrier. Between one-third to a half of respondents to our survey said their service 
would not currently be able to meet the 6-week target for follow up appointments. 
 

Quality statement 2 
(measure) 

Quality measures: 
The MS Trust recommends including the following quality measures: 
 

 Length of time between being seen by the neurologist and referral being received by the MSSN service; 

 % of newly referred patients who receive a comprehensive assessment by the MSSN within one month of 
diagnosis. 

 We also recommend adding a patient satisfaction measure within a regular patient survey programme. 
 

Quality statement 3 
(revision) 

The MS Trust would like to see this statement revised to: 
Adults with MS have a single named health professional to co-ordinate access to the care and support 
they need from multi-disciplinary services.  
 

Quality statement 3 
(rationale) 

The MS Trust agrees that a single point of contact is important to include. However, we would like to see the 
statement specify that the point of contact must be a qualified health professional from within the multi-disciplinary 
team. This should be a health professional with expertise in managing MS, as the single point of contact will need 
a deep understanding of MS in order to exercise clinical judgment about the relevance and importance of different 
symptoms and to make appropriate referrals or case management decisions. 
 
Health professionals and people with MS responding to our survey were agreed that the best-placed person to act 
as the single point of contact is the MS specialist nurse. However, a range of other options, including MS 
neurologists and neuro-specialist AHPs, were considered suitable depending on the person’s specific needs and 
point in their disease trajectory. The MS Trust acknowledges that flexibility may be beneficial, but in practice it is 
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likely to be the MS specialist nurse who takes on this role in the majority of cases. 
 
While we were pleased to see a reference to the need for a multi-disciplinary team, the MS Trust would like to see 
a separate quality statement on the need for every person with MS to receive care from a co-ordinated multi-
disciplinary team which can be audited separately. The issue of having a named person to help co-ordinate care 
and the issue of whether the multi-disciplinary service that a person with MS may need actually exist within an 
area are very different, and we believe conflating them in one quality statement emphasises the more easily 
measurable single point of contact standard at the expense of a focus on ensuring everyone with MS has access 
to the multi-disciplinary services they need.  
 
There should be a measure of whether the service has been accessible and responsive when contact is made by 
the person with MS. Within the GEMSS programme teams work to a KPI of 2-3 working days for the MS nurse to 
respond. Ability to meet this target was mixed (between 40%-90%). Services staffed by a lone, part-time nurse 
found it most difficult to meet the target. 
 

Quality statement 3 
(measure) 

Quality measures 
The MS Trust recommends including the following quality measures: 
 

 % of people diagnosed with MS know who their point of contact is; 

 The measure could be % of incoming phone calls from patients responded to within 2 working days;  

 We recommend adding a patient satisfaction measure within a regular patient survey programme. 
 

Quality statement 4 
(revision) 

The MS Trust would like to see this statement revised to: 
Adults with acute deteriorating symptoms (including suspected relapses) are contacted by a specialist MS 
service for assessment and appropriate management within 2 working days of alerting the service.  
 

Quality statement 4 
(rationale) 

The MS Trust disagrees with the emphasis of this statement, which risks prioritising treatment over proper 
assessment. The most important issue is to ensure, when people with MS experience new or worsening 
symptoms, that they have rapid access to assessment by a health professional with specialism in MS to diagnose 
whether they are having a relapse and to access appropriate treatment and rehabilitation. It is also important that 
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this statement refers not just to relapse but to acute deteriorating symptoms in order to capture the breadth of 
need of people with different forms of MS, not just RRMS.  
 
The most pressing need is to identify what is causing a change in symptoms, and whether someone is having a 
relapse that needs treating. In Scotland, quality standard 16.2a states that ‘patients with MS with suspected 
relapse have access to a relapse assessment clinic supported by a multi-disciplinary team within five working days 
of contact.’ www.scottishneurological.org.uk/content/res/final_QIS_standards.pdf  
 
We would support a similar approach in this quality standard. The MS Trust wants all people with acute 
deteriorating symptoms, including suspected relapses, being treated by a specialist MS service.  
 

Quality statement 4 
(measure) 

Quality measures 
The proposed denominator of the number of relapses for adults with MS is not currently collected, and would be 
very difficult to collect. It is often not clear until after the fact if worsening symptoms were actually a relapse. The 
proposed outcome measure of unplanned hospital admissions for MS is extremely blunt, and we do not think it will 
help to measure the quality of relapse services. The proportion of unplanned admissions that are due to relapse is 
currently not defined in Hospital Episode Statistics, which only code an admission as ‘MS’. These admissions 
could be due to a range of issues that are not relapses, such as bladder or bowel problems, or falls. 
 
To be fairer to services the quality measures should take the point of contacting the service, rather than onset of 
symptoms, as the starting point. It is not within the control of services how long a PwMS waits after the onset of 
symptoms before contacting the service, and they may enter the system at many different points (e.g. through 
their GP, phoning the specialist nurse service, through A&E). 
 
We recommend changing the quality measures to: 

 % of people with MS with acute deteriorating symptoms (including suspected relapses) contacted for 
assessment and appropriate management within 2 working days of alerting the service; 

 % who receive a comprehensive assessment by an MS specialist nurse or MS neurologist within 5 working 
days of alerting the service; 

 Length of time from contacting the service to be fully assessed and receive appropriate treatment and 

http://www.scottishneurological.org.uk/content/res/final_QIS_standards.pdf
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management; 

 We also recommend adding a patient satisfaction measure about the relapse assessment service within a 
regular patient survey programme. 

 

Quality statement 5 
 

The MS Trust supports this quality statement. We recognise the value in allowing local areas to design and deliver 
their services in the way that best meets the needs of individual people with MS. The best placed healthcare 
professional to conduct the annual review may vary depending on the person’s point in the disease trajectory. 
However, in most cases it would make sense for the review to be carried out by the same person acting as the 
single point of contact, as they will have the best knowledge of and relationship with the person with MS. This 
would not only offer the person with MS the greatest consistency in their care, but would enable the review to be 
conducted in the most efficient manner. 
 
We acknowledge the basic definition of a comprehensive review set out in the quality standard and agree with the 
areas that are listed. However, the definition is not specific enough to be helpful or auditable in a clinical setting. A 
more detailed specification of what the annual review should cover is needed. For example, the quality standard 
states that a comprehensive review should assess the course of the disease and number of relapses in the past 
year. The growing consensus around the importance of early treatment and regular monitoring of the effectiveness 
of treatment in order to preserve brain health means that reviewing the course of the disease requires monitoring 
both clinical and sub-clinical activity (through the use of regular MRI scanning). The results may mean that the 
PwMS may wish to consider the possibility of switching to another drug should their MS continue to be active, and 
be supported by the MS team to understand their options and make the choice that is right for them. 
 
We suggest this is a project which would benefit from being taken forward jointly by the ABN and UK MS 
Specialist Nurse Association (UKMSSNA), supported by the MS Trust and other patient organisations. There is a 
range of data from within GEMSS and existing nursing literature that can provide a useful foundation. For 
example, one of the GEMSS teams developed a Specialist Neurological Intervention Audit Tool (SNIAT) which 
was used by several GEMSS team to track 19 different domains covered in each MSSN consultation. This has 
provided valuable information on variety and frequency of different issues that MS specialist nurses deal with and 
which are important to PwMS which could form the basis of a specification for the annual review. 
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Quality statement 5 
(service barriers) 

Service barriers 
Offering an annual assessment to every PwMS who wants one will be a challenging quality statement for MS 
teams to meet as it is not happening consistently within MS services. Within our GEMSS project the proportion of 
patients on the caseload who were seen in the last year varied from 75-90%.  Where patient databases exist it will 
be easy to audit the contact offering an annual review. However, not all services have a disease register or 
caseload database.  In order to facilitate meeting this statement, every area needs a caseload database and every 
person newly diagnosed with MS must be recorded on the database. 
 
Lack of wider prevalence data also represents a barrier to achieving this statement. We simply often do not know 
how many people with MS live in a specific area, especially if they have not been in contact with services for a 
long time. Joining up of data held by GP practices is essential to understanding the prevalence of MS within a 
local population, and enabling MS services to ensure everyone with MS is offered an annual review. This will 
require initiatives like care.data to make progress quickly. Some local areas have made efforts to create a local 
prevalence database by working with GP surgeries within their referral area (see Lost to follow up?, wayahead, 
MS Trust, July 2015) However, this approach is highly resource intensive.  
 
Service capacity also presents a barrier. The capacity to hold an annual review, which would need a double clinic 
appointment to be comprehensive, will be limited. Pressures within the service to see more newly diagnosed 
patients more quickly, to act as a single point of contact co-ordinating care, and the increased demands of 
monitoring associated with DMDs, mean that the capacity of MS services is stretched incredibly thin in many parts 
of the country. 
 
To enable the quality standard to be implemented, every area needs to properly understand the prevalence of MS 
within their area and have the required number of WTE MS specialist nurses working to a sustainable caseload. 
This relies on MS services being supported to work as effectively and efficiently as possible. In some areas where 
there is already significant shortfall, this may require  additional investment in MS specialist nursing posts. 
 

Quality statement 5 
(measure) 

Quality measures 
 
The quality statement itself is worded ‘adults with MS are offered a comprehensive review’, but the process 
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measure is worded ‘proportion of adults who receive a comprehensive review’. We think that both things should be 
measured, with the ability to record where the patient declined a review.  
 
The MS Trust recommend including the following quality measures: 
 

 % of adults with MS* who are offered a comprehensive review within 12 months of their last review 

 % of adults with MS* who are offered a comprehensive review who decline 

 % of adults with MS* who have a comprehensive review within 12 months of their last review 
 
*Until prevalence data is available, the denominator will need to be ‘adults with MS on the service caseload’. 
 
To address the data barriers we recommend including the following measures: 

 % of MS teams with a caseload database in place. 

 % of MS teams who have access to robust prevalence data / evidence of local arrangements to collect 
prevalence data 

 
There are no outcome or patient satisfaction measures specified. We would recommend adding a patient 
satisfaction measure about whether the annual review met their needs within a regular patient survey programme. 
 

 

What will happen to your comments 
A summary of the consultation comments, prepared by the NICE quality standards team, and the full set of consultation comments will be shared with the Quality 
Standards Advisory Committee (QSAC). The QSAC will then meet to review the comments and the quality standard will refined with input from the QSAC chair and 
members.  
 
Please note that NICE does not respond to consultation comments submitted on NICE quality standards. Instead, following the publication of the quality standard, 
NICE will provide stakeholders who submitted comments with a link to the minutes of the meeting that will summarise the committee discussions and decisions. 
 
The summary of consultation comments and full set of comments received from registered stakeholders will be published on the NICE website alongside the quality 
standard.  Comments received from individuals and non-registered stakeholders will be considered by the QSAC but will not be published on the website. 
 
NICE reserves the right to summarise and edit comments received during consultations, or not to publish them at all, where in the reasonable opinion of the Institute, 
the comments are voluminous, publication would be unlawful or publication would be otherwise inappropriate. 
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