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Foreword

We want to raise the bar for MS services across the UK, so that people with MS
are able to access the right treatment, care and support, at the right time, no
matter who they are, where they live or their circumstance.

Too many people with MS are unable to access the treatment, care and support
they need, and there is significant variation in the quality and availability of care
across the UK. The My MS My Needs surveys provide quantitative evidence of
people’s experiences and can be accessed on our website.

There is no system wide consensus between patients and professionals as to
what a good quality MS service pathway looks like, or what evidence or data
could be used to identify how well an MS service is delivering. Add to that
variation is driven by:

Fragmented local and national commissioning arrangements

Gaps in standards of MS care and associated quality metrics
Workforce and budgetary pressures on services

Growth in DMT choice and provision not being met by similar growth in
MS service resource — this can mean those not eligible for a DMT are
discharged from specialist services

> Limited patient engagement and activation
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As a result, the standards of care and support people with MS ought to be able
to access are unclear, and we are unable to shine a light on best practice or
address gaps in provision. This is an unacceptable situation.

The MS Society’s recent My MS, My Needs survey found that whilst access to
DMTs for those people who could potentially benefit has increased to an average
of 60% across the UK, access to community services is much poorer with
significant levels of unmet need for emotional support, access to physiotherapy,
support to remain physically active, and continence advice.

We also know that there are more people living with MS in the UK than we had
previously estimated - around 130,000 people. So the number of people not
receiving the services they need is similarly higher than we had previously
thought.

In 2019 we worked alongside the MS Trust, MS Therapy Centres and a range of
clinicians as part of an NHS England specialised neurology programme of work.
This NHS England working group produced an optimum clinical pathway for
patients with MS in England.

In order to establish how we would recognise a quality MS service or an
innovative response to a current service gap, we ran a series of forums with
people with MS around the UK to talk about their experiences. We asked them




to test some of the assumptions made in the optimum pathway model, and to
tell us how they would know a service was ‘good’.

Since the forums, we have all been affected by the global coronavirus pandemic.
This report captures the experiences of the MS community as they were before
the pandemic across England. We have an intention to publish similar reports
covering the forums held in Scotland, Wales and in Northern Ireland, but the
impact of CV19 on people, services and staff has interrupted that work for now.

While the context into which we release this report has altered dramatically, the
needs of the MS community described here have not disappeared. Indeed, as
we gather insight into the impact of the pandemic on the MS community, we
expect to find that some of these needs are more urgent than ever

It is still our intention to pursue our aims, and to use the views and experiences
of people with MS who were kind enough to share them to affect real change,
but in order to do this we now have to look at how work differently with services
that are seeking to return to normal whilst maintaining safety for all. There have
been innovative ways of working during this crises which will we seek to ensure
are adopted once we are out the other side. We will use these findings of this
report to continue to fight for improvements in the lives of people with MS.

Phil Seddon
Regional External Relations Manager




About the ‘What Good Looks Like’ forums

Between July and November 2019, the MS Society held ten face to face events
in England for people with and affected by MS to better understand what aspects
of their treatment, care and support matter most to them. We wanted to share
the assumptions made in the Optimum Clinical Pathway for MS to see if they
agreed with the range of services that should be available; the priority given to
them; and how they would define the quality of service. That is to say what
mattered most to people with MS and what experience or outcome would they
feel was ‘good’.

These forums took place in Sussex, Sheffield, Cambridgeshire, Preston, West
Cheshire, Liverpool, Penrith, Bristol, Durham and the Wirral. These areas were
chosen by local staff based on their knowledge that local people with MS were
keen and willing to share their experiences, and local professionals were
enthusiastic to respond. This meant that as well as being able to shape our
national programme of work supporting innovation and best practice, the forums
would also generate specific information on local unmet needs that local
commissioners and clinicians could use to improve services.

We recognised that not everyone with or affected by MS would be able or willing
to attend a face to face event given the barriers of travel, work commitments
and managing their health. We therefore organised 6 virtual meetings, hosted
on Zoom, for people to attend without having to join a group meeting.

In total 129 people with or affected by MS took part in these discussions,
commenting on each aspect of the service pathway. Staff members facilitated
discussions and took notes as well as answering any questions participants had.
The conversations were structured around the following themes:

P Diagnosis

P Access to treatments

P Support services

P Comprehensive (annual) reviews
P Care coordination

P Self-management

P General health

P Other

Whilst the discussions were structured, participants were given time to talk
about and focus on the issues most relevant and important to them, which meant
we collected feedback that mattered to attendees without trying to rush through
the list and miss important comments. Participants had handouts that described
the pathway under the above headings and the assumptions about what a good
service looked like so they could comment directly on these.
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Characteristics of attendees:

Some attendees provided us with information about themselves so that we could
check we had a good cross section of different experiences, ages, types of MS
etc. The following is a summary of those characteristics

> Age

Of those attendees who provided us with their age:
2% were 18-34 yrs of age
15% were 35-44 yrs of age
17% were 45-54 yrs of age
35% were 55-64 yrs of age
28% were 65-74 yrs of age
3% were 75+ yrs of age

» Type of MS

Of those attendees who provided this information:
41% of attendees had relapsing remitting MS
19% had primary progressive MS
23% had secondary progressive MS
2% weren't sure what type of MS they had
11% identified as a carer
4% were partners or parents of someone with MS

P Gender

Of those attendees who provided this information, 70% were female

P Time since diagnosis

Of those attendees who provided this information:
2% had been diagnhosed less than a year ago
4% had been diagnosed between 1 and 2 years ago
9% had been diagnosed between 2 and 5 years ago
81% had been diagnosed more than 5 years ago
4% preferred not to give us this information




Executive Summary

Diagnosis

A good MS service is one that...

- You get a diagnosis within 12 weeks of your GP referring you to a specialist MS team

- You are told your diagnosis face to face by an MS specialist health professional

- You are offered information at the time of diagnosis, including written information, to help you
understand the condition and the ways in which it can be managed including information about
available peer support groups.

- You are asked about any care and support needs you might have and signposted to social care
if you might need it.

- You are offered a face to face follow-up appointment with an MS specialist within 6 weeks of
diagnosis.

- You are signposted to a course for the newly diagnosed

What do you think?

“Face to face human conversations are very important — there needs to be a human
touch to diagnosis conversations”

There was general consensus across the forums that this sounded like a good
experience of diagnosis, however the majority felt that this wasn’t happening
now. The key areas that came up consistently were -

P Increased awareness amongst GPs of MS to ensure faster referrals

Many people shared their experiences of trying to convince GPs that they
needed a referral to a specialist, and some chose to pay privately to speed up
the process

P A face to face diagnosis with a follow up letter

Many saw this as the start of building a relationship with clinicians that would
enable them to take more control of their treatment and choices. A letter
confirming diagnosis was seen as important for employers or welfare too

P Broad information needed covering issues such as treatments; finance;
emotional support; general health, diet and lifestyle; information for
family and carers; useful apps; local support groups and peer support

Some debate as to how much information one could process at the time of
diagnosis, but clear agreement that information needed to be wider than just
about DMTs (for those eligible). Many people talked about information needs
changing and wanting to be given an information pack at diagnosis that they
could add to and adapt




> A follow up face to face meeting with an MS Nurse

Again, seen as crucial to have a face to face meeting with someone with
expertise in MS. This meeting to look more at the whole person and their
family and discuss treatment, care and lifestyle options.

P Signposting to peer support and a newly diagnosed course

Attendees didn’t always feel that at the point of diagnosis one was fully aware
of what support or information they may need. Therefore the idea of a newly
diagnosed course or day, and the chance to talk to others with MS, would
enable them to better understand what they might need.

P Emotional support

Access to emotional support was a common theme throughout
all the conversations, and that need started right at the point
of diagnosis. Coming to terms with the impact of a diagnosis;
considering how to tell family and friends; understanding the
implications and options - all required emotional support

P People and clinicians as partners

The point of diagnosis was seen by many as the start of a relationship with
clinicians that could enable them to be equal partners in their care, with joint
decision making. However for many the experience had felt like a ‘tick box’
exercise, and lack of ‘bedside manner’ was mentioned many times

“Your experience of diagnosis should not depend on your personality or your
relationship with professionals”

A number of attendees highlighted that whilst this discussion was about initial
diagnosis, there were very similar needs at the point at which people were
diagnosed with secondary progressive MS - a range of information about how
to best maintain health and independence; information on employment or
benefits; information for family and carers etc.

And for those who weren't eligible for a DMT at the point of diagnosis, the
access to information, support services, emotional support and peer support
were all just as, or even more important
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Access to Treatments

A good MS service is one that...

- People with a confirmed diagnosis who are eligible and want to start treatment start a DMT
within 12 weeks of having had a conversation with an MS specialist in which they made the
decision to start.

- The majority of DMTs are available locally
- Travel is not so far that it limits your choice of a DMT

- You are given good quality, accessible information about treatment options and can discuss
options with a specialist to reach a shared decision

- You are informed when you start a DMT if and when you might have to stop taking it and why
(i.e. under certain clinical conditions) and this is a subject of ongoing discussion at annual review
appointments.

- You are told about your legal right to choose where you receive treatment and who from

What do you think?

“‘My Lemtrada treatment was a really positive experience. Everyone from the nurses
through the consultants to the receptionists were so friendly, reassuring and
informative, that | felt central to every decision and supported throughout”

P> Shared decision making

Participants were clear that treatment choices were crucial, and required both
information and a shared decision between consultant and the individual. For
many they felt that health professionals had dominated the choice. A
medication decision making tree - or similar — would be useful, alongside
information and possible peer support

P Availability of treatments

Whilst there was agreement that treatment should be available locally, some
felt they had experienced a post code lottery and hadn’t been offered DMTs
because of where they lived or accessed services.

There was some pragmatic acknowledgement that some treatments couldn’t
be delivered in local DGHs however




P Information

Again, information around treatment options should be holistic, taking into
account lifestyle, home and family, working etc. MS Nurses were seen as being
crucial to treatment discussions that took these factors into account

P Symptom treatment

Treatments aren’t just about DMTs — many participants received symptom
management treatments and felt that GPs, neurologists and other health
professionals could be better at sharing information and coordinating. Some
people had experienced GPs refusing to continue treatments that neurologists
had initiated. GPs needed a better understanding of how to manage MS
symptoms and notes from neurologists shared with GPs would enable them to
prescribe more quickly

P Stopping treatment

There were a few comments that conversations about stopping DMTs before
one had even started could be off putting, but the majority agreed it was an
important part of the decision making process. However there were many
conversations about how stopping a DMT should actually be about starting a
new regime of care, support and symptom management

P New treatments or trials

Whilst treatments are predominantly available for relapsing forms of MS,
participants highlighted how important it was to receive information about new
treatments (such as Ocrevus) or about new trials. There was a desire for
clinicians and the MS Society to be more proactive in providing people with
information on new treatments and opportunities to join trials

P Continuation of care

Whilst all of the above were seen as a good quality service for accessing
treatments, there were many people who had been ‘dropped out’ of treatment
pathways. Several people reported that a follow up appointment to discuss
DMTs had never materialised, and in one case the individual hadn’t been in
contact with professionals since their diagnosis 2 years ago, despite being
eligible for a DMT.

Other participants reported having to chase referrals, and even feeling they
were a nuisance to busy MS Nurses. Better information sharing and
coordination of treatments between professionals were important.

“A one stop shop would be good — see physio, OT, MS Nurse etc in one appointment”
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Support Services

A good service is one that...

- You can get a timely referral and access to services that help you live well with MS and its
symptoms. These services include:

Physiotherapy Diet management

Pharmacy Pain management

Vocational rehabilitation Walking / mobility support services
Occupational therapy Vision specialist

Speech and language therapy Fatigue management

Counselling Vocational rehabilitation
Neuro-psychology Emotional support

Wheelchair services Walking / mobility support services
Aids and adaptations Palliative and end of life care
Social care

Continence support

- Has comprehensive and timely access (or referral, in case of non-specialist support not provided
within the MS service) to holistic support services

- You can self-refer to many of these services

- You can access these services locally (travel is not a barrier to access)

What do you think?

P Timely Referrals

Consensus that having access to all of the above would indeed be a good
service, however many people had experienced long waiting times for referrals
- 2 years to see a neuropsychologist, 4 years wait for wheelchair service - and
some services not responding to referrals. Timely may mean different things -
e.g. pain management will require a more urgent response

There was a clear need for a professional to be following up on referrals and
sharing relevant information. People with MS reported chasing their own
appointments and telling their story over and over to different professionals

P Physiotherapy

Physiotherapy and neuro-physio rehab were a common unmet need for people
- reporting long waiting lists, limited (6 weeks) intervention, and limited
availability close to home. Whilst in some places local MS Society groups were
filling a gap it was clear that ongoing exercise and physio to help people
maintain mobility and independence was just as important as rehab physio

1




P Self-referral

Many participants were keen to be able to self-refer into support services.
However the majority felt that professional input was needed - not everyone
knew what services were available or indeed if they needed them. A Care
Coordinator or Neuro-Navigator role could support with information on services
and initial referrals, then people would be better able to manage their own
referrals and appointments.

P> Barriers to services

Participants identified barriers to accessing services - travel (and the resulting
fatigue); not knowing about services; parking charges; lack of local service;
waiting times; poor information sharing; fragmented geography of services
(some areas not covered)

P MS Awareness

Support services need a better understanding of the impact of MS and how to
provide their services appropriately. Particular amongst these are Occupational
Therapy, Emotional Support and Social Care - all of which could be more
effective if awareness of MS was improved.

P Emotional Support

Again participants talked about the importance of emotional or psychological
support services. Acknowledging long waiting times many suggested improved
MS awareness amongst GPs could lead to more referrals for IAPT or
counselling services. Those with needs greater than this could then be referred
to Neuro-Psychology services

P Care for Carers

One omission from the list of available support services was seen to be carers’
support. As well as access to carers assessments — which didn’t appear to be
widespread - participants indicated carers may need emotional support / peer
support as well as practical training and advice in things like manual handling.
Other support some people identified which would be relevant to both
themselves and carers / family members included Employment Support, Living
Wills, Power of Attorney and Legal Advice

“Unless you support the carer, you don’t support the cared for person.”
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Comprehensive (annual) reviews

A good MS service is one that...

- Offers you a review of your care and treatment at least once every 12 months, which takes place
with a health care professional (or more than one) with expertise in MS.

- That review of your care is a conversation about what matters to you. You are offered the
opportunity to talk about how your medications are working for you, any changes in your MS,
general health or mental health, whether you are able to do the things that matter to you, and any
more care and support you might need.

- Sends you a letter following your annual review recording what was agreed and what will
happen next (e.g. any referrals that have been made)

- Refers you onto other services you might need- Shares the outcome of your review with other
professionals involved in your care (with your permission)

- Offers you a review in different formats e.g. face to face, by phone or video.

- If you are on a DMT which may have to be stopped under certain clinical conditions, a health
care professional with expertise in MS has a discussion with you at your annual review so that
you are aware of this possibility in good time.

What do you think?

“Where do | move to get this™?

“This would be perfect — if it happened”

P Frequency and continuity

There were mixed responses from participants, some of whom faced delays
and long waiting times for annual reviews, and reported appointments being
rescheduled. For others they had two reviews every 12 months, one with a
neurologist and one with an MS Nurse. And for others too, whilst they had a
review every 12 months they didn't get to see the same professional so found
a lack of continuity.

P Relevant and useful

There were lots of comments that the annual review felt like a tick box
exercise, with the agenda set by clinicians. Many felt rushed, without the
opportunity to explore issues that mattered to them, and that neurologists
were meeting requirements around annual reviews whereas patients wanted
an opportunity to discuss options and concerns. There were many suggestions
as to how to improve the effectiveness of annual reviews -

- A checklist for professionals and patients to prepare in advance
- Conversations about future plans and options for care and managing
MS

- Accurate written notes shared with relevant professionals

13




P Outcomes

The experience of many people was that reviews weren’t as useful as they
could be in terms of delivering actually outcomes for people. It was felt that
reviews were very much part of the care planning process, allowing someone
with MS to identify how they wanted to manage their MS in the year ahead;
options and support available to them; and referrals to useful services and
support (statutory and non-statutory). These plans could include options
around new DMTs or clinical trials as well as support for self-management.

These goals and plans should then be written up and shared with the relevant
professionals, referrals made, and where necessary followed up on

P> Face to face or remote reviews?

Participants agreed that there should be a range of options for how annual
reviews are delivered. There were advantages to face to face reviews, which
included clinicians being able to see signs of progressing impact of MS (e.g.
tremor or spasticity) that even the person themselves may not have noticed. It
was also felt that face to face reviews helped develop a better relationship with
clinicians, and was more suitable for people with any cognitive issues or
communication barriers.

However a phone or video based review could reduce stress, anxiety, fatigue
and expense associated with travel and parking for reviews. Also this was an
easier option for those who were working. Participants felt that particularly in
the case where they felt symptoms or needs hadn’t changed, a phone or video
review would be effective. Again the idea of a checklist in advance to help
someone identify what they might like to explore during a review could also
enable people to choose the most effective way for that review to be held.

> Stopping DMTs

Participants acknowledged that having a conversation about stopping DMTs
was difficult and they felt they could be better prepared in advance to
understand if and when this might be an option. Also that the conversation
about stopping a DMT should also be about starting other ways of managing
MS, including non-clinical interventions and other sources of support

Overall, whilst participants discussed how annual reviews could be made more
effective there was a very clear sense from discussions that a responsive MS
team that could be accessed when needed, was far more important.

14



Care coordination

A good MS service is one that...

- You have a single point of contact for your care and treatment that you can contact if anything
changes. This person will coordinates your access to other services and support if needed

- Assesses patients and offers them treatment for relapses of MS as early as possible and within
14 days of onset of symptoms.

- You have a written care plan that is shared with you and the professionals involved in your care
- with your permission- and reviewed and updated at least every 12 months as part of a
comprehensive review of your care (if you choose to have a review).

- Has practical arrangements to share information about your care with yourself and your health
care professionals (with your permission) e.g. the right IT system

What do you think?

P Single Point of Contact

There was wide variation as to which professionals people considered to be
their single point of contact, obviously based on need. These included GP; MS
Nurse; Neurologist; OT; Neuro-Physio. However broad agreement that if that
professional sat within a Multi-Disciplinary team the care coordination was
easier and more effective

Many participants suggested that multi-disciplinary team clinics (both real and
virtual) would improve the coordination of their care, enabling them to visit the
MS Nurse, Physio and OT in one appointment and agree actions

P> Written care plan

Again wide variation as to whether people had a care plan, knew they had a
care plan, or who held it. Participants indicated that their care plans were held
by their GP; MS Nurse; Physio; or OT. There was consensus that written care
plans should be available electronically to both the person and to all relevant
professionals — access to the information was essential for speedy referrals and
reducing the need to tell one’s story over and over again.

This could take the form of an online portal where the care plan, appointment
notes and written referrals were all stored and accessed. A few people had this
system in place already and were pleased they could access this information
themselves.

Some participants suggested care plans should sit jointly across health and
social care, and the existence of a written plan and documentation would make
it easier to access other support - e.g. disabled parking; carer’s assessments




Self Management

A good MS service is one that...

- Your health care professionals ask if you have the information, support and care you need,
regularly (at least every annual review), even if you’'ve declined this in the past.

- You are offered a range of support and tools to manage your condition regularly including online
or face to face courses, information resources or offers to participate in research, apps on your
phone etc.

What do you think?

“Information is a big thing....you’'ve got to have it at the beginning, and then throughout”

P> Information

Everyone agreed that access to a range of different, good quality information
was essential to enable self-management. This would include information on
treatments, support services, lifestyle factors, exercise, diet, employment etc.
Participants felt information could and should be available in a range of
different ways - information packs; websites signposting to trusted services;
online forums; webinars; self-management apps; local groups and
organisations. It was clear that participants felt they could better manage their
MS with these types of resources

P Services and professionals

As well as information, the various discussions made it clear that self-
management had to be supported and enabled by various professionals and
services. Some made the point that without discussions with a professional it
was difficult to know what services or activities would be beneficial. Others
suggested that self-management conversations should be part of all annual
reviews and appointments.

It was clear that timely access to the right services and support — which
themselves promoted self-management was essential. One participant
described this as a ‘positive circle’ that starts with services enabling self-
management and ends up with a reduction of the reliance on services to
manage your MS.

Social support, peer support and remaining active all came out as priorities for
people to enable them to self-manage, although some had concerns that
information about their levels of activity and exercise could jeopardise access
to PIP and other benefits.

The point was made that self-management required a holistic approach and
some services (e.g. GPs) focussed on MS as the only factor that was relevant.
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General Health

> Awareness raising and training for general health and social care staff to
better support people with MS. This applies even when the reason for
support is not MS related

P> GP awareness raising — to ensure people with MS can access other
support not related to their MS ie not always referred to a specialist

P> Fast track UTI diagnosis and treatment processes

P> Consistency of support offer across all services and areas e.g. patient
transport

P> Lack of access to leisure facilities because of poor or broken equipment,
poor disability access, lack of trained support

P> Group of GP practices where one GP takes a special interest in MS and
can provide support and advice to other GPs

P> professionals understanding the relationship between MS and
comorbidities and how treatments may complement or clash

» Red flag system at GPs to enable fast tracking of PWMS when urgent
support is needed

If you could change one thing about MS, what would it be?
“The same access and quality of service available everywhere”
“More time with MS professionals at appointments, and more appointments”

“Standards sound good. But don’t always happen”

7



What could the MS Society do better to support you?

>

>

Improve awareness and understanding of the MS Register and the
Campaigns Community to engage more people.

Increase information provision on entitlements, such as benefits,
discounts or concessions, railcards etc

Improve navigation and access to information on the MS Society website

Be more proactive around information provision - i.e. not enough to
have information and resources online we need to let people know they
are there or proactively offer them

Work more closely with other MS organisations and be clearer about
which organisation provides which support, services and information.
Some confusion expressed about the differences between, for example,
the MS Society, MS Trust and Therapy Centres, and why we were all
seen to be competing for funding

Provide a ‘navigator’ role, either as part of local groups or regionally or
nationally, to signpost people to relevant services, support organisations
or resources

Provide social support, peer support and information days (e.g. Newly
Diagnosed Days) so people can connect with others and share
information

Organise regular forums or focus groups so people with MS can continue
to share their experiences and views

P Trip Advisor — or “Don’t Trip Advisor” ranking accessibility of hotels; shops;

P> Free prescriptions

P> Financial support — “Know Your Rights”

Possible MS Society campaigns suggested by forum attendees

venues; taxi services; public spaces etc

18



Next Steps

Over the next four years we intend to:

> Improve the evidence we can provide on unwarranted variation in MS
treatment, care and support

> Increase our resources to support service innovation and improvement

> Enhance our programme of work to highlight innovation; influence
positive change; and increase professional engagement

> Better equip people with MS, professionals and commissioners to
address gaps in services together, and learn from those who are doing
it well

> Enable our MS Community to mobilise around the issues that matter
most to them
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Contact us

MS National Centre 020 8438 0700
info@mssociety.org.uk

MS Helpline Freephone 0808 800 8000 (weekdays 9am-9pm)
helpline@mssociety.org.uk

Online
www.mssociety.org.uk
facebook.com/MSSociety
twitter.com/mssocietyuk

MS Society Scotland
0131 335 4050
msscotland@mssociety.org.uk

MS Society Northern Ireland
028 9080 2802
nireception@mssociety.org.uk

MS Society Cymru
mscymru@mssociety.org.uk

Multiple Sclerosis Society.

Registered charity nos. 1139257 / SC041990.
Registered as a limited company by guarantee
in England and Wales 07451571.

P Let’s stop MS together
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