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Abstract 

Although English government policy has encouraged the implementation of self-management 

programmes in services for people with long term conditions, the evidence for their efficacy has 

been limited. People with long term neurological conditions utilise community based health services 

including community nursing, and have particular needs in regards to self-management.  This article 

provides an overview of the evidence of the effectiveness of self-management interventions for 

people with long term neurological conditions, in particular those with stroke, Parkinson’s Disease 

and Multiple Sclerosis. The current need for better interventions is highlighted, particularly the 

importance of providing condition-specific information and deliverance of interventions in a group 

setting to improve self-management outcomes. In response to previous weaknesses of self-

management interventions for this population, an innovative Hertfordshire Neurological Service self-

management programme is discussed with implications for future research described.  

Key words: Self-management, long term neurological conditions, Parkinson’s Disease, Multiple 

Sclerosis, Stroke 
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Introduction 

Enabling self-care and self-management for people with long term conditions (LTCs) is an 

underpinning principle of chronic disease management and a continuing policy aim (Department of 

Health 2010), with community nurses playing an important part in reaching this goal (Wilson 2005). 

Self-management is seen as an empowering right for individuals with LTCs as well as a way of 

improving health outcomes and reducing health associated costs (Wilson 2001). Promoting self-care 

was one of the core requirements of the National Service Framework (NSF) for LTCs (Department of 

Health 2005a). While the NSF is applicable to the needs of people with a broad range of LTCs, it was 

developed specifically for people with long term neurological conditions (LTNCs) such as Multiple 

Sclerosis, epilepsy, and head injuries. However, a recent audit report criticises the lack of 

achievement of the quality requirements of the NSF (National Audit Office 2012) and  it is also 

suggested that people with LTNCs have often been lost or given a low priority in the plethora of 

generic LTC initiatives (Bernard et al. 2008). In this paper we discuss a self-management initiative 

specifically for people with LTNCs such as stroke, Parkinson’s Disease and Multiple Sclerosis. 

Following an overview of the evidence of self-management interventions for people with LTNCs, we 

describe the programme which was developed in collaboration with service users and carers, and 

discuss the implications for service providers and future research.  

 

Background: Overview on evidence of Self-management interventions for people with LTNCs. 

In the United Kingdom (UK) 15 million people have at least one LTC (Department of Health 

2009). For over a decade there has been a policy focus on self-management interventions, with 

various self-management educational programmes, such as the Expert Patient Programme (EPP: UK), 

widely used across various chronic conditions. However in the management of LTNCs, there is 

limited evidence on which educational programmes is the most effective (Coster and Norman 2009, 
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Rae-Grant et al. 2011). There is also a concern that since programmes such as the EPP are largely 

generic in content they do not address the specific issues associated with a LTNC and additional 

specialised groups are often needed for discussion of condition specific complexities (Barlow et al. 

2009a). There are 10 million people in the UK living with a LTNC (Neurological Commissioning 

Support 2011) and many of these  may already have a repertoire of self-management skills specific 

to their condition. For example, people with Multiple Sclerosis patients often use relaxation and 

pacing activities throughout the day as effective self-management techniques to avoid fatigue 

(Barlow et al. 2009a). It has therefore been suggested that the potential to benefit from attending a 

lay-led generic intervention, such as the EPP, is somewhat limited for people with LTNCs (Barlow et 

al. 2009b). Although lay leaders are able to deliver the course content effectively through following a 

script, they are unable to fully answer all questions that might arise, for example, around the 

medical management of the condition which previous research suggests that service users often 

want (Barlow et al. 2009a).  

Providing care for patients with LTNCs occurs very differently from the treatment of acute 

diseases as patients have an on-going disorder that requires monitoring and management, and 

health services delivery is often provided by multiple providers in different healthcare settings (Rae-

Grant et al. 2011). Clinical experience suggests that optimal management of such conditions requires 

a multidisciplinary approach, with multifactorial health plans tailored to the patient’s individual 

needs. This is reinforced by NICE guidelines (National Institute for Health and Clinical Excellence 

2006) which recommend that patients have regular access to a broad range of medical and allied 

health professionals (van der Marck et al. 2009). Appropriate support for patients with LTNCs can 

therefore be initiated through self-care programmes led by a multi-disciplinary team teaching self-

management skills such as problem solving, decision making, resource utilisation, formation of 

patient/health care provider partnerships and action taking (Lorig and Holman 2003), in areas such 

as nutrition and exercise as well as medication management. 
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In accordance with the Department of Health (Department of Health 2005b), which states 

patients with LTCs need personalised care to meet their individual requirements, a number of 

neurological condition-specific programmes have been developed. In this article we focus purely on 

those related to Parkinson’s Disease and Multiple Sclerosis which are the two most common 

progressive neurological conditions (National Audit Office 2012), and stroke which is the  leading 

cause of adult disability with over 110,000 strokes occurring every year in England (National Audit 

Office 2005). Evidence of efficacy for low cost and intensity programmes has been found in stroke 

and Multiple Sclerosis service users.  Preliminary evidence found that the use of an individualised 

stroke self-management intervention for four weeks (“Bridges” workbook) can lead to an 

improvement in self-efficacy and perceived control (Jones et al. 2009). Whilst others found that a 

self-care intervention for people with Multiple Sclerosis resulted in better mental health and vitality 

scores and patients considered help with daily activities to be less essential (O’Hara et al. 2002); the 

intervention served a protective function as the control group showed a significant decrease in levels 

of independence whereas the intervention group maintained their levels. 

A number of condition-specific self-management programmes have focused on interventions 

for patients with Parkinson’s Disease. The EduPark patient education programme for people with 

Parkinson’s Disease and their carers aimed to deal with psychosocial problems and an initial UK 

evaluation (Simons et al. 2006) found short-term positive effects on mood and favourable evaluation 

by participants; however no significant effects were found with regards to quality of life and 

depression.  EduPark was also tested across seven E.U countries using purely Parkinson’s Disease 

patients; again this found short-term mood elevation but also reduced disease-related psychosocial 

problems long-term (Macht et al. 2007). Therefore the EduPark appears to be an intervention that 

broadens patients’ knowledge and establishes skills essential for self-management of Parkinson’s 

Disease by addressing emotional and social problems and promoting activities to help deal with 

these condition-specific issues. The “Living Well with Parkinson’s” programme found improvements 
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in knowledge, psychosocial benefits of meeting others with Parkinson’s Disease, new strategies and 

reinforcement of current strategies as a result of attending the programme (Mulligan et al. 2011). 

When designing and evaluating the effectiveness of interventions for LTNCs, it is important to 

address the challenges of providing support for conditions that are subject to increasing 

deterioration in the case of Parkinson’s Disease and fluctuating symptom presentation in the case of 

Multiple Sclerosis (Jones 2012). A systematic review found limited but promising evidence 

supporting the value of programmes designed to promote self-management in Multiple Sclerosis 

and other neurological conditions (Rae-Grant et al. 2011); therefore there is a need for well 

designed, condition-specific self-management programmes that covers a wide range of skill teaching 

using a multidisciplinary approach. 

 

The programme: How it was developed 

History of the programme 

For the last ten years Hertfordshire Neurological Service had been providing condition-specific 

self-management groups for people with Multiple Sclerosis and Parkinson’s Disease.  

 Various different formats, venues and times had been offered but take up and levels of 

satisfaction expressed by users had been disappointing.   

 Groups had included Getting to Grips course for people who were newly diagnosed with 

Multiple Sclerosis and the other groups provided by Hertfordshire Neurological Service focussed 

on providing key information and management advice about Multiple Sclerosis and Parkinson’s 

Disease.  

 Group membership ranged from the newly diagnosed to those people who had been living with 

their long term condition for many years and had more progressive levels of difficulty and 

disability.  
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 There was no restriction to the number of times people could attend.  Criteria for attending was 

not explicit and because take up and attendance was variable often groups were cancelled and 

rescheduled some months later which meant the flow of people through was difficult to 

manage.   

The need for change 

However feedback from users of the groups was mixed: 

 Some people found the groups helpful particularly the peer support aspect but the predominant 

theme was that people who were newly diagnosed found it very hard to be in groups with 

people who were further along in terms of deterioration. People found that this raised their 

anxiety levels and fed into their fears about the future and this issue was not acknowledged.  

 Other feedback suggested that the focus of the groups was around managing problems which 

although realistic again tended to focus attention on the negative aspects of the long term 

condition.  

This raised the very important issue for the service about how to manage people’s sense of 

self efficacy and expectations around their health and well-being. It seemed vital to address how 

people can maximise their own sense of control and feel enabled to manage their lives, through 

making their own choices to achieve positive outcomes. It also raised the interesting and challenging 

question for staff that it appeared that simply providing informative, essential and accurate 

information was not helping people to self-manage their condition better. 

The service recognised that in the current context this programme had to be revised. One of 

the key issues was to identify what users and their carers would want from the programme and how 

to maximise attendance. At that time the service was keenly interested in Personal Health Plans 

(PHP) (Department of Health 2011). Previous attempts at provision of these kinds of plans were 

often about providing the paper work but not the opportunity to engage users in thinking about 
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potential value for them. Therefore one of the challenges experienced was service users not being 

accustomed to debating and discussing their treatment plans and personal modifications of them as 

is done with PHP, so it was not as greatly received or utilised as anticipated. It was also clear that 

users and staff often saw the plans simply as extensions of patients’ notes.  

Current programme 

A working group including service user representatives and partners from the neuronetwork 

including local branch secretaries of the Multiple Sclerosis and Parkinson’s Disease Societies and the 

Stroke Association were involved in developing the new programme. The content is based on 

priorities from a service user and carer perspective, an initial generic module which provides a filter 

mechanism for service users who feel that a self-management approach is not for them and PHPs as 

a tool for self-management (Table 1). Only the first module includes both carers and service users 

whilst the other two modules include only service users. Although we believe it is important to offer 

something to carers, their presence alongside the user in the groups tended to change the agenda so 

the solution was to provide parallel groups for carers. However, this also raises implications in terms 

of resources and currently the parallel groups are not being delivered. 

 The modules are delivered by a multidisciplinary team including nurse specialists, 

physiotherapists, occupational therapists, psychologists, dieticians and rehabilitation assistants. 

People are offered the course soon after their referral to the Hertfordshire Neurological Service. In 

the case of people with stroke this is likely to be soon after diagnosis, but with people with Multiple 

Sclerosis and Parkinson’s Disease time since diagnosis may vary. The programme is informed by two 

main theoretical approaches to self-management; social cognitive theory (Bandura 1986) and the 

self-regulation model (Leventhal et al. 2001) (Table 2).   
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Hertfordshire Neurological Services Self-Management Programme Table 1 

 

Module 1 – “What is self-management: pros and cons” (all conditions & for service users and carers) 

 Introduction to self-management and provision and discussion about the use of a PHP 

 Agreement that if self-management is an option for the patient then active buy in to module 2. 

 

Module 2 – “Living Well”  (all conditions & for service users only) 

 Being media savvy: Weighing up the claims about cures and treatments for long term conditions 

 Relationships self-management – getting the most out of your relationships 

 Core essential eating well – balanced diet 

 Benefits of exercise and examples 

 Living life to the full – health, roles and occupation 

 Managing fatigue 

 Resource Booklet – how to access support in Hertfordshire. 

 

Module 3 – Condition specific information (for service users only) 

Multiple Sclerosis  

 Looking after your bladder and bowel – symptoms and management 

 Coping with  Multiple Sclerosis –symptoms and management of changes in mood and cognition 

 Keeping moving, keeping active and managing fatigue 

 Recommended diet for  Multiple Sclerosis 

 Understanding  Multiple Sclerosis – signs, symptoms and disease management 

Parkinson’s Disease 

 Understanding your condition – symptoms and management 

 Exercise and physiotherapy – exercise examples 
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 Cues and strategies to enhance daily function and activity 

 Using Cues and Strategies for Enhancing Function and Mobility – circuits 

 Medication management – symptoms and medication options 

 Communication and swallowing difficulties – role of the speech therapist 

 Speech and Language Therapy for Parkinson’s Disease – identification and advice for speech and 

swallowing difficulties 

 Psychological aspects of Parkinson’s Disease – emotions, cognitions and coping 

 Nutrition – specific dietary recommendations 

 Taking things forward: Your personal management plan – self-management support tools 

Stroke  

 Eating well following stroke/TIA – dietary changes 

 Stroke self-management – symptoms and management 

 Speech and Language Therapy for stroke – communication and swallowing 

 Stroke physiotherapy gym exercises 

 Psychological Aspects of Self-Management for stroke – emotions, cognitions and coping 

 

Theoretical underpinnings of the programme    Table 2 

Social Cognitive Theory (SCT) (Bandura 1986)  

 One of the key predictors of behaviour change is self-efficacy which is one’s belief in their 

ability to achieve an action. 

 Self-efficacy is introduced in the first module highlighting its core importance. 

 Social comparisons through group delivery can have positive effects on self-efficacy and self-

management. 

 Setting of realistic goals and achievement of those goals is also important which is utilised in 

this programme through developing PHP with the patients and setting homework tasks and 
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physical exercises. 

Self-Regulation Model (Leventhal et al. 2001) 

 Theorises how an individual understands their illness through the formation of cognitive and 

emotional representations and how coping strategies are developed based on an individual’s 

perceptions. 

 The programme addresses the representation, coping and appraisal stages of this model by 

addressing people’s current illness perceptions and coping strategies, and the pros and cons 

of different coping techniques. 

 The Service’s Clinical Psychologist addresses the emotional and cognitive reactions to their 

neurological condition and how these change depending on a number of factors, and 

utilising self-management techniques, how to cope with these reactions.. 

 

Service user evaluation 

The programme has been running for a year and over 300 service users have now completed 

it. Between July and December 2011, 160 service users attended module 1 and module 2 was 

completed by 60 participants. A questionnaire based process evaluation of those 60 service users 

who had completed the first two modules (100% response rate) in this period suggested that more 

than 80% thought they had gained what they had hoped from attending. More than 50% of patients 

had found discussions/other people’s experiences to be the most helpful outcome of the course 

which reinforces the importance of the group as found by previous research (Nelson et al. 2010, 

Hirsche et al. 2011)(Figure 1).  There was a high level of satisfaction with the programme with the 

only significant suggestion for change being the inclusion of partners or carers in module (25%).  
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Service User Evaluation  Figure 1 

 

 

 

 

 

 

 

Discussion 

Previous self-management programmes have included purely generic information or only 

condition-specific information, as well as some programmes including carers, especially in the case 

of Parkinson’s Disease. Evidence could only be found on one other programme combining the 

experience of neurological patients (stroke, Multiple Sclerosis, spinal cord injury) (Hirsche et al. 

2011). From the literature, the Hertfordshire model appears unique in including both service users 

and carers initially, followed by a generic module for service users, and completing with a separate 

condition-specific module for patients with stroke, Parkinson’s Disease and Multiple Sclerosis. 

Programme components that appear to contribute to successful application of cognitive 

management strategies include increasing participant’s knowledge of cognitive changes, problem-

solving through cognitive challenges, practicing strategies through homework, and conducting the 

programme in a group format (Shevil and Finlayson 2009).There has been evidence for success of 

both condition-specific grouping and general grouping (Hirsche et al. 2011). However benefits of 

condition-specific programme over the generic programme included greater participation and 
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completion rates  (Cadilhac et al. 2011). This suggests that the design of the Hertfordshire 

programme with an initial generic module followed by condition specific modules may contribute to 

the increased participant satisfaction and commitment to completing the programme demonstrated 

by the low dropout rate of those who started each module.   

Delivering the intervention in a group format has been proven to be effective on both patient 

outcomes and cost-saving. Previous research has found that support of the group was a strong 

motivator for continued participation and the practice of self-management skills (Nelson et al. 2010). 

Deliverance in a group format is not only beneficial for increasing self-efficacy through social 

comparisons but it has also been found that social connections gained through such group 

interventions are  highly valued among this group of patients (Hirsche et al. 2011). One of the 

aspects of the Hertfordshire programme to be most positively evaluated was sharing experiences 

and peer support. A concern raised in the previous delivery of self-management in Hertfordshire was 

the potential distress in being with peers further down the disease trajectory. Because the new 

programme is offered when people are first referred to the service, the majority of participants are 

not at this stage and this was not reported as an issue in the revised programme.  

Negative effects of self-management education have been found in other studies. Ward et al 

(2004) report increased dependency and disability after an education programme for progressive 

neurological disorders such as Multiple Sclerosis, Parkinson’s and Huntington’s Disease. In an 

evaluation of a rehabilitation programme for people with Parkinson’s Disease, a consistent 

worsening in all patient measures was found, possibly due to the educational package increasing 

participants’ awareness of future deterioration causing distress, as well as depression because no 

further input was offered (Wade et al. 2003). However the issue of depression has been addressed 

in the Hertfordshire programme which has included input from a clinical psychologist to minimise 

the potential negative effects on self-management. 
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Limitations of the programme and process evaluation 

One weakness of this programme is the lack of carer involvement in the latter modules. 

Although currently the reason for this is a lack of resources, the need to offer something more to 

carers has been recognised and steps are being taken to ensure that future versions of the 

programme include carer modules, which may involve delivering in partnership with the voluntary 

sector to maximise the impact of limited resources. Another potential criticism of the Hertfordshire 

programme is that it is clinician rather than peer led (Wilson 2008). Although there are benefits to a 

lay-led programme delivery, a Cochrane review found that there were not any significant effects of 

lay-led self-management interventions, compared to professionally-led self-management education 

on improving psychological health, symptoms or health-related quality of life, or significantly altering 

healthcare use (Foster et al. 2007).  

Our process evaluation is limited in terms of sample size and the potential for respondent 

bias, therefore a more robust independent process and outcome evaluation is required in the future.  

The way forward 

Ten years ago a barrier impeding the spread of self-management education was a lack of 

trained personnel which made self-management courses unavailable in many community and 

primary care settings (Bodenheimer et al. 2002), this is still a problem even with the current policy 

focus. Therefore it is very important to prepare clinicians adequately in enabling self-management 

and increase their knowledge regarding available resources so that service users can be directed 

towards these (Dickerson et al. 2011). However a greater barrier to programme utilisation was the 

infrequency with which self-management techniques and referral to such educational programmes 

became legitimate topics for discussion in primary care consultations (Blakeman et al. 2010). A 

particular issue for service users with relatively less common conditions such as LTNCs is the lack of 

clinician expertise within primary care (Lowton and Ballard 2006). Another potential development of 
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the Hertfordshire programme would be to adopt a whole systems approach (Kennedy and Rogers 

2001) to improve patient information and access to services and promote flexibility in professional 

response through a patient-centred approach. This would raise awareness with primary care 

clinicians of self-management needs and strategies in LTNCs.  

Conclusion 

Community nurses have an important role in supporting people with LTNCs, however 

interventions and tools to facilitate self-management with this population are also required. The 

Hertfordshire self-management programme for people with LTNCs has attempted to address 

previous problems of self-management interventions for this service user group. The limited 

evidence we have identified on other LTNC self-management programmes suggests that the 

Hertfordshire programme is innovative and has the potential to improve self-efficacy and health 

outcomes for people with Multiple Sclerosis, Parkinson’s Disease and stroke. However, there is a 

need for a robust evaluation to assess whether initial indications are valid, and whether the 

programme as a relatively resource intensive intervention is cost effective. Such an evaluation would 

add to the limited evidence base in this area.  
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Key Points 

 There is a need for well designed, long-term neurological condition-specific self-management 

programmes that covers a wide range of skill teaching using a multidisciplinary approach. 

 The Hertfordshire Neurological Services programme is innovative and has the potential to 

improve self-efficacy and health outcomes for people with Multiple Sclerosis, Parkinson’s 

Disease and stroke. 
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 From the literature, the Hertfordshire model appears unique in including both service users and 

carers initially, followed by a generic module for service users, and completing with a separate 

condition-specific module. 

 A robust evaluation is required to assess whether initial indications are valid, and whether the 

programme as a relatively resource intensive intervention is cost effective. 
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