WHAT ARE THE KNOWLEDGE, SKILLS AND ATTRIBUTES REQUIRED FOR A CENTRAL ROLE FOR NURSING IN DESIGN AND DELIVERY?
THE MS SPECIALIST NURSE PERSPECTIVE.
MS Specialist Nurses are facing increasing caseloads, complex treatment options earlier in the disease course, and higher expectations from people with MS together with growing demand from generalists in the management of patients. It can be anticipated that the numbers of people with MS will steadily increase with the number in the UK higher than previously considered. There are approximately 100,000 people with MS in the UK and 220 MS specialist nurses. This number falls short of the number needed for acceptable caseloads. A target caseload is circa 300, assuming a balanced mix of types of MS. this means that in the UK we need 335 specialist nurses

 Much of this complex, skilled care developed “under the radar” but has, over time, enabled neurologists to deliver more effective and comprehensive care with reduced waiting times, follow up burden and management/ surveillance of disease modifying treatments delegated to MS Specialist nurses. GPs’ have enjoyed the support and guidance in managing their patients with MS, NHS Trusts better able to reach targets and other agencies who are involved in the care and support of people with MS better able to utilise resources and achieve good outcomes through the expertise of MS Specialist nurses. Despite this wealth of experience, expertise and contribution, MS Specialist nurses are rarely at the cutting edge of service commission or design and often feel marginalized and without power.  Why?

At the MS Trust we are trying to influence this anomaly by providing resources, designed and agreed by nurses, managers, commissioners and neurologists, which can be used as shared reference points by all to improve services. They are cited within this brief paper
Design – knowledge 

MS specialist nurses need increased (and formal/protected time) opportunity to learn the principles of service design, and be involved in, and comfortable with, the processes involved. “They deliver the service so should they help design it”. Their contribution and the language they use to describe specialist nursing needs to be understood and valued by those non clinical others who are responsible for service design? It requires a tool that provides a shared reference point for all involved. When MS Specialist nurses do get involved they are often innovative and enthusiastic. The 18 week MS commissioning pathway designed by nurses and neurologists provides the service framework in which MS Specialist work (regardless of location/organisation) and allows for shared exchange with clinicians and commissioners1.
Design – skills 

MS Specialist nurses are expert in the skill of listening to the patient view and know what a good service looks like for their patient population. They need the invitation to think beyond the immediate patient-nurse relationship and cross the clinical divide to be engaged in the non-clinical perspective of service design. This requires others to understand and value, the complexity of the care they provide to people with MS. It needs an MS Specialist nurse who is able to articulate, clearly and consistently, what they do. But that voice must be heard, understood and valued with incentivising of those MS Specialist nurse contributions that impact on a successful service. Providing an explicit framework that shows the complexity of the role, aligns with the patient journey and is embedded within national frameworks provides the “voice” of the specialist, in a language understandable to the commisioner2.
Design – attributes

Many MS Specialist nurses have expert clinical skills and contribute considerably/successfully to patient/health professional education and information resources such as the MS Trust publications ‘Sexuality and MS: a guide for women’3, and ‘Kids’ guide to MS’4. Excessive workloads and draconian restrictions on study time often prevent them from developing the wider skills and attributes of the specialist role within commissioning and service design. Once in post as a clinical specialist securing study time to acquire such skills is often not seen as a priority by line managers/directorate leads who may have little understanding of the complex needs of people with MS and may be pressured to attend to priorities that marginalize both the specialist and his/her caseload. 

Delivery – knowledge

MS Specialist Nurses need more opportunity to undertake nursing research with better resources and convincing encouragement from their managers. Protected time to undertake research is essential. Another blocker is the process of ethical approval which is too tortuous and time consuming for most busy specialist nurses. Improved knowledge of NHS structures and organisations together with a better understanding of self, motivations for being an MS specialist nurse and the contextual factors of the role would encourage greater professional demeanour. 
Delivery – skills

MS Specialist nurses would benefit from completing modules in leadership, self-management, time management and IT skills as a mandatory part of training to be specialist in MS Care. The MS Trust provides a weeklong residential course for all MS Specialists.  The Development Module in Clinical MS: Specialist level, is accredited by Leeds Metropolitan University and its focus is on the disease. It does not cover the wider skills of the MS Specialist. The learning opportunities following the Development Module can be patchy and dependent on employers. There is no mandated MS Specialist career trajectory.
Delivery – attributes 

MS Specialists must be emotionally healthy. Their relationship with a patient is long term and can be unpredictable, demanding, and distressing with high risk of burn out.. Little time and attention is given to preserving the emotional health and well-being of the MS Specialist nurse. MS is a progressive condition and well informed management, clinical support and mentorship are all vital.
Evidence has shown it is a cost and clinically effective role5,  but MS Specialist nurses need better opportunities to apply their own research/project findings, within a locality and to have the encouragement (from their managers) to put them into practice. 

What are the blockers? 
Here are some of the more general blockers applicable to MS Specialist nursing. 
· No convincing consensual taxonomy on nursing. 

· No validated and consistent metric that measures nursing. 

· Discrepancy in job opportunities, pay and career pathways across the four countries. 

· Low expectation of entrants to nurse training

· Lack of formalised long term commitment from entrants and poor attrition rates

· Lack of authentic pre-selection and training on motivations/reasons for entering profession, baseline emotional health and self awareness.

· Inadequate leadership training and poor understanding of NHS structure.

· Lack of mentorship and role models for newly qualified nurses

· No national/central mandated programme for post reg study. No lever to insist Trust management ensures post reg nursing development. 

· No ring fenced post reg study time/professional development monies. Places post reg nursing development in the most vulnerable place at times of fiscal uncertainty.

· Often little or no line management support for study/research/ professional development. 

· Continued low expectation of further academic achievements amongst post reg nurses with no remuneration to incentivise nurses to aspire to higher achievement.  

· Nursing achievement or worth valued as a mechanism to enhance/facilitate medical practice rather than in its own right. No tariff attached to nursing activity. 

· Dependency on nursing to plug service gaps and shortfalls with nurses carrying out non-nursing work to ensure they can complete their own nursing activity.

· Poor administrative support despite promise of Alan Johnson at RCN Congress 2008. Nursing activity not seen as priority for administrative support (a KEY issue for the specialist)
· Poor working patterns for a predominately female work force. Lack of flexitime, child support and working from home facilities.

· Lack of good IT support; many nurses struggle to get a basic mobile phone, share computers and are not generally encouraged to extend their IT skills beyond immediate organisational needs

· Excessive workloads with little space or opportunity to change this.

· Culture of reluctance to be more politically active with anxiety about weak powerbase, risk of ridicule, reprisal and dismissal. (don’t put your head above the parapet)
· Poor knowledge of the language spoken by managers and a reluctance by managerial staff to understand the language of nursing

· Inadequate numbers of skilled nurses with increasingly more asked of the increasingly few.

People with MS will always say that the specialist nurse is their most effective support and key to successful management of their MS yet this is often not reflected in the employer support or ongoing opportunities available to them.  
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