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Abstract 

This thesis describes thirteen published works which constitute an evolving 

programme of research into service user and carer participation in old age 

psychiatry. They share the common objective of extending knowledge and 

understanding of methodologies, benefits and challenges of service user and carer 

participation in old age psychiatry services.  

The publications contribute to knowledge in three areas. The copying of letters to 

users and carers, and requests for their feedback on the practice, was described 

as part of routine practice in old age psychiatry: this research addresses the area 

of „users and carers as recipients of communication‟. „Users and carers as 

subjects of consultation‟ is addressed by several publications: an evaluation of 

users‟ experience of electro-convulsive therapy and later development of a method 

of integrating feedback from users into practice; a similar method was applied 

regionally in service improvement in order to access users‟ and carers‟ views and 

use them to identify areas for improvement work, and nationally by a professional 

organisation to inform and develop its work programme. The third area of 

contribution is that of „users and carers as agents in control‟ and this is addressed 

in an initiative in higher education where users and carers were agents of control 

in designing, delivering and evaluating an MSc module on user and carer 

experience. 

The contribution of the publications is related to four overall objectives: ways in 

which users and carers participate in old age psychiatry services; the benefits and 

drawbacks of user and carer participation in old age psychiatry services; ways of 

conceptualising user and carer participation in old age psychiatry; and finally, 

potential areas for future research in user and carer participation in old age 

psychiatry.
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Introduction 

 

Aims 

 

To investigate user and carer participation in old age psychiatry. 

 

Objectives 

 

1. to consider ways in which users and carers participate in old age psychiatry 

services. 

2. to consider the benefits and drawbacks of user and carer participation in old age 

psychiatry services. 

3. to consider ways of conceptualising user and carer participation in old age 

psychiatry. 

4. to consider potential areas for future research into user and carer participation 

in old age psychiatry. 

 

 

The policy context 

 

To understand how service users and carers currently participate in old age 

psychiatry it is useful to consider the historical and political context.  

 

Before the National Health Service, healthcare in England consisted of a 

combination of private and public services. Private services included the voluntary 

hospitals which traditionally provided free care and had developed largely from 

charitable foundations. Public services were run by local government and had 
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grown out of the Poor Law system. Care was generally fragmented with limited 

access and wide variations geographically. The National Insurance Act (1911) 

predated the NHS and introduced sickness benefits funded by contributions from 

government, employers and employees, but this did not solve the systemic 

problems. Honigsbaum (1990) stresses the important role of the friendly societies 

which were formed by working men from the nineteenth century onwards and 

which provided sickness benefits to members, generally offering a capitation fee to 

the doctors involved. He argues that the medical profession, in supporting the 

creation of the NHS, chose state control in preference to control by the societies 

but this illustrates the inherent difficulty of the conflict between state and health 

service user and the core issue of user participation in health care. (For an 

account of the evolution of healthcare in Britain see Baggott, 2004). 

 

The creation of the NHS by the National Health Service Act (1946) introduced the 

principle of healthcare for all, based on need, free at the point of delivery to 

England and Wales. Honigsbaum (1990) notes that no organised group spoke on 

behalf of patients in the lead up to the NHS but that the interests of doctors and 

patients coincided. Aneurin Bevan sent a message to the medical profession in the 

British Medical Journal (Bevan, 1948) and referred to freeing the „doctor-patient 

relationship‟ from the money factor: participation here referred to the participation 

of doctors. He also writes that his job (as Minister of Health) is to provide 

resources and then: 

 “to leave you alone as professional men and women to use your skill and 

 judgement without hindrance.” (Bevan, 1948) 

This asserts the centrality of the relationship between healthcare professional and 

user, but is unlikely to be an acceptable model for politicians or public in the 

twenty-first century. Benign, and hopefully, well-intentioned paternalism (Coulter, 
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1999) continued to be the approach in the health service for several decades. 

Ham & Alberti (2002) describe the NHS as established on the basis of an implicit 

compact between the government (which determined the NHS budget and 

guaranteed care for all), the medical profession (with responsibility for care 

standards and delivery) and the public (paying taxes to fund heathcare). 

 

In 1991 the Patients Charter was introduced and later revised in 1995. It set out 

some fundamental rights for service users. It states that it is helping the NHS to 

„listen to and act on people‟s views and needs‟. Much of it remains aspirational 

today eg the statement that:  

 “You can expect the NHS to respect your privacy, dignity and religious and 

 cultural beliefs at all times and in all places.” (Department of Health, 1999a) 

would fit with the current emphasis on dignity in care (Cass, Robbins & 

Richardson, 2006; Centre for Public Scrutiny, 2009). 

 

The NHS Plan (Department of Health, 2000) was promoted as shifting the balance 

of power in health services towards the service user:  

“For the first time patients will have a real say in the NHS. They will have 

new powers and more influence over the way the NHS works ...”. 

(Department of Health, 2000, p. 12) 

The Plan aimed to increase the involvement of service users and the public in all 

aspects of health care. Some specific actions were set out, including: letters about 

an individual patient‟s care will be copied to the patient; patient advocates and 

advisers will be set up in every hospital; patients‟ surveys and forums will help 

services become more patient-centred. It grew from previous work which had 

highlighted three partnership areas: with patients and carers in connection with 

their own care; with patients and carers more generally in health and social care; 
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and with the public as citizens who have a stake in health and social care 

(Department of Health, 1999b), and followed the publication of a National Carers‟ 

Strategy (Department of Health, 1999c).  

 

Since the NHS Plan, the rhetoric of health and social care policy documents has 

continued to stress greater choice, greater influence in services at all levels and 

more individualised care for users of services (Department of Health, 2005a; 

Department of Health, 2005b), along with stronger public involvement (Department 

of Health 2002a; Department of Health, 2006a) and increasing recognition of the 

important role of carers (HM Government, 2008). The language used is interesting 

in that it concentrates on giving people more choice, putting people „in control‟, 

services being „patient-led‟ and emphasising partnership and collaboration with 

patients, carers and members of the public (Department of Health, 2006b). 

Terminology is, however, inconsistent. The House of Commons Health Committee 

(2007) used the term „patient and public involvement‟ (but then described the term 

as a „nebulous and ill-defined concept‟). For clarity, this document will use the 

following terms: 

 service user or user for people who are or have been patients or clients or 

consumers of health or social care or are using/ have used services (there 

is debate about the preferred term (Simmons et al, 2010; Salmon, 2010);  

 carer for the family members/ family carers/ friends or neighbours 

supporting users; and  

 participation to describe the involvement of users and carers in services in 

various ways – this is taken from Arnstein‟s ladder of citizen participation 

(described in Hostick, 1998: see Figure 1) and is a form of what can be 
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described as public participation1 (National Council for Voluntary 

Organisations, 2009). 

Despite the good intentions repeatedly expressed in policy documents, structures 

have been unstable. From the inception of the NHS, lay representatives brought a 

voice to hospital authorities and boards. Community Health Councils (CHCs), 

established in 1974 in England and Wales, introduced a framework for patient and 

public involvement. The CHCs had a representative role but also monitored local 

health services, helped with complaints and informed people about services. Their 

abolition was heralded by the NHS Plan and in 2002 Patient Advice and Liaison 

Services (PALS) were established in England in all Primary Care Trusts and NHS 

Trusts. (Department of Health, 2002b).   

 “PALS will provide a focal point to enable the organisation to learn from 

 patients‟ experiences of using services. The PALS will provide feedback on 

 common themes and concerns which patients, their carers and families 

 bring  to (their) attention and be a catalyst for improvements and change.”

 (Department of Health, 2002b, p. 7)  

                                                           
1
 Public participation involves organisational engagement, and contrasts with individual participation (one’s 

everyday choices) and social participation (collective activities). 
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Figure 1: Arnstein‟s ladder of citizen participation modified from Hostick 

(1998) 
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They were followed in 2003 by the establishment of the Commission for Patient 

and Public Involvement in Health (CPPIH), the Independent Complaints Advocacy 

Service (ICAS) and Patient and Public Involvement (PPI) Forums: the latter were 

then replaced by Local Involvement Networks (LINks) in 2007 alongside the 

abolition of the CPPIH (for a summary of milestones in PPI see Andersson, Tritter 

and Wilson, nd): LINks were billed as creating: 

“a strengthened system of user involvement and will promote public 

 accountability in health and social care ...‟ and „a new duty (will be) placed 

 on commissioners to respond to what patients and the public have said.” 

 (Department of Health, 2006c, p. 7) 

The talk of partnership continues: in 2009 The Department of Health published the 

NHS Constitution which stresses partnership, and sets out rights and 

responsibilities for patients and for staff, stating that it aims to: 

 “bind together the communities and people it serves – patients and public – 

 and the staff who work for it.” (Department of Health, 2009a, p. 2) 

 

Ham & Alberti (2002) argued that the implicit compact between government, 

healthcare professions and public has been undermined and broken down in 

response to changes over recent years and that a new one needed to be agreed. 

They saw trust and good communication between all parties as fundamental to 

this process. The participation of users and carers in health and social care 

therefore carries far-reaching implications. 

 

With regard to older people‟s mental health (OPMH) the National Service 

Framework for Older People (Department of Health, 2001) emphasised person-

centred care (Standard 2) and the issue of choice, and the National Service 

Framework Mental Health (Department of Health, 1999d) included a Standard on 
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carer support. This was taken further in Everybody‟s Business (Department of 

Health/ Care Services Improvement Partnership, 2005) which described 

involvement of users and carers in services as „central to quality improvement‟ and 

argued that it should be embedded in the way staff and organisations operate. The 

National Dementia Strategy (Department of Health, 2009b) identifies „engaging 

with public and patients‟ as one of the World Class Commissioning competencies 

which fits with many of the Strategy‟s objectives, describing people with dementia 

and their carers as being fully engaged in the design and delivery of services. The 

competency requires commissioners to:  

“proactively seek and build continuous and meaningful engagement with 

the public and patients, to shape services and improve health ...”. 

(Department of Health, 2007, p. 4) 

 

Thus it is clear that user and carer participation is regarded as a policy imperative, 

and a range of policy documents state that this participation carries a number of 

benefits, including the following: 

Shaping services  

Improving health outcomes 

Ensuring quality 

Coulter (nd) distinguishes between the potential benefits of user involvement and 

public involvement (Table 1). A number of documents also reinforce an 

assumption that, as stakeholders in services, users and carers have a right to 

influence how those services are provided. Putting People First (HM Government, 

2007) states that: 

“real change will only be achieved through the participation of users and 

carers at every stage.” (HM Government, 2007, p. 1) 
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Given the clarity of policy on the issue, it is interesting that user and carer 

participation is not embedded within the health and social care systems. Soffe, 

Read & Frude (2004) surveyed the attitudes of clinical psychologists (in adult 

mental health services) to user involvement and noted a discrepancy between 

policy and practice, suggesting that ways of understanding this include the 

assumption that „staff know best‟ and also that: 

“staffs‟ (sic) sense of disempowerment within the system (may render) them 

unable to hear users‟ voices until their own voices (are) heard ...”. (Soffe, 

Read & Frude, 2004, p. 591). 

They also note that user involvement may be threatening to staff, may impact on 

professional autonomy, and could potentially reduce the future role for staff groups 

in mental health services. Similarly Lakeman (2008) lists a number of practical 

issues relevant to carer involvement. 
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Table 1: Potential benefits of user involvement and public involvement, 

modified from Coulter (nd) 

User involvement Public involvement 

To ensure appropriate treatment, 

management and care 

To improve service design and delivery 

To improve health outcomes To determine commissioning priorities 

To reduce risk factors, prevent ill-health 

and promote health 

To manage demand 

To improve safety To meet expectations 

To reduce complaints and litigation To strengthen accountability 
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The House of Commons Health Committee (2007) cautioned that: 

“Structures and procedures ... will have little effect if the health service is 

not prepared to listen and make changes as a result of what they learn.” 

(House of Commons Health Committee, 2007, p. 5) 

If learning from, and working with, service users and carers are seen solely as 

policy drivers, it is unlikely that user and carer participation will become embedded 

in future health and social care practice. Rose et al (2002) articulate this bluntly: 

“There is a danger that government demands for agencies to demonstrate 

user involvement may mean that user activities become a formal procedure 

to be ticked off, rather than an embedded and powerful organisational 

practice.” (Rose et al, 2002, p. 16-17) 

Cynics might wonder whether government emphasis on user and carer 

involvement is just a means of shifting blame and the onus for change away from 

health structures and onto the users of services or merely a populist ploy. 

 

The personal and service context 

 

Campbell (1996) dates the upsurge in the user movement to the mid 1980s and 

cites the pace of change in mental health services as creating uncertainties and 

hence opportunities for new ideas, alongside the growth in self-help, the anti-

psychiatry movement and the influence of user movements in other countries. 

Crossley (1999) cites similar factors in its development, dating the birth to the early 

1970s, and registering the strong involvement of non-users in the initiation of the 

movement, perhaps related to their position of power. Campbell (1996) notes the 

need to increase participation amongst groups which experience multiple 

exclusions, referring specifically to black and minority ethnic groups (but older 
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adults may be equally or even more invisible and excluded). Wallcraft, Read & 

Sweeney (2003) surveyed the service user movement in the early 21st century and 

found that the user movement did not represent or include all mental health 

service users. In its questions relating to equality, their questionnaire omitted 

issues relating to older age, asking only about minority ethnic groups, women‟s 

issues, and lesbian, gay and bisexual issues. Although one responding 

organisation referred to older people as a community of interest, overall older 

adults were conspicuous by their absence from the user movement. 

 

Old age psychiatry (also called geriatric psychiatry, psychogeriatrics, psychiatry of 

the elderly, and older people‟s mental health) is a relatively young speciality which 

concerns mental health services across the range of mental health problems in 

later life. It has developed over the past 40 years, with specialty status being 

achieved in 1989 (Pitt et al, 2006). Thus the specialty has been developing over 

the period when the user movement has itself been developing. Our chapter in the 

4th Edition of Principles & Practice of Geriatric Medicine (Benbow & Jolley, 2006) 

describes how services are organised and provided, and stresses that we should 

aim for services which we ourselves would be happy to use. Users of old age 

psychiatry services may be disadvantaged by several factors including: co-morbid 

physical illness, sensory impairments, multiple medication use, frailty associated 

with advanced age, social circumstances, co-morbid cognitive impairment along 

with other mental illness, limited finances, and the assumptions people make 

about advanced age and cognitive impairment. These factors are relevant to the 

relative absence of older users within the user movement. Carers are more visible 

and carer support was described in our chapter as „a fundamental component of 

all aspects of service provision‟ (Benbow & Jolley, 2006). Ageism continues to be 

an issue, now unfortunately being used to argue that specialist services are 
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inherently ageist, an argument which obscures the ageism involved in denying the 

specialist needs of older adults (Benbow, 2005; Benbow, 2006). 

 

Families are active in the care of many older people with mental health problems: 

One of our early papers on this topic, to which all the members of the family clinic 

team contributed (Benbow et al, 1990), argued the importance of the family and 

family approaches in causation, maintenance, assessment and treatment of 

mental health problems in later life. The role of the family in the care of children is 

clear, but for older adults the case has had to be made (perhaps another example 

of ageist assumptions).  My personal awareness of the role of families and work 

with families dates from the early 1980s and led to training in systemic therapy and 

work in a family clinic, which was described, evaluated and published in another 

co-authored publication (Benbow et al, 1993). That paper quotes Roper-Hall 

(1992) who wrote about seeing families at referral in order to co-create alternative 

ways of understanding the situation. Family therapy theories and practice have 

continued to evolve over time from ideas about „doing to‟ (and maybe even „fixing‟ 

families) (as described in the models of therapy in one of our later family therapy 

papers (Benbow & Marriott, 1997, p. 139)) through developments in reflecting 

teams2 with an expectation of openness and shifting the balance of power 

between therapists and families (Benbow & Marriott, 1997, p. 142) to the more 

recent emphasis on what has been called collaborative therapy. Anderson (2007a) 

described collaborative therapy as a philosophical stance or way of being: 

“The therapist wants to learn and understand the client from the client‟s 

perspective and preferences. The therapist wants to learn the client‟s lived 

                                                           
2
 Reflecting teams have been described by Andersen (1992). The technique involves discussions between 

therapist and team taking place openly in front of the family rather than behind closed doors as was usual 

previously. 
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experience and the meanings and understandings associated with it.” 

(Anderson, 2007a, p. 47) 

 

These three publications, which resulted from involvement in a family therapy 

team in Manchester (Benbow et al, 1990; Benbow et al, 1993; Benbow & Marriott, 

1997), establish how family therapy can include people with dementia and their 

families, how ideas from family therapy offer new perspectives and different ways 

of talking with users and their families  and describe some theoretical concepts of 

systemic therapy, including feedback and circularity, the use of reflecting teams, 

openness and a change in the balance of power between professionals, users and 

families. These theoretical constructs underpin subsequent work and have shaped 

the later research.  

 

The research programme 

 

The research programme has evolved (and continues to evolve) in sympathy with 

family therapy concepts and in particular the ideas of Harlene Anderson described 

above. It encompasses several initiatives relating to both user and carer 

involvement at different levels. Most of the papers on which this thesis is based 

are co-authored. This reflects my belief that bringing together and exchanging a 

range of differing ideas and perspectives leads to creativity, dialogue and the 

evolution of ideas (see p. 37) (Inger & Inger, 1990). It relates to the ideas of double 

description, which originated in the work of Bateson (1972), described by Jones 

(1993) as follows: 

 “obtaining more than one view of an event would enable us to achieve the 

 cognitive or emotional equivalent of binocular vision, thus gaining, in a 
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 metaphorical sense, perspective on our observations and experiences.” 

 (Jones, 1993, p. 31) 

I wrote about this issue in a paper on my leadership role as National Institute in 

Mental Health England Fellow in Ageing and Mental Health from 2003 to 2006 

(Benbow,  2007) where I stated that: 

 “The achievements of the fellowship were all shared achievements. 

 Perhaps the key skills required were in networking widely, communication, 

 and, not simply influencing opinion, but co-constructing opinion and co-

 constructing  with others an agreed plan of action. A critical factor was 

 probably to develop a collaborative leadership model ... “. (Benbow, 2007, 

 p. 34) 

This understanding also fits with my developing ideas that participation in itself is 

valueless – the user inevitably participates (in a narrow sense) in any encounter 

with a health or social care professional, but what is important is the collaboration, 

the mutual exchange of views and the construction of an outcome which has been 

influenced by all participants in the interchange. 

 

The research programme also demonstrates a recursive relationship between 

research and practice. Boyer (1996) wrote about: 

  “clinical practice as a form of scholarship.” (Boyer, 1996, p. 1) 

He elaborated on this to say that in writing about the scholarship of application he 

means: 

 “moving from theory to practice and from practice back to theory.” (ibid, p. 

 4) 

Many of the publications on which this work is based illustrate this relationship, in 

that investigation leads to findings which influence practice and then feed back into 
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theoretical understandings and lead on to further research. This relationship is 

represented diagrammatically in Figure 2. 

 

The structure of this thesis draws on Peck et al (2002), who combined what they 

described as „conceptions‟ of user involvement (as recipients, subjects of 

consultation, and agents in control) with four levels of interaction to form a matrix 

(see Table 2 – modified from Tait & Lester (2005) and Peck et al (2002)). A fifth 

level of interaction has been added to the matrix (in developing and delivering 

education), and minor changes made to make explicit that the same matrix is 

applicable to both user and carer participation. 

 

Each of the conceptions of user and carer involvement is addressed in turn and 

related to the research programme. 
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Figure 2: A representation of the recursive relationship between research 

and practice 

RESEARCH ANALYSIS/ 
REFLECTION

PRACTICE



23 
 

Table 2: A matrix of user and carer involvement modified from Tait & Lester 

(2005) and Peck et al. (2002) 

 

Level of 

interaction 

Conceptions of user and carer involvement                                  

 As recipients of 

service/ care 

As subjects of 

consultation 

As agents in control 

Between 

service users/ 

carers 

Eg Newsletters Eg Advocacy Eg The Hearing 

Voices Network 

(http://www.hearing-

voices.org/) 

Between users 

or carers and 

professionals 

Eg Receiving care 

plans 

Eg Agreeing care 

plans 

Eg Direct payments 

Copying letters to patients  

 Patients views on 

ECT 

 

 Subjective 

experience of ECT 

 

In service 

management 

Eg Receiving 

information 

Eg User or carer 

surveys 

Eg User-run crisis 

houses 

  Patients and carers 

journeys through 

services 

 

In service 

planning 

Eg Community 

care plans 

Eg Stakeholder 

conferences 

 

 Carers narratives  

 Consumer group 

In developing 

and delivering  

education 

 

Eg Case histories Eg Council of elders 

(Katz, Conant, Inui et 

al, 2000) 

Eg User and carer 

led courses 

  „In our Shoes‟ 
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Involving users and carers as recipients of services/ care 

In 2009 the British Medical Association (BMA) issued guidance for consultants on 

best practice for copying letters to patients (BMA, 2009). This document states 

that copying letters to users is „beneficial on the whole‟ and that one potential 

benefit is to maximise the person‟s understanding of their illness. In a section on 

potential pitfalls it suggests that it may be inadvisable to copy letters to people with 

significant cognitive impairment/ dementia, and that there might be safeguarding 

issues which could place a child at risk when information is copied to parents. 

There is no doubt that most service users are positive about their experience of 

receiving copy letters (Lloyd, 2004; Nandhra et al, 2004; Marzanski, Musunuri & 

Coupe, 2005; Treloar & Adamis, 2005; Mason & Rice, 2008). The position of 

carers in respect of the practice of copying letters is less clear. Dale et al (2004) 

reported that older adults wanted to share information with their carers: 54% of old 

age psychiatry out-patient users said that they would like their carer to receive a 

copy of the letter about their care. Carers in the same study overwhelmingly 

wanted to receive a copy letter (95%). Mason & Rice (2008) also looked at 

copying letters in an old age psychiatry service in a community mental health team 

context: they write that the decision to send the letter to the user or carer was 

based on discussion with the doctor “and common sense”. If the user had 

established significant cognitive impairment they were asked for consent to send 

the letter to their carer, and if cognitive decline was advanced the letter was 

offered to the carer. The response to letters was positive: they were regarded as 

useful and clear. They note that all the respondents spoke English as their first 

language.  Treloar & Adamis (2005) also investigated the practice of copying 

letters to users and carers in an old age psychiatry out-patient context. They found 

improved knowledge of medical recommendations amongst user and carers 
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together with better knowledge of who to contact. They commented on 

confidentiality: „concerns about confidentiality did not arise.‟ In old age psychiatry 

services where users and carers are seen together letters will hold no surprises for 

either party. 

 

Clark et al (2008) describe two older people‟s mental health projects which 

involved copying letters. In terms of the matrix of user and carer involvement 

(Table 2) sending letters about their care to users or (with the user‟s permission) to 

their carers is a way of involving users and/ or carers as recipients of care. If users 

or carers are asked to feedback about the experience, they become involved as 

subjects of consultation. However for consultation to have meaning, it needs to 

feed back into and influence services. 

The Clark et al (2008) paper describes the practice of copying letters to patients 

as:  

 “offering transparency and confirming respect for equality in the relationship 

 between patient and clinician.” (Clark et al, 2008, p. 31) 

Table 3 lists potential benefits of the practice – taken from the Department of 

Health Good practice guidelines (Department of Health, 2003) - and evidence for 

the suggested benefits. The benefits are written from the viewpoint of the 

professional. The Clark et al paper moves further towards considering the benefits 

of copying letters from the perspective of service users and their families. The 

column in Table 3 headed „conclusions‟, whilst supporting the Department of 

Health listed benefits of the practice, attempts to refocus on them from a user/ 

family perspective. The short quotation from page 37 of the paper in Table 3 on 

page 28 is important: users or carers who receive copy letters, know when they 

receive their copy that the professionals have received theirs and can then actively 
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pursue any actions or outcomes which should follow. The practice can therefore 

move a health/social care encounter towards partnership with users and carers. 

 

Table 3 also sets out as drawbacks the factors which the Department of Health 

(2003) lists under the heading of when letters should not be copied.  Two 

additional factors have been added to this list: letters may be written differently as 

a result of the practice of copying them to users, and the practice will involve some 

extra cost to services. Evidence for the drawbacks is set out in the Table and 

conclusions are drawn in the final column. 
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Table 3: Potential benefits and drawbacks of copying letters to users and/ or their carers 

 

Potential benefits of copying letters to 
service users from Department of Health 
(2003) 
 

Evidence for this statement Conclusions with reference to 
the contribution of Clark et al 
(2008) 

More trust between 
service users and 
professionals  

Increased openness 
leads to greater trust 
between professionals 
and service users. 

 Increased openness should 
lead to greater trust between 
professionals and service users. 

Better informed 
service users  
 

Service users and 
carers have a better 
understanding of the 
condition and how they 
can help themselves. 

O‟Driscoll, Koch and  Paschalides (2003) 
found that letters helped patients 
understand their diagnosis and treatment. 
Nandhra et al (2004) reported that 
patients said receiving letters helped 
them “gain perspective” on their 
condition. 
O‟Driscoll et al (2003) reported that users 
found that letters helped them understand 
their diagnosis and treatment. 

Service users and carers have a 
better understanding of the 
professionals’ views about or 
assessment of the condition and 
how they can help themselves. 
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Better decisions  
 

Service users are more 
informed and better able 
to make decisions about 
treatment options. 
 

Treloar and Adamis (2005) found that 
users who received letters had a better 
knowledge of their care plan and who to 
contact. 

Copying letters “establishes a 
culture of openness, 
inclusiveness and partnership 
between professionals and 
families, and improves the 
appropriateness of service 
responses.” (Clark et al, 2008, p. 
37). 
 

Better compliance  
 

Service users who 
understand the reasons 
for taking medication or 
treatment are more 
likely to follow advice. 

 Professionals who discuss matters 
fully and communicate openly with 
service users will give better 
advice and it is likely that 
compliance with it will be greater. 

More accurate 
records  
 

Errors can be spotted 
and corrected by the 
service user. 

O‟Driscoll et al (2003) and Mason and 
Rice (2008) reported some errors in 
letters which were corrected by patients. 

Errors can be spotted and 
corrected by the service user. 

Better 
consultations  

Professionals confirm 
that patients understand 
what is said during the 
consultation. Patients 
are better prepared and 
less anxious. 
 

 Where professionals understand 
the requirement to communicate 
openly with service users they are 
likely to make more effort to do so 
which should lead to more 
satisfactory consultations from 
everyone‟s perspective. 

Health promotion  The letters can be used 
to reinforce advice on 
self-care and life styles. 

 Letters could be used to set out 
the views of service users and 
carers about the illness. 
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Clearer letters 
between 
professionals 
. 

Letters written between 
professionals are clear 
and understandable to 
both professional and 
lay people. 

 Letters which are clear to users 
are likely to be clear to the 
professionals who receive them. 

Ensuring all 
aspects of care 
plan progressed as 
planned (Mason 
and Rice, 2008). 

  “It enables patients and carers 
to play an active part in 
interpreting findings and 
making and evaluating plans for 
care and treatment.” (Clark et al, 
2008, p. 37) 

When letters should not be copied from 
Department of Health, 2003 - drawbacks 

Evidence for this drawback  

Where the user 
does not want a 
copy 

People may  have 
problems with privacy at 
home, may be in situations 
of domestic violence, 
may not accept the 
diagnosis or may feel they 
criticise the professional by 
asking for a letter. 

Most studies in this area have found 
that a minority of users do not want a 
copy letter (Dale et al, 2004; 
Marzanski, Musunuri & Coupe, 2005; 
Mason & Rice, 2008). 

Sending a letter to a person‟s home 
could in theory lead to a breach of 
confidentiality, increase the risk of 
domestic violence or elder abuse, or 
compromise the relationship between 
the person and the professional. 

Where the 
clinician feels 
that it may cause 
harm to the user 
or for other 
reasons 
 
 

Sometimes “health 
professionals are anxious 
to protect patients” (page 
7); concern about 
reactions to bad news, 
sensitive areas such as 
child protection and mental 
health. 

Some psychiatrists express concerns 
over patients‟ distress (Murray et al, 
2003; Nandhra et al, 2004). 
Some users express concerns about 
possible distress (Marzanski, 
Musunuri & Coupe, 2005).  
Information was found to be omitted 
from almost one quarter of letters in 

A letter could cause distress or put a 
person at risk in some way eg if it is 
seen by a person for whom it is not 
intended. 
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 Nandhra et al‟s (2004) work. 
Mason and Rice (2008) reported that 
one service user was distressed by 
the letter. 
Some authors have expressed 
concern about the potential effect on 
the therapeutic relationship (eg Lloyd, 
2004; Tahir, Bisson & Wilcox, 2005). 

Where the letter 
includes 
information 
about a third 
party who has 
not given 
consent 

This could lead to a 
potential breach of 
confidentiality and there 
may be additional concern 
that harm might result 
either to the user or the 
third party. 

Third party information was removed 
from one letter in Mason & Rice‟s 
(2008) study. 
Two instances of omitting third party 
information were reported by Murray 
et al (2003). 

Letters between professionals may 
include third party information with 
possible consequences if this 
information is revealed. In addition 
users may share letters with other 
family members/ carers thus further 
disseminating information. 

Where special 
safeguards (eg) 
for confidentiality 
may be needed. 

Sexually Transmitted 
Diseases clinics are given 
as an example. 

Some users express concerns about 
confidentiality (Marzanski, Musunuri 
& Coupe, 2005). 

Older people living in care homes may 
be at risk of compromised 
confidentiality. 
People with impaired capacity may 
need special consideration. 
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The letters 
themselves 
change as a 
result of the 
practice 

 Psychiatrists omitted information from 
letters (Murray et al, 2003; Nandhra 
et al, 2004) 
Psychiatrists alter their usual letter 
writing practice (Nandhra et al, 2004). 

Changes to letters could be regarded 
as a positive or a negative outcome of 
the practice. 

Increase in 
workload (and 
costs) for the 
NHS 

 Small increase in secretarial workload 
was reported by Nandhra et al 
(2004).This has been a concern in 
other areas of medicine (eg 
rheumatology; Payne & Jobanputra, 
2006; Nixon & Courtney, 2005). 
Pilgrim & Waldron (1998) drew 
attention to the economic constraints 
on participation and this is relevant 
even with a simple intervention. 
Young-Min et al (2004) commented 
on the need for large print letters and 
audiotapes as an alternative for some 
users. 
Jelley, van Zwanenberg & Walker 
(2002) highlighted the potential 
difficulties for those with educational 
disabilities and inadequate reading 
skills in English. 

There are additional costs involved in 
copying letters to users. As yet there 
is no study of the cost-effectiveness of 
the practice. 
Translation into black and minority 
ethnic (BME) languages is helpful but 
is not regarded as essential (Clark et 
al, 2008). 

 

.
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Power 

 

The reflecting team (Andersen, 1992) is a way of sharing the ideas of therapists 

with families. Before it was introduced, families often met with therapists and were 

„observed‟ by a team from behind a one-way screen. When the team came out 

from behind the screen and talked together about their ideas with the family 

listening, they became a reflecting team. This, then, was a move away from 

paternalism and secrecy towards openness and collaboration. It also involved a 

change in the power balance between families and the professionals working with 

them. 

 

The Social Care Institute for Excellence (SCIE) (Carr, 2004) considered whether 

user participation had made a difference to social care services. The report noted 

a lack of research on both the impact and outcome of user participation, and 

commented on the importance of power issues in relation to user participation. 

The historical attitude towards people using social services, which saw them as 

passive recipients of care, was regarded as placing professional staff in a 

„paternalistic‟ position as decision-makers. The report highlighted two differing 

models and a number of relevant issues which are set out in Table 4. 
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Table 4: Examples of some aspects of two opposing models of working with 

users and carers in social care (from SCIE, 2004) 

 

  

 Paternalism model Partnership (or collaborative) 
model 

Practical aspects Administrative systems 
which support institutions eg 
clinics organised around the 
convenience of staff 
members.  

Negotiation of administrative 
and other arrangements with 
recognition and 
accommodation of the needs 
and wishes of users and 
carers. 

Embedded power 
differentials organised 
around the convenience of 
staff. 
 

The organisation negotiates 
arrangements with 
recognition that staff, user 
and carer needs are all 
important. 

 

Use of expert language 
which excludes users and 
carers from discussions. 

Attention to language to 
ensure that users and carers 
are able to actively contribute 
to discussions. 

Organisational 
aspects 

Lack of organisational 
expertise in engaging users 
 

Organisation actively 
engaged with users and 
carers at a number of levels 
and open to trying different 
ways of doing so. 

Set of professional values Users‟ and carers‟ values, 
choices and priorities are 
recognised and valued. 

Beliefs Assumptions about (and 
privileging of) expert 
knowledge. 
 

Recognition of and valuing of 
user and carer expertise and 
ways to ensure that it is 
appropriately acknowledged 
and influences any ensuing 
actions. 
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In systemic therapy it has been argued that power stems from the use of expert 

language and its imposition on the client‟s experience (Anderson & Goolishian, 

1990). This criticism may be equally applicable to encounters in health and social 

care. In systemic therapy over the past twenty years or so there has been a move 

away from power and control (Hoffman, 1993a) towards an emphasis on 

collaboration (Anderson, 2007a) and dialogue (Anderson, 2007b). Alongside this is 

debate about „not-knowing‟ and „client-as-expert‟ (Anderson, 2005). The concepts 

of „not-knowing‟ and „client-as-expert‟ involve respect and dignity for the service 

user and their family, a recognition that they hold expertise regarding their own/ 

their family member‟s illness and/ or circumstances, and a humble acceptance of 

the fact that the therapist or health professional doesn‟t necessarily know best. 

These concepts are not threats to the knowledge, expertise and skill of the 

therapist (or health/ social care professional): instead they make the expertise of 

the professional available in partnership with the knowledge and experience of 

user and carer. They provide foundations for a more balanced collaborative 

relationship between therapist (or health/ social care professional) and the users 

and carers they encounter. 

 

A simple intervention (in this case copying letters to service users and/ or carers) 

may be symbolic and more powerful than might have been anticipated. It involves 

a move away from expert language and secrecy. When the people receiving 

letters are empowered to use the letters to actively take a lead in their own (or 

their relative‟s) care and also consulted about their experience so that learning is 

used to inform the development of individual care and of the service itself, the 

balance of power shifts further. This leaves the BMA (2009) guidance for 

consultants looking rather patronising in its assessment of the practice of copying 
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letters, particularly as Clark et al‟s (2008) initiative included people with cognitive 

impairment, dementia and other mental health problems of later life.  Thus 

„copying letters to patients‟ can shift the balance of power in the relationship 

between professional and the users and carers they are working with. To classify 

this initiative as a way of involving users and carers as recipients of services/ care 

is to make an assumption that the initiative involves information flow in one 

direction: when information flows in both directions and change may ensue from 

the interchange, the level of participation shifts further up the ladder in Figure 1.                                             
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Involving users and carers as subjects of consultation 

 

Consultation is the act or process of consulting and one definition of „to consult‟ is 

„to exchange views‟. Exchanging views in itself could be a sterile exercise; the 

purpose of consultation is to influence and ideally to improve decision-making. 

Restall & Strutt (2008) referred to this bluntly, in writing: 

 “participation activities which consisted solely of information exchange 

 were,  at best, a waste of time and, at worst, exploitation. People did not 

 want to participate for the sake of legitimizing what health planners had 

 already decided, but rather to make a real impact on decisions that improve 

 services.” (Restall & Strutt, 2008, p. 236) 

Crawford et al (2002) point out, from the perspective of users‟ participation in 

planning/ developing health care, that participation is intended to legitimise the 

decisions of administrators and managers rather than to devolve power. SCIE 

(Carr, 2004, p. 18) calls this a „technology of legitimation‟ which aims only to 

support the predetermined organisation position/ plan, rather than to look for ways 

to improve and develop plans/ proposals: 

  “exercises to approve of service planning and policy proposals, rather than 

 enabling service users to be key players or partners in their formulation” 

 (Carr, 2004, p. 17). 

It is relevant to consider what we mean by consultation, since Peck et al (2002) 

described the second conception of user involvement as involvement as „subjects 

of consultation‟.  
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Between users or carers and professionals 

Involving service users and/or carers as subjects of consultation is not uncommon 

and one of my early publications (Benbow, 1988) is an example with respect to 

users who were receiving treatment with electro-convulsive therapy. They were 

asked for their views on, fears and worries about, and experience of ECT: this 

included information about the side-effects they experienced during treatment. The 

conclusions of the study focussed on the need to review consent procedures and 

the way users and their families are informed about the treatment. Through these 

mechanisms the findings were used to inform and develop practice. 

 

In a later publication, written with a colleague (Benbow & Crentsil, 2004), we report 

on a consultation with people receiving treatment with ECT specifically with regard 

to side-effects during treatment (using the same recording form employed in the 

earlier study) and whether they rated themselves as showing a response to 

treatment. This paper makes it clear that information given by users was fed back 

into, and influenced, practice. The discussion states that the forms were returned 

to clinic staff in order that action could be taken to alleviate side-effects where 

possible. The paper suggests additional ways in which the information could 

influence practice; by facilitating changes to treatment techniques and procedures 

during a course of treatment; the findings could be used to inform discussion with 

people who are considering having ECT (and their families); and feedback could 

be used in planning clinic policies and procedures. Thus we go a step further than 

the 1998 paper, and it represents a small step towards ECT being more of a 

partnership between clinic staff and those using their services, and towards 

building ways of incorporating the experience of treatment into the ongoing routine 

administration of treatment and operation of the clinic. Both papers illustrate a 

consultatory approach. A proper and effective relationship between professional 
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and user inevitably involves consultation, but with improving practice this has 

evolved and reflection reveals more subtleties in what may be encompassed 

within the category of „consultation‟.  

 

The change in emphasis between 1998 and 2004 papers parallels the 

development in family therapy of ideas about reflexivity, which Hoffman (1993b) 

describes as folding back upon itself, indicating a:  

 “mutually influenced process .... as opposed to one that is hierarchical and 

 unidirectional.” (Hoffman, 1993b, p. 127) 

Lax (1992) uses the term co-construction to describe how the story a person tells 

in therapy is told in conjunction with a therapist and is therefore: 

 “neither the client‟s nor the therapist‟s story, but a co-construction of the 

 two.” (Lax, 1992, p. 73) 

These concepts encapsulate the idea of circular relationships, of bidirectional 

influences and the way in which the process between therapist and family is 

mutually influenced and mutually influencing. Dallos & Draper (2010) describe 

family therapy as 

 “a collaborative process, involving a co-construction of new ways of seeing 

 problems ... (which) requires a sociological awareness of issues of power 

 ... Added to this the therapist is expected to be aware of  ... potentially 

 oppressive assumptions and practices inherent in their privileged position 

 of power and status...”. (Dallos & Draper, 2010, p. 97)   

This is a sobering thought when applied to ECT practice, which involves powerful 

treatment given to people who are often very vulnerable and ill: images which 

arouse extreme responses. Nevertheless by modifying ECT clinic procedure in 

response to user consultation the operation of the clinic itself becomes more of a 
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co-construction between staff and service users and gives users power and 

influence despite their vulnerability.  

 

Although these two papers (Benbow, 1988; Benbow & Crentsil, 2004) apply to 

ECT, an exploration of notions about the consultation process is widely applicable: 

one way to look at the design of a treatment plan involving mental health staff and 

a user (and perhaps also their family) might be as a co-construction, where all 

contribute in partnership. Consultation, which aims to influence and develop a 

decision or plan, can also be seen in these terms. This means that the relationship 

between those involved is critical to developing the outcome. Cecchin (1992) 

wrote (about therapy) that:  

 “what we discovered depended on the „discoverer‟ ...”. (Cecchin, 1992, p. 

 89)  

Examined from this perspective, it is not surprising that interviewers who have 

been users elicit more negative satisfaction scores in evaluating mental health 

services (Simpson & House, 2002). Rose et al (2003) found that the methods used 

to elicit users‟ views influence their reports of benefit, noting that user-led studies 

reported lower rates of benefit with respect to ECT than professional-led studies. It 

is tempting to regard one approach as „right‟ and the other as „wrong‟ rather than 

to regard them both as different, and as both contributing to „binocular vision‟ (see 

p. 18). 

 

Users particularly might argue that, if matters are not unidirectional, the impact of 

true participation will be shown by evidence that consulting users and carers 

influences outcomes. The thrust of and changes with this ECT work show, at least 

in a small way, how this can be developed and they have been woven into the 

development of our group‟s thinking about this area. 
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In service management 

We have also described how users and carers can work with health and/or social 

care professionals to map their journey (in this case with a dementia) and review 

their experiences of care with a view to improving and developing services in an 

account of some of the work of the West Midlands Older People‟s Mental Health 

Collaborative (Doherty et al, 2009). We describe two carers‟ journeys and some of 

the learning which was derived from mapping them, and how this led to action 

points for the organisation concerned. We note that this process: 

 “may even have wider benefits in altering the relationship between users, 

 carers and those professionals working with them ...” (Doherty et al, 2009, 

 p. 510) 

and may bring about: 

 “changes in culture for the individuals and services involved.” (ibid, p. 501) 

This is another example of sharing power in collaboration, of deriving mutual 

benefit from the exercise, and of co-creating new ideas in conversation. 

 

Turner et al (2000) described students listening to, and learning from, the family 

carer‟s story in a palliative care setting. They note that meeting the carer had, what 

they described as, a profound impact on the students. They argue that the 

experience will stay with the students and may have a lasting impact on their 

practice. Andrews (2007) writes about honouring elders through conversations 

about their lives, expressing the belief that conversations: 

 “would have meaning and therapeutic value for the elders.” (Andrews, 

 2007,  p. 152) 

 This offers another perspective on conversations with users about their illness 

journeys.  
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The staff members who were involved in our dementia journey mapping were 

working both in management and care (Doherty et al, 2008). This allowed the 

project to influence relationships between individual users, carers and a range of 

staff members within the organisation involved.  At the same time practical 

benefits were developed with the potential to change practice at the level of 

families using the service and at the level of organisational policies, procedures 

and plans. It would have been helpful to get feedback from the users/ carers 

whose journeys were mapped about how they perceived the exercise and its 

effects, both on their journeys and on their relationships with professionals and 

organisations involved, and this is an action point for our future work. 

 

In service planning 

My election to the Chairmanship of the Faculty of Old Age Psychiatry in 2002 for a 

four year term presented an opportunity to develop the relationship between users, 

carers and old age psychiatrists nationally, and to set up a way in which all could 

work together on matters of mutual interest. With a group of colleagues, I have 

described some of the work which grew out of this national working group of users 

and carers (called the Consumer Group at their request) in two publications. The 

group acted as a forum for collecting and reflecting on written narratives produced 

by those carers of people with dementia who chose to do so (Benbow et al, 2009). 

The narratives were subjected to a qualitative thematic analysis and the analysis 

was presented to the user/ carer forum for discussion and consideration of how 

the themes could be addressed in the work of the group. This methodology, we 

felt, constituted „consultation‟ between the professionals and carers involved, and 

actions were developed in partnership, which  moved the initiative further up 

Arnstein‟s ladder (see Figure 1). Table 5 sets out the identified themes from the 
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narratives paper and from a related paper written by the same group (Ong et al, 

2007), together with the ensuing actions. It is evident that, although the Consumer 

Group was established in response to a professional initiative and with 

professional interests in mind, it led on to actions which were co-created by the 

interaction between Consumer Group members: 

“(the) users and carers ... at times were challenging, refreshingly politically 

incorrect and unafraid to raise any issue that concerned them ...” and  

“the group was valuable in ways that had not been anticipated.” (Ong et al, 

2007, p. 48) 

Furthermore: 

“the group .... did not want to work to the faculty‟s agenda, and instead saw 

this as their opportunity to get the faculty to take the actions they think are 

needed.” (ibid, p. 48) 
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Table 5: Themes identified in Consumer Group and ensuing actions, taken 

from Ong, Benbow, Black et al (2007) and Benbow, Ong, Black et al, (2009) 

 

Carers themes Actions arising from Group 

Difficulties in obtaining a 

diagnosis 

One day conference organised with 

primary care.  

Bridging private and public 

worlds 

Involvement of carers in the Consumer 

Group. 

Stressors associated with 

caring for a person with 

dementia 

Involvement of carers in the Consumer 

Group. 

Difficulties with services offered 

by social services 

Raised awareness amongst professionals 

attending the group, and in the Faculty 

generally. 

Emotions experienced by carers Addressed by the exercise of producing 

and sharing the narratives.  

Feeding the themes into the work of the 

Consumer Group and of the organisations 

involved (the Faculty of Old Age 

Psychiatry, the Alzheimer‟s Society and 

Age Concern). 

Writing a paper in order to make the 

learning more widely available to others. 

Other themes Example  of actions arising from Group 

Commenting on Faculty and 

College documents and 

Eg when the Faculty considered updating 

their report on ethnic elders, the Consumer 
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proposals Group organised a meeting to which elders 

from minority ethnic communities were 

invited through one of the organisations 

involved in the Group. This led on to joint 

working on a document later published as 

a report (Shah, Adelman and Ong, 2009). 

Eg the Group collaborated on a Faculty 

document on copying letters to patients 

(Faculty of the Psychiatry of Old Age, 

2004a). 

Discussing and planning work 

proposed by Faculty 

eg one member of the Consumer Group 

becoming involved in work on transitions 

between working age adult and older adult 

services and others became involved in a 

one day meeting which contributed to the 

work. The end result was a document 

called Links not Boundaries which I edited 

on behalf of a working group (Royal 

College of Psychiatrists, 2009). 

Responding to issues raised by 

users and carers at the Group. 

Note: Users and carers could 

add anything they wished to the 

agenda and raise non-agenda 

items at the meeting for 

discussion and debate. 

Eg members of the Consumer Group 

raised concerns about the interface 

between primary care and old age 

psychiatry. This linked with the carer theme 

of delay in diagnosis and led on to a joint 

seminar looking at the issue. 



45 
 

Sharing frustrations and 

concerns. 

eg the Consumer Group debated the issue 

of using anti-psychotic drugs to treat 

people with dementia and the discussions 

contributed to the Faculty advice produced 

on the use of atypical antipsychotics 

(Faculty of the Psychiatry of Old Age, 

2004b; Barker & Benbow, 2004). 

Forum to discuss future strategy 

of all those involved in the 

Group. 

Future strategy was discussed at the 

Group, allowing all three organisations to 

contribute, alongside individual users and 

carers. 
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Table 6 sets out the practical outcomes from each of these areas of work across 

the matrix of user and carer involvement, demonstrating that actions which carried 

the potential to change relationships and working practice resulted in each case. 

 

In its links with ideas from systemic therapy, the Consumer Group illustrates 

teaching and learning as collaborative and relational practices (McNamee, 2007). 

The members (users, carers and professionals) all learned from each other and 

taught one another. That learning was carried into the work of all the organisations 

involved. The work of the Group also touched on what Hoffman (2007) describes 

as „withness‟3 which she says bypasses the hierarchy implicit in most social 

interaction. A striking experience was a workshop run by Consumer Group 

members at the Faculty of Old Age Psychiatry residential conference when a 

latecomer asked one of the presenters where she worked, only to learn that she 

was a service user with vascular dementia. This gave an appreciation of the 

benefits of a radical challenge to the usual power structures, and has influenced 

(and is still influencing) later and ongoing work of our group. 

 

The Consumer Group work then did not simply involve users and carers as 

subjects of consultation (although it was intended to fulfil that role). It allowed 

users and carers to exert more control and start to influence the agenda and 

strategy of the organisation they are working with, to the benefit of all concerned. It 

involved what Rober (2005) describes as receptivity and reflection on behalf of all 

concerned. He goes on to write that: 

                                                           
3
 London & Tarragona (2007, p. 256) distinguish ‘aboutness’ from ‘withness’ noting that traditional training 

stresses knowing about people but that knowing with refers to “ a joint exploration between client and 

therapist in order to understand together the clients’ experiences, meanings, and possible solutions to their 

dilemmas.” 
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 “understanding becomes an active, creative process in which the meanings 

 of the  client make contact with the meanings of the therapist. In this 

 process, new meanings emerge that are different from the original 

 meanings of the client.” (Rober, 2005, p. 481) 

This joint endeavour subverts the expected power structure and the Consumer 

Group is a process model which is potentially applicable to other settings. Whilst it 

fails to establish Arnsteins „citizen power‟, this sort of initiative certainly establishes 

a strong and creative citizen influence, and moves this debate on to the third of 

Peck et al‟s (2002) conceptions: users and carers as agents of control. 
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Table 6: Practical outcomes across the matrix of user and carer involvement 

 

Level of 
interaction 

As subjects of consultation 

 ECT practice in Benbow 
(2004) 
 
 
Practical outcomes 

Doherty et al (2009) 
 
 
 
Practical outcomes  

Benbow, Ong, Black et al 
(2009) and Ong, Benbow, 
Black et al (2007) 
 
Practical outcomes 

Between 
service users/ 
carers 

Not directly addressed.  The experience was seen as 
valuable to users and carers 
in helping them share and 
make sense of their 
experiences (some evidence 
for this in Greenhalgh and 
Hurwitz (1999)). 

 Highlighting to Group 
members that the needs 
of carers and users are 
not always the same and 
that members needed to 
be aware of this 
(documented in meeting 
minutes 19/2/2006). 

Between 
users or 
carers and 
professionals 

 future recipients of 
treatment to be asked 
to rate the presence/ 
severity of possible 
side-effects before as 
well as during 
treatment. 

 actions taken to 
alleviate side-effects to 
be recorded (but 
numbers of treatment 
changes not reported 
in paper). 

 

 information available to 
users and carers to be 
reviewed along with how and 
when it is made available to 
them. 

 Lack of information on Direct 
payments and Power of 
Attorney was highlighted and 
need for staff training in this 
area (Bleakley (2005) noted 
the role of stories as tools in 
educating health and social 
care staff). 

 Users and carers were full 
members of the group and 
could raise issues for 
discussion or have them 
included on the agenda 
thus challenging the usual 
power balance. 
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In service 
management 

 routine feedback from 
users to influence clinic 
policies and 
procedures. 

 

 to identify a key worker for 
each service user and their 
family. 

 to raise with managers the 
issue of recruiting and 
employing BME workers. 

 Both above points fit with 
Blickem & Priyadharshini‟s 
(2007) concepts of journeys/ 
stories as a means to 
analyse services in order to 
improve and develop them. 

 Commenting on/ and 
being involved in the 
production of Faculty and 
College documents and 
proposals eg Links not 
Boundaries (Royal 
College of Psychiatrists, 
2009). 

 Raising issues relevant to 
management which they 
considered the Faculty 
should address eg 
interface with primary 
care. 

In service 
planning 

 other clinics 
recommended to 
record subjective side-
effects and follow up 
longer term side-
effects and outcomes. 

 to raise with managers the 
issue of the non-existence of 
night services and the need 
identified for them. 

 to investigate options for 
transport to day care which 
was not flexible enough 

 need to look at how to meet 
cultural needs of BME 
families. 

 Above three points fit with 
the use of stories as 
essential feedback for 
service providers and 
commissioners (Scottish 
Government, 2009) 

 Commenting on/ and 
being involved in the 
production of Faculty and 
College documents and 
proposals eg Links not 
Boundaries (Royal 
College of Psychiatrists, 
2009). 

 Raising issues relevant to 
planning which they 
considered the Faculty 
should address eg work 
on services for ethnic 
elders. 
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In developing 
and 
delivering  
education 
 

Not addressed  need for staff training related 
to specific areas of 
information highlighted by 
carers. 

 Eg one day conference 
organised with primary 
care in October 2005. 

 Members of the 
Consumer Group ran a 
workshop at a Faculty 
residential conference. 

 Members of the Group or 
their contacts spoke at 
various Faculty 
workshops/ seminars eg 
in May 2006 speakers 
from Users in Partnership 
and Carers in Partnership 
spoke at a one day 
seminar (see Royal 
College of Psychiatrists 
(2009) p. 18). 

 Faculty events were 
advertised to the Group 
and they were invited to 
attend should they so 
wish. 
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Involving users and carers as agents of control 

 

The third „conception‟ of user and carer involvement is as agents of control (in Peck et 

al‟s (2002) terminology). It is apparent from the preceding discussions of users and 

carers as recipients of care and as subjects of consultation that these three 

„conceptions‟ are not separate and discrete. Instead their boundaries merge so that 

they form a spectrum of participation. Consultation may be about „ticking boxes‟ at 

times, but at its best it carries the underlying assumption that actions will result from 

that consultation. This introduces the possibility of the people running the consultation 

sharing power with those they consult, so that the outcome is not necessarily that 

intended by either group but instead a co-construction which grows out of the 

dialogue between the two. The outcome then becomes, not the outcome of one party 

imposed on another, but a different outcome to which both groups are signed up. This 

fits well with theories of systemic therapy. 

 

In service planning 

The Consumer Group initiative (Ong et al, 2007; Benbow et al, 2009) crossed the 

boundary from consultation to control by giving the users and carers involved the 

space to influence the focus and activity of the professionals they were working with. 

This could be classified as users and carers as agents of control in service planning, 

using Peck et al‟s (2002) terminology. This was not what was originally intended by 

the initiative, but it can be argued that all concerned gained as a result. 

 

The work described in Benbow, Taylor & Morgan (2008), which was taken further in 

Benbow & Boyce (2008), also moves from users and carers being treated as subjects 
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of consultation to becoming involved as agents of control (see Table 2). Furthermore 

it involves work in developing and delivering education rather than in service 

provision, management or planning. 

 

In developing and delivering education 

Education offers an opportunity to influence the health and social care system by 

influencing those working within it. Tew, Gell & Foster (2004) describe how the 

involvement of users and carers in education at all levels is essential if health and 

social care professionals are to develop partnership working with the people using 

their services. They listed a series of areas for involvement: direct delivery of learning 

and teaching, course / module planning, programme management, recruitment and 

selection of students, practice learning, student assessment, course evaluation and 

as course participants 

 

The involvement of users and carers in non-passive roles in the education of health 

and social care professionals is a relatively recent development. Previously, users 

may have been involved as „teaching aids‟ (Repper & Breeze, 2007), for example in 

the bedside teaching of medical students. Wykurz & Kelly (2002) reviewed the 

involvement of users in medical education, describing their active (as opposed to 

passive) involvement as new. Forrest et al (2000) describe drawing on users‟ views to 

influence design of a pre-registration nursing curriculum. Ikkos (2003) describes users 

as teachers of interview skills, teaching doctors to understand the „point of view‟ of 

„patients‟ with mental illnesses. Livingston & Cooper (2004) went further: they 

described users and carers as active educators in professional training, arguing that 

their different perspective gives them a unique role in teaching. Recently Lloyd, 
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Carson & Bleakley (2007) produced a toolkit and reported a project to investigate the 

needs of service users involved in planning and delivering mental health services and 

education. Anderson, Ford & Thorpe (2008) have described involving people with 

communication needs in developing and delivering education. 

 

Table 7 sets out positive and negative effects of users and carers as teachers. 

Wykurz & Kelly (2002) acknowledge that they found the emphasis to be on the value 

(rather than potential negatives) of users as teachers and state that this might be due 

to publication bias.  Other writers allude to possible negative effects (for example see 

Walters et al, 2003).  It is likely that the mechanism by which users and carers are 

involved is important in ensuring a positive experience for all involved.
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Table 7: The possible positive and negative effects of users and carers as teachers (modified from Wykurz & 
Kelly, 2002 with major modifications in bold: points taken from Benbow & Boyce (2008) in bold/italics) 
 

 For students For users and carers For trainers 

Positive 
effects 

 Enables access to users 
and carers personal 
knowledge and 
experience of condition 
and services 

 Helps deepen 
understanding/ empathy 

 Provides constructive 
feedback 

 Reduces anxiety 

 Increases confidence 

 Influences attitudes and 
behaviour 

 Improves acquisition of 
skills 

 Increases respect for 
users and carers 

 Places learning in 
context 

 Increases their 
knowledge 

 Provides new insights 

 Improves their 
understanding of 
users and carers 

 “Students remember 
what they hear from 
patients.” (Farrell, 

 Uses their experience of 
their condition and 
services positively 

 Uses their knowledge 
and experience 

 Acknowledges their 
expertise 

 Is empowering 

 May help future users/ 
carers 

 Increases their 
knowledge/ insight/ 
understanding 

 Improves their 
understanding of health/ 
social care 
professionals 

 Reduces anxiety 

 Increases confidence 
and self-esteem 

 allows people to learn 
more about 
themselves 
(Livingstone & 
Cooper, 2004) 

 provides a sense of 
personal satisfaction 
(Livingstone & 

 Provides additional 
teaching resources 

 Improves quality of 
teaching 

 Offers alternative 
teaching opportunities 

 Develops mutual 
understanding 

 Enlists new advocates 

 Provides value for 
money 

 Gives a more 
balanced 
understanding of the 
relationship between 
users and carers and 
those working with 
them (Walters et al, 
2003) 

 May increase the 
motivation and 
enthusiasm of 
students and trainers 

(Walters et al, 2003) 

 Teaching has a 
greater focus on 
users (Stringer et al, 
2008) 
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Towle & Godolphin, 
2006, p. 5) 

 “Give(s) students the 
opportunity to have 
new and different 
conversations with the 
people they work 
with.” (Benbow & 
Boyce, 2008, p. 12) 

 students should: 
“have re-evaluated the 
relationship between 
health and social care 
professionals and the 
users and carers they 
work with.” (Benbow 
& Boyce, 2008, p. 12)  

 “a course which had 
the capacity to change 
the attitudes of 
professional 
practitioners.” 
(Hughes, 2008) 
 

Cooper, 2004) 

 may enable them to 
earn money 
(Livingstone & 
Cooper, 2004) 

 May influence their 
relationship with 
health/ social care 
staff (Hutchings, 1999) 

  “it was a privilege to 
think that my own 
experience and 
reflection might in 
some small way 
enable others to 
benefit.” (Hughes, 
2008). 

 “The teaching is, and 
was, a two way thing; I 
myself learnt things 
about myself and the 
system.” (Morgan, 
2008) 
 
 

 “To facilitate, and 
sometimes empower, 
people that use 
services is a 
humbling experience 
...”. (Benbow & 
Boyce, 2008, p. 13) 
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Possible 
negative 
effects 

 Blurring of the boundary 
between user/ carer and 
staff  

 Anxiety provoking 

 Sense of obligation to 
user or carer 

 Unrealistic 
expectations of 
practice (Masters et al, 
2002) 

 High emotional 
demands of user (and 
maybe carer) 
involvement (Masters 
et al, 2002) 

 Blurring of the boundary 
between user/ carer and 
staff  

 Anxiety provoking 

 Potentially intrusive 

 High emotional 
demands of 
involvement (Masters 
et al, 2002) 

 “Feeling under 
pressure to perform 
...”. (Benbow & Boyce, 
2008, p. 11) 

 Blurring of the 
boundary between 
user/ carer and staff  

 Anxiety provoking 

 Considerable 
demands in time and 
energy (Masters et al, 
2002) 

 Demands on 
trainers: “the 
preparation involved 
is considerable.” 
(Benbow & Boyce, 
2008, p. 10) and 
trainers need to “be 
prepared to 
improvise and be 
highly flexible.” (ibid, 
p. 12) 
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A range of models has been described for involving users and/ or carers as teachers; 

one to one conversations (Elliott et al, 2005); long term following of a person living 

with a dementia (Skog et al, 2000); working with service user (or carer) groups 

(Humphreys, 2005); involvement in developing, delivering and evaluating education 

(Barnes, Carpenter & Bailey, 2000); workshop based teaching (Waterson & Morris, 

2005); a „facilitated dialogue‟ (Scheyett & Diehl, 2004). 

 

We described the involvement of users and carers in teaching on an MSc module for 

health and social care professionals (Benbow, Taylor & Morgan, 2008). Our stated 

aim was to give the students a different perspective of assessment and care planning. 

As with the Consumer Group initiative, this innovation had consequences beyond 

those expected. The student ratings and feedback were overwhelmingly positive. A 

point of note, which illustrates a change in the balance of power, is that one of the co-

authors of this paper is a service user who contributed to the development of the work 

and also by writing about her experiences. The paper concludes:  

 “We have also recently been awarded a grant from the Higher Education 

 Academy to develop a module designed and run by users and carers for future 

 inclusion on the MSc course, which will give the opportunity to try out some of 

 the ideas arising from the experiences we describe here.” (Benbow, Taylor & 

 Morgan, 2008, p. 16) 

 

The quotation above refers to the mini-project described in our report to the funding 

organisation, the Higher Education Academy (Benbow & Boyce, 2008). A dedicated 

module was planned and designed in partnership with users and carers using focus 
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groups, and a recruitment workshop was held at which Morgan (co-author of the 2008 

paper and an honorary lecturer at the University) spoke about her experience of 

teaching.  

 

The design of the module drew on several strands of work. Firstly, Wenger‟s ideas 

about communities of practice and his writings about learning underpinned the 

approach of the module: 

 “Learning is a matter of engagement ...” and “Learning transforms our 

 identities: it transforms our ability to participate in the world by changing all at 

 once who we are, our practices and our communities ...”. (Wenger, 1998, p. 

 227)  

Secondly, Katz et al‟s (2000) work on a Council of Elders suggested one feature built 

into the module design: we required students to carry out interviews with users and 

families (with their consent) on specified topics between some of the sessions and 

then to present their learning from the interviews to the group (including both students 

and teachers). Thirdly, McNamee‟s writing about the importance of relationships and 

„teaching as conversation‟ (McNamee, 2007) led to the design of the teaching as 

conversations with users and carers. In addition, by including interviews with users 

and carers, and feedback from them, throughout the module, the teaching team 

aimed to give students the opportunity to experience new and different conversations 

with the people they were working with. 

 

In keeping with the shift in emphasis, Benbow & Boyce (2008) includes forewords 

written by a user (Morgan, 2008, p. 3) and a carer (Hughes, 2008, p. 4). The project 
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involved users and carers in the direct delivery of learning and teaching, in module 

planning, in student assessment and course evaluation, and the authors write: 

 “Involving users and carers at all levels of education sends a powerful 

 message to the professionals they train about the value and importance of 

 hearing and attending to the voices of those using their services.” (Benbow & 

 Boyce, 2008, p. 6) 

 

Narrative means to therapeutic (and learning) ends 

 

White & Epston (1990) described the power of stories: 

 “In striving to make sense of life, persons face the task of arranging their 

 experiences of events in sequences across time in such a way as to arrive at a 

 coherent account of themselves and the world around them.” (White & Epston, 

 1990, p. 10) “these stories are constitutive – shaping lives and relationships 

 ...”. (ibid, p.12) 

In addition Greenhalgh & Hurwitz (1998) describe narrations as: 

 “the forward movement of description of actions and events making possible 

 the backward action of self reflection and self understanding.” (Greenhalgh & 

 Hurwitz, 1998, p. 4) 

and go on to argue that, in education, narratives are memorable, built on experience 

and initiate reflection. That reflection is initiated in all parties, ie in respect of the „In 

our Shoes‟ project, the students reflected and learned from the conversations with 

users and carers, the user and carer teachers reflected and learned from their 

experience of teaching (see the quote from Morgan (2008) in Table 5) and the 



60 
 

conversations they took part in, and the trainers/ facilitators also reflected and learned 

from their involvement. 

 

Anderson (2007b) describes the storytelling process in systemic therapy as complex, 

actively involving the listener in both hearing and speaking. Andrews (2007) stresses 

the specific importance of this process for older adults who can: 

 “rejoin or “re-member” themselves into the meanings of their life and life itself 

 through a process of telling their stories to people they respect, who in turn, 

 reflect on what they say.” (Andrews, 2007, p. 151) 

This fits with McNamee‟s (2007) concept of teaching as a relational practice, a 

collaborative conversation. One of the concerns expressed about involving users and/ 

or carers in teaching is that those people who have the confidence and motivation to 

teach may not be representative of the majority of users and carers: Repper & Breeze 

(2007) reported that some mental health lecturers had expressed this view. Whilst 

this may be true in some settings, if we understand people‟s stories as 

conceptualised here, then this concern is largely irrelevant: learning will still grow out 

of the relationships established and the conversations that take place, whether or not 

people‟s experiences are regarded as „typical‟. Similarly we wrote: 

 “The teaching team came to the view that the individual material brought by 

 users  and carers, whilst clearly important and influential, is only part of the 

 learning experience and the process of the sessions is equally powerful, ie 

 learning from users and carers, having the opportunity to talk, question and 

 debate with them in an educational environment.” (Benbow & Boyce, 2008, p. 

 13) 
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We can also apply the ideas of reflexivity (discussed earlier, p. 37) to teaching and 

the way that the process between user/ carer teachers, facilitators, and students 

involves mutual (multi-directional) influence. Cole & Knowles (2001) describe this (in 

relation this time to life history research) as: 

 “the notion of mutuality in purpose, process and result ...” (Cole & Knowles, 

 2001,  p. 28)  

and use the term „conversation-in-relation‟. 

 

The „In our Shoes‟ project shared power between educators, practitioners, students, 

users and carers, and all parties collaborated in the design, delivery and assessment 

of the module. The project involved a shift in power dynamics, but giving power to 

user/ carer teachers did not involve the facilitators in sacrificing their own roles and 

authority as some have feared (Felton & Stickley, 2004). To describe this as an 

initiative illustrating users and carers as agents of control (the top rung of Arnstein‟s 

ladder of participation, see Figure 1) is potentially misleading: collaboration or 

partnership might be a more useful concept here. The project evolved from the 

interaction between users, carers, educational staff, practitioners and the third sector. 

The acknowledgements (Benbow & Boyce, 2008, p. 18) credit the Phoenix Centre, 

the Alzheimer‟s Society and Approach, a third sector organisation led by Boyce who 

co-authored the report. 

 

Learning about learning 
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The experience of „In our Shoes‟ led the team to read about and reflect on learning 

and older people. This grew out of conversations with Morgan who wrote in our first 

paper on teaching: 

 “in a way I thought I was useless. By the way the students listened and the 

 questions they asked it gave me the feeling that maybe I had contributed into 

 making them think outside the box, help them understand how and why the 

 system needs to change.” (Benbow, Taylor & Morgan, 2008, p. 15) 

and who has since gone on (with support from the team) to publish about her 

experiences (Morgan, 2009; Morgan, 2010). Understanding her perspective and 

reflecting on these ideas led to the guest editorial on older people, mental health and 

learning published in International Psychogeriatrics (Benbow, 2009), which argues 

that opportunities for learning should be considered as part of mental health 

promotion in all older people, those with and without mental health problems. The 

evolution of these ideas of our team, illustrated across the works described here, is 

epitomised in this recent publication. 
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Discussion 

 

This thesis set out four objectives: these are to consider: 

 

1. ways of conceptualising user and carer participation in old age psychiatry, 

2. ways in which users and carers participate in old age psychiatry services, 

3. the benefits and drawbacks of user and carer participation in old age psychiatry 

services, and 

4. potential areas for future research in user and carer participation in old age 

psychiatry. 

 

Hickey & Kipping (1998) put forward three main rationales for involving users and 

carers: the desire to provide a service responsive to their wishes, users and carers 

have a right to be involved in decision making which will affect them, and being 

involved in decision-making is potentially of therapeutic benefit for people with 

mental health problems. They described consumerist and democratization 

approaches to participation (see Figure 3). How user and carer participation is 

conceptualised will influence understanding of the ways of involving them, and the 

possible benefits and drawbacks in doing so. Their notion of the potential 

therapeutic benefit of participation could be regarded as patronising, and it may be 

more appropriate to turn this round and regard not being involved as potentially 

detrimental.
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Figure 3: Participation continuum (modified from Hickey & Kipping, 1998) 

 
 
Information/     Consultation   Partnership   User control 

Explanation 

User/ carer provided with information/ Views/opinions sought  Decisions made jointly  Users/ carers make the decisions 
explanation but not included in  but not automatically  by users/ carers and providers. and decide whether or not 
decision-making.   Included in decision-making.     to involve others. 
 
     

 

Consumerist:            Democratisation 

this replaces the passive patient          this involves users in making  

with a consumer who has demands          decisions at community level 

and makes choices.           as citizens.     
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1. Ways of conceptualising user and carer participation in old age psychiatry 

We have described and discussed some of the ways in which users and carers 

participate in old age psychiatry services in the context of the matrix of user and 

carer involvement set out in Table 2, modified from Tait & Lester (2005) and Peck 

et al (2002), with reference to the contributions made by our group and our 

publications and in the context of theories from systemic therapy.  The matrix 

distinguishes levels of interaction, allowing distinctions to be drawn between 

participation in interactions between users or carers and professionals, in service 

management, in service planning and in the provision of education. It also 

distinguishes three „conceptions‟ of involvement, as recipients of services, as 

subjects of consultation and as agents of control. Whilst I have found this 

classification helpful, it obscures the amorphous boundaries between the three 

„conceptions‟, and carries with it an assumption of hierarchy, ie that „agents of 

control‟ is the pinnacle of participation.  

 

Arnstein‟s ladder of citizen participation (Figure 1) offers a framework which 

describes participation on an axis from non-participation (users and carers as 

passive recipients of treatment/ education) to citizen control (citizen power). Using 

this model the aim would be user/ carer control – it imposes a hierarchy of 

participation with a rigid dichotomy: either users have power or professionals have 

power. Similarly Hickey & Kipping (1998) saw participation as a continuum (Figure 

3) from information/ explanation to user control, passing through partnership. 

Glasby (2007) cites the work of Hoggett (1992) in setting out a model which 

includes the issue of whether participation is enacted as an individual or through 

collective action (Figure 4): again the aim is control.  
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Figure 4: User and carer involvement modified from Glasby (2007)  

Information

Consultation

Influence

Partnership

Control

Increasing user/ carer participation 
in SERVICE PLANNING

Information

Consultation

Influence

Partnership

Control

Increasing user/ carer participation 
in SERVICE DELIVERY

INDIVIDUALSGROUPS

QUADRANT 1
Is the user/ carer 
involved in 
decisions about 
care/ service plan?

QUADRANT 2
Does the user/ 
carer influence 
service delivery?

QUADRANT 4
Is a group of users/ 
carers with similar 
needs involved in 
service planning?

QUADRANT 3
Is a group of users/ 
carers with similar 
needs able to 
influence service 
delivery?
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My main criticism of these models is that they fail to take account of the expertise 

of health and social care staff and the importance of the interaction between users, 

carers and health and social care practitioners. How then are we to take account 

of the expertise brought to decision-making by health and social care staff? Tritter 

& McCallum (2006) commented on the emphasis on power in participation, stating 

that it ignores the existence of different forms of knowledge and expertise. They 

argued that, to reflect the diverse ways that users participate, Arnstein‟s ladder 

would need to have multiple ladders, some with more rungs than others, and with 

bridges between the ladders, resulting in a scaffold structure. 

 

Perhaps we could envisage participation as a balance between user/ carer control/ 

power and health care professional control/ power. The balance in the early days 

of the NHS was for professionals to control decision-making. There has been a 

shift towards user and carer control, but, if we take seriously the need for flexibility, 

inclusiveness and respect in participation activities (as described by Restall & 

Strutt (2008) in their „conceptual framework‟ for participation set out in Figure 5), 

then genuine partnership/ collaboration becomes the pinnacle of participation, 

valuing and respecting the contribution made by all parties to the decision. Tritter 

& McCallum (2006) describe this as: 

 “not a hierarchy of knowledge ... but rather a complementarity between 

 forms of knowing ...”. (Tritter & McCallum, 2006, p. 164) 

Restall & Strutt‟s (2008) model was developed from an analysis of focus groups 

and interviews with users, which highlighted factors that participants believed 

facilitated participation. They identified a need to „connect to decisions‟, which can 

be understood as a requirement that decisions should be co-constructed ie 

influenced by all parties.  
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Figure 5: Conceptual framework for participation from Restall & Strutt (2008) 

RESPECTFUL

Support

Connect 
to 

decisions
Promote

Participation 
activities
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 Additionally I would advocate that we learn from work on participation and 

interesting models of participation in children‟s services (Wright et al, 2006) which 

can be extrapolated with modifications to adult settings and which avoid the 

hierarchical approach. Young children are often excluded from consultations or 

decision-making by parents and health/ social care practitioners making decisions 

on their behalf (Wright et al, 2006): there are interesting parallels with old age 

psychiatry where adult children/ relatives and practitioners may disempower and 

exclude older adults and make decisions for them. Shier (2001 and 2006) devised 

a model with five levels of participation and three stages of commitment. My 

modification of this to make it applicable to an older adult context is set out in 

Table 8. At each level of participation an opening may occur (first stage of 

commitment) and an opportunity might allow this to operate (second stage of 

commitment). At the third stage of commitment it becomes an obligation, ie it is 

incorporated within the organisation as agreed policy/ procedure. This is designed 

as a planning/ assessment tool and to use it one starts at the bottom (indicated in 

Table 8 by Start Here). It is not a hierarchy where higher is necessarily better, 

instead Shier argues that different levels are appropriate to different situations..  

Similarly Treseder (Fajerman & Treseder, 1997) incorporated the idea of child and 

adult initiated participation into a circular model, used in younger people‟s settings: 

these are described as five degrees of participation which are regarded as five 

different but equally good practice options applicable to different situations. I have 

modified this for application to users‟ and carers‟ participation in old age psychiatry 

(see Figure 6).
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Table 8: Shier‟s model with our modifications to make it applicable to an adult context (from Shier, 2001 and Shier, 

2006)  

 Levels of commitment 

Levels of participation Openings Opportunities Obligations 

5. Users/ carers share power and 
responsibility for decision-making 
 

Are workers/ organisation ready to 
share power with users/ carers? 

Is there a procedure to enable 
users/ carers to share power and 
responsibility for  
decisions? 

Is it a policy requirement that 
users/ carers share power 
and responsibility for 
decisions? 

 

4. Users/ carers are involved in 
decision-making processes 
 
 

Are workers/ organisation ready to 
let users/ carers join in decision-
making  
processes? 

Is there a procedure to enable 
users/ carers to join in decision-
making  
processes? 

Is it a policy requirement that users/ 
carers must be involved in decision-
making  
processes? 

 

3. Users‟/ carers‟ views are taken 
into account 

Is the worker/ organisation ready to 
take users‟/ carers‟ views into 
account? 

Does the decision-making process 
enable the worker/ organisation to 
take users‟/ carers‟ views into 
account? 
 
 

Is it a policy requirement that users‟/ 
carers‟ views must be given due 
weight in decision-making? 

 

2. Users/ carers are supported to 
express their views 
 

Is the worker/ organisation ready to 
support users/ carers in expressing 
their views? 

Does the worker/ organisation have 
a range of processes to help users/ 
carers express their  
views? 
 

Is it a policy requirement that users/ 
carers must be supported in 
expressing their views? 

 

1. Users/ carers are listened to 
 
          Start here 
 

Is the worker/ organisation ready to 
listen to users/ carers? 

Does the worker/ organisation work 
in a way that enables listening? 

Is it a policy requirement to listen to 
users/ carers? 
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Figure 6: Treseder‟s model applied to users and carers in healthcare from 

Fajerman & Treseder (1997) 

 

Assigned but informed
Staff design the project and 

users/ carers volunteer 
involvement. Staff respect 

users/ carers views. 

Consulted and informed
The project is designed
and run by staff but users/
carers are consulted. They
fully understand the
process and their views
are taken seriously.

User/ carer initiated, shared 
decisions with staff

Users/ carers have the ideas, set
up projects and come to staff
for advice, discussion and 
support. Staff offer their
expertise which is taken into 
account by users/ carers.

User/ carer initiated and 
directed

Users/ carers have the

ideas and decide how to

carry out the project. Staff

are available but don’t

take charge.

Staff  initiated, shared

decisions with users/ carers

Staff have the  initial idea,

but users/ carers are

involved at every step in

planning and implementation. 

They are fully involved in decisions.
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Thus, in reflecting on the ways in which our publications have contributed to what 

we know about user and carer participation in old age psychiatry services, I have 

concluded that participation is better understood as a spectrum. Users‟ and carers‟ 

voices can be heard in a variety of ways, but in order to participate in service 

delivery, management, planning, and improvement, together with workforce 

education and training, what users and carers say must carry the potential to 

influence and change, and the aim of participation is better conceptualised as 

partnership/ collaboration rather than control/ power.  Partnership implies similar 

status, shared power and some equality of influence over agenda, implementation 

and outcomes: this is in line with Rutter et al‟s (2004) findings that users were 

more concerned with influence, sharing and outcomes.  

 

 In my view, having reflected on a number of models of participation, key questions 

when assessing the process of user and/ or carer participation include the 

following: 

 How are users able to influence the decision making/ planning process? 

 How are carers able to influence the decision making/ planning process? 

 How are health and social care professionals able to influence the decision 

making/ planning process? 

 Is the process flexible enough to enable all parties to participate as far as 

they are able? 

 Are all parties to the decision/ plan respected for what they bring to the 

decision making/ planning process? 

 How are the outcomes of the process influenced by those involved? 

 How are the outcomes of the process evaluated? 
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2. Ways in which users and carers participate in old age psychiatry services 

Table 9 is a modification of Table 2 and endeavours to incorporate some of the 

discussion above in a modified matrix of user and carer involvement, where the 

aim is partnership/ collaboration between users and carers and professionals.  The 

main difficulty with this modified matrix is that it still implies a hierarchy. Fajerman 

& Treseder (1997) argued that their five degrees of participation (Figure 6) should 

be regarded as different but equal, and that differing situations will necessitate 

differing approaches to participation. A circular model would have much to 

commend it in avoiding the imposition of hierarchy, and would resonate with 

systemic theory. Collaboration in systemic work has been described as a “learning 

state of mind” (Fernandez, Cortez & Tarragona, 2007, p. 142) and: 

 “When the conversations and reflections were successful, therapists and 

 clients alike developed new ideas that expanded their understanding of the 

 present and of what might come in the future.” (Fernandez, Cortez & 

 Tarragona, 2007, p. 142-3) 
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Table 9: A modified matrix of user and carer involvement (with examples).  

Items in bold and italics highlight the main changes we have made to the 

original matrix of Tait & Lester (2005) and Peck et al. (2002).  

Note:  

(1) that instead of „agents in control‟ we have reframed the aim of participation as 

the category „as respected partners‟  

(2) that the original matrix did not include education but we see this as an 

important sphere of influence. 

 

Spheres of 

influence 

Increasing user and carer participation                                  

 As recipients of 

service/ care 

As subjects of 

consultation 

As respected 

partners 

Between service 

users/ carers 

Newsletters Advocacy User and carer 

groups/ 

organisations 

Between users or 

carers and 

professionals 

Receiving care 

plans 

Agreeing care 

plans 

Co-constructing 

care plans 

In service 

evaluation and 

management 

Receiving 

information 

User or carer 

surveys 

Users and carers 

as partners in 

service 

management 

In service 

planning 

Community care 

plans 

Stakeholder 

conferences 

Co-constructing 

service 

improvements 

In developing 

and delivering  

education 

 

Case histories/ 

Testimonies 

Models such as 

the Council of 

elders (Katz, 

Conant, Inui et al, 

2000) 

Users and carers 

as teachers, 

curriculum 

designers, 

evaluators etc 
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3. The benefits and drawbacks of user and carer participation in old age 

psychiatry services 

Table 10 sets out possible benefits of user and carer participation and Table 11 

possible drawbacks/ constraints. Both Tables use headings taken from Hickey and 

Kipping (1998) in order to separate both benefits and drawbacks into those 

relating to each of four areas: user/ carer issues, professional culture, 

organisational culture and the wider society. This separation opens up the 

possibility that what may constitute a benefit in one area may at the same time 

constitute a drawback in another, eg changes to organisational culture may be 

regarded negatively by professionals but positively by users and carers (or vice 

versa). This highlights the complexity of research into participation. 

 

Hickey and Kipping (1998) argue that it is important to be realistic and to identify 

constraints in order to consider possible ways of overcoming them or, if they 

cannot be overcome, to avoid developing unrealistic expectations. However, the 

current literature focuses more on benefits and on processes of participation rather 

than outcomes. The lack of literature on constraints and drawbacks may reflect 

publication bias and adds further weight to the need to develop research on user 

and carer participation in old age psychiatry. 
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Table 10: Benefits of user and carer participation in aspects of old age psychiatry divided into the categories identified in 

Hickey & Kipping (1998). 

Note: this represents a distillation of the literature with inclusion of my interpretation of benefits which can reasonably be 

extrapolated from it. 

User/ carer issues Professional culture Organisational culture Wider society 

 Promotion of further user/ 
carer involvement initiatives 
(Doel et al, 2007). 

 It uses their condition/ 
knowledge/  experience 
positively (Wykurz & Kelly, 
2002). 

 Empowers users/ carers 
(Wykurz & Kelly, 2002) 

 Presents an opportunity to 
help future users/ carers 
(Wykurz and Kelly, 2002). 

 Increases their knowledge/ 
gives new insights (Wykurz 
and Kelly, 2002). 

 Improves their 
understanding of 
professionals/ organisations 
(Wykurz and Kelly, 2002). 

 May lead to services more 
attuned to the needs of 
users/ carers (Stringer et al, 
2008). 

 May improve treatment 

 Increased 
experience of user/ 
carer involvement 
initiatives. 

 Increases their 
knowledge/ gives 
new insights 
(Wykurz & Kelly, 
2002). 

 Improves their 
understanding of 
users/ carers 
perspectives and 
experiences (Ikkos, 
2003; Repper & 
Breeze, 2007; 
Wykurz & Kelly, 
2002). 

 May improve 
treatment 
compliance/ health 
outcomes/ quality of 
life (Stringer et al, 
2008; Crawford et 

 Embedding of user/ 
carer involvement 
initiatives in 
organisational culture. 

 Improves organisational 
understanding of users/ 
carers perspectives and 
experiences. 

 Changes to service 
priorities may result 
(Doel et al, 2007). 

 Changes to 
management systems 
may result (Doel et al, 
2007). 

 Services may be more 
accessible (Crawford et 
al, 2002). 

 Service may be more 
responsive to the needs 
of older adult users and 
carers (cf children: 
Wright et al, 2006). 

 Services may be more 

 Beneficial effect on 
attitudes towards 
mental illness and 
those with mental ill-
health. 

 Improved service 
provision, planning 
and improvement. 

 Improved education/ 
training of 
professionals in health 
and social care. 

 Participation embodies 
a sound democratic 
principle (Rutter et al, 
2004). 

 Challenges 
presumptions about 
the needs of older 
adults users and 
carers (cf children: 
Wright et al, 2006). 
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compliance/ health 
outcomes/ quality of life 
(Stringer et al, 2008; 
Crawford et al, 2002; 
Walker & Dewar, 2001). 

 May increase user/ carer 
satisfaction (Stringer et al, 
2008). 

 May lead to a safer 
environment for users/ 
carers (Stringer et al, 2008). 

 May improve self 
confidence and self-esteem 
(Stringer et al, 2008). 

 Enjoyment (cf children: 
Wright et al, 2006). 

 Opportunity to develop 
social networks (cf children: 
Wright et al, 2006). 

 Spencer et al (2000) 
suggest that users might 
feel more „enabled‟ after 
involvement in teaching ie 
better able to cope with 
their condition. 

al, 2002) 

 May lead to a safer 
environment for 
staff (Stringer et al, 
2008). 

 May improve job 
satisfaction. 

acceptable (Crawford et 
al, 2002). 

 May benefit the 
organisation by 
improving health 
outcomes (Stringer et 
al, 2008; Crawford et al, 
2002). 

 Users/ carers may be 
more satisfied with 
services (Doel et al, 
2007). 

 May lead to safer 
environment which 
benefits the 
organisation by 
reducing risks. 

 May impact on staff 
turnover, sickness rates 
etc. 

 Changes to 
organisational attitudes/ 
culture (Crawford et al, 
2002). 
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Table 11: Constraints on/ drawbacks of user and carer participation in old age psychiatry divided into the categories 

identified in Hickey and Kipping (1998) 

Note: this represents a distillation of the literature with inclusion of my interpretation of benefits which can reasonably be 

extrapolated from it. 

User/ carer issues Professional culture Organisational culture Wider society 

 Impact of user mental health/ 
carer stress on decision-
making ability. 

 Impact of participation on 
user/ carer mental health 
(Simpson & House, 2003). 

 Users/ carers may decide not 
to take part in decision-
making. 

 Users/ carers regarded as 
not representative (Crawford 
et al, 2003; Simpson & 
House, 2003; Repper & 
Breeze, 2007; Benbow, 
Taylor & Morgan, 2008). 

 Remuneration – effect on 
benefits (Haeney et al, 
2007). 

 Dissatisfaction with what is 
offered (Rutter et al, 2004). 

 Users/ carers desire for 
independence (Rutter et al, 
2004). 

 Lack of recognition of 
the ability of users to 
contribute. 

 Use of language 
which excludes 
users/ carers 
(Lammers & Happell, 
2003). 

 User decision-making 
seen to undermine/ 
threaten staff/ 
„professional 
autonomy‟  (Soffe, 
Read & Frude, 2004).  

 Increased 
involvement of users 
may decrease the 
role of staff (Soffe, 
Read & Frude, 2004). 

 Disempowerment of 
front-line staff (Soffe, 
Read & Frude, 2004). 
 

 „Tokenism‟ - lack of/ 
limited commitment to 
participation (Crawford et 
al, 2003; Rutter et al, 
2004; Simpson & House, 
2003). 

 Lack of resources to 
support participation 
(Crawford et al, 2003; 
Pilgrim & Waldron, 1998). 

 Lines of accountability 
preclude active decision-
making. 

 Uncertainty about how to 
achieve participation 
(Rutter et al, 2004). 

 Conflicting management 
priorities (Rutter et al, 
2004). 

 A strategy to legitimise 
unpalatable change eg 
rationing (Rutter et al, 
2004). 

 Attitudes towards 
mental illness 
and those with 
mental ill-health. 

 Societal methods 
of control eg 
supervision 
registers, Mental 
Health legislation 
etc. 

 Participation may 
be a strategy to 
legitimise 
unpalatable 
change eg 
rationing (Rutter 
et al, 2004). 
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4. Potential areas for future research in user and carer participation in old 

age psychiatry 

The process of user and carer participation is often well described in the literature 

but, since it is seldom linked to outcomes, in future work it will be important to 

include clear measurable outcomes. SCIE (Doel et al, 2007) flagged up the need 

to establish the impact of user and carer participation and considered what 

resources and tools might be needed. In addition, the process of participation 

needs to attend to the need to include groups which are traditionally regarded as 

„harder to reach‟ within the „hard to reach‟ group of older adults eg black and 

minority ethnic elders (Butt & O‟Neil, 2004) and older people with a learning 

disability. Table 12 sets out my views on key priorities for future research, 

focussing on the outcomes of participation. 

 

A fundamental question remains. If research were to show conclusively that there 

are no benefits to user and carer participation (or even detrimental effects), would 

this evidence be sufficient to convince professionals and organisations that they 

should exclude users and carers from decision-making, or would the political, 

moral and ethical arguments in favour of participation outweigh the evidence? This 

question highlights the complexity of the issue and the need to consider 

participation in its broader societal context. It does not undermine the need for 

further research, but instead supports a research focus on what outcomes (for 

users/ carers, professionals, organisations and services) relate to different forms 

of participation and in what circumstances, for both users and carers.
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Table 12: Examples of research questions 

User/ carer issues Professional culture Organisational culture Wider society 

 Is there a change in 
users‟ treatment 
compliance when 
they feel more able 
to influence the 
services they 
receive? 

 Is there a change in 
users' health 
outcomes when they 
feel more able to 
influence the 
services they 
receive? 

 Do carers experience 
less or more stress 
when they feel more 
able to influence the 
services they and 
their relative receive? 

 Are users and carers 
more or less likely to 
be satisfied with 
services when they 
feel more able to 
influence them? 

 Are „harder to reach‟ 
groups of users and 

 Are staff members 
who routinely 
involve users and 
carers in their care 
different in their 
empathy/ 
understanding or in 
other ways? 

 After involvement in 
user and carer 
participation 
projects, are staff 
members more or 
less likely to involve 
them in other ways? 

 Are staff members 
who involve users 
and carers more 
likely to be satisfied 
in their jobs/ less 
likely to suffer from 
burnout and stress 
(or is the reverse 
true)?  

 Are staff members 
disempowered or 
empowered by 
involvement in 

 Do organisations 
which involve users 
and carers in one 
organisational area 
then involve them in 
others? 

 Does user and carer 
participation influence 
staff turnover, 
sickness levels etc? 

 Are there fewer 
complaints about 
staff members who 
support user and 
carer participation (or 
is the reverse true 
perhaps because of 
increased 
expectations or 
increased willingness 
to complain)? 

 What changes in 
organisations follow 
from increased user 
and carer 
participation? 

 Do staff attitudes 
become more or less 
positive towards user 
and carer 
participation after 
involvement in 
participation 
projects? 

 When users and 
carers are seen to 
participate, what 
effect does that have 
on public perceptions 
of mental illness ... 

 ... and on perceptions 
of the organisations 
involving them? 

 When users and 
carers are involved in 
research what 
changes to research 
prioritisation and 
funding prioritisation 
can be measured? 

 When users and 
carers are involved in 
education/ training 
what changes to 
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carers equally 
involved in 
participation 
initiatives? 

 What modifications 
to participation 
initiatives facilitate 
the involvement and 
influence of „harder 
to reach‟ groups of 
users and carers?  

 Does the process of 
participation affect 
the self-esteem of 
users and/ or carers 
involved? 

 What measurable 
changes take place 
in service provision 
following the 
involvement of users 
and carers (this 
could be related to 
different levels of 
user and carer 
influence)? 

participation 
projects? 

 When users and 
carers are involved 
in the education/ 
training of 
professional staff 
what changes in 
staff members‟ 
practice and 
attitudes can be 
measured? 
 

education priorities, 
curriculum content or 
design can be 
identified? 
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Conclusions 

 

I have found that systemic therapy offers a useful theoretical base for considering 

participation in old age psychiatry: in particular, ideas about „client-as-expert‟, co-

construction, collaboration, learning as a relational practice and „withness‟. 

 

There are a number of different models of user and carer participation, but the 

idea that the pinnacle/ aim of participation should be user/ carer control is flawed 

and based on a hierarchical prejudice (Cecchin, Lane & Ray (1994) describe 

prejudice as any pre-existing thought that contributes to one‟s view, perceptions 

and actions). I conclude that models which involve mutual respect, partnership and 

collaboration have much to commend them and that we can learn from models 

used in other contexts eg young people‟s services. 

 

To assess the impact of participation requires evidence that involving users and 

carers influences outcomes. The emphasis in future research on user and carer 

participation in old age psychiatry should therefore be on measurable outcomes or 

the link between process and outcomes rather than on process per se. This 

applies to participation in education and research as well as in aspects of service 

delivery and planning. For example it would be possible for a group of students to 

ask the users and carers they work with to rate them using a 360° appraisal tool 

and then to repeat the rating after an educational intervention or training course in 

order to investigate a specific hypothesis (for example investigating changes in 

staff members‟ practice or attitudes).  
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It is important to establish whether positive outcomes from user/ carer teaching 

translate into the workplace and change practice, and to establish how the 

participation of users and carers in service delivery and planning changes 

services, organisations and those involved in providing and planning them.  

 

Morgan (2008) wrote passionately about her involvement in teaching and her 

words sum up my conclusions about the whole issue of user and carer 

participation in old age psychiatry: 

 “People say “why bother, nothing will change”, but it can and will. We have 

 to believe that, working together, users, carers, and professionals teaching 

 one another, surely, surely will make a difference.” (Morgan, 2008) 

We need to work together with users and carers to get the evidence to 

demonstrate that what she says is right.
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