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This report is dedicated to the memory of Lindsay Carter, musician, 

disabled activist, ósharp thinkerô and service user researcher in this 

study. She has been sorely missed by her fellow researchers. 

 

 

 

 

 

 

We would also like to remember three service user participants who gave their time, 

energy and enthusiasm to the research but did not live to see the final report.  We 

hope we have done justice to their contributions. 
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GLOSSARY OF TERMS 
 

Action Research: a deliberate, planned process of critical enquiry undertaken by 

those engaged in and committed to the improvement of the situation. It uses an array 

of methods, chosen for their appropriateness to the enquiry. It typically proceeds in a 

cycle of posting questions, generating data and reflecting on that data. It is 

participatory, critical and educational. 

 

Carer/Family member (CFM): for the purposes of this study CFM is defined as an 

unpaid person who supports/aides service users, providing practical and/or 

emotional support to help service users engage in activities of daily living. This does 

not include those paid as personal assistants to carry out this function.  

 

Co-labouring: defined by Sumara and Luce-Kapler (1993: 393) as a process of 

engaging in ñtoil, distress, trouble: exertions of the faculties of the body or mind é an 

activity which is at times likely to be uncomfortableò co-labouring is used in this study 

to reflect the shared aspect of working together to shape treatment and care.  In co-

labouring, both sides have to work at developing a process.  It cannot be confused 

with consultation.  

 

Communicative space: where people come together to co-labour: in this case to 

delve into their thoughts and ideas with the aim of constructing new knowings about 

practice based on both the articulation of their own ideas and those offered by 

others.  It is an active engagement where all parties share responsibility for critical 

reflection.  

 

Community of inquiry: the grouping together of people in a manner that leads to 

questioning, reasoning, challenging, connecting and developing new understandings 

about practice.  It is a social and educational group for addressing what is currently 

understood and using multiple perspectives to improve that understanding. 
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Consultation: where one party asks the other whether or not they agree with a 

process/idea that has already been developed. 

 

Facilitator ï an independent person who enables people to work more effectively 

together through advocating fair, open and inclusive communication. They assist 

people to thinking deeply about their assumptions, beliefs and values and actions 

and to learn together.  

 

Integration: although debate remains, integration is generally described as the 

provision of óadditional arrangementsô to enable settings to admit certain people with 

particular needs but where the setting itself would remain essentially unchanged.  In 

its most negative connotation this is integration by location, where people attend b ut 

cannot participate or the provision of limited access to or a watered-down variant of 

regular provision.  It is characterised by an approach where people may have certain 

choices but have to fit in, in the best way they can, to regular activities, with the onus 

being on the person to make accommodations.  

 

Inclusion: conceptualized as more challenging than integration, inclusion is a 

process that involves society in making changes, both physical and attitudinal, that 

embrace diversity and enable all people to make choices in relation to the way they 

live their lives. 

 

Medical model of disability: rooted in an emphasis on individual clinical diagnosis, 

it identifies the form of impairment as the disabling factor. 

 

Participatory research: a research approach designed to ensure and establish 

structures for participation by communities affected by the issue being studied.  It 

has particular emphasis on co-learning and reciprocal transfer of expertise by all 

research partners and mutual ownership of the processes  

 

Pedagogy: the art/approach/method of educating   

 

Person Centred: The concept of person centred practice is now commonly used 

within health and social care policy documentation. The Modernisation Agency 
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Action on Neurology: Improving Neurology Services ï Practical Guide March 2006 

identified a person centred service as one that includes:  

- good co-ordination with services planned and delivered in an integrated way 

around needs of the patient 

- an understanding of the skills of different professionals and the role of 

different agencies 

- an integrated assessment of health and social care needs 

- up to date information given at appropriate time along patient pathway 

- the involvement of patient and carers in the decision making process  

- support to help patients manage their condition themselves 

 

Service users:  people who use, or have used, inpatient, outpatient or outreach 

services in relation to their long term condition, provided by Walkergate Park 

Regional Neuro-Rehabilitation Services. 

 

Social model of disability: this model makes a clear distinction between the form of 

impairment people have (the individual model) and the way they are treated by the 

communities in which they live. It identifies the impact of society as the disabling 

factor. 

 

Staff: for the purposes of this study staff are the people who are employed 

Walkergate Park Regional Neuro-Rehabilitation Services in any paid capacity. 

 

Symbolic Interactionism: the theory that people create shared meanings through a 

critical interpretative process: the understandings people attach to their situations are 

socially constructed and shaped by social interactions.  
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 EXECUTIVE SUMMARY  

 

1. Aims and Objectives 
 

This study set out to: 
 

 explore how feelings of inclusion effect ways in which people (service users and 

carers/family members) who use neurological/neuropsychiatric services are engaged 

with the NHS community  

 discover whether the way in which people are included in services has an effect on 

how they are able to understand and use the knowledge from that engagement. 

 
The key objectives were to:  

 

 identify current perceptions of service delivery 

 investigate understandings of integrated and inclusive practice 

 map what inclusion looks/feels like for people using neurorehabilitation services 

 articulate the impact of current forms of inclusive practice on the lives of service 

users 

 identify enablers and barriers to inclusive practice 

 provide holistic knowledge and a set of principles to support the development of more 

person centred, effective service delivery 

 develop a body of knowledge on inclusive practice and its impact 

 

2. Findings 
 

 There is general satisfaction with service provision but we must not mistake 

satisfaction about services for effective services.  

 The provision of ineffective services has  

o a high impact on the lives of service users and their families,  

o a high cost to NHS staff in terms of morale and job satisfaction  

o a high monetary cost for service providers.  

 Inclusive practice is essential for developing services that are appropriate for service 

users with long-term neurological conditions.   

 Effective communication is at the heart of inclusion.  Without it the long-term 

effectiveness of rehabilitation in practice can be compromised. 

 Effective communication needs facilitation. 
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 Whilst inclusion is individual there are some important common principles for 

inclusive practice that can be developed.  

 Barriers to inclusive practice exist in both personal and organisational perceptions of 

effective practice.  These need to be overtly and systematically addressed as an 

educational process for all.  

 Exclusion is expensive for all. 

 Participatory research enables us to delve deeper into conceptualisations of practice: 

to reach underlying issues in respect of practice that can be masked by common 

rhetoric. 

 The research approach (participatory) offered a model for practice. 

 

3. Background to the Research 

 

3.1 Local 

The study arose from discussions with service users during a process of major change in 

local service provision. The site of the Neuro-Rehabilitation Centre, (Hunterôs Moor) was to 

be closed and services move to a new build (Walkergate Park) joining with neuro-psychiatric 

and neuro-behavioural services. Whilst engaged in a listening event about the shape of new 

buildings and services, service users were asked about what they might want to see 

researched at the new centre.  .  It was their perception that there might be a link between 

the way people with neurological impairments are included in the NHS and the way they use 

treatment knowledge to develop their skills and independence in the community.  They 

therefore wanted to research the notion of inclusion and its impact on the lives of people with 

Long Term Neurological Conditions (LTNCs). 

 
3.2 National 
The research was set against a backdrop of a nation focus on:  
 

 improving practice in LTC through the National Service Framework (NSF) 

 service user involvement in shaping services and treatment 
 service user involvement in research 

 
4. Study design 

 

The study used participatory action research (PAR).  PAR is broadly defined as  ñthe study 

of a social situation carried out by those involved in that situation in order to improve both 

their practice and the quality of their understandingò Winter & Munn-Giddings (2001:35).  

The approach foregrounded in this research drew on the notion of óauthentic participationô, 

used by Robin McTaggart (1997) to mean  
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ñownership, that is responsible agency in the production of knowledge and 

improvement in practice... Mere involvement implies none of this and creates the risk 

of cooption and exploitation in the realisation of the plans of othersò p28 

 

Service users who raised the initial question were part of the core research team that 

designed and carried out the study. 

 
Core Research Team 

Staff from Northumbria University (two of whom were  

formerly employees of Northumberland Tyne and Wear 

(NTW) NHS Foundation Trust)   

Service users, carers (non-paid) and family members who 

used Walkergate Park Regional Neuro-Rehabilitation Centre 

(Walkergate Park)  

Staff from Walkergate Park Services  

Representatives from the North Eastern branches of the MS 

Society, Parkinsonôs Society and Headway  who had 

involvement with Walkergate Park Services  

 
Participants in the study 

Service Users with a range of acquired neurological 

conditions  

Carers/family members (CFMs) 

Staff from Walkergate Park Services (including non-medical 

staff 

Representatives from the voluntary sector who engage with 

the services of Walkergate Park Regional Neuro-

Rehabilitation Centre 

 
 
Approaches to data generation were designed to allow participants, some with impaired 

communication and processing skills, to: 

 participate in a way most suitable to their preferences and needs (based on their own 
choice, not impairment led) 

 delve beneath rhetoric, seeking both an appreciation and a critique of practice in the 
light of current policy requirements 

 enable participants to contribute to the analysis of data  
 

Methods 

Interviews   

Focus Groups (homogenous: ie all participants 

from same grouping eg all staff)  

Focus Groups (heterogeneous: ie participants 

drawn from across groupings)  

Diaries (Written and verbal) 

Photography Projects  

Blogs 
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Mapping 

Questionnaire  

 

A modified Delphi technique was used both as a synthesis approach to gain consensus, and 

to develop greater understandings though revisiting synthesised data for further critique.   

 
 
 
 
 
 
 
 
 
 
 

 

 

 

5. What was learnt from the study 

 
5.1 Perceptions of services 

People who use and work in specialised services find a great deal of merit in them.  Working 

at their best, specialist neurorehabilitation / neuro psychiatry services have a profound 

impact on improving the quality of peopleôs lives.  Professionals were praised for their high 

standard of medical knowledge and whilst people could always point to scarce resources 

this did not dominate discussions. Service satisfaction should not, however, be confused 

with efficient and effective services.  For a host of reasons, even the most articulate, 

communicative and confident service users articulate satisfaction with services whilst 

accommodating, enduring or silently rejecting a range of treatment and treatment process 

that are incompatible with their daily lives.  Services were delivered, over long periods of 

time, that had little impact and equipment that was not used, or used ineffectively, was 

maintained at a high cost. This translates into significant costs for the NHS and people and 

their families. 

 
5.2 Notions of inclusion 

Inclusion goes beyond notions of integration, where integration is seen to mean fitting in to 

what is available.  It is a shared endeavour that involves shaping practice based on 

collaborative critical inquiry into the impact of actions and services. Inclusion involves 

recognising and respecting contributions from all parties and is the outcome of forging 

shared understandings. It involves challenging and changing culturally accepted norms of 

Methodology

(Modified Delphi Technique)

Interviews, photography, mapping, diaries etc
Group activities undertaken with each participant group separately 

Mixed Focus group to verify themes
and highlight different view points

Big Conversation Day
Final verification &

How can the findings be implemented in 
practice?

Data 
analysis

Data 
analysis

Dissemination
Practice, DoHpolicy, Trust policy

Data 
analysis

 

Figure 1 Consensus and Development  
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place and power in engagements.  It is demanding of all participants.  It is a process, a set of 

attitudes and communications that go beyond co-producing an agenda and forefronts the 

importance for service users of owning their physical and communicative spaces. It is hard 

to grasp, hard to pin down and impossible to frame but inclusive practice has some key 

characteristic: 

 
 Active and ongoing communication - talking and listening, by all 

 Shared decision-making - which includes taking the lead and stepping back 

 Having real choices ï not just choices from a set menu devised by others 

 Having control over your own choices 

 Influence and agency - having your input acted upon  

 Recognition of your needs and rights - for yourself and by others 
 Having responsibilities - taking responsibilities and being given 

responsibilities -  not having them delegated or removed  
 Recognition of the person is at the heart of the process (functionally, 

emotionally, cognitively, contextually, culturally and spiritually)   
 Respect for the person  

 Positive attitudes towards aspirations 

 Environmental designs that enable physical access 
 It is forged through co-labouring in a communicative space - it cannot be 

delivered ótoô  
 

Inclusive practice can only be done inclusively.  It cannot be an add-on.   
 
5.3 Notions of communication 

At the heart of inclusive practice is the development of a communicative space that allows 

voices to be heard, perceptions to be explored and honest descriptions of practice to be 

aired.  It necessitates that all voices are valued and for the value of perceptions to be 

agreed, not dictated.  It necessitates facilitation. Without a communicative space treatments, 

processes and procedures alien to the lifestyles, preferences, abilities and characters of 

people who use the services, are likely to perpetuate. The long-term nature of engagement 

with services offers opportunities to develop this approach for vital, effective and efficient 

services.  

 

Communication is seen as secondary to action. Health professionals and managers are 

encouraged by organisational, professional and bureaucratic imperatives to prioritise ódoingô 

over ócommunicatingô.  Communication is seen as time consuming and an added extra; even 

a luxury.  This study showed that without effective communication the long-term 

effectiveness of rehabilitation in practice can be compromised. 

 
5.4 Impact of Inclusion 

Services that engaged in developing a communicative space were more likely to develop an 

inclusive approach to practice.  The outcome of inclusive practice was that service provision 
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(physical or behavioural) was more applicable to the daily lives of users and hence applied 

more effectively. The cost of not being included is felt socially, emotionally and economically 

by service users and their carers and family members.   

 

Where a robust communicative space had not been developed this had an effect on the 

provision of equipment that neither suited a personôs personality nor fitted the physical 

geography of their home.  A systematic or bureaucratic (as opposed to inclusive) approach 

to the provision of technical equipment resulted in expensive resources being delivered to 

services users but not being used.  

 

Making informed choices about how to be included in services and having that involvement 

respected and acted upon, leads to improved confidence and motivation for service users.    

 

A greater understanding of the principles of inclusion, that includes developing a 

communicative space, leads to more successful environments for all. Environments 

considered inclusive by staff could be considered exclusive by service users. 

 

Effective treatments reduce long-term waste.  The cost of repeatedly engaging in services 

that are not appropriate, either in terms of their content or geography, is particularly high 

when the conditions in question are by their nature long-term. 

 

Where services are recognised as getting to the heart of the matter they are considered 

more effective and hence more credible.   

 

When staff feel that they are really making a difference, when they can forge innovative and 

effective partnerships with service users and see the impact of this, it raises morale.  

Services led by history, tradition or other frameworks for delivery, rather than being forged by 

a focus on the needs of service users, can lead to ineffective outcomes and low morale 

amongst staff as well as the community they serve.  

 
5.5 Enablers and barriers to inclusive practice 
 

Perceptions of who óknowsô and ówhat it is important to know aboutô 

Historical weightings of knowledge towards professionals, where contextual knowledge is 

undervalued, lead to imbalances in communication that affect inclusive practice and effective 

service delivery.  All stakeholders, including service users and CFMs, need support in 

recognising the importance of in-person knowledge. 
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Organisational and bureaucratic processes that forefront (and measure) actions above 

communication are a barrier to developing communicative spaces for inclusive practice.  

 
Communication 

The type of communication has an impact on inclusion.  Consultation is not necessarily 

sufficient. The perception that effective communication through reciprocal perspective taking 

is more time consuming leads people to reject communicative engagement. This perception 

is not born out by the literature or the long term impact of effective communication.  

 
Understanding and respecting the notion of choice 

The notion of choice is not well understood. It is perceived as a luxury.  Where people have 

not been involved in making choices on aspects of services that are important to them, the 

effectiveness of treatment can be lost.  People with long term conditions need to be engaged 

in developing their lives in a way that makes sense for them.  Informed choice is not a 

luxury, it is a necessity. 

 
Facilitation  
The need for two distinct facilitation roles were articulated, facilitator  

 as advocate who works on behalf of service users (a model for advocates and self-

advocates is available in learning disability practice)  

 as a person who opens up spaces to support more inclusive conversations across all 

parties. Professionals have the technical knowledge and service users and CFMs hold 

the knowledge about their own lives, preferences, skills and abilities in the everyday 

situation.  These need to be brought together to support the translation of knowledge into 

effective practice.  The mixing of these sets of knowledge is vital for effective treatment 

but hindered by: 

 
o Perceptions of the professional/practitioner as the knower - by both 

professional/practitioners and service users and CFMs 
o Historical perceptions of óbeing gratefulô for services 
o Deference 
o Difficulties of articulating a position when you are still struggling to come to 

terms with that position  (for example service users coming to terms with their 
condition, family members recognising themselves as carers) 

o Fear that critical discussion  
- will be misconstrued as criticism that would hinder relationships 
- would lead to cuts rather than improvements in services 

o Inflexible bureaucratic systems 
o The perception that talk is time consuming and unproductive 
o Organisational cultures that prioritise and record actions and not processes 

that lead to effective outcomes.  
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6. Impact of research design  

 

The research process modeled a form of communication that used a facilitated, recursive 

approach to shape a communicative space. This communicative space created opportunities 

that gently prodded people into critiquing both their own articulation and those of others. It 

got beneath rhetoric and common understandings.  There was evidence of this in the design 

of the project, that was influenced by the interchanges within the core research team and the 

quality of the data generated.  Repeatedly revisiting both data and analysis of that data with 

participants resulted in new approaches to understanding, new meanings being articulated 

and analysis being verified. It needed time and facilitation.   

 
Data analysis and triangulation 

1
st

 level - researcher analysis ï taken back to participants 

in focus groups 

2
nd

 level  - researcher/participant analysis taken to 

heterogeneous focus groups  

3
rd

 level ï researcher analysis using Nvivo as data 

storage and sorting/sifting mechanism  

4
th

 level ï confirmation and development of themes and 

concepts through a óBig Conversation Day for all 

participants. 

 
 
7. Difficulties in embedding the learning from the project 
 

The low priority given to ósoftô aspects of both practice and research into practice may have 

had an impact on the ability to recruit managerial staff into the project.  Staff who engaged 

with the communicative space afforded by the project experienced its potential to affect their 

thinking and hence future actions. Taking the learning beyond practitioners and engaging 

senior managers proved more intransigent.  This is a challenge if we are to affect cultural 

change. 

 

Policy and practice in the NHS now forefronts the importance of communication and a more 

inclusive approach but the recording processes still priorities measurable actions.  There is a 

need for a re-conceptualisation of practice and the monitoring or practice in LTNC that 

advances the development of an inclusive approach through a communicative space. 

Considerable work is needed to develop this in practice. Inclusion cannot be fitted in when 

other activities allow, it has to be central and requires an overt space in practice which is not 

currently recognised. 
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8. Summary 
 

This study has highlighted the unacceptable cost of practices that exclude the very people 

they are there for.   Whilst for the NHS the burden of this is financial, service users and 

CFMs shoulder a shocking cost in relation to their health and life choices.  Directors of 

services and commissioners need support to understand why and how to set priorities 

towards inclusive practice and to have this overtly legitimised.  The challenge is to 

conceptualise services for people with long term conditions that move from a delivery model 

to a model with co-creation at its centre.  
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CHAPTER 1:   THE CASE FOR RESEARCHING INCLUSION 
 

The Department of Health (2005) reported that approximately 10m people in the UK 

have a neurological condition, with 350k people needing help with daily living. There 

are approximately 850k people caring for someone with a neurological condition. 

They account for 20% of acute hospital admissions and are the third most common 

reason for seeing a GP. For most people the illness/injury has life-long 

consequences (DH, 2005 p10).  

People with neurological conditions access a variety of inpatient, outpatient and 

community services.  From these services they receive up to date scientific 

treatment, functional assessment and support.  The people who carried out this 

research believed that there might be a link between the way people with 

neurological impairments are included in the NHS and the way they use treatment 

knowledge to develop their skills and independence in the community. Much has 

been written about types of medical treatment people receive but we ha ve found 

nothing about the effect of feeling included and its impact on the ability of people to 

use hospital-based and community services. Over the past decade community 

neuro-rehabilitation has emerged as an extension of neurological rehabilitation 

(Barnes & Radermacher, 2003) but critical gaps exist in understanding how this 

should be carried out (Chard, 2006).  

Cott (2004) highlighted the need to improve the relationship between treatment and 

community. She identified the importance of the subjective understandings that 

people attach to situations as drivers for participation. This study sought to find out 

whether there is a link between the way people with neurological impairments are 

included in the NHS community and the way they use knowledge from treatment to 

develop their skills and independence. As such, it directly addressed one of the key 

threads running through legislation in respect of long-term conditions (LTCs), that of 

improving the quality of life of service users through a more patient-centred, 

inclusive, approach.  

It is a key tenet of policy initiatives that people with differing needs and from different 

communities and social groups should be meaningfully involved in the development 
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of their own services and be able to make choices about the way in which these are 

embedded in the way they lead their lives. This approach necessitates a move to a 

more inclusive philosophy by service providers. There is an aspiration for sustained 

inclusion and participation (DH 2007c:46) but sparse literature on the development of 

a more inclusive approach to treatment and how this affects those with neurological 

conditions in their daily lives. Very little is known about what service users 

experience in relation to engaging with services and embedding those services in 

their daily lives to enable them to be more independent: even less is known about 

the experiences of carers (Baxter et al, 2001). 

Lord Darzi (2007b:6) reported that people still feel alienated from the system, and 

that patients ñstill feel like a number rather than a person é [they] lack ócloutô inside 

our health care systemò.  The DH Impact Assessment (2007c:30) identified that 

stroke survivors leaving hospital could still feel forgotten by services and did not feel 

part of decision-making processes. In addition, in daily life,  'social exclusion', where 

social isolation occurs for reasons that are beyond the control of the person involved, 

has been identified by numerous studies as a common outcome of traumatic brain 

injury (Callaway et al, 2005).  

Dr Colin-Thomé (formerly National Clinical Director for Primary Care), when 

introducing action to implement the Government's priority to improve care for people 

with LTCs (2007), highlighted the need to move away from reactive care, based in 

acute systems, towards a systematic, patient-centred approach. He stated that the 

latest evidence continues to support the clear messages that people with LTCs are 

the most intensive users of the most expensive services. As they are also long-term 

users of social care and community services, Dr Colin-Thomé argued that there 

would be benefits to the population and financial savings if health and social care 

communities invest in effective management that takes a more person-centred 

approach. Some of the costs of social exclusion, both personal and economic, have 

been highlighted in the Social Exclusion Unit Interim Report (2005). It is therefore 

reasonable to expect that reducing perceptions of exclusion would have a positive 

effect on people's lives and affect their need for further support and intervention 

services.   
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Questions have been asked about whether participatory philosophical/theoretical 

underpinning about service delivery may lead to more effective life-enhancing 

outcomes. Studies have cited the importance of strengths-based practice (Rowlands, 

2001), of friendships (Callaway, 2005) and for models of rehabilitation that include 

opportunities for users to be incorporated into communities (Condeluci, 1997), but 

most tend to refer to an integration approach, finding where people might fit, rather 

than making broader changes to precipitate inclusion.  

Being part of the treatment process for service users has been articulated through 

recent policy initiatives as a key element of more effective practice.  The White  

Paper Equity and excellence: Liberating the NHS (July 2010) set out the 

Government's vision for people with long-term conditions to be at the centre of 

decisions about their care and support - "no decision about me without me". The 

generic LTC model places the emphasis on engaging the individual in making 

shared decisions about their care.  What this looks like in practice, and which 

elements of the engagement process are necessary for it to be effective, is not well 

understood.  

Using the social model of disability as its driver, the study is framed by the notion 

that integration and inclusion are mutually exclusive, integration being defined by a 

process of fitting into a location or event, changing buildings, bringing in people who 

óknowô. It can be delivered and is underpinned by dominant values of what is normal 

(Swain, 2003). Inclusion is conceptualized as more challenging and is characterised 

by recognising diversity, including race, gender and disability, and based on the 

positive valuing and celebration of difference. Inclusion is partnership-led through 

negotiation and demands change for all. It is a Government policy commitment that 

ñBy 2025 disabled people in Britain é will be respected and included as equal 

members of societyò (PMs Strategy Unit, 2005) but processes for developing 

communities of practice (including the NHS community) for this to happen remain 

unspecified.  

This study focused on: 

 What is inclusion 

 Enablers for and barriers to inclusion  



24 
 

 The impact of inclusion and exclusion on both the users of services and 

services themselves 

It sought to tease out how neurological rehabilitation services are experienced and 

understood by service users and carers and family members (CFMs), how people 

perceive such services in terms of feeling included and how daily lives are affected 

by feelings of inclusion.  In other words, the researchers wanted to find out whether 

there is a link between the way people with neurological impairments are included in 

the NHS community and the way they use knowledge from treatment to develop their 

skills and independence. 

 

ORIGINS OF THE RESEARCH QUESTION 
 

Northumberland Tyne and Wear (NTW) NHS Trust has an active Patient and Public 

Involvement  (PPI)  group and in 2005 it funded a review to look at the lives of 

service users from their perspectives. The agreed priorities for change included the 

need for service users to be involved in major decisions about their lives and to be 

visible and included in local communities. This raised questions about what óbeing 

includedô might mean. 

A group of people, mainly service users, who thought there might be a link between 

the way people with neurological impairments are included in the NHS community 

and their motivation to use knowledge from treatment to develop their skills and 

independence in the wider community, instigated this study.  

In 2008 a 'Listening Event' was held in Hunterôs Moor Neuro-rehabilitation Centre.  

The building was being closed down and the whole service moving to Walkergate 

Park Neuro-rehabilitation Centre under a PPI new build initiative.  The óListening 

Eventô was instigated to consult with people who were users of services about the 

shaping of the new Walkergate Park Regional Neuro-rehabilitation Services.  As part 

of this there was an opportunity for people to discuss what kind of research they 

thought would help future service delivery.  A number of topics were suggested, one 

of which was about the impact of feeling alienated from service delivery, or 

conversely the impact of being more included in the ways services are shaped and 
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delivered.  Service users suggested that neurological rehabilitation could be more 

effective if it was embedded in communities of practice that include the users: that it 

might be more effective when based on the real and complex lives people live rather 

than on a clinical model of effectiveness.  

 

RESEARCH AIMS AND OBJECTIVES  
 

This study investigates how service users, carers and family members and staff 

understand integrated (fitting into a system) and inclusive (making the system suit 

the person) ways of working. It describes what inclusion looks and feels like for 

people with neurological impairments using neurological rehabilitation services, and 

other health services in the North East of England.  The aim of this study was to find 

out whether there is a link between the way people with neurological impairments 

are included in the NHS community and the way they use knowledge from treatment 

to develop their skills and independence in their daily lives. 

It sought to:   

1. identify current perceptions of service delivery 

2. investigate understandings of integrated and inclusive practice 

3. map what inclusion looks/feels like for people using neuro-rehabilitation 

services 

4. articulate the impact of current forms of inclusive practice on the lives of 

service users and CFMs 

5. identify enablers and barriers to inclusive practice  

6. provide holistic knowledge and a set of principles to support the development 

of more inclusive and effective service delivery 

7. develop a body of knowledge on inclusive practice and its impact 

 

The research also considered the perceptions of service delivery from: 

 

i) the perspective of staff who work in the services 

ii) CFMs of users of Walkergate Park Services 
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iii) voluntary services who engage with service users, CFMs and Walkergate       

Park Services   

 

The study was framed within the context of symbolic interactionism i.e. that the 

understandings people attach to their situations are socially constructed and shaped 

by social interactions. It addressed some of the key themes in the LTC 

(Neurological) National Service Framework (NSF) (2005)  

 Person-centred approaches 

 Care planning around the needs and choices of the individual  

 Joint working  

This NSF is set against a backdrop of similar Government policy initiatives towards 

more inclusive practice in other arenas e.g. óValuing People: a new strategy for 

learning disability for the 21st centuryô White Paper (2001); the new Commissioning 

Framework for Health and Wellbeing (2007a) which proposes to help people stay 

healthy and independent, provide choice in care services, deliver services closer to 

home and tackle inequalities; the White Paper Our health, Our care, Our say (2006) 

and the NHS Improvement Plan: Putting People at the Heart of Public Services 

(2004) which offers a model for management of LTCs through self care, disease 

management and case management. The Impact Assessment: a New Ambition for 

Stroke (2007) raises issues about continued care and how this might be more 

effective with The National Stroke Strategy (2007c) putting particular emphasis on 

the involvement of people in care planning.   
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CHAPTER 2:  LITERATURE REVIEW  
 

This chapter informs the search for a link between the way people with neurological 

impairments, specifically acquired or traumatic brain injury, are included in the NHS 

and the way they use treatment knowledge to develop their skills and independence 

in the community. Much has been written about types of medical treatment people 

receive but there is little about the effect of feeling included and its impact on the 

ability of people to use hospital-based and community services.   

This overview draws from published peer-reviewed journal articles and reports 

written in English pertaining to the topic of inclusive practice from the perspectives of 

service users, family and carers, and health care staff.   Relevant items were 

identified by examining references retrieved from: 

 searches conducted in electronic bibliographic databases provided by the 

University of Northumbria (AMED, ASSIA, CINAHL, PsycArticles, Web of 

Science, ZETOC) initially using subject terms and keywords (and variants 

where appropriate) taken from the project proposal, such as inclusion, 

exclusion, service users, carers, professional-patient relationships, 

involvement, neurological, brain injury and rehabilitation; 

 resources provided by the research team, advisors to the project, and subject 

specialists in the field;    

 hand searches of reference lists provided to the research team by The Kings 

Fund and the Department of Health, and also of the bibliographies of relevant 

items retrieved as above. 

The chapter begins by outlining some key terms (personalisation, person-centred 

planning, participation, co-production, and inclusion) before discussing patient-

centred, and inclusive, practice.  Two elements, relationships and decision-making, 

are explored with reference, respectively, to Bourdieuôs theory of practice and 

Habermasô theories of democratic communicative action and life world. Findings 

from studies of the experience of neuro-rehabilitation from the perspective of 
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patients, families and carers, and therapists, are summarized. Finally, the social 

policy context for inclusion in health care in England is outlined in a table.  

 

TERMINOLOGY 

 

óPersonalisationô, ñthe process by which services are tailored to the needs and 

preferences of citizensò (Great Britain Prime Ministerôs Strategy Office, 2007, p. 33),   

is a central feature of the governmentôs agenda for public sector reform.  

Participation, choice, control and empowerment are key concepts for personalisation 

and have their origins in the independent living movement and social model of 

disability.  The idea of starting with the person, rather than the service, was 

announced in Putting people first: a shared vision and commitment to the 

transformation of adult social care (2007). Authored by Ministers, local government, 

the NHS, social care, and professional and regulatory organisations, this concordat 

documents the shape of a personalised adult social care system, where people have 

maximum choice and control over the services they receive through the development 

of individual budgets, direct payments and óperson-centredô approaches to planning 

and care.  

óPerson-centred planningô was formally introduced in 2001 for people with learning 

disabilities in the Command paper Valuing People (Great Britain. Department of 

Health, 2001). Its central tenet, ñrather than fitting people to services, services should 

fit the personò (Valios, 2008, p. 36), gives it similarities to personalisation and 

inclusive practice.  

óParticipationô and patient participation, at both individual and national levels, have an 

array of interpretations and lack clarity. Hammel et al (2008) sought to gain an 

insider perspective from 57 disabled people, a third of whom had a traumatic brain 

injury, in understanding what participation means, how to characterize it, and the 

barriers and supports to participation.  The participants defined participation as a 

ñmultifaceted, transactive process . . . predicated upon access, opportunity, respect 

and inclusion.ò (p. 1458-9) 
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óCo-productionô is another term used in recent discussions about personalisation.  

Co-production, also called óco-creationô or óparallel productionô, describes direct 

participation and community involvement in social care services, and can be seen as 

a way of building social capital (Valios, 2008).  Dunston et al (2008) theorise and 

detail co-production and health system reform in an Australian context. In the UK, 

one view of the overall aim of the co-creation concept is to reduce the pressure on 

the health system by preventing people from needing traditional health care 

altogether (Lynch, 2005). In 2002, Securing our future public health: taking a long 

term view (Wanless et al, 2002) showed the potentially massive growth in health 

costs if we did not invest in reducing demand for, as well as improving supply of, 

services. It also argued that the future of health care in an era of chronic, rather than 

infectious, disease would hinge on the ófull engagementô of people in their own health 

care (Lynch, 2005; Cayton, 2006).  A fully-engaged person is ñone who looks after 

themselves and makes choices with responsive health services to take responsibility 

for and to maintain and improve their own healthò (Cayton, 2006, p. 288).   

This new approach to designing service is illustrated by the Design Councilôs 

involvement in co-creating services for diabetes management in Bolton and Kent 

(Lynch, 2005) and by Hyde and Davisô (2004) examination of mental health service 

design, culture and performance.  In 2010 the Department of Health produced óA 

guide on co-production with older peopleô to help local authorities and their partners, 

including local communities, work together and improve older peopleôs influence at 

all levels of service commissioning and delivery.  Seven principles are identified:  

older people are involved throughout the process, from the beginning to the end; 

older people feel safe to speak up and are listened to; older peopleôs skills and 

experiences are used in the process of change; we work on the issues that are 

important to older people; it is clear how decisions are made; meetings, materials 

and venues are accessible for older people - they can get there, prepare, be heard 

and follow progress through reports and minutes; and, progress is evaluated through 

looking at the actual changes in older peopleôs lives. 

In terms of neuro-rehabilitation, locational access is also an issue.  Improvements in 

locational access, such as ramps and wider doorways in city centres, are viewed by 

many as a way of being more enabling to those using wheelchairs, but such 
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environmental improvements are not sufficient to overcome a óuserôsô understanding 

of inclusive access (Bromley, 2007). 

Inclusion in health service planning and delivery is described by a number of 

different terms, sometimes interchangeably.   In areas where it is difficult to find good 

examples of óinclusive practiceô inclusion is often described by what it isnôt, as in 

Wilkinson and McAndrewôs (2008) phenomenological enquiry into carer experiences 

of exclusion from acute psychiatric settings entitled  ñI'm not an outsider, I'm his 

mother!ò Inclusion may also be confused with integration: to clarify, óintegratedô is 

about the person to fitting into the system, whereas óinclusiveô is about making the 

system suit the person.  

óInclusive practiceô is an overarching term that may feature processes such as 

partnership, participation and collaboration.  What all of these processes have in 

common is that they each have the potential to change the traditionally asymmetric 

relationship between doctor and patient, shifting the balance away from ódoctor-ledô 

towards ópatient-ledô or ópatient-centredô care.  This shift is important, not only 

because it reflects social, cultural and political changes since the 1960s together with 

demands for increased autonomy and choice, but also because improving 

communications between patients and professionals has been assumed to improve 

health outcomes and have benefits for both parties by reducing the stress caused by 

unbalanced power and knowledge relationships (Hughes et al, 2008).  Patient-

centredness in itself a ñslippery conceptò (Mayes, 2009, p.484) and, indeed, only one 

of several notions of ócentrednessô evident in health care settings (Hughes et al, 

2008), provides a useful starting point for framing this exploration of inclusive 

practice within neuro-rehabilitation.  

 

PATIENT-CENTRED PRACTICE 
 

NHS 2010-2015 from good to great: preventative, people-centred, productive (Great 

Britain. Department of Health, 2009) identifies that carers and patients want to be 

recognized at expert partners in their care, and notes: 
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ñThis aspect of quality has been neglected or seen as less important in the 

past. If we are to realise the vision of a people-centred NHS, with quality at its 

heart, then this has to change. Patients and their carers have a right to be 

treated equitably, whoever or wherever they may be.ò (p.30) 

The shift towards the ópatient-centrednessô in the NHS can be evidenced through 

government records.  For example, a Select Committee on Education and Science in 

1968/69 acknowledged that:  

ñ. . . medical practice frankly recognises that some doctors are patient-centred 

and accommodates them in general practice, pediatrics, psychiatry and 

similar fields that require a feeling for the patient as a person; but it 

recognises, too, that many doctors are ódisease-centredô, uninterested 

professionally in people, and  a little irritated that diseases usually come with 

people wrapped around them.ò (Great Britain. House of Commons, 1969, p. 

265)  

The term was subsequently used in connection with midwifery training in the Briggs 

Report (Great Britain. House of Commons, 1972, p.87) and appears infrequently in 

other documents.  One of the first occurrences in UK government documents of the 

term ópatient involvementô is reference to the popularity, due to the friendly 

atmosphere and patient involvement in the running of the centre, of a psychiatric unit 

at the Croxteth Day Hospital (Great Britain. House of Commons, 1980). It is not until 

the 1990s, in connection with breast cancer services, that we see a repeated 

reference to ópatient-centred careô (Great Britain. House of Commons, 1995). The 

mid-1990s also saw the publication in the UK of Patient-centred medicine, 

transforming the clinical method (Stewart et al, 1995). The launch of The NHS Plan 

by the Department of Health in July 2000, with its vision of a ñhealth service 

designed around the patientò (p.17), featured the term ôpatient-centred careô five 

times.   

A systematic review of involving patients in the planning and development of 

healthcare by Crawford et al (2002),  found 42 studies, out of 337 papers, describing 

óinvolvementô. Involvement was defined as ñthe active participation in the planning, 

monitoring, and development of health services of patients, representatives, and 

wider public as potential patients.ò The authors conclude that involving patients had 
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contributed to changes in service provision, but the effects of these on the use of 

services, quality of care, patient satisfaction and patient health had not been 

reported.  Of interest to this review, where we are looking for examples of going 

beyond a óchoosing from the menuô approach, is the reference to a small study 

concerning user-focused monitoring in a neurological disorder unit where patients 

and staff found user-involvement rewarding:  MS Society volunteers, many of whom 

have MS, were trained to make sure that self-audit assessments were fair.  As well 

as increasing their knowledge about MS and service provision the volunteers said 

that ñthe experience also helped their sense of self-worth.ò (Poole, 2000. p. 15) 

A global definition of patient-centred care is proposed by Stewart (2001), and within 

general practice by Little et al (2001). Patients view patient-centred care as that 

which: 

a) explores the patients' main reason for the visit, concerns, and need 

for information;  

b) seeks an integrated understanding of the patients' worldðthat is, 

their whole person, emotional needs, and life issues;  

c) finds common ground on what the problem is and mutually agrees 

on management;  

d) enhances prevention and health promotion; and  

e) enhances the continuing relationship between the patient and the 

doctor. (Stewart, 2001, p.445) 

Stewart goes on to explain that patient-centred practice is not a process, but rather 

ña holistic concept in which components interact and unite in a unique way in each 

patient-doctor encounterò; and that it is not about sharing all information and all 

decisions but rather ñ. . . taking into account the patient's desire for information and 

for sharing decision making and responding appropriatelyò (p. 445).  This can create 

tension, as we see in Slade et alôs (2009) qualitative study of partnership in care for 

people with non-specific chronic low back pain,  between patientsô wanting a genuine 

voice and also wanting a care-provider to give explicit diagnosis, neatly 

encapsulated as ólisten to me; I know my own body: tell me; explain it to meô.  
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The use of patient narratives to explore patient-centred care further confirms that 

patients may be reluctant to participate in their care, viewing it as interfering, or may 

feel uneasy about breaking out of traditional professional-patient relationships: ñIf 

patients were to be encouraged to take a more active role in their care, this gratitude 

at being cared for and the deference to medical authority needed to be 

supplemented with a greater sense of ownership in their care . . .ò (Blickem and 

Priyadharshini, 2007, p. 623) 

Mead and Bowerôs (2000) review of empirical literature for patient-centredness 

captures the lack of consensus surrounding patient-centredness, citing, for example, 

early initial definitions from the 1960s stemming from general practice of 

ñunderstanding the patient as a unique human beingò to a later style of consultation 

emphasizing communication and relationship (see also Hughes et al, 2008), 

originally seen in client-centred psychotherapy.  This review also provides a 

conceptual framework identifying five dimensions of patient-centredness - 

biopsychosocial perspective, the ópatient as personô, sharing power and 

responsibility, therapeutic alliance, and ódoctor as personô - that make it different from 

the traditional óbiomedical modelô that focuses on the clinical diagnosis and treatment 

of illness.   

Leplege et al (2007) provide conceptual and historical perspectives on person-

centredness in relation to rehabilitation where the concept of person-centredness 

has multiple meanings, including addressing the personôs specific and holistic 

properties and difficulties in everyday life, respecting the person óbehindô the 

impairment or disease, and acknowledging the person as an expert regarding their 

own situation and needs.  Gzil et al (2007) question why rehabilitation is not yet fully 

person-centred and whether it should it be more person-centred. This study 

articulates the challenge of finding óinclusive practiceô and óperson-centred careô in 

rehabilitation practice that is framed within a medical model.   

 

At practice level, a guide to improving neurology services defines a person-centred 

service for people with long-term neurological conditions as ñseeing the right person 

at the right time in the right setting with the right information to help make informed 

decisionsò (NHS Modernisation Agency, 2005, p.14).  This guide states that an 

effective person-centred service needs: 
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 good co-ordination  

 services planned and delivered in an integrated way around the needs of 

the patient  

 an understanding of the skills of different professionals and the role of 

different agencies 

 an integrated assessment of health and social care needs 

 up to date information given at the appropriate time along the patient 

pathway 

 involvement of the patient and carers in the decision-making process 

 access to general and specialist advice as necessary 

 support to help patients manage their condition themselves 

 encouragement to the patient to join any of the support groups relating to 

their condition 

 

Services were not, however, always delivered in a person-centred way. For example, 

issues regarding information provision and co-ordination of services meant that: 

ñSome did not feel involved in decisions about their care and treatment and were left 

feeling isolated and confused, lack of information and co-ordination.ò (NHS 

Modernisation Agency, 2005, p.14)  

Hammell (2001) argues that person-centred, or client centred practice, emanating 

from the clientôs perspective, needs to incorporate a philosophy of respect for the 

client that is characterised by partnership approaches to practice that encourage 

choice and control.  She draws on both rehabilitation and disability studies literature 

to challenge traditional views of rehabilitation and client-centred practice (Hammell 

2006, p.147-163) and to argue that power and control issues have not been 

adequately addressed to facilitate a more client-centred approach.  She draws on 

the work of Oliver (1996) who suggests that ówithin rehabilitation there is a failure to 

address the issue of power and acknowledge the existence of ideologyô. (p.104)  

Professional groups espouse collaborative working and realignment of power (Law 

et al, 1995) and when a collaborative approach is used in practice, service users 

report positive benefits in terms of outcomes (Ford et al, 2003) and relationships 

(Marquis and Jackson (2000). Hammell (2006) suggests however, that professional 

rhetoric does not match the reality of practice in part due to óan unwillingness to 
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relinquish professional power and a conflict of accountability.ô  The latter finds 

professionals óserving two ñmastersò ï the system in which they are employed, and 

their clients.ô (p162). 

 

Many of the above points are vividly illustrated by Nieuwenhuijsen (2009), a 

rehabilitation specialist of more than 30 years, who presents her observa tions of the 

person-centred medical and rehabilitation services her husband received after a 

ruptured abdominal aortic aneurysm. Nieuwenhuijsen identifies two further issues: 

the role of the environment in the rehabilitation process and the need for 

transparency, for example, in communication.  The theme of communication occurs 

elsewhere, not only as a mechanism for information-exchange (Nieuwenhuijsen, 

2009) but also as a mechanism for empowerment, by enabling the patient to ótell 

their storyô (Mayes, 2009). This link between the ócomplementaryô concepts of 

patient-centredness and patient empowerment is discussed by Holmstrom and 

Roing (2010) who view patient empowerment as a broader concept that can be 

achieved by patient-centredness, but nevertheless note that patients can also 

empower themselves. 

INCLUSION 

 

The terms integration and inclusion are often used interchangeably. Increasingly, 

however, differences between the two are being articulated within academic writings 

(Thomas 1997, Reiser & Mason, 1992, Oliver, 1996).  Although debate remains, 

integration is generally described as the provision of óadditional arrangementsô to 

enable settings to admit certain people with particular needs but where the setting 

itself would remain essentially unchanged.  In its most negative connotation this is 

integration by location, where people attend but cannot participate or the provision of 

limited access to, or a watered-down variant of, regular provision.  It is characterised 

by an approach where people may have certain choices but have to fit in, in the best 

way they can, to regular activities, with the onus being on the person to make 

accommodations. Inclusion is conceptualized as far more challenging than 

integration.  It is a process that involves society in maki ng changes, both physical 

and attitudinal.  It embraces diversity.  It enables people be in control of their lives 

and the choices they make in relation to their lives. 
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INCLUSIVE PRACTICE 
 

Inclusive practice is an overarching term, often seen in reference to including groups.  

For example, the NHS East Midlands Inclusion Strategy 2010-13, discusses 

inclusion at the level of commissioning and staffing from a general point of view.   

Workforce capabilities for socially inclusive practice were first developed in 2004, for 

mental health practice.  These were subsequently developed by the Department of 

Health to produce best practice guidance, Capabilities for inclusive practice (National 

Social Inclusion Programme, 2007). The NHS Education for Scotland has produced 

an online training document, Developing socially inclusive practice, exploring the link 

between the 10 Essential Shared Capabilities (Hope, 2004) and developing socially 

inclusive practice.    

This work on capabilities (Hope, 2004; National Social Inclusion Programme 2007) 

subsequently informed the Royal College of Nursingôs 10 Principles for inclusive 

practice.  In terms of providing óperson-centred careô in nursing, the RCN principles 

appear to encapsulate a person-centred nursing framework (McCormack et al, 

2010), stating that: 

 nurses work collaboratively to establish goals and outcomes which are from 

the perspective of the individual. 

 nurses are highly skilled to build trusting relationships with individuals which 

elicit ówhat mattersô to them. 

 nurses create relationships with a wide range of community services to 

facilitate matching of opportunities to unique needs. 

Other principles relevant to providing individual, inclusive care are those of 

ópromoting recoveryô: 

 nurses respect that recovery is what people experience themselves and is not 

a health óinterventionô. 

 nurses support individuals to make their own choices and decisions ï 

demonstrating hope and optimism towards recovery. 

 nurses are creative in promoting opportunities for people to achieve a valued 

and positive lifestyle. 
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And of óidentifying peopleôs strengths and needsô: 

 nurses use advanced assessment skills which focus on the strengths and 

needs of individuals and their support networks. 

 nurses are able to work with complexity, recognising the holistic needs and 

individual situations of people.  

 nurses appreciate and respect that people have a right to make choices and 

manage their own recovery. 

Glasgow Association for Mental Health (GAMH) (2006) defines inclusion as an 

approach applicable to individuals that can contribute to challenging inequalities and 

the social inclusion of people who experience mental health problems in our 

communities.   

 ñInclusive Practice is about participation, collaboration, and including 

people: where individuals are fully involved in choices and decisions that 

affect their lives and in the matters that are important to them.ò 

 

In doing so the Association captures two key elements of inclusive practice, 

relationships and decision-making, and these are explored further below with 

reference to Bourdieuôs theory of practice and Habermasô theories of democratic 

communicative action and life world, respectively. 

GAMH (2006) principles for Inclusive Practice in the arena of mental health include:  

 Valuing people as experts in their own mental health. 

 Valuing and promoting diversity and equality. 

 Challenging stigma, prejudice and discrimination in all its forms. 

 Upholding and promoting the legal and civil rights of people who use our 

services. 

 Promoting choice. 

 Working collaboratively with individuals, and groups, to agree goals, actions 

and solutions. 

 Working in a way that enables people to have as much control as possible 

over the decisions and matters that affect their lives. 
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 Services which offer safe environments, are welcoming, and respect, value 

and reflect our diverse identities. 

 Being open and honest about boundaries and any limitations. 

 

PROFESSIONAL-PATIENT RELATIONSHIPS 
 

In neuro-rehabilitation, goal-setting is a core element. Holliday et al (2007) used 

focus groups to explore how 28 inpatients with neurological impairments 

experienced two different types of goal setting and identified the issues that underpin 

individualsô experience of goal setting.  This study illustrates the complexity of patient 

understandings of goal setting and whilst involvement may be important it is 

challenging in practice. The findings suggest that the quality of the relationship with 

the key worker was important.  As in previous studies, effective communication, time 

spent establishing rapport and discussing priorities ñhad significant consequences for 

the way in which rehabilitation was perceived.ò (Holliday et al, 2007, p. 393)   

Another qualitative study of perceptions of goal setting in a neurological rehabilitation 

unit from the perspectives of patients, carers and staff (Young et al, 2008) identified 

the goal-setting process as ña collaborative endeavour between the patient and the 

clinical teamò with various benefits for the patients, but also the triangulated 

approach revealed that goal setting may also be important for the psychological well-

being and future role of carers: ñThe goal setting process benefited carers as well as 

patients by fostering relatedness with the clinical team and providing some 

achievable short-term treatment aims.  In addition, carers used the goal setting 

meetings as a coping strategy, allowing them to compartmentalize and defer future 

anxieties.ò (Young et al, 2008, p. 194) 

These two studies begin to illustrate the complexities of the professional-

patient/family/carer relationships within the rehabilitation setting.  A further layer of 

complexity was uncovered by Bertram and Stickley (2005) in their exploration of 

what inclusive practice means in day-to-day service delivery.  They examined 

whether mental health nurses were ópromoters of inclusion or perpetuators of 

exclusionô by consulting focus groups in a residential rehabilitation unit.   
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ñThe literature identifies that mental health services and those individuals 

working within them have the potential to facilitate inclusion for their client 

group, because of their power to initiate potential inclusive opportunities. 

However, evidence suggests that service users themselves perceive many 

aspects of mental health services as contributing to the problem of exclusion. 

This has been attributed to an accumulation of messages, attitudes and 

disempowering practices that have emanated from mental health care 

providers over a long period.ò (Bertram and Stickley, 2005, p. 387) 

Discussion of the findings highlight how, in spite of alleged inclusive practices, the 

reality was quite different: 

ñ. . . the attitudes held by members of the unit team could impede the clientsô 

opportunities to become socially included, as a result of defensive practice, 

paternalistic attitudes, expectations of the local community upon the team and 

the stagnant views that are embedded in the culture of mental health 

services.ò  (Bertram and Stickley, 2005, p. 387) 

Understanding how nurses view and react to their patients, both implicitly and 

explicitly, may allow us to unravel such apparently contradictory care practices.    

Rhynas (2005) explores nursing interactions at a theoretical level using Bourdieuôs 

theory of practice. Bourdieuôs  work incorporates both óbiomedicalô objectivity and 

ócompassionateô subjectivity to create a framework that explains individual and group 

actions in a social world defined through the three concepts of ófieldô, ócapitalô and 

óhabitusô (Rhynas, 2005 p.181).   

Within the field, according to Bourdieu, the primary area of importance is the study of 

the relationships, rather than the individuals. For example, the hospital care of 

patients with traumatic brain injury will be influenced by the organizational structures 

of the hospital and staff.   

Capital, for Bourdieu, highlights the power of a person and how this can be used to 

change their position in the field.  In a neuro-rehabilitation setting, a patient with 

severe injuries will usually have less opportunity to contribute to decisions about their 

care, thus reducing their power to influence their situation.  



40 
 

Habitus is used by Bourdieu to explain features of social life that are often 

unconscious or unquestioned, perhaps influenced by tradition or custom. For 

example, in neurological rehabilitation, a nurseôs attitudes may be shaped by 

observations of colleaguesô approaches, say, in dealing with communication 

difficulties.  Note that ñpeople will also use their personal history and experiences to 

shape their responses and feelings within the workplaceò (Rhynas, 2005, p.182).  

Whilst not explicit, the interplay between these responses, relationships and 

structures could influence care and practice. This is well illustrated in McKeever and 

Millerôs (2004) Bourdieusian interpretation of mothersô accounts of raising severely 

disabled children. The authors further the use of Bourdieuôs three concepts by 

presenting mothersô responses to exclusionary practices.  Knowing that parent-

professional interactions greatly influence the quality of childrenôs care, McKeever 

and Miller observed that mothers learned óthe rules of the gameô to facilitate services 

for their children and, in doing so, often demonstrated contradictory behaviour. 

A study of patient-centred care in stroke rehabilitation exploring the potential of using 

patient narratives for ópatient-centredô inter-professional learning identified the same 

issue, that once patients and carers try to óplay the gameô in order to ófit inô the 

likelihood of receiving patient-centred care decreases: ñonce they try and play the 

game, theyôre fitting in with the hospital, rather than the hospital working around 

them.ò (Blickem and Priyadharshini, 2007, p. 627) 

And again, in a study of perceived service and support needs during transition from 

hospital to home following acquired brain injury, participants consistently expressed 

frustrations at what they referred to as óthe systemô: a term used to collectively 

describe the issues impacting upon access to and utilization of rehabilitation and 

other support services.   Participants, 20 individuals with acquired brain injury and 18 

family caregivers, were seen to either attempt to work with the system or struggle 

against it and the findings suggest that  

ñthe complexity and rigidity of service systems can significantly . . . amplify the 

difficulties individuals with ABI and their family caregivers experience with 

respect to adjustment and integration.ò  (Turner et al, 2011, p.828) 

 

Gravois Lee et at (1999) draw on Bourdieuôs work in their detailed study of improving 
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health service encounters in a rural Appalachian community through resource 

sensitivity.  Descriptions of staff members ensuring they understood about the  lives 

and families of people and expressing genuine concern demonstrate ñeglitarian, 

personalized, and client-centred interactionsò where ñconsumers were given as much 

time as they needed, service encounters were not rushed, and informants did not 

feel ópushed asideôò (Gravois Lee et al, 1999, p. 242).   Pertinent examples of models 

of healthcare, driven as much by ócaringô as ócuringô, appear in Now I feel tall 

(DH/RAW/PPI, 2005). This report demonstrates the importance of improving 

patientsô emotional experience and the relevance of this to creating a patient-led 

NHS.  It cites examples such as a reception nurse in the Newcastle, North Tyneside 

and Northumberland Mental Health NHS Trust who was ña friendly face to meet 

them [patients] on admission and stay with them unti l they are settledò, and states 

that this ñmakes a patient feel cared about and this is really important.ò 

(DH/RAW/PPI, 2005, p. 52) 

 

DECISION-MAKING 

 

Improvements in health outcomes occur when patients are better informed and more 

engaged in treatment decisions because they select treatments that fit better with 

their values and lifestyle, which improves their ability to adhere to treatments (King et 

al, 2011). There is evidence (Robertston et al, 2011) that patients want to be offered 

choices and that doctor-patient collaboration correlates positively with health 

outcomes. 

The accounts of experiences of neuro-rehabilitation demonstrate that patients do not 

like the idea of having no say at all in their treatment. Many patients want to have 

some say in their treatment, but, for various reasons, do not want to take full control 

of decision-making.  A continuum of shared decision-making, where patients have 

knowledge about treatment options, and where clinicians may participate in, but do 

not dominate the decision-making process, is a useful resource for creating a middle 

ground and is particularly applicable in situations where there are several valid 

treatment options and patients want a real choice. It is also a challenge against the 

traditional asymmetry of doctor-patient relationships.   
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Research conducted in the 1990s, at a time when shared decision-making was 

increasingly advocated as an ideal model of treatment decision-making, showed a 

lack of clarity about what shared decision-making really means, both for clinicians 

and patients. Charles et al (1997) describe the origins of, and models of, shared 

decision-making and identify key characteristics: shared decision-making involves at 

least two participants ï the physician and the patient; both parties take steps to 

participate in the process of treatment decision-making; information sharing is a 

prerequisite to shared decision-making; and a treatment decision is made and both 

parties agree to the decision (Charles et al, 1997, p. 685-688).  These characteristics 

have been questioned as to how far they describe a real choice, as opposed to a 

choice from a pre-set menu. For example, Sandman and Munthe (2010) present the 

ósharedô model alongside other models of decision-making, such as ópaternalismô and 

ópatient choiceô.  Thus a continuum of shared decision-making models is presented, 

including óinformed patient choiceô, óinterpretive patient choiceô, óand advised patient 

choiceô. The fourth and fifth options, óshared rational deliberative patient choiceô and 

óprofessionally driven best interest compromiseô, differ in that they present a dynamic 

process for ótaking sharing all the wayô, where, for example, ñthe professional and 

patient both engage in a rational discussion or deliberation, trying to get all the 

relevant preferences, facts and reasons relating these aspects together on the table. 

In the end the patient decides what option to choose.ò (Sandman and Munthe, 2010, 

p. 73)  

Such models of effecting change through dialogue draw from Habermasô theories of 

communicative action and life world (Habermas, 1984; Habermas, 1987) as a tool in 

medical lifestyle interventions.  Returning to the options described above, óshared 

rational deliberative patient choiceô exemplifies  ócommunicative actionô, that is, 

interaction that aims to achieve a consensus between participants; and 

óprofessionally driven best interest compromiseô exemplifies óstrategic actionô that 

aims to achieve a predetermined goal.  Walseth and Schei (2011) give a detailed 

discussion of how communicative action can be implemented in decision-making 

processes in general practice, and practical guidelines ï what to talk about and how 

to talk about it - that bring together the patientôs ólife worldô and the doctorôs ósystem 

worldô experiences in consultations.  Note that for a decision to be rooted in a 

patientôs everyday life it has to take into consideration the patientôs practical 
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circumstances, feelings, preferences and so on, as demonstrated in a study entitled 

Giving voice to the lifeworld (Barry et al, 2001).   

Returning to the practicalities of how communicative action can be implemented in 

decision-making, Walseth and Schei emphasize that ñThe aim is a balanced 

conversation, demonstrating respect, consistency and sincerity, as well as offering 

information and clarifying reasonsò(Walseth and Schei, 2011, p.81). This is illustrated 

through a case story illustrating the importance of detail, time, trust, and the delicate 

use or non-use of power, in a patientôs increasing ability to make independent 

decisions over a prolonged period of interaction with her GP:  

ñThe doctorôs enduring interest and engagement in seemingly trivial aspects 

of the patientôs life contributes to a powerful therapeutic alliance, which has a 

strong empowering effect . . . at the same time, a practical understanding of 

the situation is produced through a reflection focusing on the particulars and 

wholeness at the same time.ò (Walseth and Schei, 2011, p. 88)  

The authors conclude ñWhen challenged to help patients adjust to illness or change 

lifestyle, doctors need to take an active interest in the patientôs everyday life, and 

seriously explore the conscious and unconscious complexity that precedes, 

constitutes and results from behaviourò (Walseth and Schei, p. 89).  

In practice this does not always happen. A Cochrane Review (Legare, 2010) noted 

the potential of shared decision-making but that it had not yet been widely adopted in 

clinical practice and found a paucity of evidence regarding interventions for 

improving the adoption of shared decision-making by health care professionals.  In 

the Netherlands, van Til et al (2010) explored professionalsô perceptions of barriers 

to and facilitators of shared decision-making, and the use of decision-making aids in 

rehabilitation, and saw great potential for shared decision-making in that setting.  

Barriers included the patient receiving conflicting recommendations from specialists 

and the patientôs difficulty in accepting, or misconceptions about, treatment/condition.  

Facilitators included the patientôs trust towards the professional, and the patient 

having emotional support from family, being knowledgeable about treatment and 

wanting to participate in shared decision-making.   Robertson et al (2011) use a 

discourse analysis of decision sharing in general practice to argue that shared 

decision-making is not yet embedded into routine practice and that ñnotably, decision 
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sharing does not happen with the ease implied by current models . . .ò (Robertson et 

al, 2011, p.91) 

A recent study in the United States, Improving Patient Decision-Making in Health 

Care (Brownlee et al, 2011), confirmed that ñcliniciansô opinions and personal beliefs 

often dominate decision-makingò (Anon., 2011).  Also in the United States, the 

Centre for Shared Decision Making in Dartmouth, New Hampshire, is empowering 

patients with knowledge about treatment options and developing the doctor-patient 

dialogue.   

Biley (1992), writing when nurses in the UK were starting to be encouraged to 

promote the inclusion of patients in decision-making, identified three situations that 

effect patient choice and participation in decision-making about their nursing care.  

Firstly, 'if I am well enough...' describes the states of 'being too ill' to be involved in 

decision-making and 'being well' which allows greater involvement. Secondly, 'if I 

know enough...' describes situations that require technical knowledge, or where 

patients prefer to take a passive role in decision-making for whatever reason, or an 'I 

know best' situation where patients prefer to be actively involved in activities of living. 

The third category, 'if I can...', describes the organizational constraints or freedom 

that can either restrict or encourage choice and participation in decision-making.  

Verkaaik et al (2010) take a theoretical stance to develop the óproductive 

partnerships  frameworkô that aims to facilitate robust, harmonious and productive 

relationships in health care that harness patient knowledge and autonomy to create 

successful outcomes.  The framework, based on the metaphor that ópower shared = 

power squaredô, is particularly relevant in the context of rehabilitation where there is 

significant patient-professional contact.  The framework begins in the context that óit 

is as important to know the patient who has the disease, as it is to know the disease 

that the patient hasô and balances desired knowledge and autonomy levels on behalf 

of the patient with the degree of outcome alignment between the professional and 

the patient. While the framework is still to be tested in practice, it could be viewed as 

an opportunity for creating a ócommunicative spaceô for patients and professionals 

within the rehabilitation relationship.  
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NEURO-REHABILITATION SERVICE DELIVERY 
 

A focus towards community-based rehabilitation, rather than it being a hospital-

based specialty, was evident in a review summarizing models of community 

rehabilitation and the evidence for their effectiveness (Barnes and Radermacher, 

2001). The study found that, although there is a reasonable body of evidence for 

both the acceptability and effectiveness of community rehabilitation, there was a 

clear need for further research.  More recently Halding et al (2010) refer to the 

increasing awareness that rehabilitation should be patient-centred and this 

interpretative phenomenological study shows that social relationships, encapsulated 

as óbelongingô, are an important component of patient-centred rehabilitation.  The 

participants identified different themes of belonging: through cheerfulness and 

informal settings; through dialogue, shared understanding and fellowship; through 

professional care and competence. The authors comments that ñinformal behaviour, 

participation and trust in patientsô resources appeared to increase the participantsô 

feeling of belonging and of being valued as individualsò (Halding et al, 2010, p. 1278) 

and draw comparisons with other studies where ófamily-like relationshipsô and 

informal commonplace situations with staff were shown to be valuable. An 

exploration of the lay personôs perspective on the rehabilitation process focused on 

the individualsô own stories and experiences of factors that promoted or hindered the 

rehabilitation process. The results vividly demonstrate how the interviewees focused 

mainly on the socioemotional aspects of the treatment where the most important 

factor in rehabilitation was finding supportive relationships in the process: ñthey 

spoke of how they had been treated and by whom rather than about what kind of 

rehabilitation programme they had participated inò (Ostlund et al, 2001, p.287).  The 

interviewees described supportive and non-supportive qualities in encounters with 

staff, enabling the authors to present a model featuring the roles of óprofessional 

mentorô, ódistant technicianô, óempathic administratorô and óroutine bureaucratô.  

Above all interviewees wanted to meet ñone specific person . . . a professional who 

combined caring and trust with competence.ò (Ostlund et al, 2001, p. 290) 

Regarding neuro-rehabilitation in particular, several articles describe the experience 

of living with brain injury. The ñindividual and invisibleò experience of surviving 

traumatic brain injury as narrated by 60 individuals with a median age of 35 years 
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one year after injury is described by Chamberlain (2006).  The narratives were 

classified into five categories: óregret and grief within selfô, óinsensitivity of health 

professionalsô particularly regarding a lack of empathy towards óinvisibleô symptoms, 

óinvisibility of selfô, óstranded selfô and órecovery in selfô. These narratives show that 

recovery from traumatic brain injury is a complex and individual process, requiring 

hope, empathy and holistic care: ñSurvivors expressed that hope was often all they 

had and the insensitivity of health professionals at times diminished it.ò 

(Chamberlain, 2006, p, 413)   

Haggstrom and Lund (2008) describe the complexity of participation in daily life in 

their qualitative study of the experiences of persons with acquired brain injury.  

Pryorôs (2004) study to determine the environmental factors nurses identify as being 

irritating to people with acquired brain injury, identified many factors including too 

much stimulation, too many restrictions, and interactions with staff, other patients, 

and family and carers.  A report of an explorative, descriptive study conducted to 

determine how people who suffer from head injuries perceive respect for their 

dignity, discovered what some patients mean by the concept of dignity. Patients 

experienced their dignity as maintained when they were taken seriously, and 

received appropriate information, and as violated if they had been neglected or had 

encountered healthcare staff that lacked knowledge, were skeptical about their 

stories, or were mistrustful.  The participants emphasized the importance of 

adequate information: ñhead injuries do not show up on the outside and people with 

head injuries do not have a high status in societyò. (Slettebo et al, 2009, p. 2426) 

These findings are in line with previous studies such as Mangset (2008) who found 

that óto be treated with respect and dignityô was identified as a core factor 

contributing to elderly stroke patientsô satisfaction with rehabilitation services. ñThe 

findings illustrate that trivial daily care activities influence the patientsô global 

assessment of health care services.  Patients seemed to perceive subtle signals that 

made a significant contribution to their evaluation and emotional responseò 

(Mangset, 2008, p. 832). This point is vividly illustrated in Chamberlainôs study 

(2005), as previously detailed: 

ñMy outpatient visits are awful.  The docs [doctors] who see me are only fill-ins 

and donôt seem to understand what I am going through . . . I wait for half a day 
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to see them only to get strange looks when I try to ask for advice . . . even the 

waiting around to see these guys is exhausting.  My brain feels like itôs 

ópopping out of my headô from all the concentrating I have to do.ò 

(Chamberlain, 2006, p.412) 

A metasynthesis of qualitative research regarding the lived experience of recovery 

and outcome following traumatic brain injury (Levack et al, 2010) identified eight 

themes describing the enduring experience of traumatic brain injury: mind/body 

disconnect, pre-injury identity disconnect, social disconnect, emotional sequelae, 

internal and external resources, and reconstruction of self-identity, of a place in the 

world, and of personhood. 

 

PERSPECTIVES OF LONG-TERM CONDITIONS 
 

Within the setting of neuro-rehabilitation services there appears to be limited 

literature directly reporting the experiences of patients, their families and carers, and 

professional staff.  In contrast, a series of studies by Hemsley, B. et al (2008a, 

2008b, 2008c) explored the views of six adults with cerebral palsy, exploring how 

and why family carers become involved in care in hospital, what this care involves, 

and how this impacts upon themselves as patients and on their family carers;  the 

views of hospital and disability service staff on the roles and needs of family carers 

of adults with cerebral palsy and complex communication needs in hospital; and the 

views of six family caregivers of adults with cerebral palsy and complex 

communication needs on their roles in the hospital setting and what would help them 

in these roles on the hospital ward. 

The findings reveal the interplay between the different participants in care.  Carer 

involvement is a complex issue and that although such patients depend upon others 

for communication support, they wish to be included in decisions about their 

healthcare, to be involved in the education of the hospital and to communicate 

directly with hospital staff. Family members and carers described being involved in 

supporting communication and providing valuable information and guidance to 

hospital staff. Hospital staff highlighted the family carers' expertise and roles in 
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emotional and communication support, advocacy, protection, information exchange, 

and direct care. They also acknowledged that there is a gap between the ideal of 

hospital staff being able to provide all necessary care to the patient and the reality of 

hospital staff relying upon family carers for their expertise and provision of patient 

care.  These studies revealed that family carers with a high level of expertise in 

providing care may need support in adapting to the culture of care on the ward and 

in transferring their roles and expertise in direct care to hospital staff. In addition, 

they need emotional and practical support through the stressful experience of having 

a family member hospitalized. 

 

THE PATIENT 
 

A study of 51 patient perceptions of practitioners following brain injury entitled Tears 

in my eyes ócause somebody finally understood  (Darragh et al, 2000) identified that 

beneficial practitioner roles included advocate, friend, mentor, and team member, 

while perceptions of helpfulness of the services included relevance, meaningfulness, 

practical application, skill development potential, and feedback on progress. 

Personal characteristics valued by the participants were clear and honest 

communicator, supportive, respectful, good listener and understanding. In practice 

these personal characteristics were described in terms such as  

ñ. . . whenever I go to see her, I always leave feeling better, and sheôs totally 

in tune to meò or ñhe listens to my perception about all of it . . . I can sense 

that he is not . . . not looking down on me.ò (Darragh et al, 2000, p.196) 

Suggestions to professionals who work with persons with brain injury included not 

just sharing information but learning how to time giving information.  A vignette 

describes how one participant was coming to the realization that she would not be 

able to continue as a dentist: ñthe timing was essential, and the therapist was in tune 

enough with the client to know that she was ready to hear the difficult news.ò 

(Darragh et al, 2000, p. 198)  

A qualitative investigation of patient experience of neurologic rehabilitation (Wain et 

al, 2008) developed four themes of person-centredness: ownership, personal value, 
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holistic approach, and therapeutic atmosphere that ñreflected patientsô perceptions of 

choice and control and feelings of personal respect and self-worth.ò  In practice the 

factors that created a positive rehabilitation experience appeared to be  

ñthe understanding and friendly nature of staff and other patients, physical 

improvements, psychologic gains . . . as well as the unitôs informal, relaxed 

environment.ò (p. 1366) 

Blake and Redfern (2010) describe how the experiences of service users throughout 

the neuro-rehabilitation pathway were used to help develop and shape service 

delivery in a community team working within a time-limited (8-14 week), goal-

focused, holistic theory of neuro-rehabilitation. The study found low levels of 

community integration, wide variation in needs, with two-thirds of the sample 

reporting ongoing physical, cognitive, communication and psychological difficulties.  

Whilst rehabilitation care was rated as excellent, many users reported experiencing 

difficulties at transition points such as discharge, and concerns regarding loss of 

confidence and motivation post-discharge: ñusers wanted more collaborative 

preparatory discharge planningò (Blake and Redfern, 2010, p.50).  As a result of this 

study discharge planning meetings and packs were re-developed.  

 

THE FAMILY/CARERS 
 

Considerable attention has been given in recent years to the needs of family 

caregivers of patients with acquired brain injury.  A recent summary of the literature 

(Kleinstauber and Gurr, 2011) identifies different issues of the impact of living with an 

acquired brain injury survivor, including depression, anxiety, reduced life satisfaction, 

the role of family functioning, and the needs of care givers and ócarer burdenô.  There 

appears to be little in the literature examining or reporting the experiences of 

families/carers involvement in using neuro-rehabilitation services.  Jumisko et al 

(2007b), in a phenomenological hermeneutic interpretation of the data collected from 

qualitative interviews held with eight family membersô living with an individual with 

moderate or severe TBI, reveal relatives óstruggling to be met with dignityô and 
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highlight that professionals should pay more importance to the suffering of close 

relatives:  

ñClose relatives felt that health care personnel did not have enough 

knowledge about caring for people with TBI and therefore felt insecure . . . 

Close relatives felt that various professionals treated them with indifference 

and impatience when they advocated for the ill person. They expressed fear 

of the power of professionals because they felt they were subjec t to their 

control and in a weak position. Being controlled and being met with 

nonchalance and disbelief was frustrating and insulting.ò (Jumisko et al, 

2007b, p. 361)  

Turner et al (2011) draw attention to such findings (Jumisko et al, 2007a, 2007b) in 

their study of perceived service and support needs during transition from hospital to 

home following acquired brain injury noting that ñauthorities should seek to promote 

inclusiveness and dignity by carefully considering the needs of individuals and their 

families.ò (Turner et al, 2011, p. 828) 

   

THE THERAPIST 
 

A systematic review examining the influence of the therapist-patient relationship on 

treatment outcome in physical rehabilitation found, on the whole, that ñthe alliance 

between therapist and patient appears to have a positive effect on treatment 

outcome in physical rehabilitation settingsò (Hall et al, 2010, p. 1099). Thirteen 

studies were considered, including patients with brain injury, musculoskeletal 

conditions, cardiac conditions, or multiple pathologies.  Three of the studies included 

patients who were participating in brain injury rehabilitation involving a 

multidisciplinary team working with the patient on achieving goals of improved 

physical, cognitive, and social function.  The results were inconsistent, with only two 

out if the three studies indicating, for example, that alliance is positively associated 

with depressive symptoms in patients with brain injury. A qualitative investigation of 

therapistsô perspectives on achieving optimal functional outcomes in community-

based rehabilitation following acquired brain-injury emphasized the need for 
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treatment and care to be environment-focused and contextually appropriate, 

collaborative, and goal-directed and client-centred; also that creativity does not go 

amiss in engaging patients: ñthe therapist asked him to review a booklet that she was 

editing that had been written by people with brain injury about their experiences . . . 

he liked having his opinion asked rather than me sitting there and asking him 

questions.ò (Doig et al, 2008, p. 366) 
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CHAPTER 3:  RESEARCH DESIGN 
 

3.1  PHILOSOPHY AND CONCEPTUAL UNDERPINNINGS 
 

This research project is grounded in a theory that uses a symbolic 

interactionist/social constructivist approach1 (i.e. that the understandings people 

attach to their situations are socially constructed and shaped by social interactions) 

and based on Freireôs (1972) belief that pedagogy to improve peoplesô lives must be 

forged with them not for them.  In recent years an approach to research that embeds 

active participation by those with experience of the focus of that research has been 

championed both from the human rights perspective, that people should not be 

excluded from research that describes and affects their lives, and from a 

methodological perspective in terms of rigorous research. 

 

 ñéknowledge constructed without the active participation of practitioners can 

only be partial knowledgeò (Somekh, 2002, p.90).   

 

The impact of not asking disabled people for their views, and taking them seriously, 

has meant that policies and services have been built and delivered in inappropriate 

ways (Hunt, 1966, 1981; Barnes and Mercer, 1997).  As subjects, not active 

participants in shaping the research, they were less able to influence the research to 

enable it to reflect the issues that they felt most constrain or eradicate their potential.     

If marginalised, less powerful voices are eclipsed by historical and cultural dominant 

voices, and then the course of action will be based on partial knowledge. To reset 

the balance we need to use our energies to find effective means of giving audience 

to all voices. The rationale for doing this is ethical, political and methodological, as 

illustrated below: 

 

Ethical: because to exclude the voices of those with lived experience in relation to 

the issue or practice being researched challenges our notions of the moral, the fair 

and the just. If authentic voice is not afforded to the currently marginalised issues 

                                                 
1
 See glossary of terms  
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relating to their lives, they are over-shadowed by the voices of others who may have 

different experiences, needs and interests. 

 

Political: because even when the project is not political in itself, asserting a right to 

be heard is a form of social justice. Who decides on the meaning drawn from 

research, and how it is disseminated, distributes power. Being excluded from 

knowledge production reduces opportunities, and power, to inform, shape and 

transform practice for improving lives. 

 

Methodological: because the way we hear what is said decides on what it means in a 

given situation, and how what is heard is acted upon is dependent on the way in 

which we choose to do research, its conceptual and theoretical underpinnings.  

Knowledge can only ever be partial if it is constructed without the authentic voice of 

those with lived experience. 

 

Using the social model of disability as its driver the study is framed by the notion that 

integration and inclusion are mutually exclusive, integration being defined by a 

process of fitting into a location or event, changing buildings and bringing in people 

who óknowô. It can be delivered to people. Inclusion is conceptualized as more 

challenging and is characterised by recognising diversity, including race, gender and 

disability and based on the positive valuing and celebration of difference. Inclusion is 

partnership-led through negotiation and demands change for all.  

 

In January 2006 the goals for health research and development in England for the 

next five years were set out in a Department of Health (DoH) publication entitled 

Best Research for Best Health: A New National Health Research Strategy (DoH 

2006). The Strategy included the recognition that members of the public and 

patients/users of services can play an important part in the research process and 

make research ñmore relevant to peopleôs needs and concerns, more reliable and 

more likely to be put into practiceò (DoH, 2006, p34).  The policy on public and 

patient involvement (PPI) in research was founded on the principle that people who 

are affected by research have a right to have a say in what and how research is 

undertaken (Staley, 2009).  
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The ways in which people are involved in research covers a wide spectrum of types 

of engagement. PPI and óuser involvement in researchô have become used almost 

synonymously in the UK as umbrella terms for all types of user involvement.   The 

UK National Institute of Health Research (NIHR) defines three categories of user 

involvement with consultation2 at one end of the continuum, to user led 3  at the 

other. Collaboration is sandwiched in the middle4 

(http://www.nihr.ac.uk/research/Pages/default.aspx). 

 

The participatory approaches in this study draw on a notion of óauthentic 

participationô, used by McTaggart (1997, p.28) to mean  

 

ñownership, that is responsible agency in the production of knowledge and 

improvement in practice... Mere involvement implies none of this and creates 

the risk of cooption and exploitation in the realisation of the plans of othersò  

 

Participatory research does not merely ask people to comment on what óisô, but 

challenges them to work together to delve into the understandings they hold that 

underpin their assumptions about practice. Meanings are forged through critical 

discussion rather than captured using single event data collection methods. It 

involves participants in co-labouring to forge new approaches, methods and 

outcomes for the research.  Co-labouring, described by Sumara and Luce-Kapler 

(1993, p.393) as an activity that involves ñ...toil, distress, trouble: exertions of the 

faculties of the body or mindò, goes beyond consultation where patients / the public 

act as referees, reviewers, panel members, where they sit on committees or are 

invited to comment on drafted proposals.  It seeks to build, through what Etienne 

Wenger (1998) calls ócommunities of practiceô5, positive working relationships and 

productive communication to harness the dynamic interchange of knowledge and 

understandings.  What is important in participatory research is not existing 

                                                 
2
 Researchers ask members of the public about the research e.g. through individual contacts, one-off 

meetings.  
3 Members of the public lead the research and are in control of the research.  This is often, through a 

community or voluntary organisation led by service users.  
4
 This includes active, on-going partnerships between researchers and members of the public e.g. 

involvement of members of the public on the project steering group, or as research partners on a 
project. 
5
 Communities of practice: groups of people that share concerns and passions about a topic  

http://www.nihr.ac.uk/research/Pages/default.aspx
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ñhierarchies of credibilityò (Winter 1998, p57) but mutual learning and emergent 

knowledge. It seeks to break down the barriers between óscientistô and ósubjectô 

found in traditional forms of data collection and interpretation (Wright et al., 2010a) 

and work towards creating knowledge through bringing  together contextualised 

understanding, practical experience, wisdom, and reasoning.  This dynamic and 

democratic approach is designed to challenge and disturb current understandings for 

practice.  Change in how practice is conceptualised and carried out is an expected 

impact.   

 

Participatory research holds the possibility of having a direct effect on:  

 participants, by shaping their thoughts, knowledge and practices 

 researchers, by affecting the theories they draw from the research for 

practice  

 rigour and trustworthiness of the research process 

 knowledge about practice 

 

These aspects of participatory research, core to making it worthwhile and powerful, 

are so often lost if consultation is seen as the watch word for participation. This is 

not denying the important role that consultation and other forms of involvement play 

but participatory research is generally conceptualised as more radical than this.  

3.2  THE RESEARCH TEAM 

 

ñuser involvement in the development of a research bid provides a key 

opportunity for shaping a project around the perspective of users, at a point 

where aims and methods may not be decided and so involvement can have 

most impactò  (INVOLVE, 2006, p.6) 

 

The researchers in this study brought a distinctive combination of expertise as 

people who use or have used the services, including CFMs, staff who deliver 

services, managers who shape service delivery, representatives from external 

agencies and expert researchers in the field of participatory action research and 

disability.  
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The group, who became the core researchers in the study consisted of: those who 

used, or had used, the services of a regional neuro-rehabilitation service in the North 

East of England (3); unpaid carers or family members of those who used the 

services (1); people who worked with voluntary agencies, e.g. the MS Society (3); a 

member of staff (1) and an academic researcher6 (1).  The academic researcher, 

formerly a member of staff of NTW NHS Trust has considerable experience in 

developing participatory research with service users, including those with disabilities. 

The member of staff (now working part-time at the University as a researcher on this 

project) has a strong background in service user involvement and in-depth 

knowledge of current policy and practice as well as bringing her clinical expertise. 

The service users, CFMs and volunteers brought their expert insider knowledge of 

service provision and its role-out in practice. They also have their own specific 

knowledge and interests beyond their knowledge of services, for instance one 

member has considerable in-depth and practical experience of designing and 

conducting surveys as well as being an ex-service user, while another has in-depth 

knowledge of the disability rights movement, and two are connected to voluntary 

agencies (Headway and MS Society). All became co-researchers, although the level 

of their involvement differed across researchers and also changed over time.  

 

The team was guided by a steering group, the membership of which can be found in 

appendix 1. Monthly management meetings were held by the core team to discuss 

what had been achieved in the previous months, next steps, and to provide each 

other with support and guidance in taking our roles forward.   

  

3.3  DEVELOPING THE RESEARCH 

 

This group of prospective researchers worked for two years to transform the original 

thought/idea into a research proposal. The guiding principles for the work were that 

it would be collaborative and that it would make a difference.  People were clear that 

they only wanted to be involved if it made a difference to practice. Faulkner and 

Morris (2003), writing about user involvement in forensic mental health resarch,  

                                                 
6
 I had also previously worked in the organisation supporting research a nd development and so was 

aware of many of the issues and had previous working connections with a number of people in the 
project. 
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reminded us that: 

 

ñ...one of the main reasons for service users/survivors wishing to be involved 

in research is to make a differenceò. (p.33) 

 

The process for designing the study took a democratic, participatory approach 

framed by the concept of symbolic interactionism, i.e. that the understandings people 

attach to their situations are socially constructed and that people create shared 

meanings through a critical interpretative process (Blumer, 1969).  In order to shape 

the design the core researchers had to learn about asking researchable questions 

and about methodological approaches that might enable them to find and address 

the issues they wished to research.  It meant learning about how to phrase 

questions, how to share and critique ideas, ways of generating and analysing data, 

writing for an audience and supporting each other during difficult times. It meant 

building sufficient rapport and trust between the members of the group to enable 

them to work productively at the edges of knowing, to deal with uncertainty, 

disappointment (and even bereavement) and to celebrate successes. 

 

Finding out about and debating different types of research, purposes and practice is 

crucial to enabling prospective researchers to debate the means by which new 

knowledge might be developed. This participatory approach shaped the research 

design in unexpected ways.  For instance, the inclusion of a questionnaire as a 

method for data collection was entirely down the voice of one service user.  Writing 

about the study, Hutchinson et al. (2010) explain the importance of this.  

 

ñEveryone had different knowledge and skills that they brought to the table. 

We then began the process of working together to find a clear focus for our 

research that we all thought was important enough to commit a considerable 

amount of time to and held the possibility of improving practice. The 

discussions were about the difference between integration and inclusion, what 

we meant by the NHS ócommunityô and the way that we would go about doing 

the research. The process of doing this, of listening to others, debating and 

then finding a clear focus, has been lengthy but necessary. We all learnt a lot 

from the process itselfò.  (p.8) 
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Time needed for developing this study in a collaborative manner, especially when 

working with people who are new to research (and who may also have memory 

and/or cognitive difficulties) was lengthy.  Mittlemark et al. (1998 p.192) found that no 

less than and sometimes more than one year was needed to carry out successful 

planning for participatory research.  For this study, the preparation time was over two 

years.  The long development time was only possible due to the good will of all 

participants, including the academic researcher who had no time allocation for this. 

This is fairly typical for participatory research with authentic involvement at its centre.  

The need for a considerable allocation of time before research is funded has 

implications, however, for the viability of participatory research if it has to depend on 

so much on good will and we are danger of replicating the historical reliance on good 

will and charity that has marked the lives of many marginalised people and limited 

their access to change mechanisms.   

 

In addition, there were institutional barriers to taking the research forward. For the 

host organisations, the notion of services users, CFMs and volunteers as 

researchers severely challenged local systems for supporting research.  For 

instance, all researchers needed honorary contracts with the NHS Trust.  This 

necessitated police and occupational health checks.  Many hours were spent on 

such processes which tested the systems in place in the NHS and the patience of 

some of the core researchers. In addition, support services such as IT and finance 

were designed for other purposes.  This led to significant barriers to e ffective 

communication and responsive remuneration for researchers and research 

participants, some of whom were on very low incomes.  The unwieldy (and 

sometimes unnecessarily intrusive) nature of the rigid application of practices not 

designed for purpose meant some of the participant researchers considered leaving 

the project after we had received funding but before the practical research started.  

 

Organising people with disparate lifestyles, experiences and needs necessarily leads 

to complications but time-consuming aspects peculiar to participatory studies were 

found not only in the needs of the participatory researchers and participants.  The 

host organisations found this new way of researching tested their systems. 

Examples where extra time was needed in this project are:   
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 time for discussing, explaining and planning meetings if the notion of a meeting is 

an alien concept to core researchers and participants  

 practical help and support for people to attend meetings or research activities 

 the necessity of sending out information in a variety of formats when not all 

people had e-mail, could read or could concentrate on written information 

 practical help to enable people to remember what they had to do, and in some 

cases, help and support to carry out their responsibilities 

 keeping everyone feeling involved over the length of a study when there might be 

long gaps between engagements was very necessary, but very time consuming.   

 

3.4  RESEARCH DESIGN 

 

The approach was predominantly quali tative , using a form of participatory action 

research (PAR). PAR  is broadly defined as  ñthe study of a social situation carried 

out by those involved in that situation in order to improve both their practice and the 

quality of their understandingò (Winter & Munn-Giddings, 2001, p. 35).  It aims to get 

ñsufficiently close to the underlying structure to enable others to see potential 

similarities with other situationsò (Winter, 2000, p. 1) and at the same time to develop 

solutions, grounded in the emerging evidence, to improve practice at the host site.  

This project was committed to enabling participants to participate fully in the activities 

of the research programme and was therefore multifaceted in terms of its approach 

to recruiting participants and the methods used.   

 

The collaborative research approach chosen for this study leant itself to the forging 

of meanings in respect of inclusion through critical discourse rather than captured 

using single event data collection methods.  The study used of an array of methods 

(See appendix 4) to allow participants, some with impaired communication and 

processing skills, to: 

i) participate in a way most suitable to their preferences and needs rather than 

their impairment 

ii) delve beneath rhetoric, seeking both an appreciation and a critique of practice 

in the light of current policy requirements. 
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A validated questionnaire, the Client-Centred Rehabilitation Questionnaire (CCRQ) 

was also used alongside PAR. The basic premise of CCRQ is that a key component 

in assessing the performance of rehabilitation services is the clientôs perspective: 

that client-centred rehabilitation encompasses much more than goal-setting and 

decision-making between individual clients and professionals (Cott et al 2006). This 

questionnaire provided further means of identifying and analysing current notions of 

service delivery and implementation was taken forward by one of the service user 

researchers.  Due to the low number of participants choosing to participate in this 

way, it was used to triangulate data rather than scored. 

 

The methods used in the research were embedded in a recursive design (Figure 

one) that draws on the concept of the Delphi process.  Participants and researchers 

revisited data generated from previous cycles of the research to critique and develop 

understandings and to clarify the meanings being deduced from the data (data 

analysis).  A recursive approach reduces opportunities for building practice on 

rhetoric and builds in fought-for interpretations that go beyond the individual, lending 

both triangulatory (the need to bring together different data, methods and theoretical 

schemes to contest knowing) and construct validity (the way in which the research 

recognises the perspectives of the participants as opposed to importing 

predetermined frameworks) to the process.  If research merely describes what we 

already know, rather than revealing what we nearly know, or could learn about 

together, it is likely to restrict programme development to what is rather than what 

could be.   

The fluid and emergent nature of recursive enquiry makes the distinction between 

data gathering and analysis far less absolute (Patton, 2002, p. 436). Ideas for 

making sense of the data, and the identification of key themes, emerge whilst in the 

field.  This was often the case in this project.  Patton goes on to say that, as long as 

researchers do not allow the overlapping of data collection and analysis to overly 

confine analytical possibilities, such overlapping improves the quality of both the data 

collected and the analysis (Patton, 2002, p. 437).   
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Methodology

(Modified Delphi Technique)

Interviews, photography, mapping, diaries etc
Group activities undertaken with each participant group separately 

Mixed Focus group to verify themes
and highlight different view points

Big Conversation Day
Final verification &

How can the findings be implemented in 
practice?

Data 
analysis

Data 
analysis

Dissemination
Practice, DoHpolicy, Trust policy

Data 
analysis

 

Figure 1: Overarching Design of the Study 

Traditionally, one indicator of rigorous research has been the distance between the 

interpreter and their subject. Talking about the use of investigator distance in 

evaluations, Scriven (1997) argues that when the evaluator is distanced from 

participants in a project, and not drawn into the complexity of their discussions, their 

perceptions and formulations about what constitutes programme quality are less 

likely to be distorted towards those of the participants.  If the researcher remains 

aloof their judgements are characterised as being untainted by participants who are 

perceived as necessarily biased towards their own particular beliefs and ways of 

working.  Building participative communities of inquiry is, however, considered to be 

central to an effective action research approach (Reason and Bradbury, 2001; 

Reason and Torbert 2001). Stakeholders are not separate from reality; their reality is 

the dynamic part of the picture and it is their notions of reality that ultimately shape 
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practice.  It is argued that claims for accountability that use predetermined 

preconceptions and standardised external measures are not always helpful in 

making judgements about the relati ve merits of programmes and practices.  Blumer 

(1969) warned that remaining aloof as a so-called óobjectiveô observer, refusing to 

take the role of the acting unit is: 

 

ñéto risk the worst kind of subjectivism ï the objective observer is likely to fill 

in the process of interpretation with his own surmises in place of catching the 

process as it occurs in the experience of the acting unit which uses itò. 

(Blumer, 1969, p86) 

 

Capturing and negotiating personal realities within a discursive milieu provides a 

communicative and argumentative engagement that allows understandings of 

philosophies, principles and practice to surface.  The mix of methods and the 

recursive process used in this study were designed to prompt further discussions, to 

develop arguments and capture agreements.   

3.5  RECRUITMENT 
 

Northumberland Tyne and Wear NHS Trust is home to one of the largest 

neurological rehabilitation services in the UK, The Regional Neuro-rehabilitation and 

Neuropsychiatric Service based at Walkergate Park (referred to in this report as 

Walkergate Park). Approximately 70% of service users use the neurorehabilitation 

services and 30% neuropsychiatric services. In the period 2002-2007 there were 

approx 400 inpatient placements (commissioned mainly from the North East but 

including patients from North Yorkshire, Cumbria and southern Scotland7) and 10000 

outpatients.  

 

Sample:  Identification of possible participants was through 

                                                 
7
 Whilst Newcastle, the main centre of population, as a more mixed population, service users of 

Walkergate Park are predominantly from an area that is not multi-cultural.  Figures for this can be 
found in appendix 21 
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 Service users: a sample from the Trust electronic database.  Each sample was 

randomised across services (inpatient, outpatient, community, based on the 

percentage size of that service) 8 

 Walkergate Park staff: through the Trust staff database  

 Carers: through voluntary sector and carersô support organisations and through 

the invitation letter to servicesô users.  This had an enclosed letter for any CFMs 

who may be involved with the service user 

 Voluntary sector staff: through North East Neurological Alliance  

 

Inclusion criteria:  

 Over 18 years of age.  Young people under the age of 18 were not included as, 

whilst some of the issues they face in relation to their diagnosis are similar to 

adults, there are elements of their circumstance and experience that differentiate 

them from the adult population. 

 Staff currently employed within Walkergate Park services  

 People who have used Walkergate Park services in the last six months: 

male/female 

 Users of inpatient/outpatient/community, long-term/short-term, who have used 

services in the past year, even if they are now discharged. 

 Service users who are able to understand the information about the project and 

consent for themselves 

 Carers and family members of people who have used Walkergate Park services 

 Members of staff or volunteers from voluntary organisations who support service 

users and carers who use Walkergate Park services  

 

Exclusion criteria:  

 Under 18 years of age 

 NHS staff who work in the area of neuro-rehabilitation but do not work under the 

auspices of Walkergate Park services 

 Service users who have a neurological condition but do not use Walkergate Park 

services 

                                                 
8
 We did not fully meet our recruitment targets from this, and a secondary process of voluntary 

recruitment was instigated using poster displays.  
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 Service users who are unable to understand the information about the project 

and hence are unable to make an informed decision about participation in the 

project.   

 Voluntary sector organisations who do not actively support the service users with 

an acquired neurological impairment and their carers who are users of 

Walkergate Park services 

 

Participants of all ethnicity, gender, religion, sexual orientation and neurological 

condition would be included in the research.  It should be noted however, that the 

North East of England  has a relatively small black and ethnic minority population 

compared to the rest of the country. 

http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=14238 

 

Data on demographics was collected from service users based on their own 

perceptions and only if they wished to divulge that information.  This research was 

not, however, looking to isolate particular types of practice to be homogeneously 

applied, but to identify underpinning principles for practice that enables inclusion 

based on the positive valuing and celebration of difference and the diverse needs of 

all service users.  Having this type demographic information did offer opportunities at 

a later stage to consider whether certain populations might be more included than 

others as a basis for further research.  Demographic information for service users 

can be found in appendix 2. 

 

Researchers were guided by the tenets of the Mental Capacity Act 2005 and acted in 

accordance with the guidance from this Act.  Where there was a question in relation 

to capacity to consent, advice was sought, in the first instance, from personal 

(unpaid) consultees who knew the person well.  Whilst the researchers were guided 

by this act, it should be noted that where access to patients was reliant on gaining 

permissions, if professionals used a more generic approach and felt that groups of 

patients/CFMs should not be approached with information about the study, 

researchers were unable to do so. 

 

http://www.statistics.gov.uk/StatBase/Product.asp?vlnk=14238
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The researchers regret not being able to engage directly with people deemed unable 

to do so.  This was entirely due to the timescales for the research and the 

complexities of navigating the ethical processes necessary for working with people 

who may not have capacity to consent where the study is also being carried out with 

those who do have capacity.  This raises ethical issues that go beyond the remit of 

this research, but were keenly felt by the core team. 

 

Recruitment Approach: Given that some participants would have more complex 

needs, very careful consideration was given to recruitment.  The researchers met 

with a range of services and committees to seek advice on how to take this forwa rd.  

Suggestions made at these meetings were incorporated into the recruitment process 

which was undertaken in the following manner. 

 

i) Raising awareness:  General awareness about the nature of the project was 

raised across Walkergate Park services and associated voluntary sector 

organisations.  Meetings were held with various sectors to be involved to 

outline the study and prepare the ground for recruitment. Posters (see 

appendix 3) were displayed within Walkergate Park Centre at various 

strategic places.  The first posters advertised that the study was about to 

happen, the second phase of posters were used for recruitment. 

 

Recruitment of participants (which included invitation letters, information about the 

project, the ways in which data would be collected and consent procedures) was 

also designed to address a range of needs, abilities and preferences and included a 

reading of all the information by a service user researcher (See appendix 4). This 

was recorded on DVD and sent out with the information packs  

 

ii) Invitation Letter: A letter of invitation was delivered to all prospective 

participants. Methods of delivering this letter and the information contained 

within this letter were tailored to the expected needs of certain groups of 

participants and are described in more detail below. 
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 Inpatients: due to the particular nature of inpatient services, the 

information letter was only sent to people who had the possibility of being 

able to consent.   

 Outpatients and community patients received an invitation letter that 

included one to CFMs. 

 Staff from Walkergate Park Services, including domiciliary staff, and staff 

and volunteers from Voluntary Sector Organisations received an invitation 

letter.  

iii) Information and consent procedures: Using previous experience in similar 

research (Cook and Inglis, 2008) the importance of a communicative 

opportunity in helping prospective participants understand research and the 

implications of participating in research was given full consideration.  The 

process of gaining informed consent included opportunities for collaborative, 

recursive engagement that instigates a learning process about the nature of 

research. To this end, the interpretation of the information sheets was offered 

with support personnel rather than leaving people to i nterpret written material 

without help.  People could choose whether they wanted someone to come 

out to visit them.  This approach was chosen over simplifying information as 

whilst words can be reduced and simplified, conceptually qualitative research 

is a complex concept for those who have not previously been engaged in 

research. This is especially so when, as in this project, multiple methods to 

aid inclusion may make the project appear more difficult to understand at first.  

The opportunity for prospective participants to revisit the information in their 

own time (read it and/or watch the DVD) and to ask questions of a óreal 

personô as many times as needed was seen as the key to understanding.  For 

inpatients, identified staff on wards were briefed to be able to present the 

information and were there to discuss it with patients.  Outpatients and 

community patients received the information either by post with an invitation 

to contact the research team for further help, or by a personal visit.   The 

approach was determined by their response on the invitation letter. Staff from 

Walkergate Park services, including domiciliary staff, and staff/volunteers from 

Voluntary Sector Organisations, received the information through the post.  

These steps were taken to help people understand the nature of the research 
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and to enable them to make an informed decision in respect of their 

participation.  Consenting to participate was an iterative process with 

opportunities for participants to learn, incrementally, about the research and 

any implications for themselves of participating in this research.   

 

This array of approaches was very labour intensive but necessary if the study was to 

include people who needed more support to make informed decisions about their 

participation.  The Local NHS Research Network, DeNDron, supported the core 

research staff recruitment.  Two student researchers and volunteers who currently 

work in the Trust to support service users supported the process. 

 

NUMBERS OF PARTICIPANTS IN THE STUDY 

 

43 service users consented and took part in the study.  A further 6 service users 

gave their consent but subsequently did not take part in the study (2 people died, 1 

person withdrew and 3 were did not respond when contacted)  

24 staff took part in the study.  On further person consented but then decided not to 

continue due to work pressures. 

23 family members/carers took part in the study 

8 voluntary sector representatives took part in the study.  

  

3.6 METHODS 
 

The study used a range of methods designed to allow choice of types of 

engagement for participants.  These methods are described in detail within the 

information sheets for participants (see appendix 4).  To broaden the choice and 

avoid participants being guided towards a means of engagement on the basis of 

their impairment, support was available both in terms of adaptive equipment (easy 

press cameras, voice activated digital recorders , etc.) and personal support 

delivered by a person of their own choosing. 
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The aims of the research were gathered into three strands:  

Strand 1 investigated understandings of integrated and inclusive practice, identified 

current perceptions of treatment and clarified enablers and barriers to embedding 

treatment programmes into daily lives. Data were generated through individual 

interviews and four focus groups, one for each set of participants (service users, 

carers and family members, staff from Walkergate Park Services, and voluntary 

sector representatives).  This segregation was to allow full and frank discussion.  

After the first interview/focus group, data were analysed into key themes and then 

original participants were invited back to engage those themes.  This overlap stage, 

where themes came together to be articulated and discussed was where inclusion 

began to be articulate, new ideas for principles and practices for improved service 

delivery began to be developed, and participant-validated data analysis took place.  

Most participants chose to engage through this strand. 

Strand 2 mapped what inclusion looks like and where it might be found in relation to 

treatment and daily life. There will be two streams of data collection on the topic of 

inclusion (as detailed above) but in this strand there were a number of ways of 

generating data. 

- Photographic project: participants took photographs of where they see inclusive 

practice during a one week period.  They were then interviewed about their 

photographs and the meaning they attached to them. The aim of the interview 

was to discuss what makes the subject of their photograph inclusive, what 

enables that inclusion to happen, barriers to it happening, and the effect of 

inclusive practice on their lives.   

- Diaries: these were kept for a week and recorded either verbally into an MP3 

recorder or in written form.   

- Blogs: blogs were offered to allow people who wished to use IT to engage with 

the study.  Nobody chose this option initially, but supported access to computers 

offered to participants during the Big Conversation Day made this viable. People 

engaged in conversations about inclusion online, in a password protected site 

and using a pseudonym.   

- Mapping:  people were asked to map areas where they see inclusive practice 

occurring, to identify what made it inclusive and why, and to articulate their 

perception of how treatment received through a more inclusive approach effects 

daily lives. The mapping exercise took place during interviews and focus groups.  
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Strand 3 Client Centred Rehabilitation Questionnaire (CCRQ) which studies client 

perspectives of client-centred rehabilitation (See appendix 5).  This questionnaire 

uses seven domains of client centre rehabilitation, participation in decision-making 

and goal setting; client-centred education; evaluation of outcomes from the clientsô 

perspective; family involvement; emotional support; coordination and continuity and 

physical comfort.  The questionnaire was delivered by a service user researcher who 

also used it as a basis for discussion in line with suggestions for such an approach 

made by Cheryll Cott herself. 

 

Participants chose which method they preferred and whether they would like help in 

the task. These strands then funnelled synthesised data through the stages for 

further critique and converge in the Big Conversation Day (BCD). 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Big Conversation Day (BCD): The final part of the data gathering process was a 

conference, or day of conversations, to which all participants (service users, carers 

 

Figure 2: Research Design: Merging Strands  
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and family members, NHS staff and representatives from the voluntary sector who 

had registered an interest were invited.  The day was designed to be a relaxed 

space for further critique and discussion. Analysed findings of the research were 

presented to participants in a number of different formats to enable people to 

validate themes generated from all the synthesised data.  Some themes were 

confirmed and new ways of seeing were offered to further develop our combined 

knowledge. This way of analysing the data was in keeping with a research approach 

that had, as one of its key aims, the facilitation of authentic voice. 

i) DVD: Explaining how the key themes had been developed from data was a 

challenge for the core research team. Making a DVD of the data and showing it to 

participants alongside the themes drawn from that data seemed one way of 

achieving this.  Five scenarios that reflected the key themes from the data were 

acted out by drama students from the University.  The student scripts incorporated, 

almost in their entirety, whole sections of anonymised data.  These were then shown 

to participants who discussed the key issues they considered emanating from the 

data and commented on the themes being presented back to them.  The aim of 

revisiting the data was to critique the meanings being drawn from that data as 

opposed to the stories themselves. This way of revisiting their own data through a 

new lens, as an external watcher, in the company of others who had participated in 

the project, led to much interesting and animated discussion 

ii) Inclusion Factor: People were invited to work in groups to consider scenarios 

and the themes that had been drawn from those scenarios.  Any new themes 

discussed were noted.  Group members were then asked to vote, on a 0-5 scale, 

how closely the principles for inclusion drawn from the data reflected their 

perceptions of the data 

ii)            Absolutely Inclusion ï People were invited to work together to explore some of 

the key assumptions underpinning inclusion that had been drawn from the data.  

Group members were asked to rank the assumptions in order of importance.  Taking 

the two most important assumptions, the group discussed the change that needs to 

take place in order to develop a more inclusive culture in practice.  

iii) Inclusion Café: tables were set out cafe style, where people could get 

together with a researcher and discuss issues that were arising during the day. 

iv) Blogs: computers were set up with blogs that were security protected though 

a closed University site, and people were invited to develop threads of conversation 
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about inclusion, inclusive practice and the impact of inclusive practice as they 

perceived it. 

v) Wall of photographs: photographs taken during the photography project were 

displayed on one wall with captions drawn from the original discussions with the 

participant who took the photographs.  People were invited to view the photographs 

and comment on the captions. 

vi) Themed Graffiti wall:  Key themes from the data were used as headings on 

large sheets on the wall.  People were asked to make comments on these themes by 

writing on a piece of card that was then attached to the relevant theme . 

vii) Roving Mike: an MP3 player was used, reporter style, to capture comments 

and discussions on the day.  This was especially useful where people had sudden 

inspirations in terms of their own understandings brought about by the discussions 

around them, and wanted to add to their contribution. 

 

As well as being a test of the face validity9 of the themes, the BCD was particularly 

relevant in developing an outline for principles to support the development of a more 

inclusive and effective service delivery approach and in providing a body of 

knowledge on inclusive practice and its impacts. 

 

3.7   DATA ANALYSIS 

There is limited literature on participatory involvement in data analysis. Beresford 

and Turner (1997) describe a collaborative approach to data analysis in their work 

with the Citizensô Commission and Cook and Inglis (2008) used an integrated, 

recursive approach to data analysis with participants with learning difficulties.  The 

key reason for adopting an approach for including participant involvement in data 

analysis is to enable in-depth and robust critique to take place that mitigates the 

dominance of a single view, particular the researcher view, on claims for knowing 

from the data.  Analysis of data that is re-visited and critiqued by participants is likely 

to be closer to participantsô experiences and concerns.   

 

                                                 
9
 Face validity: where participants recognise and agree with assumptions and themes drawn from the 

data : explanations and descriptions make sense to participants  
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Data analysis was integral to the research process and used multiple perspectives to 

locate and clarify key themes and concepts.  The recursive design allowed 

researchers to analyse the first stage of the work as an initial step and return the 

themes back to participants for further discussion and critique (a modified Delphi 

technique).  The strands of data collection, in particular the BCD, were designed to 

allow for synthesised data to be returned to participants for interpretation and further 

synthesis with the crossover of data between strands allowing participants to act as 

inter-raters10.  Each stage of the research had, therefore, an initial researcher 

analysis of the data followed by a check for face validity. This was a way of both 

legitimising and developing the themes. This also developed construct validity11 as it 

allowed researchers to track how original themes were altered by participatory 

engagement.  In addition the academic researchers used NVivO (qualitative data 

analysis software) for thematic storage and analysis of data.  

 

Analysis took a cyclical approach based on three key stages: data reduction, data 

organisation and interpretation of themes (Miles and Huberman, 1984).  

 

 

 

 

 

 

 

                                                 
10

 Inter-raters: when research participants work as moderators across understandings  
11

 Construct validity: the aspect by which theories have been altered through data collection and 
critique 
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CHAPTER 4:  FINDINGS 
 

This chapter describes the key themes underpinning inclusion and inclusive practice 

as generated through the data and confirmed by participatory data analysis.  In 

keeping with the philosophy of this research the voices of participants are used to 

unpick and reveal the experiences behind each key theme 12. 

 

4.1   UNDERSTANDINGS OF INCLUSIVE PRACTICE AND WHAT IT LOOKS/FEELS 

LIKE  
 

Inclusive practice  

 starts from valuing people 

 is about recognising what is important and for whom 

 is about learning together, not one-sided delivery 

 involves challenging within a supportive environment 

 involves change and willingness to change 

 is about making choices based on shared perceptions of the bases for that 
choice 

 is about giving and taking responsibility 

 is based on attitudes 

 is about getting it right for people 
 

Inclusion is:   

 

óhaving a space in a system, having a role in the system, being part of it, you 

know, you know being part of the jigsaw or something like that or not just 

turning up and forcing you're way in but turning up and being welcomed or 

being, feeling that you belongô (SU50-M-I)13 

 

óitôs a feeling of warmth and acceptance.  Of people being prepared to listen to 

what I have to say and going along with it ... or not!  Disagreement is ... can 

be inclusion as well canôt it?ô  (SU25-M-I) 

 

                                                 
12

 NB: The data does not just refer to Walkergate Park services: participants talked about their 
experiences across the whole region, both in the NHS and in the community.  
13

 For an explanation of referencing for data please see appendix 6. 
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óenmesh[ing] together well.   I suppose thatôs also a definition of inclusion isnôt 

it, where other people concerned feel they have a contribution to make and 

they are to make it, but up to the point that theyôre not actually going to 

jeopardise the treatment by saying stupid thingsô (SU25-M-I)  

 

óOh, everybody in the...  not just meéeverybody in the.....  ñPass the biscuits 

over.  And can I have another cup of coffee, please?ò  And that sort of thing 

and everything.  And you can say what you like.  You don't have to bite your 

tongueô.  (C13-F-I) 

 

ó[needing]  to feel I can add or contribute something and that what I had to add 

or contribute would be worth adding or contributing.  I would have to feel that 

for myself and then, if I felt that, I would then need to feel that, maybe, that 

what I was doing or my presence was appreciatedô (S10-F-I) 

 
óa bunch of people all pulling on a rope with a place for you to pullô (SU50-M-I) 

 
Inclusive practice can only be done inclusively. Knowledge constructed without the 

active participation of those who have lived experience can only be partial 

knowledge.  

 

4.2   PERCEPTIONS OF SERVICE DELIVERY 

 

The immediate rhetoric of service users tended towards one of satisfaction in relation 

to the overall experience and involvement with neuro-rehabilitation services.  Many 

could not speak highly enough of their experiences within the system.  They 

recounted how parts of the service provision, particularly the neuro-rehabilitation 

centre, had ósaved my lifeô.   

 

óI always think if I hadn't found [the neuro-rehabilitation centre], I don't even 

know that I would still be alive.ô (SU9-F-I)  

 

óI feel valued.  I think thatôs a very important feelingô (SU37-M-FG) 
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óI feel respected as an individual.ô (SU3-F-MFG) 

 

óThey treat you like a person.  They remember who you are.  They remember 

all about you, and they take an interestéit makes such a big differenceé you 

feel included.ô (SU9-F-MFG) 

 

4.2.1 SERVICE USERS AND CFMS VALUED 

 

a)   Good quality medical treatment 

 

 access specific medical and therapeutic  treatments: e.g. physiotherapy, 

occupational therapy, speech and language therapy, botulinum toxin 

treatments, wheelchair clinics, drug treatments 

 access the knowledge and expertise of professionals who work in this 

specific area and the reassurance of knowing that there are people they 

are familiar with that they can engage with in a flexible manner 

 

The importance of having an interaction which is based on a trust in the specialist 

knowledge of the professional resulted in a positive emotional impact of feeling a 

part of treatment and being understood.  When there is a lack of confidence then 

service users can experience difficulty. 

 

'I donôt think my GP has ever treated someone with one [sub arachnoid 

haemorrhage], which is why I think that heôs been very negative whereas the 

doctor I saw in Occupational Health, I got the impression that she had. I had 

more faith in her than I did anybody else, because she talked to me as though 

she knew the experiences of what I was going through' (SU23-F-I) 

 

Where practitioners are less experienced, if they take time to find out, and shared 

learning takes place, service users recognise that commitment. 

 

óitôs having someone and heôs took the time to get to know about the 

conditionô(S4-F-I) 
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óif you have to go and see somebody out of that system, youôre that person 

and therefore youôre an idiot.  Or thatôs what they class you as.  Thatôs their 

box.  Youôve had a head injury, or a brain injury, or whatever.  Theyôre not 

quite sure where to put you.  Everything else is fine.  And Iôm just using a GP 

for an example, and thatôs when it can be a problemô (SU-BCD) 

 

b) Opportunities to  

 

 engage with peers 

 engage with the local community  

 give something back 

 work together in a relaxed manner 
 

Engage with peers: Service users and CFMs identify the importance of engaging 

with each other to receive and offer advice and experiences.  Peer support can help 

in the early days of being diagnosed with a neurological condition.  

 

óI mean, in our case we know that the MND [Motor Neurone Disease Support 

Group] meet the first Friday of every month, and so, I mean, often, throughout 

the month, if something happens, we say, ñOh weôll ask them that at the next 

meetingò you know.  And we do.  You know, so we always have a little thing ï 

ñOh by the way, such and such happened during the month, what do you think 

that was?ò  And so we get advice back and yes...  So I think itôs good.  That 

you know that you've got this advice there and itôs always good adviceô. (C19-

M-MFG) 

 

Recognising the value of that support, this carer went on, in time, to become a 

volunteer herself.  Supporting other people with the same condition is valued work 

and provides people with a sense of purpose. Volunteers and the voluntary sector 

play a significant role in developing peer to peer engagements and support.   

 

óIt was the volunteers when I first went [that supported me]. When I think the 

first day I went I was sat with a cap on and big sunglasses and crying -terrified 

thinking I had something really badly wrong with us. After coming out and then 
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sitting chatting having a cup of coffee with this woman and she was just 

marvellous and within a year I was that woman and you would sit and you 

could just see them coming in and the terror on their face.ô (SU24-F-P) 

 

For some people, peer support can move beyond the pure medical exchange to one 

of sharing wider human interest: 

 

óI think you know the layout of the building and the fact that itôs new and quite 

a nice place to visit.  Itôs not one you know, not a óhospitalô [it is a Centre] and 

you know peer support, people get to meet each other and share experiences 

and share whatôs going right and whatôs going wrong and the important things 

like whatôs happening on the X-Factor as well (laughter).  Thatôs an important 

thing, you know, but itôs not all about the conditionô (V3-F-I) 

 

However for some service users meeting with others who share the same condition 

is not something that is supportive or helpful for them, but they have a choice as to 

whether they want to do this, and can make that choice for themselves. 

 

óitôs like I get a letter that says do I want to go to the MS Society Christmas 

party?  Do I want to go to a Christmas party where the only thing I've got in 

common with people is a disease é.. no!ô (SU9-F-I) 

 

Engage with the local community: Belonging and being part of everyday activities, 

something which many service users called ónormalô, was an aspiration. 

 

 óit [inclusion] means feeling normalô (SU-21-F-1) 

 

óJust in general, what makes me feel included would be things like, say, for 

instance going to a regular shop and the people there saying, ñHello, how are 

you?  Itôs nice to see you again.ò  Making it clear they actually recognise me.  

That makes me feel included in the community, for example.ô (SU31-F-M) 

 

óI feel included pretty much everywhere I go- in my church activity, just locally 

at the church mothersô club, at the library where I can go by myself. We go out 
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in the car nearly every day ï to the coast or to the theatre. Iôve been to the 

Sage but usually go to the Peopleôs Theatre nearby or to the Whitley Bay 

Playhouse. I donôt go to the corner shop anymore and Y (husband) does most 

of the shopping along at Morrisonôs. The odd time I do go to the supermarket 

with him, I am always treated very well and made to feel welcome. People ask 

if they can do anything to help me.  My chair helps me around and I can 

participate in groups like I always did. I enjoy the [condition specific] support 

group meetings and feel a part of that group and I ask questions and meet 

others.ô (SU49-F-I) 

 

This service user talks about going with her daughter to a local collage and the 

importance of this to her life.  She places importance on identifying with other people 

who share a similar identity that is not based around her disability. 

 

óthatôs where most of my social life takes place...sitting with other mothers and 

we can often have nights out as a result of that.  So thatôs quite an important 

part of my life.ô (SU24-F-P) 

 

Engaging with their local community is equally important for CFMs who want to 

access their hobbies and pastimes with their partners.  This CFM identifies the 

importance of accessible space.  

 

óI feel includedé  My main hobby is bowling and I feel included at the bowling 

club.  The bowling club is a fairly new building which was built in 2000 and 

has disabled features, so Iôm able to take my wife there without any worries.  

Disabled toilet ï no ramps, no steps to get in and out.  And that is very good.  

I also feel included at the local church, which we attend regularly.  Again, they 

have facilities for disabled people.  Theyôve built a ramp.  Theyôve built places 

in the pews for her wheelchair to go and they have a disabled toilet in the 

building.  So those, I would suggest, are the main places I feel very included.ô 

(C11-M-I) 

   

Give something back: for instance to be part of the Service User Forum or volunteer 

in some way. Giving something back to the service, making a difference for others, 
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has been identified as an important role for participants and part of feeling included.  

This service users benefitted from and enjoyed the experience of being useful. 

 

óEven though itôs [the accident resulting in her head injury] so long ago, I still 

havenôt accepted that Iôm different.  Because I know Iôm different.  In my head 

I know Iôm different.  I react different.  But I love to participate and put in.  If 

thereôs got to be a reason for being head injured I want to be included to try 

and put something back in for me being as I am .... You feel as though youôre 

important and youôre part of the team.  And you work together.  And it makes 

you feel important that you're putting back in on a different level to 

beforehandô. (SU38-F-FG) 

 

Work together in a relaxed manner: to have time invested in building relationships. 

The importance of being in an atmosphere where you are recognised and where 

staff show a genuine interest made a positive difference to peopleôs experience of 

using services. 

 

P: 1 óéIf you're talking about [this Centre] the attitude is totally different to 

every other hospital in Newcastle.  Or, in my experience. 

 

P: 3 I think itôs a lot more relaxed. 

 

P: 1 It is.  They treat you like a person.  They remember who you are.  

They remember all about you, and they take an interest. 

 

P: 3 When I first went there I was very impressed by the receptionist.  

Because I was going to speech therapy, and after the first week he 

remembered my name and who I was going to see.ô (SU9 & SU23-F-MFG) 

 

Relationships take time and a commitment to building understandings.  This is 

particularly so when service users have communication impairment.   

 

ómy son has got speech problems.  He gets by, put it that way.  But when 

youôve met him for the first time you probably wouldnôt be able to 
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communicate with him.  Understand everything ï what heôs saying.  But if 

you saw him persistently you would, you know.ô  (C8-M-MFG) 

 

This highlights the importance of continuity of practitioners and practitioners 

investing in relationships, believing in the right of individuals to have a voice in their 

own care. Staff members do reflect on the range of service user voices they hear.  

This staff member suggests that the majority of people she is involved with value a 

long-term relationship with their practitioner and feel safe with a high level of 

familiarity. They link the sense of certainty and familiarity with who they are seeing 

with feelings of support and care. 

 

óI just find people very much like to establish a relationship with a professional.  

When theyôve got a long-term illness it seems really important to have an 

established relationship with a professional who they feel they can trust and 

approach.  When people are speaking to me, theyôll speak about the other 

therapists, you know, using their Christian names.  And how important that is.  

That they know who they're going to see ï who would be treating them.' 

...Support, continuity of care andé  I think itôs somebody who knows me [is 

important].  I havenôt got to go through everything all over again.  You know, 

they know me and they care.ô (S10-F-I) 

 

c) Being treated as a person who matters 

 

Relating to a person in a way that demonstrates they matter and are more than just 

their component parts is reiterated by this service user.  They have a clear 

perspective of the person as a whole being central to inclusion.  

 

'You get the impression heôs [practitioner] always interested to know what 

youôve been doing recently and whatôs going on.  I mean he doesnôt go 

straight in by saying, you know, where does it hurt this week oréHe sort of 

deals with you as a whole person to start with and I think inclusion probably 

has quite a lot do with being treated as a whole person.' (SU25-M-I) 

 

The importance of being seen as a person and not a number and part of a purely 
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systematic approach is recognition of your value. 

 

óYou never feel that youôre just beingé  ñOh, youôre number 16 today, so get 

him in and get out there.ò  You know.  No, thatôs excellent.ô (SU49-F-I) 

 

óYou feel you're a person, youôre somebody.  Youôre not just a name or...And 

you're somebody they know because theyôve remember little things about 

your life from last time or they chat to you about their life.  You get to 

knowéAnd they get to know...  And itôs a totally different feeling here, isn't it?  

You can go in all cheerful and relaxed. You feel you can ask things. Itôs 

lovely.ô (SU9-F-MFG) 

 

óIt gives you more confidence, doesn't it?  Instead of sneaking out like a 

humble little mouse, you come out thinking, ñOh yes.ò  And as you say, it does 

carry on into other aspects.  Which is what inclusion is, I would think, because 

you're actually including your whole life.ô (SU9-F-MFG) 

 

óItôs looking at the whole person and not just the physical factors or the 

physical impairment, itôs looking/treating the whole individual as a person.  

Someone who is unique and looking at, their cognition, their emotional 

[needs] rather than just concentrating on the physical side of it. é Itôs more 

kind of letôs look at this holistically and try and treat the whole. You know, the 

whole individual and work on it from there rather than just breaking it down 

into a component part.ô (SU3-F-FG) 

 

Reciprocal relationships are part of being included and having your input valued.  

Service users find it important for their clinical encounter to recognise the 

humanness of practitioners in times of pressure. They both hope, and also find, that 

practitioners respond with equal humanness to them.  It requires noticing the 

situation for the other, putting themselves in others shoes and then responding.   

 

óitôs back to the adage: ówear my shoesô (SU5-M-I) 

 

Reciprocal understanding and exchange creates the potential for stronger 
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partnership working.  In this case below, the impact was that the service user felt 

understood and that they really mattered and were important. 

 

óBut the previous appointment ï 3 months before that ï heôd asked me if I 

would like to consider some surgery and I went with the intention of asking 

him lots of questions about that.  And I did say to him, I said, ñLook, I knowé  

I can see youôre busy, would you like me to leave these questions until the 

next time?ò  And he said, ñAbsolutely not.ò  He said, ñYou take as much time 

as you need and you can ask all the questions you need to...he made me feel 

like he was listening to me and not thinking about his packed waiting room full 

of patients and he was really taking proper notice of me.ô (SU31-F-M) 

 

Reciprocal means that those who use services have to recognise and work within 

limitations, be those financial or human.  There was significant evidence that service 

users wished to engage with staff on a human level.  In this situation the service user 

felt that, whilst she mattered, the doctor also mattered.  Her approach was to 

recognise that a previous situation was acknowledged as a basis for starting 

communication.  

 

óWhen you go through the door sometimes youôre not sure what sort of day 

have they had already...the last clinical appointment I have had with a 

consultant, the patient before me came out in a rage and was screaming and 

yelling and shouting, and really, really upset with him [consultant] and vowed 

never ever, ever to go back in and see him and I thought óthank you very 

much, Iôve got to go in nowô.  When I went in, he was clearly upset. And I 

thought óIôm not going to sit here and say you know, here I am, you know, sort 

me outô, he just needed to be asked if he was alright because he was clearly 

shaken by that womanôs reaction.  I think itôs a partnership and sometimes the 

partnership will be skewed, sometimes Iôve got more responsibility than the, 

the provider of the service. But its working out together what thatôs going to 

mean; having the confidence and courage sometimes to say óhang on a 

minute, can we, you know, just cut to the chase here and letôs get down to 

what this is aboutô  (SU-BCD) 
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When practitioners make the space for service users it makes a difference to being 

seen not as a wheelchair or an object that is difficult and gets in the way, but as a 

person in their own right. This service user articulates the value of that in enabling 

her to contribute and be a part of things within the community. 

 

óSo now they just é.. space is made for me and that helps me to feel that I 

am part of what's going on and that I'm not just a tag on or I donôt stick out or I 

donôt have to be walked around or treated like a roundabout but I can be part 

of é.. of whatever gathering it is,ô (SU32-F-I) 

 

This service user describes the impact of not being valued. 

 

'A doctor was coming to visit me [on the ward], but then something else had 

cropped up and so when I finally saw her at, like, 5 oôclock in the afternoon, Iôd 

had an appointment with her at 10 oôclock in the morning.  And I had to say to 

her something ï I said, ñI know youôre very busy.ò  But I said, ñWell I felt thaté  

I felt so low in priority that you knew I was always going to be here, so é  you 

could delay my appointment by 7 hours, just like that.  And because you were 

busy with something else.ò  I said, ñIt made me feel so unimportant to you.ò  

And I said, ñAnd all it would have takenéò  I said, ñTo make me feel a lot 

better about this was if youôve just phoned up and said to me, ñLook, Iôm really 

busy with such and such, and I just canôt comeé  Can you just tell and 

apologise to SU29?òò  And it was that non-verbal communication, that she 

was so much more important than I was that made me feel very, ñurghhhéò, 

you know.  And after she explained to me I could understand that she was 

thinking, ñYeah, but SU29 is always going to be there.  And so I did 

understand it eventually, but I sort ofé  And I think it was a good lesson for 

her to realise thaté  Popping out to see me., that was my wholeéthat was 

the big event in my day, you know.  And so that, like, that, to her, was just like, 

ñYeah, popping along to see SU29 Iôll just go and do that later.ò  But to me it 

was like the big event of the day and so it felt veryé she just sidelined that.  

(SU29-F-MFG) 

 

 



84 
 

4.2.2   PRACTITIONERS VALUED 

 

 Teamwork ï where service users and CFMs are identified as part of the team. 

 Time to build relationships  

 listening to service users and CFMs 

 Where possible, including service users and CFMs in discussions about the 

way forward 

 An accessible environment 

 Being friendly and enabling people to relax 

 

The concept of the team was really important to staff as part of an inclusive 

approach.  Their understanding of the position and role of service users and CFMs 

within the team did, however, vary.  Some members of staff were quite cautious 

about having service users and CFMs involved and feel that meetings with service 

users were often used to air complaints.   

 

P: óI suppose we should be discussing with them all the time when weôre you 

know, making the care plans for them and stuff, they should be included in 

that. 

 

I:  Do you think they feel included in it?  

 

P:  The feedback that we get is not always positive, I think... itôs sometimes 

they're having a go at the medical staff or the therapist...ô (SU17-F-I) 

 

The discussion between staff and service users at the Big Conversation Day 

identified the importance of service users and CFMs being a member of a team and 

being able to influence actions and outcomes. 

 

S:1 óThey [service users and CFMs] have a role in the team, because then 

you have...you put your thoughts forward to the team.  We always encourage 

people to say what they think ï what they would like, what they want to 

achieveéwe do try to include people as part of the team   
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S: 3 I think you want to be in control of the team, don't you?  As the service 

user?  As the person that itôs all about?  You want to be able to direct the 

team, don't you?...You want to be part of it... 

 

SU: 5 The decision process. 

 

I: 1 Do you want to direct it, or do you just want to influence it? 

 

S: 3 Yeah, influence. 

 

SU: 6 Influence, I think, is probably the better word. 

 

S: 1 Because you still want all the experience of the other people on the team 

rather than just making your own decision' (S&SUs-BCD) 

 

The lifelong nature of neurological conditions means that both the delivery of 

treatment and the staff within the team are of extreme importance to the experience 

service users and their CFMs have of the NHS and ultimately how they are equipped 

to manage their long-term condition in the community. 

 

óWell I think that if they could relax with whoever the therapist or doctor was.  

If they felt they were in a relaxed environmentô (S5-F-I))  

 

óI think if youôre involved in setting goals and targets for your treatment, if you 

actually help select that, then thatôs going to make you feel more included and 

also, probably, find it easier to carry through.  Because itôs so easy sitting in 

the doctorôs office saying, ñOh yeah, Iôll do that and Iôll do thatò but then youôve 

got to get on with it when you go home and itôs a different atmosphere and...  

So I think if youôre involved with it, thatôs going to make it easier.ô (S5-F-I) 
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4.3   IDENTIFYING INCLUSIVE APPROACHES TO PRACTICE AND ITS IMPACT 

 

Whilst specific medical and therapeutic treatments were always valued for the fact 

that they were there, the application of these was not always appropriate for the 

needs of service users and CFMs. Being excluded from discussions about treatment, 

or not having your voice heard or acted upon even though you were present during 

discussions (i.e. you were not included) were repeatedly cited as key reasons for 

inappropriate outcomes in relation to the nature of their treatment. The following 

were suggested by service users and CFMs as reasons where inappropriateness 

was not generally articulated: 

 

 it is hard work to make your voice heard - you are not always listened to and 

what you say is not always taken into account   

 you lack influence  

 you are still sometimes just a number 

 long-term conditions make you vulnerable to losing your value as a citizen and 

person in your own right and the ways services are provided can have the 

tendency to exacerbate this feeling  

 you generally have to fit in to the system rather than be part of shaping the 

system 

 there are structural barriers to accessing services - it can be a struggle to 

access mainstream services (e.g. health screening)  when you are part of 

another system  

 transitions between services are particularly problematic but it is not a good 

time for you to be stating your case 

 

This extract below exemplifies the tone of many interviews, where service users and 

CFMs would not describe themselves as dissatisfied but their experiences with 

services left them feeling distanced from the focus of their own treatment.  

óI have no complaints about the treatment.  Do I feel included?  I donôt feel that 

we discuss what I am going to do next.  I donôt feel that we have a plan but 

then again maybe it just unfolds and itôs to see how much progress you 

makeéI like to know what's happening. I'm told what's happening on a minute 

by minute basis but I havenôt really been told what the expectations are and 

where I might end up and those sorts of things. I suppose because I like to 
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have control I would like to have more understanding of why we are doing this 

now, what we might do next week or next month and what I can hope for. So 

itôs not that I mind, itôs not that I think anything has gone wrong, I mean I'm not 

a professional, what do I know? [said with irony] But I donôt feel as if I'm 

empowered to understand fully.ô (SU50-M-I) 

This service user starts with articulating that they have no complaints about the 

treatment, but they describe a situation where there is room for making the 

implementation of the service more effective.  This suggests that we should not 

muddle user satisfaction with effective practice.  

Practitioners articulated a tension between both national and local priorities for 

service delivery and the manner in which they believed to be most appropriate for 

what they termed óclient-centredô service delivery.  This went some way to explaining 

why what they considered to be important was not always possible within the 

imposed delivery structures. Some practitioners talked about feelings of being 

powerless and even feeling óbelittledô by management structures and processes.  

This helped them consider what it must feel like for service users and CFMs. One 

member of staff said 

óitôs a fact that I donôt often think about inclusion until Iôm excluded.ô (S8-F-FG) 

Whilst many people struggled to articulate a clear view of inclusive practice, drawing 

on notions of inclusion identified in section 1 above, they suggested that when 

inclusion was at the forefront of their engagement with the NHS their ótreatmentô was  

most likely to be optimised and most effective from their perspective.   

 

4.3.1 BEING INCLUDED 

 

More inclusive treatment had a direct impact on how service users and CFMs felt 

about themselves in terms of their emotional wellbeing, their confidence, their place 

in society, how they were valued and what they themselves valued.  It enabled them 

to be more proactive for themselves in terms of their long-term progress. 
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óWhen weôre all working as a team to é  get on the right pathwayéand 

everybodyôs pathway can flutter in different directionséif we all work as a 

team and pull our ideas together, weôll all feelé[better]ô (SU38-F-FG) 

More inclusive approaches had an effect on the longer term impact of treatment.  

P: óIf you work as a teamé. I come here quite regularly for physio at the 

moment and I get, you know, regular sort of input.  Which helps me to kind of 

continue that at home.  é  It makes you want to then carry oné.And to try 

and do the best that you can at home. 

I: What is it that makes you want to carry on and do the best you can at 

home? 

P: Itôs just the recognition that other people want you to be the best for you 

that you can be.  In terms of physical wellbeing, in terms of emotional 

wellbeing, and in terms of feeling secure and feeling valued.  And you just 

think, ñWell theyôre spending their time and investing their effort in you, as a 

person, so therefore you owe it to them, kind of thing, to carry on.ò..  if I didnôt 

écome [here] and I didnôt have the regular physio appointments, there would 

be no encouragement é  I would just think ñOh well, Iôll not bother.ò  And then 

Iôll get stiffer and my musclesôll get weaker and Iôll find it more difficult to 

mobilise.  And itôs kind of a downward spiral. And itôs hard to break out of the 

cycle.ô (SU3-F-FG) 

óI think you get a good impression as well and you carry that on into the rest of 

your life.  You know, you go out there and you go to work.  And you think...  

And you've had positive experiences, and you can relate that to what you're 

doing.ô (SU23-F-I) 

4.3.2 BEING EXCLUDED 

 

The impact of not being included could mean that treatment was inappropriate or 

appropriate but not embedded in everyday lives of service users, and so became 

ineffective.  
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óthe physio wasnôt bothered that I couldnôt pedal it, I was there, she had done 

her time, I've done my twenty minutes even if I just sat still and it was on to 

the next bit of equipment and there was no awareness of that didnôt suit me 

and where I was in my lifeô (SU32-F-P) 

óI think the one thing thatôs been difficult is that [physio] often wants you to do 

a certain exercise at home and he will explain it and we both [service user and 

CFM] listen to him and when we get home we havenôt the faintest idea how to 

do it!  Now whether it will be more inclusive to write down what was wanted I 

donôt know but itôs done orally and so we almost always have to go back the 

next treatment and say ñlook can you say it againò you know ñis this what you 

meant?ò...I donôt think [name] is quite aware of how hard it is to do that 

[understand and remember].  But we do say that we havenôt done that 

because we didnôt understand it and he takes that but he doesnôt actually vary 

his procedure the next time.ô  (SU25-M-I) 

óthe OTs were full of sort óoh you shouldnôt do thatô and óyou must use this and 

lots of ways and adaptations and techniquesô which I abandoned as soon as I 

got home.  Well, not as soon as, but sooner or later they all went by the 

wayside, you know, my transfer board and my pick up stick and all of these 

things I just donôt use, so you know I didnôt feel very included in the process of 

rehabilitation, I didnôt feel very informed, I didnôt feel that there was a plan, I 

didnôt feel very empowered by it, I sort of endured it and went through it and 

said, yes, no, and struggled for what I wantedé I donôt think that prepared me 

for the reality of life and problem-solving and you know the difficulties that I've 

faced and overcome in my daily lifeô (SU50-M-I) 

Many CFMs were able to give specific examples of the importance of being included 

as part of recognising the medical needs of those they cared for.  This mother/wife of 

a family where Huntingtonôs disease is well known within the family explained how 

they felt that, because they were not listened to, her son had years of incorrect 

treatment. 

óMy little boy has been to hell and back with different diagnoses.  Injections 

after injections.  And blood-taking and operations and procedures heôs had 

done on him.  For 9 years he was treated [for something he hadnôt 
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got]éinstead of doing what Iôd said in the first place ï which my own husband 

who has got Huntingtonôs kept sayingé  ñHeôs like me.ò  He used to say, 

ñHeôs like me.òô These people, the medical profession, donôt like being told.  

...and they [the medical profession] were so against it because it was very 

rare for juveniles to get it.  He was just pushed aside and just treated for the 

symptoms.  Chest infections and digestive problems.  He was put on 

medication and then they decided that some other, but he didnôt need it 

because his pancreas was working alrightéAnd they used to send me to 

different consultants to have, like, scans done on his bowels and things like 

thaté Until I met a Professor at the [hospital]. She is absolutely wonderful.  

She listened and she said, ñI think youôre right.ò  I nearly fell off my chairé 

And it was just a case of going and confirming it for the appointment....And I 

got confirmation.  Thatôs how he is diagnosed with that now.  But heôs been to 

hell and back.  Heôs terrified of doctors.  Heôs 13 and he still sits on my knee 

when he goes into Consultantôs rooms.ô (C22- F-FG) (for fuller description see 

appendix 13) 

The amount of time taken up by activities that do not lead to improving the health of 

people with LTNCs was clearly articulated by service users/carers family members. 

One particular focus for discussion was repeated visits to professionals, often over 

many years, which do not affect the lives of the people attending.  There appeared to 

be three main reasons for this type of practice:  

i) Appointments carried out for administrative purposes but were highlighted as 

ineffective by service users, CFMs and professionals involved.  

 

óI did say to him at one pointé is there any point to this because nothing 

much was gained from my point of view except going to say to him ñnot much 

changeò or ñthere has been a bit of changeò and that was about it. You know, 

ten minutes at the most éand he said óWell, donôt come, thereôs nothing more 

I can do for you really.ô And that was quite good for me to know. It was blunt 

but quite true and I stopped going which was quite good for me.ô (SU19-M-I) 
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ii) Appointments where the meeting resulted in ineffective acti vity due to the fact 

that the basic premise of the meeting did not meet the needs of the service 

user.  

 

Decisions that are made at appointments by practitioners about intervention, affects 

the lives of both service users and CFMs.  Where the relevant parties are not 

involved or consulted, this leads to wasted time for all parties.  This carer is reflecting 

on an experience where he was not involved in the decision-making at an 

appointment and was kept abreast of progress.  The course of action taken by the  

practitioner did not take the wider long-term condition and home context into 

account.  CFMs frequently expend additional energy and time trying to ensure óthe 

bestô experience for the person they are supporting.  Inappropriate decisions not only 

have an impact on family members but mean that practitioners need to conduct 

additional appointments in order to ensure that the órightô intervention is being 

provided and deal with disenchanted relatives.   

óI get intensely annoyed if something is happening and particularly if it relates 

to [wife] and if I donôt know itôs happening ....or I know something is happening 

but I donôt know quite what it is, and I'm not being told. That makes me a little 

bit annoyed because it can take the treatment or the resolution to that 

particular problem down a particular avenue which might not fit with the wider 

view of [wife]s condition or her wellbeing.  That means I've got to pick up the 

pieces when things ..... if things start to go wrong or try and manage them 

back into the way we live. Itôs a difficult thing to describe but people start 

making arrangements for you without consultations ...It [has an] impact on the 

life we lead together.  I mean I like to try and arrange things you know [to] sort 

of have my own little bit of life. I'm not resentful ...disappointed, but not 

resentful, when things get changed if I can't follow that particular life that I 

would like. But when somebody does it without thought, shall we say, I get 

annoyed and sort of point out ..... carefully point, you know sort of make the 

point that you know, if you had consulted in the first place it would have made 

things a lot easier because people do things thoughtlessly I think sometimes.ô 

(C18-M-I) 
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One service user explained how she received help at home, the focus of which was 

to support her in learning how to organise her home. This had, over a long period of 

time, proved too difficult for her to achieve. Her own perceptions on this now were 

that she would benefit more from someone coming and sorting out her house, a 

home help/cleaner-type person rather than a professional CPN. This would then give 

her time, space and energy to concentrate on developing things she could achieve, 

rather than spending time on something she feels she can now never do.  It would  

also be more cost-effective as expensive professional time could be used to focus on 

achievable aims.  She had not discussed this with the professionals she saw 

because she felt that if she said she did not want this help they would withdraw the 

service and she did not want to be without anyone coming to see her.  

iii) Appointments where insufficient preparation was carried out to enable the 

service user to be understood.  

 

Seeing a different person every time they attended the clinic left service users and 

CFMs with difficulties interacting with clinicians and building a trusting relationship.  

This is particularly pertinent for ólong-termô conditions where there is both regular and 

frequent engagement with professionals over months and years.  Service users and 

CFMs then find they have to adapt to new practitioners and re-tell their story on a 

regular basis.  Whilst there is a recognition that people need to learn their craft, and 

service users have a role in supporting the understanding and experience of the ne w 

generation of practitioners, the lack of underlying continuity can lead to frustration 

and a lack of confidence in the service. 

The data highlighted that repeated changes in staff, particularly medical staff on 

rotation, can create anxiety.  This anxiety is heightened where people with 

neurological and complex conditions have difficulties in adapting to changes in 

planned or 'expected events'. They felt they lacked a secure thread of continuity to 

support them through inevitable changes. The impact of a lack of continuity leads to: 

 Repetition of story 

 Increased anxiety due to the unexpected and new people with unknown 

understanding about you as a person and your condition 

 investing in a new clinical relationship that takes time and emotional energy 












































































































































































