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Foreword

Since devolution, the NHS operates differently in the four countries of the
United Kingdom. In writing this document it was decided to use 
the quality requirements of the National Service Framework (NSF) for
Long-term Conditions1 as the framework for demonstrating the value of
MS specialist therapy interventions. 

It is recognised that so far, this NSF has only been adopted in England
but the management of long-term conditions is also being developed in
Scotland, Wales and Northern Ireland. In particular the principles laid out
in the NSF for Long-term Conditions feature in Delivering for Health,2

NHS Scotland, Designed for Life: Creating World Class Health and Social
Care for Wales in the 21st Century,3 NHS Wales, and Caring for People
Beyond Tomorrow,4 DHSSPS Northern Ireland. In addition, in Wales there
is a specific review of neurological services due to publish its
recommendations in 2006.

The NHS will always face financial pressures but using the broad principles
of inter-disciplinary* working established in the NSF, aligned with
increasing access to MS specialist therapists, can improve quality of life for
people with MS and maximise the resources committed by the NHS. 

We hope that this document will be of value to all commissioners of MS
services and would welcome any relevant feedback.

Jane Nicklin Helen Sandell 

Co-Chairs of Therapists in MS 

March 2006

*Inter-disciplinary Team = A team of individuals from different professional disciplines who work together in an

integrated way and across health and social care settings where required, to deliver a person-centred service.
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Executive Summary 

KEY MESSAGES

1. Approximately 85,000 people have MS across the UK,

and it remains the commonest cause of neurological

disability in young adults. No specific register of people

with MS exists, thus all numbers are estimates. For

example the NICE MS Management Guidelines

estimate that in England and Wales between 52,000 –

62,000 people have MS.5,6

2. MS is one of the most complex and variable

conditions, and thus presents huge challenges to the

health and social care systems, and to the staff who

work within these areas.7

3. Currently, there is a shortage of MS specialist

therapists and an inequity of service provision.

Increasing the number of specialist therapists 

would allow a systematic inter-disciplinary approach

to the care of people with MS. It would facilitate 

the management of patient discharge from hospital,

thereby reducing length of stay as an inpatient 

and would streamline patient admission. It would

also avoid unnecessary follow-ups for people 

with MS and ensure that when follow-up

appointments are necessary, they take place in the

appropriate care setting.8-10

4. Specialised MS services, as exemplified in tertiary

referral centres and expanded for the implementation

of the Department of Health Risk-sharing Scheme

supported by all four UK health departments (see

appendix 1), have shown real benefit for the

management of MS, both from the patient

perspective and for the NHS. 9,11

5. Specialist therapists can help people with MS to

remain in work, improve quality of life and prevent

problems, as well as enabling the NHS and social

care services to achieve their targets. Specialist

therapists deliver anticipatory, proactive treatment

and management rather than reactive care. They also

encourage adoption of the public health agenda by

promoting healthy living.1,12-19

6. Direct referrals to therapists can expedite care and

the effective use of resources. Future commissioning

of MS services should facilitate self-referral to

specialists as exemplified in the White Paper; Our

Health, Our Care, Our Say: a New Direction for

Community Services.19

7. Specialist therapists aligned to the multi-disciplinary

team are pivotal to the implementation of the NICE

MS Management Guidelines and the NSF for Long-

term Conditions as shown in detail in this document.

In addition, as case managers, they operate in line

with the Government’s new model for the

management of long-term conditions.1,5,14, 20, 21

8. Therapists bridge the gap between health and social

care services - a key element in government strategy

for the future management of long-term conditions,

such as MS.14,19-21

PROPOSALS

1. Commissioners should work with service users and

specialist therapists to develop service models

providing users with access to specialist therapists in

community, hospital and multi-agency settings. An

expansion in the number of suitably qualified

therapists will be required to achieve such services. 

2. All inter-disciplinary teams should have specialist

therapy input.

3. Models of service delivery should fit the local need

but the ‘hub and spoke’ model developed for cancer

services fits well for MS. The Department of Health

Risk-sharing Scheme has initiated specialist MS

centres across the UK and development of MS

services should be undertaken in conjunction with

these centres.19,22,23

4. Specialist therapists should be used to provide 

an effective bridge between health and social 

care services.

5. Research should be funded to further develop the

evidence base for specialist therapy interventions.

6. Studies should be commissioned for local

populations that model these proposals.
05



THERAPISTS IN MS –
DELIVERING THE LONG-TERM SOLUTIONS

Introduction

Therapists, both specialist and generalist, play a pivotal

role in improving the quality of life of people affected by

MS and this publication sets their interventions in context.

For the scope of the publication, the term “therapist”

covers occupational therapy, physiotherapy and speech

and language therapy, although it is recognised that other

allied health professionals (see appendix 2) also have a

role in the management of MS.

This publication is aimed at all commissioners of MS

services, including GPs. It will also benefit providers of

services, allied health professionals and their managers. 

It specifically highlights the role of specialist therapists 

in the implementation of the NICE MS Management

Guidelines5 and the NSF for Long-term Conditions.1

It also highlights their role in the education of non-

specialist health professionals, and the part they can play

in inter-disciplinary working. 

The quality requirements of the NSF have been used as the

structure for the document although it is recognised that the

NSF only applies to England. However, the management of

long-term conditions is also

being developed in Scotland,

Wales and Northern Ireland and

the principles of the NSF feature

in policy papers in these

countries, specifically Delivering

for Health,2 NHS Scotland, and

Designed for Life: Creating

World Class Health and Social

Care for Wales in the 21st

Century,3 NHS Wales. In

Northern Ireland the suspension of the Assembly has 

had an impact on policy development but a new primary

care strategy was recently announced entitled Caring 

for People Beyond Tomorrow4 which encapsulates the

same principles. 

As well as focusing on the quality requirements of the

NSF, this publication explores the role of therapists in

addressing other relevant targets for the NHS and social

care. These include keeping people in work, reducing

hospital admissions, developing partnership working,

introducing personalised care plans, case management

and providing access to rehabilitation at whatever point it

is required.1,8,19-21

In some parts of the UK, people affected by MS have

access to excellent specialised services, while in others

they are less fortunate. Examples of evidence-based

good practice are included and it is hoped that these

provide a vision for commissioners and service providers

of what is possible. The NSF has a ten-year

implementation timeframe and the goal is to ensure that

during this period, equal access to quality therapy

services can become the norm for people affected by MS.  

This publication has been produced by a steering group

of therapists from across the UK, both specialist and

generalist, and reviewed by external experts. It provides a

challenge to commissioners in both health and social care

settings in terms of maximising the role of therapy

interventions and structuring services to best effect for

people affected by MS, in order to maximise resources

and to deliver the Government’s key targets. 

The launch of the NICE MS Management Guidelines5 in November 2003 and the NSF for 
Long-term Conditions1 in March 2005 has provided a real impetus for change in the
management of multiple sclerosis (MS). Both of these publications are aligned to the
Government’s model for the management of long-term conditions and recognise that people
living with a long-term condition should be at the centre of the management process. 

MS remains the commonest cause of neurological disability amongst young adults and its
variable and complex course makes it one of the greatest challenges for the NHS and social
care services.7
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THERE ARE FOUR RECOGNISED TYPES OF MS27

Overview of MS

85,000 people in the UK are estimated to have multiple

sclerosis (MS). This long-term, chronic neurological disorder is

sometimes benign, frequently remitting, but often progressive

with gradually increasing disability. Between three and seven

people per 100,000 are diagnosed with MS per year. In the

UK, prevalence is approximately 100 – 120 per 100,000.24 This

figure is higher in Northern Ireland and Scotland, and

especially in Shetland and Orkney, where the highest known

prevalence of 200 per 100,000 has been recorded.25,26
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1. Benign

This type of MS is associated with very occasional relapses,

with good recovery in between and minimal symptoms.

Some neurologists estimate that more than 20% of people

affected by MS have this benign form of the condition.

2. Relapsing/remitting 

Initially, about two thirds of people have this form of MS.

They experience relapses on average once or twice per

year, with good or complete remission in between.

However, there is a tendency for symptoms to worsen

very gradually over time. 

3. Secondary progressive 

Many people who start off with R/R MS go on 

to develop a progressive form of the condition after a

number of years. The severity and frequency of the

relapses decreases, but disability slowly increases.

4. Primary progressive

About 10% of people experience symptoms right from

the start that become progressively worse over a period

of years without remission.

MS is the most common condition of the central 

nervous system (CNS) affecting people between the 

age of 20 and 40. About twice as many women as 

men are affected. MS can be diagnosed in children as

young as five and in people over 65, but this is 

unusual. MS can affect all aspects of a person’s life 

and impact on the people around them. Having 

MS means living with uncertainty and adapting to

changing situations.6
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Symptoms

The damage caused by MS can occur anywhere in the

CNS, and as a result, symptoms can be extremely

diverse. In a survey of 2265 individuals with MS

undertaken in 2004, the recorded prevalence rates of

common MS symptoms were:28

Balance and dizziness 92% 

Bladder problems 87% 

Bowel problems 74%

Fatigue 96%

Loss of memory and concentration 87% 

Loss of mobility 91%

Pain 81%

Sensory problems 88%

Sexual problems 70%

Spasticity 82%

Speech and swallowing problems 68%

Tremor 68% 

Vision problems 82%

MS symptoms can present in many different

combinations, with variable severity and they can

fluctuate. No two people will experience precisely the

same pattern of symptoms, so it is important to base

treatment on the person involved, rather than a collection

of symptoms. 

Management

Current medical management falls into three broad

categories namely:29

1. Disease modification therapy

2. Relapse management 

3. Symptom management

Disease modification therapy may not alter current

symptoms but is aimed at affecting the immune system,

reducing inflammation and slowing down the process of

demyelination in the CNS, leading to a reduction in

frequency and severity of clinical relapses and slowing

progression of disability.30

The mainstay of relapse management is steroid therapy,

which can be administered either orally or intravenously,

on an inpatient or outpatient basis or at home. Doses

used are high but there is no accepted standard dosage.5

Symptom management is aimed at minimising symptoms

and reducing their impact on the person with MS and their

daily activities. Many symptoms interact with each other,

so careful medical management is required. It is mainly in

the area of symptom management that therapists have a

major role to play, alongside any medical interventions, to

enable people affected by MS to manage their condition

and maintain their quality of life.5

No two people will experience
precisely the same pattern 
of symptoms, so it is important 
to base treatment on the 
person involved.



The role of therapists 
in the management of MS
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Therapists are involved in the management of people with

MS, as well as their families and carers, at all stages of the

disease course, from initial diagnosis through relapse

management to palliative care.

Professor Alan Thompson from the National Hospital for

Neurology and Neurosurgery, London suggests that:

“any model of care for MS has 
to have both the breadth and
expertise to address the wide
range of problems and the
flexibility to cope with the
variability, unpredictability and
changing pattern of need”31

Occupational therapists, physiotherapists and speech

and language therapists have individual aims for any

specific intervention, but they complement each other

and in many cases, combined working delivers the most

effective results for the individual with MS.10,11,15,32

Occupational therapy aims

Occupational therapists enable people to achieve health,

well-being, independence and life satisfaction through

participation in occupation. In this respect the term

“occupation” describes the activities that an individual

undertakes and which define his/her being and their self-

esteem, autonomy and purpose for living.33

It is recognised that people affected by long-term,

chronic, or progressive conditions, such as MS, may not

be striving to achieve independence in all activities of

everyday life. Rather, occupational therapists enable them

to participate, at whatever level they are able, in those

occupations that the person with MS considers to be

most meaningful and relevant.

Occupational therapists utilise specialist skills to
assist individuals with MS to achieve their aims,
primarily through:

1. analysing an individual’s lifestyle, activities and roles

to identify areas of difficulty, and working with the

individual to learn or re-learn ways in which activities

can be successfully carried out, through specific

treatment techniques.

2. adapting the activity itself, for example by advising on

specialist equipment to assist in carrying it out, or

learning a new technique.

3. modifying the environment in which an activity 

is carried out, for example by changing attitudes/the

environment within the workplace, or designing housing

adaptations to remove or minimise obstacles. 

4. educating and advising individuals on alternative

occupations or activities in the context of 

their difficulties.
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Physiotherapy aims

Physiotherapy is a physical and educational treatment

approach which is concerned with maximising mobility,

movement and function. Physiotherapists are experts in

human movement, from the way we move our backs and

limbs, to the way in which we breathe. The primary aims

of physiotherapy are to restore and maintain function,

activity and independence and to prevent injury or 

illness through treatment, information and advice on

healthy lifestyles.34

For people with chronic conditions such as MS,
physiotherapists aim to:

1. improve and/or maintain muscle activity, balance,

mobility, posture and joint range through retraining,

specific treatment techniques, exercise and activities

of daily living.

2. develop strategies with the individual to manage

symptoms such as pain and spasticity.

3. assist the person in adapting to and maintaining their

maximal safe and independent functional ability,

engaging the person in self-management techniques.

4. encourage and motivate the person to maintain

cardiovascular fitness and overall health and well-

being through treatment techniques and education.

Speech and language
therapy aims

People affected by MS can present with a variety 

of speech, language and swallowing symptoms.35

The speech and language therapist will assess the pattern

of communication and swallowing problems and, in

consultation with the person affected by MS, determine

the most effective way to manage these. 

Through active treatment and support, speech
and language therapy input helps people with
MS by:

1. facilitating and maintaining speech or providing

appropriate augmentative and alternative

communication devices. 

2. maintaining effective interaction and communication

skills, enabling the individual to participate in

conversation and decision-making processes.

3. assessing and managing swallowing difficulties that

may change through the course of the condition,

including advice on management of oral secretions

and mouth care.

4. advising on posture and techniques to promote safe

and effective swallowing and, where appropriate,

involvement in decisions regarding the

implementation of alternative feeding. 
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A person affected by MS will come into contact with

therapists in a variety of settings, as therapists work

across all health and social care settings within the NHS,

in the private, independent and voluntary sectors, as well

as in the residential and nursing home environment. 

However only a minority of people with MS will currently

come into contact with MS specialist therapists. There are

approximately 100 such professionals working across the

UK, despite the fact that evidence is growing to support

the value of such posts.9-11,32

MS specialist therapists have a detailed, extensive

knowledge and understanding of MS, in terms of its

pathology, treatment options and functional implications.

This concentrated and focused area of practice enables

the specialist therapist to develop the core skills of their

particular profession with specific reference to the care of

people with MS. Expert knowledge is used in case

management and the implementation of specialist clinical

interventions. The experience gained by MS specialist

therapists enables them to adopt a problem-solving

approach that helps people with MS maximise their

abilities and thus their quality of life. 

Specialist therapists provide formal and informal

education and support to non-specialists in order to

enhance the care provided to the person with MS.

They are key drivers in the development of new MS

services, using their in-depth knowledge of the

condition and its impact to shape resources in order to

provide the optimum services for people with MS,

within NHS and social care frameworks. Research is

also a fundamental element of the specialist role,

helping to develop the evidence base.

MS specialist therapists work collaboratively with

other therapists, and members of the inter-disciplinary

team, through the provision of evidence-based

specialist care and comprehensive management of

day-to-day difficulties. This approach helps the

Growth in the number of MS specialist therapists 

runs in parallel with a growth in the number 

of MS specialist neurologists, and MS specialist nurses.

This ‘hub and spoke’ model of care is one that has 

been well tested in the cancer field and is now 

starting to show real benefit for the NHS as a 

way of managing the uniquely challenging condition 

of MS.1,22 Appendix 1 shows the MS specialist 

centres identified through the Department of Health 

Risk-sharing Scheme.

person with MS to achieve their highest possible

quality of life, and is in line with the recommendations

specified within the NICE MS Management Guidelines

and the NSF for Long-term Conditions.1,5

In essence the provision of more specialist
therapists would allow: 

1. the effective delivery of case management, both

directly, if appropriate, or indirectly, via

identification of high intensity users of unplanned

secondary healthcare.20

2. more effective management of admission and

discharge from hospital, thereby minimising hospital

admissions and reducing the length of stay.8,10

3. the use of specialist expertise to manage specific

symptoms, including cognition, fatigue, pain,

spasticity, speech and swallowing difficulties.36-41

4. the enablement of people with MS to self manage

their condition.42

5. greater opportunities for people with MS to

remain within the community and home care

settings.15,32,42,43

6. access to individuals with specialist knowledge to

work with commissioners in service re-design,

and the provision of leadership for services.14,32

(See appendix 3)

The benefits of specialist therapists
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Specialist therapy competencies Benefits of a specialist therapy service

In depth knowledge of MS across the Prevention of admissions to hospital –
disease spectrum by maintaining the individual in their home environment

Effective discharge planning from hospital
Effective case management
Proactive approach to MS management thereby reducing 
crisis situations and facilitating effective planning
Release (or freeing up) of consultant time
Improved patient and carer confidence/satisfaction

High level therapy skills and advanced Maintenance of the person’s ability to remain in work 
clinical reasoning Maximisation of quality of life

Health promotion and exercise within the individual’s limitations
Prevention of secondary complications
Implementation of the NICE MS Management Guidelines in all areas
of symptom management, as part of an inter-disciplinary team5

Extensive clinical experience of Ability to bridge the gap between the consultant and other
treating different types of MS health and social care professionals

Provision of appropriate information to people affected by MS 
and other health and social care professionals
Cost-effective provision of MS services

Highly effective communication skills Provision of information to people with MS, including breaking
bad news and explaining loss and ways to manage loss
Education of other health and social care professionals
Effective communication across health, social care and
voluntary sectors
Ability to bridge the gap between the consultant, the person
with MS and other professionals

Networking skills and knowledge of Service development
national, regional and local facilities/staff Care co-ordination 

Appropriate and timely referral to other health and 
social care professionals
Effective, and more efficient usage of resources

A passion for MS management Maximisation of the person’s quality of life
Development of innovative models of MS management

Focused approach Effective time management
Good team working
Ability to act as drivers for research to improve the evidence base 

Foresight, gained through knowledge Proactive management
and experience about what may happen Prevention of crises

Ability to act as a resource and provide support to other health 
and social care professionals

*The above table is not an exhaustive list. It has been developed in line with the Knowledge and Skills Framework,12 the neurology competencies recently
launched by Skills for Health,13 and the competencies cited within the NSF for Long-term Conditions.1 In addition to this the Professional Colleges are
currently reviewing the specific professional competencies. 44-47



Disease/Care Management

Self Care Support/Management

Person with MS

Case
Management

S
PE

CIALIST THERAPIS
T

Maximising
functional
abilities

•
Minimising
disability

Prevention of 
complications

•
Prevention or 

delay of 
deterioration

•
Reduction
of hospital 
admissions

•
Effective
discharge
planning

allowing earlier
discharge

Co-ordination
of services

•
Case

management

Maximising
quality of life

•
Empowerment
of the person 

with MS
•

Maintaining
life roles

Provision of 
education and 

information
to people 

with MS and 
other health 

professionals
•

Effective
communication

and liaison
•

Supporting
people with
MS and their 
families and 

carers

Facilitation
of cost 

effective care
•

Health
promotion

Audit and 
research

Service
development

Triangle adapted

from the Kaiser

Permanente

Model of Care 21



QUALITY REQUIREMENT 1: 

A person-centred service
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THE ROLE OF THE
THERAPIST 15,19,32,40,48-51

A client-centred approach, which enables

self-management

An holistic approach to assessment 

Effective communication between all

members of the inter-disciplinary team, the

individual and their family 

Functional assessment of an individual’s

home/work/life requirements

Provision of appropriate, timely information

and education for the person with MS, their

family and/or carers

Problem solving and planning, to provide

choices and enable change for the individual

Co-ordination of a seamless service across

hospital, home, work and leisure environments

Specialist treatment techniques 

Specialist knowledge of appropriate resources

Provision of choice for the person affected by MS

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with a specialist knowledge of MS  

Integrated assessments leading to individualised,

meaningful care plans 

Rapid self-referral by people with MS or via the GP

Rapid referral amongst the inter-disciplinary team

Therapy assessments available in the individual’s

varied environments, for example work or home

Electronic integrated care records, client held notes,

inter-disciplinary notes, or access to notes by 

all professionals

Specialist therapists providing education for:  

- ward staff to ensure appropriate management

during any hospital admission

- primary care teams to ensure early identification of

problems allowing timely rehabilitation at

appropriate points in the disease course

- people affected by MS and their carers, to support

self-management and to ensure the provision of

effective care, tailored to individual goals 

Availability of funding for equipment if required

Provision of appropriate information for people with MS

Availability of therapists who are trained to discuss

the impact of MS with the person affected by MS and

how the individual can manage ‘loss’

People with long-term neurological conditions are
offered integrated assessment and planning of
their health and social care needs. They are to
have the information they need to make informed
decisions about their care and treatment and,
where appropriate, to support them to manage
their condition themselves.

Quote from a service user:

“I live my life in control of my
disease rather than the disease
controlling my life.”

Delivering the quality requirements of the NSF for Long-term Conditions

The case studies that follow illustrate particular aspects of delivering each quality requirement. They do not

represent the whole management of the individual with MS and some examples demonstrate the current barriers

to effective therapy interventions.
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“I recently moved house and when registering with my

new GP, he suggested a referral to a specialist MS

service. I was sceptical and slightly aggrieved that he

thought anyone could assist me in managing my MS -

after all, I’ve been living with this condition without

help for 20 years! My way of coping was to fight MS

by keeping any difficulties to myself. 

I reluctantly agreed to the referral and an appointment

with the MS specialist team was arranged. At this

appointment, the neurologist and MS specialist nurse

were very helpful, answering the questions I had 

about the possible cause of MS and the genetic

factors involved. I also spent time with the MS

specialist therapists (an occupational therapist and

physiotherapist), who wanted to discuss the practical

impact of MS on my life. I found this quite difficult at

first but realised that they had the knowledge and

expertise required to offer me some practical solutions

to consider. We agreed to work together on several

issues; I needed to consider my general health and

fitness, because I had allowed my weight to gradually

increase as exercising had become more difficult. I

learnt that the menopausal symptoms I had been

experiencing could affect my MS symptoms, and we

agreed to explore this further. I also admitted that

since being made redundant, I had resigned myself to

a life of daytime television and wasn’t sure what else

the future could offer me.  

At first I was unsure that I wanted to make changes to my

life, but by setting plans with the therapists, I could see

the potential benefits and agreed to further treatment

sessions and referral on to other services. 

The MS specialist therapists were confident that some

of the problems that contributed to finishing work and

weight gain were related to my MS symptoms.

Through a combination of treatment sessions and

medication these symptoms have much improved. A

commitment is required from me to exercise regularly,

which I found easier knowing that the exercise is safe,

as well as beneficial. Hormone replacement therapy

has vastly improved my mood and energy levels,

which I had previously attributed to my MS, rather

than the menopause. I also understand the

importance of managing my fatigue effectively in

conjunction with this treatment. We explored the

regrets I have from stopping work prematurely, and the

therapists helped me to consider alternative work

options in the context of my MS. 

Over time, I found that the MS specialist therapists

were highly skilled in making me feel comfortable

discussing my situation and eventually I also admitted

to difficulties in several other aspects of my daily life.

They advised that these particular problems would be

most effectively worked on by my local community

team and liaised with these professionals to ensure

that this was followed up.

For 20 years I didn’t know that this type of MS service

was available. I feel lucky to have moved to an area

where I can access support. Everyone has listened and

understood my needs, and the therapists have given me

practical ways to manage my MS for the future.”

CASE STUDY: 

Never too late to learn - specialist MS service provides appropriate information to support
patient choice



QUALITY REQUIREMENT 2: 

Early recognition, prompt
diagnosis and treatment

16

People suspected of having a neurological
condition are to have prompt access to specialist
neurological expertise for an accurate diagnosis
and treatment as close to home as possible.

RECOMMENDATIONS FOR
THERAPY SERVICE

Rapid referral amongst the inter-disciplinary team

Access to therapists with a specialist knowledge of

MS - self-referral by people with MS

Integrated assessments leading to meaningful care

plans specific to individual needs

Availability of speech therapy services early in the

disease course to prevent crises

Effective community therapy services, offering

assessment and treatment

Ensuring that appropriate information for people with

MS is available

Education of therapists to sensitively discuss the

impact of MS with people affected by MS

Appropriate review of individual needs as required

Where appropriate, systems established for direct

referral from therapist to neurologist to speed up the

diagnostic process

early

symptoms

18 weeks to diagnosis

?
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THE ROLE OF 
THE THERAPIST52-54

Recognition of symptoms prior to diagnosis

and prompt referral for diagnosis 

Provision of appropriate information following

diagnosis

Support of the individual to manage the

uncertainty of their diagnosis and the

possible losses that this may bring

Flexible options for holistic assessment at

home or at an individual’s workplace 

Flexible treatment options, tailored to the

individual’s situation 

Early therapy intervention (if appropriate)

Provision of contact details for ongoing support
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“After suffering with back pain for months, I was finally

persuaded by my husband to make an appointment to

see a physiotherapist at my local hospital. I was very

impressed with this first assessment. The

physiotherapist was very thorough, asking lots of

questions whilst checking my spine and testing my

muscles and reflexes. Some questions seemed a little

odd, such as “had I noticed anything unusual about

my walking?” When I thought about this, I

remembered that I had tripped several times during

the previous few weeks. The physiotherapist told me

that I needed to see a specialist team and in the first

instance, referred me to a neurologist, via my GP. After

a series of further investigations by the neurologist, I

was told that I have MS. 

Immediately after my diagnosis, the neurologist

referred me to an inter-disciplinary MS team in the

outpatient clinic. When I saw this specialist team (a

nurse, occupational therapist, physiotherapist and

speech and language therapist) I had a long list of

questions about MS, which we discussed, and they

provided information and reassurance. Because of my

balance problems, I spent additional time with the MS

specialist physiotherapist, agreeing a simple exercise

and activity plan to improve my balance and also my

general fitness.

My diagnosis knocked me for six, but gradually I have

felt more confident to carry on with my life. It is

reassuring to know I can contact the MS team again

whenever I have any concerns in the future.”

The physiotherapist at Amy’s local hospital explained:

“Before advising Amy to see
her GP, I telephoned the MS
specialist physiotherapist to
discuss the symptoms she was
experiencing. This was really
helpful because although I see
a number of people who have
MS, I have never been in the
position of recognising
symptoms prior to diagnosis.”

CASE STUDY: 

Amy shares her experience of being diagnosed with MS

“My diagnosis knocked me for six, but gradually I have felt more
confident to carry on with my life.”



QUALITY REQUIREMENT 3: 

Emergency and 
acute management

18

People needing hospital admission for a neurosurgical or neurological emergency are to be assessed and
treated in a timely manner by teams with the appropriate neurological and resuscitation skills and facilities.

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with a specialist knowledge 

of MS

Integrated assessments leading to meaningful care

plans, specific to individual needs

Clearly identified point of contact to enable rapid

admission or management, during relapses and other

acute episodes

Appropriate treatment and advice for people with MS

and their family/carers

Specialist staff to educate ward staff to ensure the

person with MS is managed appropriately during

their hospital admission

Effective early discharge planning

Effective links between hospital and community

services to ensure a seamless service

THE ROLE OF 
THE THERAPIST 9,10,21,32

Prevention of emergency situations and

thereby admissions to hospital through

effective community management

Case management to ensure appropriate

admission and co-ordination of the care

package to reduce length of stay

Effective early discharge planning

Assessment of acute episodes and

implementation of a treatment plan

Key role in rapid response and relapse teams

Management of any changes to an

individual’s function including crisis

management

Risk assessment and management

Prevention of secondary complications such

as contractures and pressure sores
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CASE STUDY: 

Rapid response to an MS relapse

Mary was concerned about the sudden onset of new

symptoms and rang her MS specialist nurse.

Following discussion with Mary, the nurse made an

immediate referral to the inter-disciplinary relapse

clinic, with the specialist MS team. At this clinic a

relapse was diagnosed and it was agreed that Mary

The MS team also introduced Mary to a social worker

during her admission, who would act as her local

community contact following discharge from hospital.

Information about appropriate local groups and

resources were also provided. 

Physiotherapy interventions:

Exercises to increase muscle strength and improve balance 

Education on how to maintain these exercises at home

Therapy to improve the quality of Mary’s walking

Speech and language therapy interventions: 

Assessment of Mary’s speech and swallowing 

Advice on ways to modify the texture of her food, and 

safe swallowing techniques

Introduction of strategies to improve precision of speech

Occupational therapy interventions:

Exploration of ways in which Mary could manage her everyday activities in the future 

Discussion of options for appropriate aids and equipment for her home

Education on fatigue self-management

Discussion of strategies for returning to work and driving 

would be admitted to hospital for a course of

intravenous steroid treatment. 

While the steroids were being administered, the

specialist MS team initiated a range of therapy

interventions. These included:

Mary was offered an appointment with the specialist MS

Team six weeks later to monitor the outcomes of her

therapy, along with a medical review of the future

management of her MS. Contact details were provided so

that she could call them at any time for further support. 



QUALITY REQUIREMENT 4: 

Early and specialist
rehabilitation

20

People with long-term neurological conditions
who would benefit from rehabilitation are to
receive timely, ongoing, high quality
rehabilitation services in hospital or other
specialist settings to meet their continuing and
changing needs. When ready, they are to receive
the help they need to return home for ongoing
community rehabilitation and support.

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with a specialist knowledge 

of MS

Effective inpatient and community rehabilitation

services

Systems in place to ensure a seamless transition

between home, rehabilitation and return to the 

home environment

Provision of equipment as required

Rapid referral systems to other professional

disciplines

Joint documentation

Goal-orientated treatment, where the individual’s

goals match the therapy goals

Integrated care pathways

Appropriate use of outcome measures

Joint assessments and inter-disciplinary working

Individual and group interventions

Effective early discharge planning

Review systems to monitor and maintain

rehabilitation gains

Effective education of primary care teams to ensure

that problems are identified early and rehabilitation

provided at appropriate points in the disease course 

THE ROLE OF 
THE THERAPIST41,49,55-60

Identifying rehabilitation needs and

rehabilitation potential

Case management to facilitate transitions

between the community and hospital/

specialist setting

Specialist assessment leading to client-

centred goals

Individual and group treatment sessions

Facilitation of integrated specialist therapy

and inter-disciplinary working

Education of people with MS and 

their families

Problem-solving and planning to address

continuing and changing needs

Specialist knowledge to ensure appropriate

and timely provision of equipment and aids

Effective discharge planning, encompassing: 

- co-ordinated care packages

- risk assessment and management

Links to other disciplines such as dietitians,

psychologists and social workers
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“I have had MS for more than ten years now. Over the

last six months I noticed that walking was becoming

more difficult for me, I had greater trouble doing my

intermittent self-catheterisation (ISC)* because my

hands were shakier, and I seemed to find everything

very tiring. I hadn’t been going out as much in the

evenings, and particularly missed my book group,

because I was embarrassed about how slurred my

speech was at the end of the day. 

I felt that I needed something more than my local

therapy so, after reading an article in an MS magazine,

I asked my GP to refer me for rehabilitation.

Firstly, I was assessed by a senior team of therapists,

doctor and nurse. They asked me what I wanted to

achieve through rehab, and we agreed that I should

have an inpatient admission of three weeks duration.  

The first week included in-depth assessments. I had a

“keyworker” assigned to me, who co-ordinated my

stay. I was able to ask her any questions about my

treatment. I had very intensive treatment from the

team of therapists and nurses, often with two different

therapists working together on something. I realised

how great it was to have all the team in the same place

at the same time, and it was clear to me that they were

communicating about my needs and progress.  

One of the great benefits of rehabilitation was that all

the team members contributed in different ways

towards solving the same problem. For example, the

physiotherapist worked on strengthening my torso

muscles, and the occupational therapist showed me

that if I sat in a more supported position my arms

wouldn’t shake so much. The combination of both of

these improvements meant that the nurses could help

me practice my ISC more easily!  The speech and

language therapist taught me techniques to improve

the precision of my speech, and this, coupled with

attending some group sessions on fatigue, made me

feel more confident about going back to my book group.

Knowing that I had three weeks made me focus on

improving, without the distractions of home life and

the effort of getting to and from outpatient treatment.

I learnt many new things and met other people 

who had MS, but I wasn’t too long away from my

family. I’ll continue to work on some of these ideas at

home, as the team are in contact with my own

therapists in the community.”

“One of the great benefits of
rehabilitation was that all the
team members contributed in
different ways towards solving
the same problem.”

CASE STUDY: 

The benefits of co-ordinated, inpatient specialist rehabilitation

*ISC is a self-management technique commonly used for people who
experience incomplete emptying of the bladder in MS.



QUALITY REQUIREMENT 5: 

Community rehabilitation 
and support

22

People with long-term neurological conditions living at home are to have ongoing access to a
comprehensive range of rehabilitation advice and support to meet their continuing and changing
needs, increase their independence and autonomy and help them live as they wish.

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with a specialist knowledge of MS

Effective education of primary care teams to ensure

that problems are identified early and rehabilitation

provided at appropriate points and settings

throughout the disease course

Availability of specialist rehabilitation advice within

the community environment

Education of people affected by MS and their carers,

to ensure strategies are in place to minimise the

effects of fatigue and cognitive impairment and to

maximise the individual’s independence

Self-referral system either direct by the person with

MS or via the GP

Effective referral systems within the inter-

disciplinary team

Knowledge of the available local resources, with good

links across health and social care services

person

with MS

therapisthealth care social care

THE ROLE OF 
THE THERAPIST:32,42,43,60-62

Identifying rehabilitation needs and

rehabilitation potential

Providing a flexible and accessible service

when required

Case management 

Holistic understanding of home, work and

leisure environments

Creative problem-solving to facilitate

independence

Initiation of self-management strategies and

support to sustain them

Information about appropriate community

resources (leisure activities, support groups)

Provision of specialist education groups: 

- health promotion 

- fatigue management 

- cognitive impairment groups

- carer support groups
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“Things had been going well since I was first

diagnosed with MS. I had one or two relapses but

recovered, and was able to continue working part-

time and looking after my children. Recently I started

feeling really tired after little effort and I found I

couldn’t keep up with the housework. By 3.15pm,

when I had to collect my children, I could hardly face

the five-minute walk to school and sometimes it was

really hard to lift my right leg. I was also having trouble

concentrating at work.

I thought I might need some physiotherapy, which I

had previously had after a relapse. The local MS

community team has a self-referral system, so I rang

them for advice. The person I spoke to was really

helpful and recommended an assessment at my home

to agree the best way forward.  

An occupational therapist, physiotherapist, and

speech and language therapist, visited me at home.

They explained that a joint assessment meant that I

didn’t have to repeat the same information over and

over again. Their assessment was very detailed and

included things I wouldn’t have thought of mentioning,

such as my speech, and I realised that I slur my words

when tired. They also asked me to do some practical

things like walking up and down my stairs, and tidying

up some of the children’s toys, so they could see how

I was moving around. I was embarrassed to admit to

them that I sometimes had accidents when I needed

the loo in a hurry. I also told them that my husband

gets really frustrated with me, because I’m so tired

and I don’t want to have sex any more.

At the end of the assessment they asked me if I would

consider some rehabilitation. I was worried that they

wanted me to go into hospital as I didn’t want to leave

my children, but they explained that they could

actually work with me in my own home. They said I

had a problem with ‘fatigue’ which was affecting

everything from housework, to concentration at work

and my speech. We talked about fatigue management

and they gave me lots of great tips like working from

home sometimes, and getting the children to help me

more. They also referred me to other colleagues who

could advise on my bladder and sex issues.

I was really happy because I felt that they’d listened to

what I wanted. I now feel more in control, and I’ve got

their number in case I need them again in the future.”

CASE STUDY: 

A woman with MS describes the benefit she received from a community MS team

“I was really happy because I felt that they’d listened to what I wanted.”



QUALITY REQUIREMENT 6: 

Vocational rehabilitation
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People with long-term neurological conditions are to have access to appropriate vocational
assessment, rehabilitation and ongoing support, to enable them to find, regain or remain in 
work and access other occupational and educational opportunities

RECOMMENDATIONS FOR
THERAPY SERVICE

Flexibility to offer early assessment and advice to

maintain people in work

Availability of inter-disciplinary therapy assessments

in the work environment

Education of employers to ensure their commitment

to enable people with MS to remain in work

Access to therapists with a specialist knowledge 

of MS 

Links to other services such as Access to 

Work schemesTHE ROLE OF 
THE THERAPIST53, 63-65

Identifying rehabilitation needs and potential

for improvement

Vocational assessment of the individual in the

work environment

Specific treatment to address vocational goals

Early intervention to keep people in work 

Education of:

– people affected by MS, including provision

of information regarding their rights and

symptom management

– employers and, where appropriate, work

colleagues, Occupational Health Advisers

and Disability Employment Advisers

Provision of options for retraining/alternative

employment, for example courses and 

skills development

Advocacy on behalf of the person with MS

Awareness of local community resources
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John is a 38-year old solicitor, whose MS symptoms

were causing him a great deal of stress due to their

impact on his working role.  

A joint assessment conducted by MS specialist

therapists (physiotherapist and occupational therapist)

and an orthoptist explored his employment concerns.

Key difficulties were; 

fatigue, worsened by long working hours,

carrying papers to and from court, and 

regular travel 

occasionally forgetting things communicated to 

him verbally

using his computer due to his visual problems.

John expressed concern that he was not performing

well enough at work, having always set high standards.

He was anxious about losing his job, not only because

he was the main financial provider to his family, but also

because he had a passion for his work - it gave 

him satisfaction, confidence and challenged him. 

His concerns were affecting his sleep and his 

family relationships.  

The MS specialist team and the Disability Employment

Service worked together with John to evaluate 

his job and provide options for him to consider.

Fatigue management education was a priority 

as fatigue greatly exacerbated his other symptoms.

The MS specialist occupational therapist also 

advised on relaxation techniques to help improve his

sleep and manage stress. Following a cognitive

assessment by a work psychologist, the MS 

specialist occupational therapist began working 

with John on some appropriate cognitive 

rehabilitation strategies. 

The MS team linked John into the Access to Work

scheme. This scheme provided a number of practical

solutions including; alternative means of transport to

and from work, computer software packages to

minimise the impact of his visual problems, and

provision of a ‘buddy’ to carry literature to court and

act as a scribe for verbal information. John also began

making positive changes himself, such as reviewing

his routine and identifying opportunities to work from

home or use a quiet office at work.

John reflects:

“I feel like a weight has been
lifted from my shoulders. The
advice provided enabled me to
discuss my difficulties with my
employer and present possible
solutions. I realise I need to plan
for the future and my wife is 
now re-training, so that working
part-time will be an option for
me, if my situation changes.”

CASE STUDY: 

Vocational rehabilitation helps a solicitor to remain in the job he loves



QUALITY REQUIREMENT 7: 

Providing equipment 
and accommodation
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People with long-term neurological conditions 
are to receive timely, appropriate assistive
technology/equipment and adaptations to
accommodation to support them to live
independently; help them with their care; maintain
their health and improve their quality of life.

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with a specialist knowledge 

of MS

Timely provision and review of assistive technology

and equipment in accordance with nationally agreed

standards and guidelines

Holistic therapy services enabling an individual to live

their life to the full in terms of work, leisure and

personal care

Therapist case managers 

Integrated equipment services

Rapid access to social service assessments –

through integrated health and social care working

Wheelchair services that can accommodate the

variable needs of people with MS

Specialist education of the person with MS and their

family to achieve their goals

Specialist education of carers to ensure they 

can provide effective care and support for the person

with MS

THE ROLE OF 
THE THERAPIST 7,17,66,67

Advice on independent living equipment to

improve independence and safety

Expertise in positioning and seating to enable

mobility and prevent complications 

Case management which maximises

independence and quality of life

Risk assessment and manual handling training

Co-ordination of an integrated approach

across health and social care 

Education of staff in social services on the

unique long-term needs of people with MS

living in the community

Holistic home assessments for:

- appropriate assistive technology,

communication aids and environmental

control equipment 

- safety and risk

- Disabled Facilities Grants to fund major

home adaptations
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Paul recently endured a gradual decline in his

functional ability due to upper and lower limb

weakness, poor trunk control and leg spasms. He

attended the local physiotherapy department at a

nearby cottage hospital for treatment. 

An assessment established that Paul was at risk of

falling when walking and bathing. It also highlighted

that he was unable to maintain his balance when

seated, due to leg spasms that increased his risk of

falling out of his chair. The physiotherapist identified a

decrease in functional ability and referred Paul for a

home adaptations/aids assessment by an

occupational therapist from social services.

“Previously, Paul had refused 
the offer of independent living
equipment as he felt this would
be like giving up and that they
signified the slippery slope 
to dependency.”

The occupational therapist introduced some simple

equipment and adaptations straight away, but major

modifications were required to improve access into

and within Paul’s home. An application for a Disabled

Facilities Grant (DFG) was made, to pay for these

major adaptations. Unfortunately the waiting time for

the grant was 12 months, despite the fact that Paul

would remain at risk of falls during this time. 

The therapists involved did everything they could 

to minimise this continued risk. However, despite

these measures, four weeks later Paul fell at home 

and injured himself, resulting in emergency admission

to hospital. 

What difference could an MS specialist therapist

have made? 

Regular contact with Paul to monitor his condition

would have identified his decline in functional

ability at an earlier stage

Pro-active discussions with Paul about his earlier

reluctance to accept any adaptations and

equipment could have persuaded him to accept

help before a crisis point was reached

Effective co-ordination of treatment options for

Paul, either at home or as a planned inpatient

admission for rehabilitation treatment

An MS specialist therapist could have acted 

as a resource for other professionals involved in

Paul’s care, to assist in trouble-shooting the

problems involved

Facilitation of a supporting letter from Paul’s

neurologist, to stress the urgency of the crisis

situation, may have been appropriate. 

If required, support could have been given when

making the DFG application, to ensure that it

included adaptations needed for times of

increased difficulty. This is much more cost-

effective and avoids the need for further crisis

management in the future.

CASE STUDY: 

Delays in providing necessary adaptations lead to a crisis situation



QUALITY REQUIREMENT 8: 

Providing personal care 
and support
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Health and social care services work together 
to provide care and support to enable people
with long-term neurological conditions to
achieve maximum choice about living
independently at home.

RECOMMENDATIONS FOR
THERAPY SERVICE:

Access to therapists with a specialist knowledge 

of MS 

Availability of therapy assessments within an

individual’s home environment

Effective liaison with social care services co-

ordinated by the case manager, including integrated

health and social care records

Specialist education of the person with MS and their

family to achieve their goals

Consideration of long and short-term requirements

when undertaking the assessment of needs

Rapid self-referral by people with MS or via the GP

Availability of equipment as required

Availability of specialist rehabilitation advice 

within the community
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THE ROLE OF 
THE THERAPIST18,19,43,68,69

Case management to ensure inter-

disciplinary working which incorporates

social care professionals and the 

voluntary sector 

Problem-solving to produce innovative

models of care provision 

Anticipation of problems and a proactive

approach

Holistic assessment of cognitive and physical

limitations

Support to help the person with MS to

communicate their choices 

Education and support of carers

Support to enable a person with MS to

remain in their home of choice

Percentage of those admitted by cumulative days spent as inpatients
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Anna had successfully managed her MS symptoms at

home for a number of years. However, her situation

changed when she fell and sustained multiple

fractures to her right leg. This fall led to a hospital

admission where concerns were raised over the

deterioration, both to her MS symptoms and also her

psychological health.

She was assessed by the hospital therapy team and

social worker with regard to self-care, mobility and

potential future risks once back at home. A case

conference was arranged while Anna was in hospital,

chaired by her case manager, an MS specialist

occupational therapist employed by the local

authority. As a result, it was recommended that Anna

would need a care package consisting of three calls a

day to assist her with her personal care needs and

preparing meals and drinks.

It was agreed that due to the complex nature of Anna’s

MS and the multiple fractures she had sustained, the

home care staff would need further assistance and

training in manual handling techniques. Anna’s case

manager arranged several training sessions for 

her carers working in conjunction with the hospital

staff prior to her discharge, and assumed

responsibility for reviewing and monitoring this once

Anna was at home.

Once back in her own home, Anna’s progress was

monitored by her case manager, who identified that

cognitive impairment was causing Anna to become

frustrated and angry. During home visits the case

manager allowed Anna to express her fears and

anxieties and offered advice, support and coping

strategies to help minimise some of these difficulties.

Anna also accepted an invitation to attend a resource

day care centre for people with physical disabilities to

increase her social opportunities.

The case manager encouraged the home care staff 

to start involving Anna in basic daily living tasks 

and decisions about her daily needs, to give her 

an element of control and increase her confidence.

They were also invited to attend a local carer’s

support group to learn more about MS and share their

own experiences. 

Anna’s case manager:

“Anna has regained an element
of independence in some
activities of daily living,
increasing both her sense of
control and quality of life.
Continued regular inter-
disciplinary review meetings
and the time spent in one-to-
one home visits has really
opened up communication
about Anna’s anxieties and
aspirations, enabling us to
support her in the most
effective way possible.”

Anna’s home carer:

“I feel like I have some support
now. When I do ask for help
and advice, the case manager
ensures I get it.”

CASE STUDY: 

Providing personal care to enable a person with MS to continue living at home 



QUALITY REQUIREMENT 9: 

Palliative care 
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People in the later stages of long-term neurological conditions are to receive a comprehensive range of
palliative care services when they need them to control symptoms, offer pain relief and meet their needs
for personal, social, psychological and spiritual support, in line with the principles of palliative care.

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with specialist knowledge of

MS. In particular, speech therapy services to be

available early enough to prevent crises 

Effective systems to ensure effective 

communication between therapy services and the

palliative care team

Therapy assessments undertaken in the home

environment

Timely provision and funding of equipment

Access to respite provision

Therapy services available within the respite

environment

Specialist therapists to educate ward staff should

admission to hospital be necessary

Specialist therapists to educate non specialist staff,

families and carers

Close liaison between therapists to ensure

maintenance of quality of life

THE ROLE OF 
THE THERAPIST39,41,70-74

Holistic assessment incorporating the needs

of family/carers

Maintenance of effective methods of

communication

Contribution to the management of nutrition,

balancing safety and quality of life requirements

Maintenance of significant life roles 

wherever possible 

Assessment for equipment to maintain quality

of life

Optimisation of control over the surrounding

environment for the person with MS 

Prevention of secondary complications

Facilitation of effective pain management

Maintenance of respiratory function 

Acting as a resource for end of life social/

spiritual issues

Early access to
MS therapists

Effective communication

Home therapy assessments

Therapy services within 
respite environment

Provision of equipment

Access to respite provision

Education/support for non-
specialist staff and families

Liaison between therapists

Person
with MS

support network
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Stuart has a five-year history of MS that has

progressed rapidly in the last 12 months.

Wheelchair-dependent for all mobility, he requires a

hoist for transfers and assistance for all activities of

daily living at home (which has been fully adapted).

Since diagnosis, Stuart has been in regular contact

with therapists at the local outpatient department,

who had addressed his needs, including respiratory

physiotherapy for several chest infections. 

Due to Stuart’s recent decline, a referral was made

to a specialist community MS team. To date, the

pivotal contribution from this team has been from

the speech and language therapist (SLT), who has

addressed his swallowing difficulties and

deteriorating speech. 

Stuart reported frequent choking when eating or

drinking, which made meal times embarrassing. He

often gave up before finishing meals and had started

to lose weight as a result. This also upset him as he

had previously enjoyed meals with friends and

family. The SLT carried out a swallowing evaluation

followed by a specialist X-Ray, to reveal the nature of

Stuart’s swallowing difficulties. The need to minimise

choking episodes was balanced with the desire to

continue with family meals. In discussion with Stuart

and his family, it was agreed that a gastrostomy*

would be inserted to maintain hydration and

supplement nutrition. The SLT worked with a

dietitian to provide advice on safe food textures to

enable a continued level of oral nutrition.

Stuart was also experiencing speech problems

which at times made participation in conversation

difficult. Contributing to discussions was crucial as it

helped maintain his self-esteem, sustain

relationships and retain control over his

environment. Speech and language therapy helped

maximise Stuart’s communication with strategies to

improve speech production and interaction. Stuart’s

family were educated on facilitating his participation

in conversation. An electronic communication aid

was also provided, to be used at times when his

speech became unintelligible.

The SLT has liaised closely with the rest of the

community MS team regarding Stuart’s case. As a

result, the MS specialist physiotherapist has done

some additional work to reassure Stuart’s wife that

she is competent to undertake a daily stretch

programme to prevent contractures. Close contact

with Stuart will continue to ensure that his quality of

life is the best that it can be.

*A percutaneous endoscopic gastrostomy (PEG) involves a minor
operation where a small feeding tube is inserted directly into the
stomach through the abdominal wall. 

CASE STUDY: 

A man with rapidly progressive MS benefits from palliative care
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Supporting families 
and carers
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Carers of people with long-term neurological
conditions are to have access to appropriate
support and services that recognise their needs
both in their role as carers and in their own right.

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with specialist knowledge of MS

Specialist education of carers to ensure that they 

can provide effective care and support for the person

with MS 

Specialist therapy assessments of individuals to 

ensure that the carer can provide the 

necessary support

Effective liaison between health and social care

services, managed by the case manager

Appropriate respite services with an understanding of

the person’s circumstances

Ongoing access to advice, for example information

for carers on finances and respite support

Education of therapists to facilitate discussion 

with carers about the impact of MS and how to

manage “loss”

THE ROLE OF 
THE THERAPIST19,75-77

Case management which takes family

relationships into consideration 

Assessment of carers’ needs

Facilitation of communication amongst

families and with professionals

Provision of support groups for carers

Education and advice on topics such as: 

- manual handling techniques

- cognitive impairment and coping strategies 

- respiratory management

- posture and positioning

Signposting to the relevant services 

and resources



33

“When Georgina was first diagnosed with MS 

we thought our world had fallen apart, but as the years

went by, it seemed she had a mild form of 

the condition. 

When I retired, I started to help out more around the

house, and I noticed how much more difficult

everything was becoming for her. She seemed to need

me for every little activity she was doing, and she

wasn’t as keen to get out and about in the evenings as

much as I had hoped. We had always dreamed of an

around-the-world cruise when I retired, but she

suddenly became very resistant to booking anything,

and I found myself getting irritated because she

seemed to be holding me back. 

About a month ago Georgina suddenly had a 

very disabling relapse and lost all use of her legs, 

so went into hospital. That was quite a shock, as 

we’d never really had anything much to do with the

health service. She had some treatment, but her 

legs didn’t recover as strongly as before, and 

she had to rely on a wheelchair in the afternoons on

the ward. She didn’t seem to be aware of what 

this all meant for us, and I was really starting to panic

about what we were going to do when the time came

to leave. 

My son spoke to the ward manager and she arranged

for the MS specialist occupational therapist and

physiotherapist to assess Georgina when I was

visiting. They had already been working with Georgina

and were marvellous – they knew exactly what I was

feeling, and gave us lots of support and practical

advice, like how to get in and out of the car so we

could still go out. They brought Georgina home for a

visit, so we could try out some of the techniques they

had showed us in the hospital, and arrange for some

equipment to be provided. 

I’ll admit that it took me some time to cope with the

realisation that Georgina was now “disabled” and

what that meant for our life. I was very anxious about

being responsible for looking after her, and not being

able to play golf or get to my cricket matches. The

therapists said that a social worker could do a carer’s

assessment to see what my needs were and the

support I could get to manage Georgina at home.

They also mentioned that respite care was available if

I needed it and gave me the details of a local MS

service in case we needed more advice in the future.”

“It took me some time to cope
with the realisation that Georgina
was now “disabled” and what
that meant for our life. I was very
anxious about being responsible
for looking after her.”

CASE STUDY: 

The husband of a woman with MS is provided with support and reassurance in his role as carer
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Caring for people with neurological
conditions in hospital or other 
health and social care settings
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People with long-term neurological conditions
are to have their specific neurological needs met
while receiving treatment or care for other
reasons in any health or social care setting.

RECOMMENDATIONS FOR
THERAPY SERVICE

Access to therapists with specialist knowledge of MS

Effective communication between specialist therapy

services and professionals in other health and social

care settings to ensure that the individual with MS is

provided with appropriate care for all conditions

Effective training and advice for non specialist staff

by specialist therapists

Case management to ensure good communication

between all agencies 

Disease/Care Management

Self Care Support/Management

Person with MS

Case
Management

THE ROLE OF 
THE THERAPIST13,44-47

Promotion of a wider health awareness for

people affected by MS

Case management to ensure professionals in

non ‘neurological settings’ are aware of the

implications of MS

Provision of advice and education to

professionals with no experience in MS

Support to ensure that the person with MS

can make informed choices about their care

Problem-solving approach if MS symptoms

create a barrier to treatment or care required

Seeking advice and information about a co-

existing diagnosis to understand its potential

impact on MS
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“I am the manager of a gynaecological ward in a small

local hospital. When Monica was admitted for a

routine hysterectomy, we realised that she was

struggling to cope with her MS at home, although she

had the support of community carers.

She presented with severe spasticity, mainly affecting

her legs. Although she had a good quality wheelchair

with a lot of adaptations, she didn’t seem to be very

comfortable sitting in it for any length of time, and

suffered from painful spasms quite regularly. As part of

her routine pre-op assessment, our ward

physiotherapist stated that in her opinion, Monica’s

spasticity needed to be addressed.

She asked the physiotherapist and occupational

therapist from the neurology ward to advise us about

Monica’s MS. After assessing her, they recommended

that Monica should be seen in a specialist spasticity

clinic, and arranged an outpatient appointment at a

centre of excellence for after her hysterectomy. They

felt that, in view of her level of disability, she would

benefit from an assessment for environmental

controls, although there were concerns about her

cognitive ability and her capacity to learn to use such

a system. They also provided some tips on ways of

managing Monica’s spasticity on the ward and wrote

a report for Monica’s spasticity appointment. 

The specialist spasticity team discussed management

options with Monica, including intrathecal baclofen and

intrathecal phenol. They agreed that her wheelchair,

posture and seating should be reviewed in conjunction

with any medical intervention, and that this could be

carried out as part of a planned inpatient admission to

their hospital. They also offered an environmental

control assessment (in the context of her cognitive

impairment) and agreed to liaise with local providers

regarding her potential to use the system.”

“Monica was very positive about
the outcome of the spasticity
assessment and felt that new
doors were being opened to her.
I was pleased that we had been
able to link her in to the right
services for her specific needs.”

CASE STUDY: 

A hospital ward manager describes her experience of arranging care for a patient with MS
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In February 2002 the Department of Health, in association with the

health departments of Scotland, Northern Ireland and Wales

launched a Risk-sharing Scheme to ensure that all eligible people

with MS, as assessed by the Association of British Neurologists

guidelines, should have access to disease modifying drug therapy

on the NHS (Avonex, Betaferon, Copaxone and Rebif). 

The specialised MS centres participating in the Department of

Health Risk-sharing Scheme are shown below. 

Aberdeen - Aberdeen Royal Infirmary
Basildon - Basildon Hospital 
Bath - Royal United Hospital 
Belfast - Royal Victoria Hospital 
Birmingham - Queen Elizabeth Hospital
Bristol - Frenchay Hospital 
Bromley - Bromley Hospital 
Cambridge - Addenbrookes Hospital
Canterbury - Kent & Canterbury Hospital 
Cardiff - University Hospital of Wales 
Chelmsford - Broomfield General Hospital 
Colchester - Colchester General Hospital 
Coventry - Walsgrave Hospital 
Dundee - Ninewells Hospital 
Dunfermline - Queen Margaret Hospital 
Edinburgh - Western General Hospital 
Exeter - Mardon House 
Falkirk - Falkirk & District Royal Infirmary 
Frimley - Frimley Park Hospital 
Gillingham - Medway Maritime Hospital 
Glasgow - Southern General Hospital 
Gloucester - Gloucestershire Royal Hospital 
Harlow - Princess Alexandra Hospital 
High Wycombe - Amersham Hospital 
Hull - Hull Royal Infirmary 
Ilford - King Georges Hospital 
Ipswich - Ipswich Hospital 
Irvine - Ayrshire Central Hospital 
Leeds - St James' University Hospital 
Leicester - Leicester Royal Infirmary 
Lewisham - University Hospital
Lincoln – Lincoln County Hospital 
Liverpool - The Walton Centre 
London - Atkinson Morley Hospital
London - Central Middlesex Hospital 
London - Charing Cross Hospital 
London - Chelsea & Westminster Hospital 
London - Guy's Hospital 
London - Kings College Hospital 
London - National Hospital for Neurology & Neurosurgery 
London - Royal Free Hospital 
London - Royal London Hospital 
London - St Thomas' Hospital 
Manchester - Hope Hospital 
Middlesbrough - James Cook University Hospital 
Newcastle upon Tyne - Royal Victoria Infirmary 
Norwich - Norfolk & Norwich Hospital 
Nottingham - Queens Medical Centre 
Oxford - Radcliffe Infirmary 
Plymouth - Derriford Hospital 
Poole - Poole Hospital 
Preston - Royal Preston Hospital 
Reading - Battle Hospital 
Romford - Oldchurch Hospital 
Sheffield - Royal Hallamshire Hospital 
Southampton - Southampton General Hospital 
Southend - Southend Hospital 
Stoke on Trent - North Staffordshire Royal Infirmary 
Sunderland - Sunderland Royal Infirmary 
Swansea - Morriston Hospital 
Swindon - Great Western Hospital 
Taunton - Taunton & Somerset Hospital 
Telford - Princess Royal Hospital 
Truro - Royal Cornwall Hospital 
Tunbridge Wells - Kent & Sussex Hospital 
Wakefield - Pinderfields General Hospital 
Woolwich - Queen Elizabeth Hospital 
York - York District Hospital 

Appendix 1
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Appendix 2
Allied Health Professions

The Health Professions Council currently regulates the following allied
health professions:
Arts therapists 
Chiropodists/podiatrists
Dietitians
Occupational therapists
Orthoptists
Paramedics
Physiotherapists
Prosthetists and orthotists 
Radiographers
Speech and language therapists

Available at: http://www.hpc-uk.org/aboutregistration/professions/

Appendix 3
Commissioning MS Services

1. If you are commissioning MS services and would like to contact a
specialist therapist for assistance, this can be done via a number of
routes. In most strategic health authorities, there is a lead Allied Health
Professional who will identify an appropriate individual through their
local forum. There are also currently clinical managers in each PCT who
can be contacted direct.

2. If you would like to contact a specialist therapist outside of your
immediate area, the Therapists in MS group have developed a Contact
Directory of therapists across the UK who have expertise in MS. Please
contact the MS Trust on 01462 476700, who will access this directory
on your behalf to locate an appropriate therapist.

3. The Therapists in MS Contact Directory can also be used to locate
therapists with experience in delivering particular types of MS services.
If you are planning to establish or change an MS service in your area,
you can contact the MS Trust on 01462 476700, who can put you in
touch with a specialist therapist with expertise in the following areas:

a) The different types of MS service include:

An inter-disciplinary MS team*
Cross agency services*
Specialist rehabilitation*
Self-referral systems

*Both primary and secondary care based

b) Specialist therapy approaches for MS include:

Botulinum toxin injection services
Carer support groups
Cognition management
Communication groups
Employment/occupation services
Equipment and adaptation services
Exercise and fitness services
Fatigue management
Functional electrical stimulation
Gait services (specialist)
Orthotics
Pain management 
Palliative services
Relapse management

Seating and posture
Spasticity services
Swallowing services

Service examples from the NSF for Long-term Conditions

Therapists are integral to the following service examples taken from a
Good Practice Guide that the Department of Health is developing to
accompany the NSF for Long-term Conditions. Additional service
examples and further details are available on the Department of Health
website at: 

www.dh.gov.uk/PolicyAndGuidance/HealthAndSocialCareTopics/LongTerm
Conditions/BestPractice

Quality Requirement 1 – Person-centred 

Service Example: Neurology Outreach Service, Sheffield 
Service Example: Camden Physical Disability and Brain Injury 
Team, London

Quality Requirement 2 - Early recognition and diagnosis

Service Example: Community MS Team (CMST), Regional Neurological
Rehabilitation Centre, Newcastle 
Service Example: The Spasticity Service, The National Hospital for
Neurology and Neurosurgery, London 

Quality Requirement 4 - Early and specialist rehabilitation 

Service Example: Regional Rehabilitation Unit, Northwick Park
Hospital, Harrow, London 

Quality Requirement 5 – Community rehabilitation 

Service Example: Independent Living Team, Nottingham 
Service Example: Disabled Adults Resource Team, Bristol
Service Example: Multiple Sclerosis Young Woman/Mother and
Toddler Group, Stockport 
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