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Executive Summary 

Multiple Sclerosis (MS) Care Across Europe 

 The quality and availability of nursing care for people with MS varies widely throughout 

Europe 

 MS Nurses are central to good health outcomes, effective self-care and quality of life for 

people with MS and their families 

 The definition and activities of an MS Nurse are inconsistent across Europe; this is the 

result of variations in access to training and education, as well as a lack of formal 

recognition for the role. 

 

“Poorly managed MS carries a significant socio-economic impact across Europe 

together with an emotional burden for all those involved. The MS Nursing role as 

an acknowledged profession has great potential to make a marked difference to 

people with MS.”1  

Making a Difference 

 An MS Nurse is a registered nurse who: 

o has the knowledge and skills to deliver high-quality clinical care and support 

to people with MS and their families 

o works with patients to establish a relationship of trust, empathy, knowledge 

and understanding 

o responds to the ever-changing needs of the MS population and promotes 

empowerment and self-care. 
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“An MS Nurse has the skill and knowledge to deliver safe, effective, quality care to 

people with MS and their families and promote successful long-term management 

of the condition.1 

 

The inconsistency of MS Nursing across Europe – despite clear evidence of the value 

of MS Nurses – highlights the urgent need for a pan-European unification and recognition of 

MS Nursing supported by a modular educational programme that will ensure quality care 

and support for people with MS and their families. 

 

A Call to Action 

 There is a clear need for: 

o acknowledgement that MS Nursing is a specific role that many nurses already 

fulfil without formal recognition 

o definition of clinical competencies for MS Nurses to be used as a benchmark 

across Europe 

o accessible, modular education programmes that enable MS Nurses to 

address the care needs of people with MS and their families  

o a unifying network across Europe that enables MS Nurses to share best 

practice, peer-group support and learning opportunities  

o MS Nurses to clearly articulate the complexity of what they do, and 

demonstrate how their role affects patient outcomes.  
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MS Care in Europe 

The care of people with MS varies widely throughout Europe, as revealed in a study carried 

out by the European MS Platform (EMSP) and supported by the International Organization 

of MS Nurses (IOMSN) and Rehabilitation in MS (RIMS). The Multiple Sclerosis-Nurse 

Empowering EDucation (MS-NEED): European Survey was carried out in the UK, Poland, 

Italy, the Czech Republic, Germany and Finland. Participants (n=280) were nurses working 

actively with people with MS. The results of the survey suggested that there were disparities 

in standards of nursing throughout Europe, and one-fifth of respondents felt that they lacked 

sufficient training to perform their day-to-day role as MS Nurses.2  

 

Role Variation Across Europe – Need for Standardisation 

In recent years there has been a steady increase in the number of MS Nurses in Europe, 

although MS Nursing practice remains unique to individual countries and is influenced by a 

range of variables. The term ‘MS Nurse’ has been applied inconsistently, as have the 

education, training and skill level required to support the role. There is lack of clarity about 

the scope and competency required of an MS Nurse, a lack of parity between similar roles in 

different countries, and inconsistent outcomes of care.3-6 Research has shown that more 

than 80% of people with MS would prefer to contact their MS Nurse with a MS-related 

problem versus any other healthcare professional. However, MS Nurses are not always the 

primary point of contact for the person with MS and their families.7  

 

The context in which MS Nurses work varies, and may include an outpatient or hospital ward 

environment, or a community setting. Employers of MS Nurses also vary, and may include 

hospitals, MS charities or pharmaceutical companies. The expectation and requirements of 

the employer influence the focus of the role.8 
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Evidenced-based, quality care that is equitable, safe and effective requires adherence to 

validated and agreed standards of MS care. Despite local variations and contextual nuances 

across Europe, MS Nurses have the potential to implement high standards of clinical care, 

with clearly defined and measurable outcomes. Most importantly, they can make the 

changes needed to improve the lives of all those affected by MS.9 
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Making a Difference – the MS Nurse 

MS Nurse Definition 

A registered nurse who has the knowledge, skills and attributes to deliver high-quality care 

and support to people with MS and their families. An MS Nurse works in therapeutic 

partnership with people with MS and their families using knowledge, experience and 

empathy to establish trust and understanding. The MS Nurse works alongside other 

members of the multidisciplinary team caring for people with MS, and is able to respond to 

the ever-changing needs of the MS population, promoting empowerment and successful 

self-care throughout the disease trajectory. 

 

MS Nurses: Understanding the Basics 

An MS Nurse is a registered nurse who cares for people with MS and their families, and can 

also work across a range of other neurological conditions. The MS Nurse role is dynamic 

and responsive, and spans the disease trajectory. They will have specific knowledge of MS 

alongside clinical experience in a range of MS care and support activities. Interventions may 

vary but key elements remain constant: 

 delivery of high-quality and direct clinical care  

 symptom management 

 health education and living well with MS 

 monitoring and surveillance of disease-modifying therapies 

 psychosocial and family support  

 may be primary point of contact for people with MS and their families.  
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Supporting People with MS to Improve Outcomes 

MS Nurses can address the psychological distress inherent to MS. It is important for people 

with MS to feel that their emotional concerns and anxieties are heard, understood and acted 

upon.7 Provision of psychological support is a key role for MS Nurses; they can apply 

specific knowledge to identify, assess and effectively manage complex, subtle and often 

‘silent’ problems of MS. MS Nurses also undertake what has been referred to as the ‘rescuer 

role’ (or ‘rescue work’): that is, the early detection of impending deterioration and the 

necessary pre-emptive action to prevent an adverse event or a negative experience for the 

person with MS.10 

 

Because of their day-to-day dealings with people with MS, MS Nurses are able to establish 

an ongoing therapeutic relationship. This encourages strong lines of communication that 

foster safety and high levels of confidence. MS Nurses can support the person with MS at 

times of difficulty, and actively promote independence and self-care whenever possible.7 

 

The complex and unpredictable nature of MS – combined with the uniqueness of its clinical 

presentation and the problems experienced – often necessitates input from a range of health 

and social-care professionals. While many different professionals may therefore affect the 

experience of care and support for people with MS, the MS Nurse remains the constant, 

central key worker for coordinated care and support. MS Nurses may be the primary point of 

contact for the person with MS and their family. Thus it is essential that they are skilled and 

educated to respond to the changing treatment landscape and are able to work effectively 

with all members of the multidisciplinary MS treatment group.  
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The Case for MS Nurses 

Advantages for People with MS 

 MS is a long-term condition that requires responsive, consistent care throughout the 

disease trajectory, together with insightful understanding of unique individual, and 

family coping strategies 

 People with MS experience complex issues that one health professional alone 

cannot address; the MS Nurse acts as a key worker/partner to coordinate the care 

that people with MS  receive11 

 MS Nurses can understand the needs of people with MS and provide them with high-

quality clinical care, founded on evidence-based practice 

 MS Nurses are an accessible primary point of contact for people with MS, making 

them a highly valuable resource for all those affected by MS 

 In addition to advice offered by treating neurologists, the MS Nurse can provide 

information about new therapies in an easily understandable way, and take the time 

to enable people with MS  to give informed consent 

 MS Nurses can also be a source of the most up-to-date research in MS including but 

not limited to: pathophysiology, treatments, best practice care, epidemiology etc.  

Advantages for Nurses 

 MS Nursing is a diverse and challenging role, but people with MS value and benefit 

from access to a nurse with comprehensive knowledge and training in their specific 

disease7,12 

 The MS Nurse role enables high-level clinical care for people with MS, based on 

insights into their needs and desires  

 MS Nurses work in equitable partnership with people with MS, enabling 

empowerment and good health decisions. Furthermore, the opportunity to work 

within a multidisciplinary team offers opportunities for education and  learning  



10 
 

Advantages for Neurologists 

 The MS Nurse can work with the neurologist to address complex educational needs 

and risks associated with therapies, and provide people with MS information about 

their condition 

 Direct involvement of the MS Nurse in evaluating, educating, monitoring and 

supporting the person with MS can help optimise the time a neurologist dedicates to 

each person, providing neurologists with increased capacity and efficiency 

 Neurologists can delegate some aspects of managing people with MS to the 

MS Nurse, including the health implications of an MS diagnosis 

 The MS Nurse ensures successful implementation of a neurologist’s treatment 

decisions, and refers back to the neurologist when adjustments are needed 

 The MS Nurse assists a neurologist with concordance of medication by reviewing the 

treatment plan for people with MS more frequently 

 As a primary point of contact, MS Nurses are able to inform neurologists of the 

(existential) challenges people face in living with MS. 

Economic Advantages  

 Experience in the UK suggests that using specialist nurses for the treatment and 

management of MS may be cost-effective, as well as offer clinical benefits  

  As an additional support for other members of the multidisciplinary team, including 

physicians, specialist nurses can generate cost and clinical efficiencies for healthcare 

providers via:  

o reduced waiting times 

o avoidance of unnecessary hospital admission/readmission 

o freeing up of consultant appointments 

o services delivered in the community 

o reduced treatment drop-out rates 

o introduction of innovative service delivery frameworks 
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o the education of health and social care professionals 

 Specialist nurses can also be responsible for offering direct and specialist advice to 

families and carers.13 
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A Call to Action – Where Next? 

There is a clear need for recognition across Europe of the MS Nursing role, which many 

nurses are already fulfilling with no formal acknowledgement. In 2005, the European 

Commission published a Green Paper – Modernising the professional qualifications Directive 

(2005/36/EC) – that focused on preparing a national degree (such as an MS Nurse exam) 

for mutual recognition across all member states. It is therefore critical to agree upon a 

development programme/curriculum that provides alignment of tasks, roles and 

competencies. 

 

It is hoped that this Consensus Paper will be the first step towards the unification and 

recognition of the MS Nurse population throughout Europe. There is a need for MS Nurses 

across Europe to unite and form national organisations that can work together to 

acknowledge the differences between countries and share best practice, to ultimately 

improve the safety and consistency of the standards of care provided to those affected by 

MS. MS Nurses require education and training, and collaboration to carry out this diverse 

role successfully.  
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