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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.



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;



9
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:
e 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);
e carer for the family members/ family carers/ friends or neighbours
supporting users; and
e 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 participation® (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)

! 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 PPl 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




16

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 21 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
4™ 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 iliness, sensory impairments, multiple medication use, frailty associated
with advanced age, social circumstances, co-morbid cognitive impairment along
with other mental iliness, 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
teams? 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 & Matrriott,
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)
| 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 | 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



21
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
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Table 2: A matrix of user and carer involvement modified from Tait & Lester

(2005) and Peck et al. (2002)

Level of Conceptions of user and carer involvement

interaction
As recipients of As subjects of As agents in control
service/ care consultation

Between Eg Newsletters Eg Advocacy Eg The Hearing

service users/
carers

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 Eg Receiving Eg User or carer Eg User-run crisis
management | information surveys houses

Patients and carers

journeys through

services
In service Eg Community Eg Stakeholder
planning care plans conferences

Carers narratives

Consumer group
In developing | Eg Case histories | Eg Council of elders Eg User and carer
and delivering (Katz, Conant, Inui et | led courses
education al, 2000)

‘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 | Increased openness

Increased openness should

service users and leads to greater trust lead to greater trust between

professionals between professionals professionals and service users.
and service users.

Better informed Service users and O’Driscoll, Koch and Paschalides (2003) | Service users and carers have a

service users carers have a better found that letters helped patients better understanding of the

understanding of the
condition and how they
can help themselves.

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.

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

Errors can be spotted

O’Driscoll et al (2003) and Mason and

Errors can be spotted and

records and corrected by the Rice (2008) reported some errors in corrected by the service user.
service user. letters which were corrected by patients.
Better Professionals confirm Where professionals understand

consultations

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

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 partin
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 eqg 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).




32

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 iliness 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.



40

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.



41

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, | 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 One day conference organised with
diagnosis primary care.

Bridging private and public Involvement of carers in the Consumer
worlds Group.

Stressors associated with Involvement of carers in the Consumer
caring for a person with Group.

dementia

Difficulties with services offered | Raised awareness amongst professionals
by social services 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 Eg when the Faculty considered updating

College documents and 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,

20044).

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 | 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.
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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’® 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:

* 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.”



47
“‘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 As subjects of consultation
interaction
ECT practice in Benbow Doherty et al (2009) Benbow, Ong, Black et al
(2004) (2009) and Ong, Benbow,
Black et al (2007)
Practical outcomes Practical outcomes Practical outcomes
Between Not directly addressed. e The experience was seen as e Highlighting to Group

service users/
carers

valuable to users and carers
in helping them share and
make sense of their
experiences (some evidence
for this in Greenhalgh and
Hurwitz (1999)).

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

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

e 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).

e 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 e routine feedback from to identify a key worker for Commenting on/ and
management users to influence clinic each service user and their being involved in the
policies and family. production of Faculty and
procedures. to raise with managers the College documents and
issue of recruiting and proposals eg Links not
employing BME workers. Boundaries (Royal
Both above points fit with College of Psychiatrists,
Blickem & Priyadharshini’s 2009).
(2007) concepts of journeys/ Raising issues relevant to
stories as a means to management which they
analyse services in order to considered the Faculty
improve and develop them. should address eg
interface with primary
care.
In service e other clinics to raise with managers the Commenting on/ and
planning recommended to issue of the non-existence of being involved in the

record subjective side-
effects and follow up
longer term side-
effects and outcomes.

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)

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.



Table 7: The possible positive and negative effects of users and carers as teachers (modified from Wykurz &
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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; |
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
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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 | thought | was useless. By the way the students listened and the
guestions they asked it gave me the feeling that maybe | 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/

Explanation

User/ carer provided with information/
explanation but not included in
decision-making.

Consultation

Views/opinions sought
but not automatically
Included in decision-making.

Partnership

Decisions made jointly
by users/ carers and providers.

User control

Users/ carers make the decisions
and decide whether or not
to involve others.

Consumerist:

this replaces the passive patient
with a consumer who has demands
and makes choices.

v

A

Democratisation

this involves users in making
decisions at community level
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 | 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)
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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)

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. | have
modified this for application to users’ and carers’ participation in old age psychiatry

(see Figure 6).



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 Z>

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 Z>

processes?

decisions?
Is there a procedure to enable
users/ carers to join in decision-

making Z>

processes?

Is it a policy requirement that users/
carers must be involved in decision-
making

processes?

20

—

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? Z>

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? Z>

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?

2

—

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?

> >

o

Is it a policy requirement to listen t

users/ carers? N\
Za\
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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.

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.

User/ carer initiated, shared
decisions with staff

Users/ carers have the ideas, set
up projects and come to staff -
for advice, discussion and directed

support. Staff offer their Users/ carers have the
expertise which is taken into ideas and decide how to
account by users/ carers. carry out the project. Staff
are available but don’t
take charge.

User/ carer initiated and
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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, | 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:

e How are users able to influence the decision making/ planning process?

How are carers able to influence the decision making/ planning process?

e 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?

e Are all parties to the decision/ plan respected for what they bring to the
decision making/ planning process?

e How are the outcomes of the process influenced by those involved?

e 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

v

As recipients of

As subjects of

As respected

service/ care consultation partners
Between service | Newsletters Advocacy User and carer
users/ carers groups/

organisations

Between users or

Receiving care

Agreeing care

Co-constructing

carers and plans plans care plans

professionals

In service Receiving User or carer Users and carers

evaluation and information surveys as partners in

management service
management

In service Community care Stakeholder Co-constructing

planning plans conferences 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

e Increased
experience of user/
carer involvement
initiatives.

¢ Increases their
knowledge/ gives
new insights
(Wykurz & Kelly,
2002).

e Improves their
understanding of
users/ carers
perspectives and
experiences (Ikkos,
2003; Repper &
Breeze, 2007;
Wykurz & Kelly,
2002).

e 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).

e Lack of recognition of
the ability of users to
contribute.

e Use of language
which excludes
users/ carers
(Lammers & Happell,
2003).

e User decision-making
seen to undermine/
threaten staff/
‘professional
autonomy’ (Soffe,
Read & Frude, 2004).

e Increased
involvement of users
may decrease the
role of staff (Soffe,
Read & Frude, 2004).

o 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 patrticipation
(Rutter et al, 2004).
Conflicting management
priorities (Rutter et al,
2004).

A strategy to legitimise
unpalatable change eg
rationing (Rutter et al,
2004).

e Attitudes towards
mental illness
and those with
mental ill-health.

e Societal methods
of control eg
supervision
registers, Mental
Health legislation
etc.

e 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
guestion 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.



Table 12: Examples of research questions
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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 iliness ...

... 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). | 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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Benbow, S.M. (1988). Patients' views on electroconvulsive therapy on

completion of a course of treatment. Convulsive Therapy. 4 p. 146-152.

Convilsive Therg
A2k 146150 @ l‘;l'?é Raven Press, Lid., Mew York

Patients’ Views on Electroconvulsive
Therapy on Completion of a Course
of Treatment

5. M. Benbow, M.B., Ch.B., M.Sc., M.E.C. Psych.

York House, Manchester Royal Infirmary, Manchester, England

Summary: Patients' attitudes towards electroconvulsive therapy (ECT) on
their completion of & course of treatment were studied wsing a semi-structured
questionnaire. Twenty-six patients were seen before the junior doctors were
trained in ECT administration and 28 patients aficrwards, Most patients” atti-
tudes were favourable, although very few fully understood the treatment.
Training the junior doctors had no effect on patients” attitudes, but was asso-
ciated with a shorter mean course length. ECT was acceptable to most patients
who recerved it.

Key Words: Electroconvulsive therapy—Attitudes to treatment—>5ide ef-
fects—Informed consent.

Although the use of electroconvulsive therapy (ECT) has declined over the past
10 years in the United Kingdom (Lambourn and Barrington, 1986), it is still widely
used Lo treat patients with major depressive illnesses and is sometimes regarded
as the first-choice treatment in severe deluded or suicidal melancholic syndromes
(Ottosson, 1985). ECT has, however, attracted adverse publicity. This has led to
regulation of its use in North America (Winslade er al., 1984; Greenblatt, 1984).
Actual rates of ECT in some provinces of Canada are now below expected rates,
suggesting that patients who might benefit from ECT are not receiving it (Smith
and Richman, 1984).

In the United Kingdom, ECT is still available to depressed patients despite
publicity for the view thal ""ECT should soon find a place in medical museums”
(Annesley, 1983} Investigations of the attitudes of patients andfor the lay popu-
lation to ECT have been comparatively recent (Kalayam and Steinhart, 1981) and
have been reviewed by Freeman and Cheshire (1986). Concern about the portray-
al of ECT by the media and its effect on the attitudes of patients and the general
public led to our study of patients™ views about their experience of ECT. A

Address correspondence end reprint requests to Dr. 5. M. Benbow at York House, Manchester
Royal Infirmary, Oxford Boad, Manchester M13 9BX, UK.
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criticism of previous retrospective studies has been the elapsed time between the
course of ECT and the assessment (Freeman and Kendell, 1980; Hughes et al.,
1981). It was decided, therefore, to interview consccutive patients who had been
treated with ECT at the completion of their course, shortly before their discharge
from hospital. The study was conducied at the same time as an investigation of the
effect of training on the admimstration of ECT by jumor hospital doctors, to test
whether improvement in techmgques of administration is associated with more
favourable recipients’ attitudes towards ECT (Benbow, 1986).

METHOD

Patients who completed a course of ECT berween Auguost 10, 1982, and De-
cember 1, 1982, at the University Hospital of South Manchester were included in
the study. They were interviewed shortly before discharge from the hospital, and
their attitudes to ECT were assessed according to the method described by Free-
man and Kendell (1980}, They were first given a semi-structured interview based
on a guestionnaire, which asked about their views and experience of ECT to-
gether with factual details of treatments received, including side-effects and pre-
vious symploms. They were then mven an attitude questionnaire with responses
of “*agree,"” “‘disagree,” or “'don’t know'' to statements about ECT. (Copies of
the schedules are available from the author.) Details of the ECT course were
obtained from the casc-notes and checked against the patients’ information.
Throughout the article, percentages are based on the number of patients who
replied to particular gquestions (a minimum of 52), not on the total sample size.

During the study, 59 patients completed a course of ECT, but five were not seen
before discharge from hospital. Interviews were conducted with 54 patients

(92%). There were 18 men (319%) and 41 women (699%); 24 (417%) were =60 years
old.

Details of the Course

Thirty-three patients (63%) knew how many ECT treatments they had received;
the rest did not know or gave an incorrect number of treatments (always fewer
than had actually been given). The length of course ranged from 3 1o 15 with a
mean of 8.7 treatments. Forty-four patients (85%) knew how often per week they
had received ECT. Twenty-four patients (46%) did not know why they had been
treated. One patient claimed to have requested it and another claimed it was to
treat physical symptoms. Four patients (8%) said that tablets had not helped or
that the ECT was better than tablets; and five other patients (109%) said that ECT
was quicker than drugs. Seven patients (14%) thought treatment was for “*nerves”
and eight patients (15%) for “‘depression.’’ Two patients recalled that they had
recovered with ECT previously.

When asked about symptoms before treatment, 26 patients (50%) reported de-
pression or suicidal ideas, six (12%) reported confusion or poor memory, four
(8%) anxiety, and three (6%) physical symptoms. Hallucinatory phenomena or
delusions were the main complaints for seven patients (14%), and six (129%) could

Convilsive Ther, Vol 4. No. 2, JoEy
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not recall their symptoms prior to treatment. Twelve (23%) believed that treat-
ment had been stopped because they were better. Thirteen (25%) said they had
been told that they had had enough treatment or that they had finished the course,
Four patients had asked the doctor to stop, one said treatment was stopped
because of side-effects, and another one in order to try tablets. Twenty-one pa-
ticnts (40%) said they did not know why the treatment had been stopped.

Response to Statements about ECT
Patients' responses to statements abont ECT are presented in Table 1, and their
ratings of fears and worries about ECT are summarised in Table 2. The questions
are taken from Freeman and Kendell (1980).

Experience of the Treatment

Thirty-two patients (629 recalled nothing pleasant about treatment, while 20
patients (39%%) recalled as pleasant the experience of going Lo sleep (9), the cup of

TABLE 1. Response 1o statements abour ECT

Dot
Statement Agree Disagree know

1. ['was so upset by the treatment,

I'd be reluctant o have it again, 14 75 12
2. 1f necessary ['d readily have

Lhe treatment again 71 0 10
3. More explanation should be given

to palients about the ireaiment. 5% 29 12
4. ECT is a foghtemng treatment

to have, 29 63 B
5. My memory now 15 belter than it

ever has been. 10 75 16
6. My memory has not returned o

normal after ECT. w 43 n
7. ECT s helpful but the

side-effects are severe. 16 69 16
B. ECT has no effect on memory

at all. il 65 16
9. ECT causes permanent changes

N memory. 24 i3 43
10, ECT is a very good treatment. 61 16 24
1. ECT is dangerous and it should

not be used. L] 69 il
12. ECT is given to too many peopls 4 35 6l
13, ECT is often given to people

who do not need it. 14 2 5
l4. ECT is a helpful and wseful

treatment. 73 4 4
15, ECT works for a shont while

but the effects do nod last. 4 20 57
14, ECT gets you better more

quickly than medicine 57 14 29

All numbers are percentages,

Comvuliive Ther, Vol. 4, No, 2, 1&88
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TABLE 2. Patients’ fears and worries about ECT

Worry or fear Not at all A little A lot

I. About being made unconscious 63 24 4
2. About losing control of bladder 94 4 2
1. About embarrasing things

happening while unconscious 82 18 0
4. That clectncity was used in treatment 65 24 12
5. About having a fit or a turn 84 14 2
6. Of possible brain damage as a

result of treatment 69 22 10
7. None 3

All numbers are percentages.

tea afterwards (7), the staff in the ECT department (5), and the experience of
waking up again after treatment (1).

Thirty-two patients (62%) recalled nothing unpleasant about the treatment,
while 20 patients (39%) reported one or more unpleasant features. After-effects
(7), waiting before treatment (5), the injection (5), the experience of going under
the anaesthetic (3), the experience of waking afterwards (2), and the thirst prior to
treatment (1) were the most frequent reports (Table 3).

Twenty-three patients (44%) could not recall any side-effects (Table 4). Of the
29 (56%) who recalled side-effects, 17 complained of headaches, ten of memory
problems, six of dizziness or light-headedness, two of nausea and/or vomiting,
two of tiredness and/or malaise, and one of confusion.

Benefit of Treatment

Thirty-eight patients (73%) said that ECT had helped them. Of these, nine said
that they were well, seven no longer were anxious, five no longer were depressed,
four were relicved of psychotic thoughts, three could think more clearly, and two
had improved appetites.

Forty-four patients (85%) said that they were prepared to have ECT again. Of
the eight (15%) who would not agree to ECT again, three had not liked the
treatment, one had never wanted it, one felt it had not worked, and one each
refused because of the waiting and the side-effects. Forty patients (77%) said that
they would recommend ECT to a friend who had been advised by a psychiatrist

TABLE 3. Patients’ experience of different parts of treatment

Aspect of treatment Pleasant Neutral Unpleasant
1. Premedication 4 9 0
2. Waiting for treatment 2 49 49
3. ECT staff 82 12 6
4. Anaesthetic injection 18 45 37
5. Falling asleep 41 47 12
6. Waking up 18 55 n
7. The recovery period 12 51 a7

All numbers are percentages,

Convulsive Ther, Vol. 4, No. 2, 1988
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TABLE 4. Patients” assessment of side-effects

_— —

Symplom Reported Rated Rated

Symplom reporied to prompt SEVETE mild mod,

1. Memory impairment 20 Gl 20 41
1. Headache Ell [ 16 53
1. Confusion & 43 1 33
d. Dizziness 7 43 4 m
£ Vomiting 2 i 0 2
. Other” 17 1] 0 f
7. None 3l 12

All numbers are percentages.
" Feeling “‘muzzy,”’ ““fuzzy.” Ul, or “‘rough."

to have the treatment. While every palient had signed consent forms agreeing to
have ECT and stating that the treatment had been explained to them, ten patients
(19%) could not remember having given consent 10 ECT or thought that they had
not done so. Seventeen patients (33%) felt that they could not have refused to
have ECT. Fifteen patients (29%) were not happy with the way that they had been
asked 1o give consent or could not remember having been asked at all.

Understanding of the Treatment

Omly six (129) patients had a full understanding of the procedures involved in
ECT, thirteen (25%) a partial understanding, and 33 (64%) no idea or only de-
scribed the anaesthesia as the treatment. Tweniy-nine patients (56%) did not
know why ECT is given, and 3% (75%) had no idea how it might work. One person
said that the fit was the effective part of the treatment. Other theories were it
“shocks you to normal,”” *'shakes vour brain,”” “makes vou forget,”” 'snaps you
out of it,”" “‘interrupts your thoughts,” **affects the sub-conscious,” “*affects the
brain cells,” and “*changes brain chemicals.”

Training of Junior Doctors in ECT Administration: Effect on Patients’ Attitudes

Twenty-six patients completed a course of ECT before junior doctors were
formally trained in ECT technique, and 28 patients completed a course subse-
quently. Mo differences were found in attitudes towards treatment between these
groups, despite a marked improvement in the doctors’ technigue as reported
previously (Benbow, 1986). However, the mean ECT course length was 9.4 for
patients treated by the pre-training group and 8.0 for those treated by the post-
training group. This difference is statistically significant at the 5% level (1 = 1.97;
p = 0.025).

DISCUSSION

This study finds ECT an acceptable treatment for the majority of patients, as
previously reported by Baxter et al. {19865), Freeman and Kendell (1980), Hughes
et al. (1981), and Gomez (1975), and as memorably described by Gray (1983).
Most patients would be prepared to have ECT again and would recommend the

Convililve Ther, Vol 4. Na_ 2, 1988
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treatment to a friend. Three-quarters of patients said that the treatment had helped
them. The findings reported here are remarkably similar to those of Freeman and
Kendell (1980). Clearly, however, patients in the U.K. have little understanding of
what the treatment involves, despite procedures for informed consent. Although
the questions in the Baxter et al. (1986h) study are not directly comparable, it
seems likely that American paticnts are much more knowledgeable about ECT.
Only a minority of patients in our study were able to describe the treatment
adequately. Do our patients want to know more about ECT? Are we justified in
forcing knowledge on people who may not want it? Are anxious psychiatrists
reluctant to impart knowledge to patients fearing that it might militate against
successfully obtaining consent? Does a greater understanding of ECT increase or
decrease the likelihood of the patient consenting to the treatment? Bird (1979)
reported that patients who were aware of publicity about ECT had a greater
knowledge of the procedure, but no increase in their fear of it, Media coverage of
ECT was not shown to have an adverse effect on patients’ attitudes, a finding not
sustained by O'Shea (1986) in a questionnaire-based survey of a lay population.

Improvement in junior doctors’ technique of ECT administration was not re-
lated to an improvement in paticnts’ attitudes towards treatment, but was asso-
ciated with a shorter mean course length. This finding suggests that the training of
those who administer ECT may be important in the patients’ response to ECT and
merits further investigation.

Almost one-third of our patients expressed dissatisfaction with the way that
they had becn asked to give their consent. Normal practice in South Manchester
was for the prescribing psychiatrist to give a verbal explanation only. Baxter et al.
(1986a) have used a videotape to inform patients about ECT during the process of
seeking consent, but patients who saw it were less sure that they had adequate
information on which to decide whether to accept treatment than those who did
not see it. Although one feels intuitively that a fuller understanding of ECT should
alleviate a patient's anxiety, this has not yet been demonstrated. The optimum
method of seeking consent is not known. Almost one-third of our patients re-
ported that they could not have refused ECT (compare with 23%, Freeman and
Kendell, 1980).

If ECT is to remain a treatment option for patients with severe or unresponsive
depressive illnesses, it is important that the procedures of informing the patient,
seeking consent, and carrying out the treatment itself are well designed, profes-
sionally executed, and continually reappraised and improved. The issue of con-
sent is a contentious one, but nevertheless must not be avoided. If our own
patients can reccive ECT and still remain ignorant about it, then we cannot expect
the general public to be better informed. Although this study highlights the ac-
ceptability of ECT to the consumer, it also finds ignorance by the consumer of the
details of the experience. Perhaps, those who prescribe ECT should review con-
sent procedures and the way in which patients and their relatives are informed
about the treatment.

We are not aware of standards for the assessment of competency to consent to
of refuse treatment. In each consent procedure, we must consider that “‘autonomy
and freedom may be meaningless legal phrases to some paticnts who are engulfed

Convuisive Ther, Vol. &, No. 2, 1988
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by symptoms of severe mental illness’* (Hoffman, 1985). We have a duty to make
effective treatments available to patients, and we should not deprive them be-
cause of proscriptive legal requirements for consent to treatment that belittle the
trust between the patient and his or her medical advisor.
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Using the family life cycle with later life
families

Susan Benbow, David Egan, Alison Marriott,
Kath Tregay, Stuart Walsh, Jude Wells and
Jane Wood*

The development of a family clinic for later life families within an Old Age
Pavchiatry seevice is brielly described. An extended life cvele model hasbeen
found vzelul in understanding and working with such families and s also
described, together with two cases which illustrate the practical application
of the model.

Introduction
The family cantext

Those who work with the elderly mentally il cannot avoid involvement
with their families and find that adequate assessment of a patient is often
impaossible without invelving members of their social and family network
(Hemsi, 19821, Brice Pitt (1982} writes that ‘lar and away the most
important agency supporting the psychogeriatric patient at home is the
farmily”. Az well as the importance of the family in assesment and
support, family changes are often implicated in the initial referral of an
elderly person for help, Ratna and Davis (1984 ) collected details on 142
consecutive relerrals 1o a community oriented psychogeriatric service
and found that bereavement, departure ofor illness in a carer, retirement
or family conflict precipitated 60% of relerrals.

It would therefore seem that family approaches which recognize the
potential role of the family in the cause, maintenance, assessiment and
treatment of the problems of the elderly will be valuable in old age
psychiatry. There are however aspects of treatment in later life families
which differ from those in families earlier in their life cveles. Later Lile
families are often, for example, involved with a carer network for which
a network-oriented approach may be particularly helpful (see Pottle,
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1984 ). In contrast this paper locuses more on the later life family in itself
and on how an understanding of family Life cycle issues may be helpful,

Evolution of the family clinic

The Old Age Psyehiatry service in Central Manchester is based at York
House, Manchester Royal Infirmary, in a psycho-geriatric assessment
unit which opened in 1984 when the first consultant took up post. From
the beginning, the service has been community-orientated and stalof all
disciplines have come into close contact over long periods with the
families of those elderly people in the district who are seen as mentally ill.
Increasingly, staff were aware that many problems could only be under-
stood within a family context. Difficulties often arose when significant
members of the family were not seen or perhaps when the family and
professional stafl had differing views on the referred patient’s best
interests or again when there was a perceived conllict between the
interests of the referred patient and those of their family. There were also
families where more than one member had psychiatric problems and it
was impossible to attempt to trear one member in isolation from the rest
of their family. Such awareness within the stalf group gradually led to the
1}}[m“tiun 'DEI el e gﬂ'_'lup I;}f I:igh‘ HIHET |:'l 1T l;_‘lf'lftl:}f, two H(H:'i.:!.] h\'{}rl&.l"ﬂi,
two psychologists and three nurses) who eventually commitied one
session each week to a family clinic now known as the Central
Manchester Old Age Paychiatry family clinic. [see Marriott and Pickles
(1987} for a more detailed description of its development],

Two lecturers in social work with experience of family therapy in
general psychiary agreed to guide and supervise the team who met with
one or both of them monthly, either to see a family or 1o alk about
problems and progress,

The clinic procedure

Two team members interview the fumily, whilst the rest act as a back-up
tearm, behind a one-way sereen, If the family agree, the interview is
videotaped, A nominated supervisor in the back-up team decides when
and how to intervene using a telephone link and another nominated
member takes notes. The family and therapists meet for about 45 min-
utes and reconvene for about 10 minutes o conclude the session, follow-
ing & short consultation break.

An understanding of the family life eyele has been crucial w the
development of the work.
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The family life cycle

OUne model of the life cycle divides family development into six stages: five
cover the period from single adult to launching children and one final
stage is regarded as spanning the period from retirement until the death
of both spouses (Carter and McGoldrick, 1989). Clearly this is
unbalanced, in that the final stage could cover as many years as the first
five stages. The implication is thar in later life a family stops developing.
This is not in accordance with our experience. Family development and
maruration conmnue in the serting of a series of life cycle events which
have to be accommodated. Indeed, some of the most difficult adjust-
ments may have to be made in later life, and problems can occur here,
as they can occur earlier [Barnhill and Longo, 1978).

The post-retirernent or ageing family has been represented as a brief
terminal offshoot of the cycle (Turnbull, 1989, The post-retirement
period has in fact lengthened over recent years as people have survived
longer when earlier stages concerned with  child-rearing  have
concurrently become shorter (Ghick, 1977}, In late life the family may
have to accommodate the retirernent of the first partner and then of the
second. It may also have to adjust to illness and disability in its elders,
Their role as grand-parents will develop and may be important in the
changes facing their adult children. They may become great-grand-
parents, with implications also for the generations between. Support of
yvounger generations is often under-emphasized by observers, but may be
considerable. Loss of status and respect may result from a society's
negative view of ageing. Thiz may push the elderly towards their familics,
perhaps seeking a valuable role, or, sometimes, families themselves may
share society's negative stereotypes of late life. Loss of the peer group
occurs at this stage of life with a period of accumulating bereavements.
When the first partner dies the residual partner may suller additional
social restrictions {since activities which were open to couples may be
closed to the widowed ) which may in turn put further pressure on family
relationships. Thus this period can be eventlul and demanding of
considerable change and adjustment (Walsh, 1989).

Blenkner {1965) extended the stages of development to incorporate a
phase of “filial maturity’, defined as the mature adult’s capacity to be
depended upon by the parent, and regards this not as role reversal but
as fulfilment of the filial role. Part of later family development may
involve adult children adjusting to the parent’s need to depend on them
and the elderly parent accepting their own need to depend on, and
accept help from, their adult children. Attachment theory can be
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usefully applicd to later life issues here, Adult children may respond to
a decline in their ageing parents by adopting caregiving behaviours,
even before actual help is needed. Filial anxiety {when contemnplating
the possibility af having to provide help to ageing parents) may also lead
to adult children feeling stressed although they are providing little or no
practical help at this stage, Strain and negative feclings can be related
more (o perceived parental dependency rather than the amount of
practical help given (Cicirelli, 1983},

Cross generational interplay of life cycle problems and
change

Some therapists have recognized the continuing adaptive capacity of the
elderly [Brody, 1974) and their ability to grow and change [Spark and
Brody, 1970). Intergencrational work has been used to try to help ‘every
member regardless of age or phu,:s.t: it life’ [Sl_mr]{, 1974, but usuall}' the
approach is from the viewpoint of trying to help with an identified
patient presenting early in the family life cvele, Older family members
themselves are thought to seck help only rarely and are regarded as
unlikely to present to family therapises {Carter and MeGoldrick, 1989,

When one generation faces an importane life eyele transitdon, another
generation in the same family may also be conflronted by their own
transition point, Walsh (1989} describes how ‘lack of complementarity
or fit" can occur when the developmental needs of two generations are
incompatible. It may be possible in therapy w allow the transitional
development of one generation to assist the adjustment of another. The
second case history presented here illustrates this.

The cross generational aspect is olten important in work with the
elderly, since the therapist commonly belongs to a younger generation,
This can have advantages and disadvantages (Simon, 19897 but clearly
cannot be avoided in work with later life families,

Integration of family therapy and the old age psychiatry
service

Multi-disciplinary stafl teams in old age psychiatry work with later life
families in their everyday work, but the use of more formal family
l]:.f'i'u!ﬁt'ﬁ with such Gamilies has attracted Livtle attention. Work with twao
families will be described which illuserates the pracrical application of life
evele theory in old age psychiatry. The two cases also illustrate how
family therapy can take place alongside other therapeotic activities: the
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first patient was an in-patient or attended the day hospital throughout
most of the work. Her therapists saw her as part of their everyday work
in these other sertings. One disadvantage of this method of working is
that contact with the therapists continues outside the family sessions and
cannot be rigorously controlled. However, sometimes this may give
opportunitics for therapists to reinforce certain messages, and, if
communication between the f'amil:,r l||t:r.'-1py tearn and the rest of the old
age psychiatry team is good, other members of the team may do likewise.
Thus messages can be reinforced in a number of different ways, which
may in some circumstances be an advantage of this way of working.

Ancther potential disadvantage is that a therapist may arrange o
review a patient outside formal family clinic meetings and find that other
E‘.;-l]'i'l'i]!f' ['[]L""II_]I‘.F.:G }]H.Vl‘. ﬂllﬂ]’]df‘.fl EI.P[‘('.‘[iII.g i ! fu]l F.'l.]'l'l.]ll.':r' .‘il["S.‘i.iU]'l. T]’li!-i
happened during work with the second family, but the therapist
continued the therapeuwtic line that had been agreed in the previous
session, and the unscheduled family meeting proved to be advantageous,

Itis important toensure that conflicting messages are not given by staff
who are not directly involved in the therapy sessions, since this could
undermine therapy. Communication within the old age psychiatry
service could constitute a problem. In practice this has not been
insurmountable and has been dealt with by inviting non core group
members o observe sessions with the back-up team in order 1w ensure
that they understand and work with the therapy. Thus while in the first
casc, the patient was an in-patient, a ward nurse always attended sessions
and liaised with the ward stall, thereby ensuring a coherent approach.
Another benefit of this way al w-.'u‘king 15 that it allows new wdeas 1o be
shared with stafl who may not otherwise have this opportunicy.

The first case also illustrates the initial use of traditional psychiatric
procedures followed by a family approach. We have used this sequence
successfully with some families, bur with others have employed family
and psychiatric approaches simultaneously, Occasionally we have
offered a family assessment from lrst referral, but these families have
been difficult to engage either in therapy or in the service generally.
Many people referred o our service present with a mixture of physical,
psvechological and family problems from the outset, but in the majority
we feel that simple treatment of the illness presented will enable the
family to resolve their problems and move on, A small proportion have
increasing difficulties as treatment of the referred patient is attempted,
or with rime the family aspect becomes more prominent. These are the
familics who have often been convened in the family clinic,
Undoubtedly, by this stage, the family are often engaged with members
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of the psychiatric service and itis easier to convene a family meeting, Also
any medical problems will have been clarified and will not dominate
discussions, It may be that elderly people are more readily engaged by
an offer of traditional treatment initially, Perhaps the elderly need more
‘orientation’ to talking therapies than younger people. Alternatively,
their cx]Ji_:i_;lalir_ms may reflect those of the :I'I‘.ﬁ:.'l']":i]l.g agem.q, who may not
vet expect family therapy as a flirsi-line offer. 1t is also possible that we
have our own misconcepuons regarding what the elderly and their
families will accept. Whichever reason one favours, the time allowed by
moving from a traditional to a family approach may enable stail to
gradually re-orientate the family, so they are able to accept an
appointment in the family elinic later,

Case 1: The E. family
Referral

Emma E., a single woman of 74, was first referred to the Old Age
Paychiatry service on 100 September 1985 when her family doctor
requested a domiciliary visit. He described her as a quiet lady, always
physically fit, who had gradually become ‘morc confused” over the
previous three weeks with “paranocid ideas’ about people trying to break
into the house. At first he 'l|:|f'|nug}1l she had suffered a small stroke, but this
was not confirmed. He had started her on a major trangquillizer because
of agitation in the evenings, Her sister and brother-in-law were described
as very concerned and trying to care for her.

Initial assessment

Emma was visited at home where she lived with her sister and brother-
in-law, and was seen with her sister Jane, Both described a change in her
following a series of robberies over the previous Christmas period. She
had become afraid that the house would be robbed and complained of
noises in the back yard at night which she feared were caused by people
trying to break into the house. Sometimes she could hear people talking
outside, but could not decipher their exact words, Over the two or three
weeks prior to reterral she had become increasingly anxious about being
lefi in the house on her own, and had started to follow her sister
everywhere,

She had no past psyehiatric history. She was one of five sisters (Figure
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Figure 1
1) and had worked as a clerk in a mail order firm until retiring at 64. She
had lived with Jane, her youngest sister, for 31 vears and had never
married. She had at one time been a singer and dancer in concert halls.
Her mother was said to have had ‘melancholia’; Jane had been treated
with ECT for depression in the past and another sister, Olive, had
received psychiatric trearment for ‘persecution mania’.

On mental state examination at that time, Emma was found to be
anxious, agitated and depressed with biological symptoms of depressive
illness and nocturnal auditory hallucinations. Treatment was started in
the community with anti-depressant tablets.

Psvehiatric freatment

Subsequent home visits suggested that Emma was starting to respond to
the medication. However, in mid-December the GP phoned to report a
deterioration in the ‘confusion’ and Emma was admitted to the
assessment ward on 12 December 1985, She was thought to be showing
signs of anti-depressant toxicity, and, when the dose was decreased,
appeared to be well on the ward, with no evidence of residual depression
or psychotic symproms. After successful home leave she was discharged
home on 10 January 1986,

She remained well at home for three days and then became low in
mood with ideas of hopelessness, guilt and worthlessness plus biological
symptoms of depression. She walked to a reservoir near her home
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intending to drown herself, but was seen by a neighbour, escorted back
home and readmitted to hospital on 21 January 1986,

A short course of ECT was stopped when she became elated, talkative
and noisy with grand plans for her future. Her mood then stabilized on
lithinm and ant-depressant tablers, After two successful weekends ar
home she was discharged on 25 April 1986, apparently well, to attend the
day hospital from home. From early May her symptoms gradually re-
appeared and she was readmitted, depressed, suicidal and psychotic on
13 June 1986. She had several transient ischaemic attacks on the ward
and was started on aspirin as prophyllaxis, but her mood gradually
improved and there was little to support a diagnosis of depression after
one month as an in-patient, The most obvious fearure of Emma’s illness
by now was that she could be very well on the ward for prolonged periods
but would rapidly relapse [ollowing discharge home despite continuing
maintenance treatments. Jane and her hushand Peter were invited by
letter to a [ormal family assessment on 15 July 1986.

Fam:'{y !.&eraff_}l aisesimend ard .‘!'}'Jﬁ'a.l'.ﬁe,;n.r

The first meeting on 15 July 1986 addressed three main issues: why did
Emma not stay well; what was the familv's view of the problem when
Emma was at home; what was it like for_Jane and Peter when Emma was
il Careful tracking clicited additional information about the familv's
history and linked recent events with those in the past. Emma was seen
by Jane as becoming "awkward' as she got older, and this threatened the
family homeostasis and could not be tolerated.

Emma had clearly been enmeshed with Jane, and Peter had been
peripheral. Jane had funcuoned as parent and Emma as child, but the
latter was now growing up and making a bid to be more independente.g.
by buying her own pilano. This had unbalanced the system, in
conjunction with Peter’s impending redundaney which would throw
him rogether with the women, threatening their close relationship and
testing his marriage. Could Emma’s ‘growing up’ be viewed as necessary
toallow space for Peter and Jane to become a married couple when Peter
effectively retired from work? Jane was felr 1o be vulnerable in contrase
with Emma’s strength and clear ability to influence the behaviour of
both Jane and Peter. A family approach offered a way forward for the
tamily. All three family members were facing important life cyele
[EANSITIONS,
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Attempting to leave

A second meeting on 6 October 1986 planned to look at whar happened
during a period when Emma was home on leave from hospital, Before the
session the team agreed o endeavour to get the family to make decisions
about periods of leave, rather than professionals prescribing leave which
was then unsuccessful. Initially Emma indicated that she felt the leave
had been successful, but t:nrnp]alnt:d Urfn:n:h'ng s.'n:k, and her liL;lIJ.‘it‘ﬂ'_‘lut‘ll_t
non-verbal behaviour dominated the meeting, Soon she had to leave the
room to be sick in the wiler. Jane talked about her worries during the
leave, but particularly the possibility of Emma having a relapse: could
she face this? When the family members were each asked what they
wanted to do next, Peter asked for discharge that day {speaking for
Jane}, Jane said that she would not say {*1'm used to a doctor telling me
. Twon't tell you™) and Emma sald that she wanted to stay in hospital
for a few more days, explaining that she felt happicr with people around
her. Jane broke down at this point butsaid that she was upset because she
could not cope if Emma were 1o become ill again, and could not take the
responsibility. Jane summed up her feeling as ‘1 want her home, but |
want her home well” {but if the change in Emma was seen as due to her
ageing, would she ever be really well again?). Jane's distress, howewver,
could be related to Emma’s bid to remain in hospital, independent from
her family.

By the end of the session Emma was slumped in her chair, looking ill
and taking no part in the proceedings: inevitably she remained in
hospital.

In retrospect Emma was clearly in control of the session and of
decisions stemnming from it. Her behaviour was adolescent and could be
understood as a bid for freedom or a rebellion against her ‘parent’ {Jane),

The third session on 20 Ociober 1986 followed a lmllﬁ; weekend at
home. Jane was clearly very angry as she came up to the interview room,
and exploded with anger at the video recording set-up although it was
identical 1o the previous meetings. Emma said that she had no objection
to the sct=up and Jane stormed out. Peter explained that Jane was angry
and disappointed with hersell because the leave had been unsuccessful,
Emma had heard voices and Jane and she had not spoken for 36 hours
before :'.unﬁllg to the session. After ml.lj,.' a briefl conversation the t'amily
were sent out together to discuss how to proceed. Afier a break, Emma
returned alone o the interview room, and said ‘I'll have w go back
hospital.” Thus, onee more, Emma distanced hersell from her parental
sister. At this point the team started to take therapeutic control.
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Owernight stays were banned, a critical and long overdue measure which
allowed other issues to be addressed.

The therapists visited Jane and Peter at home for a fourth session on
17 Movember 1986, and attempted o reconvene a full family session.
Jane initially did not want any recording equipment or back-up team,
but related her upset to Emma’s hearing voices and refusing to share her
feelings with Jane.

Later, Peter and Jane agreed to attend and a fifth session was held on
21 November 1986. The plan was to take therapeutic control, to attempt
wunderstand why hospital was different from home, o avoid the family
having to make decisions, to agree beforchand that no-one would leave
the session, and to focus on sadness and other feelings.

The family agreed not to leave the session prematurely, although Jane
was initially reluctant. A clear description of what happened at night
when Emma heard voices was at Jast obrained, and Jane went on to talk
about how it reminded her of her mother’s death when she was young.
She also described how she felt a responsibility to carry on looking alter
Emma, who was the only sister 1o remain single. The backup team gave
one therapist the task of joining with Jane and ‘confirming” her
(Minuchin and Fishman, 1981). Jane responded positively wo comments
reinforcing how difficult all this must be for her and how sad and upset
she must feel, The seszsion concluded with Peter and Jane being given the
task of working out how Peter could help Jane when she was sad and
worried about Emma,

All the team felt that this was a turning point in therapy. The task was
to help Jane and Peter to adjust to more time together and 1w allow
Fmma some freedom, away from her controlling parent {Jane).

At the sixth family session on 9 December 1986 the three family
members interacted more, Jane was very engaged with one therapist,
and the attempts to join with her seemed to have produced change. The
voices were successfully linked with worry. Discussion on possible new
ways of coping was constructive and a coping strategy was planned for
the Christmas break since the family all wanted o be twgether at
Christmas. They were told to expect the voices to occur and were able 1o
contemplate this and how they might each cope.

The team hypothesized that Peter was disengaged from his wife's
feelings and that Emma was needed by Jane to fill this gap. However, had
Jane been covertly seeking care from Emma under the guise of mothering
her? This might explain Emma’s obwvious enjoyment of her freedom and
Jane’s distress at the prospect of losing her, Emma’s attempt to grow up
might be related o Peter’s impending redundancy which would allow
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him to replace Emma, and perhaps give space lor Emma to grow up at
last.

Letiing go

The seventh meeting on 16 January 1987 followed the Christmas break,
The coping strategies had failed and all agreed that the leave had been
unsuceessful. Discussion moved on to other aliernatives: perhaps Emma
could not return home because she was too worried without professional
stafl to look after her and perhaps Jane could not continue o take
responsibility for her because of the stress this placed on her, Peter would
need his wife more now that he was redundant. After the break the
therapists said that we would list Emma for a place inan Elderly Person's
Home. Jane accepted this, but expressed doubts about whether she could
cope with it

Our plan now was o support Jane and Peter in allowing Emma to
move into an EPH and 1o look at potential problems for each of them
over the transition period and how these could he dealt with; also o
ensurc that Janc and Peter were still able to have a role in Emma’s life
within an EPH.

At the next session on 13 February 1987 Jane and Peter were seen as
a couple. Jane was initially angry about Emma visiting her by bus on a
foggy dav, but relaxed as the session progressed. She denied any part in
the decision that FEmma should g0 into a2 Home: ‘It's what Emma wants
... ldon't have tolike it and I don’t.” She perceived Emma as well at the
time but saw it as only temporary. It was apparent that Jane had
difficulty in drawing a line between being concerned for Emma and
actively interfering in her life. Similarly Emma appeared to put pressure
on Jane to become involved, thereby reinforcing her behaviour,

Jane was encouraged to see a continuing role for hersell, com-
municating with staff. Her belief that Emma would relapse was accepted
and it was predicted that this was likely to oceur on admission toan EPH,

On 13 March 1987 the couple were seen again. By now Jane appeared
to be distancing hersell from Emma. She acknowledged her upser about
|ﬂﬁing Emma to a Home, but was trying to find new activities with other
family members. Peter seemed more withdrawn and anxious: he
revealed for the first time a nine-year history of depression treated with
anti-depressants. His feelings and difficulties were acknowledged and
normalized in view of his recent redundancy and worries about Emma
and Jane.

This was felt to be a positive session as both moved towards letting
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Emma go, accepting the upset of the loss and restructuring their own
lives together.

Giroeing uf

J"l. I{"IIL}I "I.r.'.'_'tllng LIBLE ] u.rl'.:':l'w H.I'I:J.ﬁ- Lo 1] l-:“-] I"r']ﬂ.rli.:]'] 193? Wk ]'I.e].d. Lo illfﬂl‘m
the family that Emma had been offered a place ar an EPH. Jane was
upsct and cried when told. Peter held her hand supportively. His feelings
were also acknowledged, and their future roles were anticipated. Both
were given positive feedback about caring for cach other and sharing
their feelings, It was agreed to meet again when Emma had decided
whether to accept the place. Emma was discharged to the Home on 10
Apnl 1987,

Jane and Peter were seen again on 7 May 1987, Peter was feeling
better, but Jane was down and having diflieulty with sleep. Much of the
sesslon concentrated on what they were doing at home and how they felt,
Both spoke more readily and openly about this, Again they were given
a positive message about how well they were both coping at a difficalt
time and encouraged o continue the quest for interests of their own. Lt
was agreed to meet at the EPH review when Emma would decide
whether she wanted to remain permanently at the Home,

The last family meeting took place on 16 June 1987 at the Home with
Emma present. She had sertled into the Home well and wanted to stay,
SI“_: WA U‘h\"iﬂuﬁl}r ['[1ju}'illﬁ Ii.!.\.:,':I ]'Ia.d 'I'I']H.{]l_': FIC j“‘l'i'.‘:ll.dsi.| Was Hi_]'i.]'lg oLl o
the bus to town and only visiting Jane for cne day each week. Jane had
accepted this but expressed her sadness about 1t Peter was supportive
towards his wile and optimistic for the future, Jane and Peter were offered
a final session, but said that they felt able to cope and would contact one
of the therapists il necessary.

Peter and Jane were contacted by telephone later that autumn and
were doing well. They had experienced worries over another sister’s
mental state and had used their knowledge of the systern to seek help
appropriately. They had both accepted that Peter would not return to
work and had effectively retired. Both had found new interests, Emma
continued to enjoy her independence and, although she has inter-
mittently heard voices since, she has not needed psychotropic medica-
tion and has continued to enjoy life.
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Case 2: The T. family
Referral

Parricia ‘I'. was first referred to the Old Age Psvehiatry service in
Movember 1985 by a geriatrician who saw her with multiple physical
complaints but no significant illness to account for them. He identified
her as heing depressed and was concerned that she might take an over-
dose.

Initial assessment

Patricia was seen at home on 8 November 1985, She described herself as
always having been a depressive. Her husband had died just over 3 vears
before of lung cancer and, following this, she had moved to live in a flat
which she hated. She related the worsened depression sometimes o her
husband’s death and sometimes to the move.

She had suffered a *breakdown’' at the age of 20 and had been treated
with ECT at 40 for a puerperal illness. For years she had taken
amphetamines to keep herself going at work, where she worked long
hours as a waitress, travelling around to keep in a job. Her mother had
played an important role in bringing up her two daughters, Patricia
(now Mrs .} and Sue. She described her father and brother as
‘depressive’. Figure 2 presents the lamily tree.

On examination at this time she was depressed and felt that she would
be beter off dead, bur =aid that her responsibilities towards her
grandchildren stopped her from taking an overdose. She could see no
future for hersell’ and complained that she was afraid of being alone,
describing physical symptoms of anxicty when alone, particularly at
night. For many months one or more of her younger daughter’s three
children had been staying the night at her flat to avoid Partricia’s having
to sleep there alone.

At this stage Patricia was offered a period of assessment as an in-
patient or day-patient, but refused both, She wanted tablets, but had
been prescribed numerous drugs in the past with no apparent response,
A letter was sent to inform the GP of what was advised and no further
appointment was made.

In Seprember 1987 Patricia was re-referred at her own request by her
GP with complaints of depression, bowel and wrinary disturbance,
weight loss, poor appetite and fear of being alone at night,

She was seen in the out-patient clinic with her older daughter,
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Patricta F., and ]’_}rE‘.‘S!’.‘.IIh‘!I:I an identical hi.\j[ury and mental state to that
seen in 1985, She accepted an offer of assessment as a day hospital
paticnt,

Assessment in the day hospital revealed no evidence of sustained mood
disorder, although she and her older dawghter (the main carer)
lZUT]IiIILJI"'d Lk l:l:_ll'!'l]'_}l.H.lll'l bir‘[(‘rl‘f .ij_l‘_'lﬁl” l]'ll; I_]T{]bll_‘ﬂ'l!ﬂ at humr:, .-'\. Fi!lTIIl.}"
assessment was therefore offered.

Family thevafry

Patricia, both daughrers, Mr F (son-in-law) and Sue’s three children had
been invited to the first meeting on 8 January 1988 but only Patricia and
her older daughter attended, Lssues addressed were:

. Whart role did Patricia fulfil with regard to her grandchildren? Tn
was felt that Patricia was parenting them since Suc was described as
FL i]i\r’UIEl’d H.Ii]]]'!f.l].it:, H.‘l:l!il.:l['lll!'[{ 'I.‘\-'lfll .l:]l.'r W p]’“l]l’.".']’]’l!’i. Thl: [.'IL;II.] rem
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were known to be truanting and Patricia was worried that they might
get into trouble,

2. What was the relationship between mother and daughu:rﬁ? Mrs F
appeared to be parenting her mother and spending time with her at
the expense of her own family. Parricia always expressed love, concern
and worry about her other daughter Sue, who unlike her sister,
appeared to do little or nothing to help her mother.,

Hypothesas

Patricia and her danghter Mrs F were thought to be enmeshed, with Mr
F having a more peripheral position. However, to an extent he regulated
the distance between mother and daughter by objecting ifhis mother-in-
law spent too much time at their house, Mrs F fele torn between her
husband and mother, and if she spent less time with her mother worried
about her even more. [t was in her interest, as well as her mother's o
encourage Sue's children to spend time with their grandmother and she
had even given them money to go by taxi to their grandmother’s house
late at night. Patricia’s illness also benefited Sue who had her children
cared for while she attended to her own needs, The grandchildren were
allowed to spend time at Patricia’s house when they truanted from
school, which was comfortable for them and gave Patricia the company
she sought, Thus it was difficult to see how Parricia could lose her
symptoms, since everyone in the family gained by them. Why, however,
was she presenting now?

It was planned to offer Patricia admission to hospital and then to aim
for an early meeting with all the family since admission should increase
motivation to change, This intervention ook Patricia’s svmptoms
seriously, but also reinforced the boundaries between the generations.

The day after her admission to hospital Patricia took her own
discharge on 14 January 1988,

Can Patricia move fowards old age?

A further attempt was made to convene the whole family on 29 January
1988 10 look at what happened during admission and why it failed. Once
more only Patricia and Mrs F attended. The question of why Patricia
was presenting now was answered carly in this meeting, when she
{'uull;]ain::d that ‘my grandchildren are going out and leaving me’. This
tied in with the worsening of her svmproms. In their early 1eens, the
children now wanted to go out to partics and discos, rather than
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spending the evening with grandmother. The family had paid for taxis
from discos to ensure that Patricia was not left alone all night, but the
children were rebelling at this and Mrs F rightly pointed out that the
status quo could not continue indefinitely.

Itwas accepted by all that Parricia could not live alone, and indeed she
had never done so, making it unlikely that she would feel able to in the
future, Various options were considered:

1. Patricia could move to live with Sue but Mrs F pointed out that they
had never got on well and could not live together. Sue had never
offered to have her mother and Patricia felt that the house was oo
srmall.

2. Patricia could move to live with Mrs I but her husband would not
tolerate this and both women knew this, Even visits by Patricia
precipitated resentment from the son-in-law. Nevertheless, it seemed
that this was Patricia’s preferred option,

3. A companion could be sought for Patricia but as Patricia said, "Who
would live with me when I'm like this?” Mrs F also pointed out thar this
would be expensive.

4, Patricia could move to a private home, This scemed to be Mrs F's
preferred option, despite the cost, but required Patricia to see herself
as elderly and in need of care.

5. Nothing might change, and the grandchildren would continue to
stay with Partricia at night. Both women said they accepted that this
could not continue for much longer,

The team supported Mrs Fin not taking her mother in {because of other
responsibilities) and Patricia in not wanting to live alone (because of
loneliness and anxicties about being alone}. Mother and daughter
agreed to look at other options and to discuss themn with the absent family
members,

On 10 February 1988 Patricia moved into a rest home on a trial basis.
In late April there was a request for a domiciliary visit and Pawicia was
seen alone at her flat on 22 April 1988, At the Home she had eaten well,
gained weight and felt happier, fitter and less anxious. She said that she
had not Otted in there and was too well to live in a Home, so she had
returned to live alone in the flar. Immediarely she regretied this move,
was alraid to remain on her own and symptoms had rapidly returned.
She presented with a mixture ol anxiety and depressive symptoms but no
evidence of a sustained biological depressive illness, and her complaints
were clearly closely linked with her social circumstances.
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She was offered day hospital attendance and a further family meeting,
which she accepted but said “They won't come,”

On 6 May 1988 Patricia and Mrs F attended a meeting unaccom-
panied by other family members. The plan was o look at what led
Patricia to leave the Home, drawing on a hypothesis that Patricia’s being
ill allowed her to keep the grandchildren with her, preventing them from
getting into trouble when truanting and providing supervision which
was not given by their alcoholic mother. IF Patricia recovered, who
would care for their grandchildren? They were, however, now
adolescent and were starting to go out and have boyfrends so Patricia
had become more ill to maintain the system. Taking on the parenting
role prevented Patricia from having to face life alone as a widow in
sheltered housing where all her neighbours would be elderly.

A paradexical approach

It became clear early in the session that the same alternatives were
available as before. It was also clear that Patricia saw herself as oo ill to
live alone burt too fit for a rest home which linked with her difficulty in
seeing herselfas elderly. The team’s difficulty was thar other members of
the family had again failed to attend, thus blocking access to important
parts of the system. During the break it was decided to try a paradoxical
approach. It wassuggested that Patricia would get worse in order 1o stop
the grandchildren from growing up and away from her and thar it did
not seem that she could stop fulfilling this role and risk losing them by
going into a private home. Parricia responded by saying that she didn’t
really want the children round, the only problem was being frightened.
We offered another meeting in July.

Meanwhile Patricia stopped attending the day hospital. The family
cancelled the next family meeting becanse Mrs F was moving. We wrote
and offered to meet the family at Parricia’s flag, but only Patricia was
there at the appﬁin[t‘.d time, The ﬁrand:'hildmn were still :sl:q-i.m,; with
Parricia at night, apart from rwo nights cach week when she stayed at
Mis F's house. She said she had liked day care but was unable to attend
after an argument with a nurse. We agreed thar the team social worker
would look at benefit problems with her, at her own request, and would
arrange a day centre visit, to sec whether she could attend there.

The social worker attempted twice tosee Patricia by appointment, but
she was out on both cccasions. The doctor member of the team called
subsequently to review Patricia medically at her flat, having informed
her of the appointment by telephone (in view of the social worker's
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difficulties in getting to see her}. On arrival she was greeted by Patricia
and taken upstairs to meet Patricia’s brother (Cyril}, Mrs Fand the older
two of Sue’s children (Jill and Sandy).

The crilical transition

For some time, different members of the family talked about their worries
regarding Partricia, and described the difficulties for the grandchildren in
having to stay with her. In response to questions, Jill told her
grandmother that she, her brother and sister could not carry on doing
this for much longer. She was about 10 leave school and start a job and
had started to go out with boylriends. Despite her worries for Patricia,
she could not carry on. Patricia insisted she did not want to go and live
with Mrs F, but non-verbally indicared that this was exactly what she did
want. Mrs F said that her hushand had already found Patricia's presence
in the house two nights each week too much and that her vounger
daughter was thinking of leaving home o get away [rom the trouble
berween her father and grandmother. Mrs F and Cyril agreed that they
were concerned that Patricia was unable to eat, losing weight and would
fade away if she remained in the flat. The therapist could only shake her
head sadly, agree how awful it all was and how the family had no
alternative but to watch Patricia deteriorate since there was nowhere else
she could go and ne-one who could stay with her, The therapy team was
helpless.

Shortly afterwards Patricia moved into the rest home where she had
previously stayed briefly and gave up her flat. She increased in weighe,
brightened in mood, slept better and started to help staft with more
disabled residents, She continued to visit her family and they visited her
regularly.

Therapy involved re-establishing the generational boundaries and
acknowledging the life cycle changes (for Patricia, adjustment to ageing
and seeing hersell as part of a peer group of old people: for the
grandchildren, development of increasing independence as they moved
wowards life on their own), The eritical transition was the developing
independence of the grandchildren, which forced Patricia to confront
her own ageing and her need to be with others, thereby moving her on
as the grandchildren progressed towards their separation from the
family. Identifving the critical life cycle transition, and using it to help
other members of the family to move on simultaneously, was an
important part of therapy.
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Conclusions

It is important in work with the elderly 1o take into account the family
context. This facilitates understanding amongst all members of a family,
and makes the professionals’ tasks casier. A family approach is not
contra-indicated by co-existing ph}r:ﬁ'u:.'d] and pﬁyn‘.hiatr}.c illness in the
referred patient, as was shown in the first family case study. Indeed, in
later lifer, physical symptoms are often an available, acceptable and
useful route 1o extra care, as illustrated by Patricia,

The family life cycle presents a uwselul way of deseribing and
understanding families in later life, since changes continue throughout
old age and demand ongoing adaptation and maturation. Chrono-
logical age may not be an indicator of the family's life cyele stage, as
illustrated by the E family who, despite being chronologically at
retirement, were developmentally dealing with the separation of their
growing child {Emma) and the issue of whether they could launch her
into the world on herown. Life cyelic issues of different generations in one
family may overlap but as one generation moves through a transition,
they can help another generation to negotiate their own changes, which
can help to overcome “stuckness’ in the family generally.

A family therapy approach can add a new dimension wo an Old Age
Psychiarry service, where it can be integrated with the range of inter-
ventions more commonly used in late life. Emma’s case demonstrated
this: a conventional psychiatric approach led to a cycle of readmissions,
whereas a systemic contextual approach allowed change for Emma and
the other members of her family to take place. Without such an approach
would the cvele of discharge, relapse and readmission have continued?
Would the only conventional solution have heen long-stay in-patient
psychiatic care? This raises the question of what happens o families with
problems like this in the absence of systemic understanding and treat-
ment. Family therapy has a great deal 1o offer to later life families and,
having recognized this, it is important to ensure that all who might
benefit from such an approach have aceess o it
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FAMILY THERAPY AND DEMENTIA: REVIEW
AND CLINICAL EXPERIENCE

S. M. BENBOW, A. MARRIOTT, M. MORLEY AND S. WALSH
Family Therapy Team, York House Family Clinic, York House, Manchester Royal Infirmary, Oxford Road.
Manchester, MI3 9BX, UK

SUMMARY

Family therapy techniques have, until recently, had little impact on the development of old age psychiatry and
the services provided. The literature on family therapy in relation to people with dementia and their families
3 reviewed and illustrated with results from 2 study of families coping with dementia who atlended the York
House Family Clinic. Similar thesapeutic techmques were used with families coping with dementia as with those
coping with other mental illncsses in later life, but some differences were found n the areas of discussion during
sessions. Families coping with dementia were seen for fewer sessions, but more family members were present
per session and sons and daughters-in-law were more likely to attend, The literature and various hypotheses which
might explain these differences are presented and discussed. Further work in this area is needed, but our findings
suggest that family therapy can be useful in work with dementia sufferers and thewr families, and can be offered

within an old age psychiatry service.

xey worns— Family therapy, dementia, geriatric psychiatry.

Dementia is a major health problem and accounts
for a large proportion of referrals to old age psy-
chiatry services. Ratna and Davis (1984) studied
142 consccutive referrals to a psychogeriatric ser-
vice and reported a diagnosis of dementia in 47%
of referred patients. They found that departure or
illness of the carer constituted one of the largest
groups of referrals and noted that, although the
focus has often been on the patient, the resources
and abilities of the carer can be more important
in determining outcome. In concluding, they
argued in favour of a family-centred approach to
the care of the elderly mentally ill. Family therapy
has, however, not been a prominent component
of old age psychiatry services in the past,

THE ELDERLY IN FAMILY THERAPY

Older people have been seen as an adjunct to the
treatment of younger families (Spark and Brody,
1970), rather than as a group of people who might

Address for corresp DrS. M. Beabow, C Itant Psy-
chiatrist (O3 Age Psychiatry), York House, Manchester Royal
Infirmary, Oxford Road, Manchester, M13 98X, UK.

OBRS-6230M9 309071 7-09809. 50
© 1993 by John Wilkey & Sons, Ltd.

themselves benefit from this form of treatment,
There has been a widespread belief that older adults
are not psychologically minded (Hughston ¢t al,
1989). Flori (1989) found age to be negatively corre-
lated with the likelihood of taking part in family
therapy. There is, however, growing evidence of
increasing interest in the use of family therapy in
late life (Richardson er al., in press). Anderson
(1988) described old peopie as ‘ill-defined figures
populating the upper fringes of genograms con-
structed to illuminate the problems of younger
generations'. This view has not been unchallenged,
as others have argued that changes in the older
adult's functional capacity threaten the stability of
the family (Greene, 1989). Thus chronic illness of
any sort {(or even old age itself with its associated
changes) will have a ripple effect through the
extended family. Montalvo and Thompson (1988)
describe the care of an clderly man suffering from
dementia, which demonstrates the importance of
family work in a genatric medical context, Perhaps
the use of family therapy understanding and tech-
niques could be as relevant to work in geriatric
medical settings as to geriatric psychiatry,

Reveived 17 Auguar 1992
Accepred 25 Jonvary 1993
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Jeffery (1987) pointed out that ‘the battieficld of
dementia is probably the major issue that dis-
tinguishes family work with the elderly from family
work with younger age groups'. Is it appropriate
to consider the use of family therapy in families
struggling to cope with a demented member?

Jeffery (1987) drew attention to the possible
advantages and disadvantages of involving the
elderly person with dementia in family meetings,
and highlighted the problems which it brings for
both families and therapists. Only if the old person
is present can the therapists observe and intervene
during the session in family interactions involving
the elderly person directly. Inviting the old person
communicates important messages to the family:
that this is a problem for the whole family, and
that the identified patient has legitimate needs and
views, Some might argue that the identified patient
has a right to be present. Alternatively, family and
therapists may anticipate problems within the ses-
sion if @ cognitively impaired old person is to be
included, although Jones and Flickinger (1986)
point out that even severely organically impaired
people may have periods of greater emotional and
cognitive clarity. Is there a risk of a catastrophic
reaction or intense distress for the old person? Does
the family risk becoming ‘pathologized’ by this
approach? Will family members be reluctant to
openly acknowledge and discuss the ‘dementia’ (a
terminal illness) with the clderly person present?
It may be difficult for staff with limited family
experience Lo deal with these issues.

Experience at York House Family Clinic

A retrospective case note study has been carried
out of the first 33 consecutive families seen in the
York House Family Clinic between 1985 and
December 31, 1990. Of the identified patients, 16
were diagnosed as suffering from a dementing ill-
ness, and 11 of these were diagnosed clinically as
having multiinfarct dementia and five as having
Alzheimer's disease (group D). Seventeen received
other diagnoses (group O). These two groups, and
the family interventions used in the clinic with
them, were compared using the detailed records
of each session. Sociodemographic details, infor-
mation on referral to the clinic, attendance at ses-
sions, discharge and follow-up information were
obtained from the case notes. Two team members
identified arcas of discussion and family therapy
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techniques used. (See Appendix for definitions of
terms used in the study. Copies of the family ques-
tionnaire can be obtained from the authors.) The
team discussed each family and rated outcome
retrospectively in each of three areas: for the family,
identified patient and ongoing contact with the old
age psychiatry service. Statistical analyses were car-
ried out using Unistat. Some of the findings from
the study will be used to illustrate this review. Sta-
tistics need to be interpreted with caution because
of the small numbers involved.

Table 1. Characleristics of the patients and their families
divided into demented and non-demented groups with
percentages in brackets

Dementis  Other
(N=16) (N=1T)
Sex of identified patient (1P)
Male B {50 2(12)
Female R(50) 15(88)
Ageof IP
Mean T84 739
Range 66-93 6781
Marital Status of IP
Married 7 (44) 7(41)
Single 1(6) 2012
Widowed £(50) B(47)
Living Status of Pastens
Alone 425 S(%
Sheltered 1(6) 1(6)
Elderly persons’ bome 0(0) 00y
Private home 0(0) 040y
Long-stay hospéital bed 0(0) {0
Own home with family 9(56)  9(53)
Family home with family 2(13) 2(12)
Stanus of IP when first seen
Inpatient 531 5029
Ourpatient T(44) 6035
Day patent (psychastric day hospital) o) 5(29)
Day patieat (psychogeriatric day
hospital) 4(29) 1(6)
Merkod of discharge from the olinic
Plannod 12005 7))
Failed to attend (9 1)
Other 0(0) 2(12)
Ongoing at 31,1290 1(6) 6(35)

Table 1 presents some characteristics of our
patients and their families. Although group D were
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older, this was not a statistically significant differ-
ence (chi-square = 5.39, df = 5, p = 0.37), but
they were more likely to be male (chi-square =
404, df = 1, p = 0.044), Marital status did not
differ between the two groups, nor did the patient’s
living circumstances at the time of first invitation
to the clinic, Status of the identified patient when
first seen was similar in the two groups.

The finding that more families in group O conti-
nued to attend the clinic after 31.12.90 is likely to
be related o the greater number of sessions for
which they attended.

Comments

Some of the differences between the groups are
not unexpected: group D were older, but the preva-
lence of dementia increases with age (Jorm, 1990).
The difference in sex distribution between the two
study groups is likely to be related to the excess
of people with multiinfarct dementias in group
D. This iliness presents with a fluctuating picture
which causes particular difficulties for families and
which may account for the over-representation of
multiinfarct over Alzheimer dementia in group D
as a whole. Another potential stress for families
may be shown in the details of living situation,
where a surprisingly high proportion of referred
people live in their own home with other family
members. Gilleard et al. (1992) studied the attitudes
of district nurses, GPs, hospital doctors and social
workers towards family therapy for older adults,
and found that carer stress was given as one of
the three main reasons for referring an older person
to family therapy.

TASKS OF FAMILY THERAPY WITH
FAMILIES COPING WITH DEMENTIA

The family conference has been seen simply as a
strategy for deciding how 1o share responsibility
among members of families caring for a demented
member, and offering a forum for getting together
all those involved (Schmall and Pratt, 1989). It
could be regarded as a resource for the whole family
(Sholevar and Perkel, 1990). It offers but one way
of addressing family 1ssues.

Gruncbaum and Friedman (1988) have described
five tasks in building collaborative relationships
between families and mental health professionals:
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ensuring that the family has the opportunity to be
heard, imparting information, helping the family
deal with feclings related to the identified patient’s
illness, identifying family coping patterns and help-
ing family members face conflicts between their
own neceds and those of the identified patient. The
first two may often be readily addressed without
the need for formal family therapy. The last three
may be of particular value in family work with
dementia sufferers and their carers. Chase and
Holmes (1990) viewed the roles of family therapy
differently and suggested three: as a primary agent
of change, as a preliminary to the acceptance of
treatment, and as an adjuvant to the use of other
treatments. If we try to apply these models to
dementia, then treatment will need to be interpreted
broadly, to incorporate social and psychological
management, rather than narrowly as meaning just
physical treatments. Tt is likely that any role for
family therapy in families coping with dementia as
a primary agent of change will be limited, and
Chase and Holmes’ latter two areas are more likely
to be appropriate. A problem-focused approach
may be suitable, as described by Sholevar and Per-
kel (1990).

York House Family Clinic

Arcas of discussion during the family meetings
are listed in Table 2. They are ranked in descending
order taking the group as a whole, Chi-squared
tests were performed on the data using 2x2 con-
tingency tables divided according to group (D or
0) and whether the topic featured in discussion;
significant p-values are indicated. The referred per-
son's forgetfulness and the referred person’s behav-
iour were more likely to be discussed with group
D families. These differences are likely to relate
to the particular symptoms exhibited in dementing
illnesses. Change in time spent together by family
members featured more often with group O fami-
lies. Although housing problems, marital problems
and retirement featured more in meetings with
families in group O, these did not reach statistical
significance.

Table 3 presents the number of sessions carried
out with the whole group and with cach subgroup.
It shows that group D were seen for fewer sessions
(mean 1,6) than group O (mean 3.2) but this differ-
ence was not statistically significant. Table 4 pres-
ents the number of family members present at each
family session, and demonstrates that more mem-
bers were present at group D than group O sessions.
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Table 2. Arcas of discussion in the two groups of familics during family meetings with percentages in brackets

Dementia Other Toul
N=16) (N1 (V=3l)

Referred person’s phiysical bealth £{50) 11 (65) 19
Decision about change of residence 8{50) 9(53) 17
Other family members' mental health 631 9(53) 15
Bereavement 6(31) Tl 13
Other family members' physical health 7(44) 6(35) 13
Referred person’s forgetfulness 10463) 1i6) 11**
Referred person's bebave B (50) 2012) 10
Seckmng medical solutions im 6(35) 9
Recent change in time spent together 1(6) E(47) 9*
Diffcalty controlling anger/temper 303 4(24) 9
Financial problems 213) 6(3%5) X
Leaving bome 4(25) 3(1%) 7
Marital problems (other family member) 2(13) 5(29) 7
R ing p BCrOsS g i 213 424 6
Housing problems 1(6) 5(29) 3
Social status differences 4(25) 2(12) 6
Problems associated with work or unemployment 2(13) 429 6
Mantal problem (IP + spouse) 1(6) 4(24) s
Alcohol problems 2(13) 38 5
Retirement D) S(29) s
Suicidal ideation 2(13) 2(12) 4
Family secret 1 (6) 2{12) 3
Longstanding family rift 1(6) 1(6) 2
Unemplayment of family member o) 212 2
Referred person's sensory deficit 2003 00y 2
Drugs problem 1(i6) 00y 1
*D0O5> p>0.02,
w0002

Table 3. Numbers of sessions carried out with groups  Table 4. Numbers of family members present at cach

Dand O family meoeting
GroepD  Growp O Total No. of family GrowpD  GroupO Total (D+0)
(Group D+0)  members present
No. of sessions 2% 4 80 2 ! 26 27
No. of patients 16 17 33 3 9 17 26
Mean number of 1 8 5 13
sessions 1.6 32 24 5 i 4 5
6 s 1 o
7 1 ] 2
Comments ’ : 9 ;
X ald o Total m 156 267
It is not surpnising that the referred person’s for- :rmims 2% 54 80
getfulness and behaviour were more often discussed  Meap family
in group D, given the diagnosis of dementia. It members 43 28 33

is possibly more surprising that there were so few
other differences, and that both groups had much
in common. Change in time spent together by
family members might have been expected to figure
prominently in both groups in the light of Ratna identified by Grunebaum and Friedman (1988) may
and Davis’s study (1984). Some of the five tasks be appropriately addressed in the context of these
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discussion areas, particularly helping the family
deal with feelings related to the person’s illness
{especially behaviour changes and forgetfulness)
and helping family members to face conflicts
between their own needs and those of the identified
patient,

Goldstein (1990) has examined the role of family
therapy and mutual support groups for carers, and
found that certain topics are more likely to come
up in one setting or the other. In family therapy
elder neglect, abuse and exploitation are more hik-
ely 1o be discussed. Unfortunately, information on
abuse was not specifically sought in our review,
although we arc awarc that it is an issue for a
number of families we see and further research on
this area is planned.

Families with dementia more often attend once
only to resolve a crisis, frequently the crisis of
whether the demented member should move to
alternative accommodation or not. The fact that
more family members attended group D meetings
may imply that demented people have large fami-
lies, or that their family members are more likely
to attend (perhaps they may have changed their
lifestyles to accommodate the old person’s
dementia, eg by giving up work), or that their fami-
lies are more likely to become/remain involved, or
that the crisis draws the family together, Another
factor here is that group O families were more likely
to attend for a series of sessions and sometimes
particular family members attended together by
agreement to address issues in their relationship,
in the absence of other family members.

In broad terms, this crisis use (for families coping
with dementia) may fit into Chase and Holmes'
(1990) category of family therapy as a preliminary
to the acceptance of ‘treatment’ (in its widest sense).
Families coping with illnesses other than dementia
are seen more often, which may reflect the use of
family therapy as an adjunct to the use of other
treatments #nd also as the primary agent of change.
This finding is an important one to reflect upon,
since it may show our own perception of how to
help these families rather than theirs, Perhaps the
famihes of people with dementia should be offered
a follow-up appointment when the crisis has been
resolved, 1o allow consideration then of whether
any further sessions would be helpful.

Greene (1989) has already observed that families
of demented people tend to remain in therapy for
relatively short periods, She sees therapy as mobi-
lizing the family system on behall of its members
and facilitating more positive interdependence.
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GENDER AND CAREGIVING IN
FAMILIES WITH DEMENTED RELATIVES

York House Family Clinic

The 111 family members who attended group D
(and 156 in group O) sessions were classified
according to their relationship to the referred per-
son. The spread of relationships is shown in Table
5. Sons and daughters-in-law were more likely 1o
attend group D mectings compared with group O
meetings. Sisters and brothers-in-law were more
likely to attend group O meetings than group D.

Table $. Relationship of family members attending

family meetings 1o referred patient

Relationship GroepD  Group O P
Sous ” 12 0.0003
Daughters 21 28 0.6%
Spouses 13 18 088
Son-in-law 4 4 0.90
Daughter-in-law 18 3 0.000]
Sister 0 1" 0.01
Brother 0 3 0.38
Brother-in-law 0 1 0ol
Stepdaughier/stepson 1 | 063
Granddaughter/son 1 B 012
Nicce/n. husband 0 6 0.0
Boylriend 0 2 0.63
Identified patient 26 52 0.1
Total attendances " 156

Comments

The different profiles of members attending in
the two groups 1s difficult to interpret, The finding
that sons were more likely to attend group D meet-
ings may be related to the finding that men tend
to specialize more in the ‘managerial’ aspects of
care (Collins, 1992), and group D meetings were
more often used to make ‘management’ decisions.
Horowitz (1985) pointed out that sons who care
expect active support from their wives, so the
numbers of daughters-in-law attending meetings is
perhaps unsurprising. Women who care may not
have the same expectations of their partners, so
the dispanity between daughters and sons-in-law
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attending group O meetings may be similarly unre-
markable.

INSTITUTIONALIZATION

The move to institutional care is & stress for families
which can be approached using family therapy
(Rodway et al., 1987). Solomon (1982) sees four
possible crises or stages: the decision to enter,
admission, the move to a more intensive level of
care, and dying in institutional care. She perceives
a need for institutions to enter into ‘partnership’
with families.

POSSIBLE MODELS OF FAMILY
THERAPY

Pottle (1984) described a domiciliary psychogeria-
tric team which used brief problem-focused inter-
ventions designed to encourage the family network
to mobilize its own resources. Their model invoived
convening as many members of an old person’s
supportive network as possible, with particular
importance attached to involving the person who
wants change to take place. With its emphasis on
positive reframing and affirming the value of family
and neighbour support, this model is readily appli-
cable to families coping with dementia. The use
of a family therapy clinic within an old age psy-
chiatry service has been described elsewhere (Mar-
riott and Pickles, 1987; Benbow et al., 1990). In
Central Manchester the clinic has now been operat-
ing for over 6 years and the approach has evolved
over time, but is broadly systemic. Hughston er
al. (1989) have argued that successiul treatment of
adults will need 1o be systemic, ic “to take mto
account the context of the older adult as an orga-
nized whole with parts or subsystems continuously
interconnected in a mutually regulatory. patterned
relationship ... (in order) to formulate a systemic
and comprehensive treatment plan'.

A focus on problems has been seen as appropri-
ate in families canng for someone with a dementia
(Sholevar and Perkel, 1990), Bonjean and Spector
(1988) describe strategic therapy as a useful prob-
lem-solving framework. which they regard as more
compaltible with the outlook of elderly people than
more traditional approaches in that it is short-term
and defines specific realistic goals. They describe
work with a couple where the husband had been
diagnosed as suffering from Alzheimer's disease,
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This solution-focused systemic strategic family
therapy may be flexible enough to allow the needs
of all family members to be heard and considered,
and also takes into account the developmental and
relationship context (Bonjean, 1989). Bonjcan
(1989) describes how the focus is initially on the
older adult but later shifts to take in the whole
family, and how its members adapt to the depen-
dence, deterioration and loss of a progressive
dementing illness while protecting individual
family members' development. She sces the
dilemmas of care as reawakening old family con-
flicts.

Roper-Hall (1992) argues the case for systemic
family therapy and feels that seeing the family
together when referral is organized about illness
and/or dependency can provide a context with the
potential for ‘co-creating alternative ways of under-
standing the situation'. She illustrates her views
with an account of an elderly woman with memory
difficulties following stroke, but they would apply
equally to a family coping with a progressive
dementia.

In reviewing the use of the clinic, some of the
questions we wanted to starl 1o address were: is
the clinic uscd for families coping with dementia
in a similar way to its use for other later life families,
and are there any particular areas of dementia care
where family therapy might be of particular value?

York House Family Clinic

All families attending this clinic included a mem-
ber over 65 years of age who had been referred
to the old age psychiatry service with a problem
perceived by the referrer as psychiatric. They had
been identificd by a member of the old age psy-
chiatry staff as having a family problem, referred
to the clinic and the referral accepted as appropri-
ate for assessment or treatment in the clinic, At
present we do not have defined selection criteria,
but the process of review and evaluation of our
work, which continues, aims (o attempt to tease
out possible criteria and to start to address outcome
by examining family satisfaction with the clinic.

Techniques used with families are ranked in des-
cending order (taking the group as a whole) and
presented in Table 6. Chi-squared tests were per-
formed using 2X2 contingency tables divided by
group (D or O) and by whether or not that tech-
nique was used. No significant differences were
found. The table demonstrates that a spread of
techniques was used in both groups, with little evi-
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Table 6. Techniques used in mestings with the two groups of families with percentages in brackets

Technique Dementia (N = 16) Other (V= 17) Total (¥ = 33)
Pasitive reframe 13(81) 16 (94) 29
Circular questioning 11{69) 12(71) 23
Structural techniques 9(56) 11(65) 20
Genogram T(%4) B(47) 15
Task-seiting 6(38) T(41) 13
Other * 6(38) 2(12) 2
Therapist assignod to ally with family member (9 3(8) 6
Transgenerational analysis 2(13) 4(24) 6
Paradox 2(13) 5(29) 5
Prescribing symptom 00 2(12) 2
Modeiling 2{13) 00) 2

Split message 00 2{(12) 2
Exploring family myths L] 1(6) |

@ Inclndec inf

ing, goal-setting.

A

dence that particular techniques were preferentially
used in one group rather than the other,

Comments

The finding that technigues used with families
did not differ between the two groups suggests that
similar techniques are useful for families, regardless
of whether one of them has an identified dementia
or another psychiatric probiem. We had suspected
that behavioural techniques might be more often
used in group D, but this was not supported by
our results. Some techniques we would regard as
intrinsic to our work (eg circular guestioning and
positive reframing), but analysis of the wrntten
records of sessions did not reveal them to have been
used in all families. This might reflect the selectivity
of the observer who made the record, who must
inevitably screen out some material and is likely
to more often reject that which is unremarkable
and regarded as intrinsic to that clinic’s style.

OUTCOME AND EFFECTS OF FAMILY
THERAPY

Zarit et al. (1987) looked at interventions with the
carcgivers of dementia patients, comparing family
work with support groups. The model of family
intervention was behavioural in orientation, based
on stress management, and lasted for 7 weeks. They
found lower levels of burden and psychiatric symp-
toms following treatment, but improvement was
no greater than for families on the waiting list, who

subsequently went through the treatment pro-
gramme, There was no long-term control group,
but improvements were maintained at 1-year fol-
low-up, The authors argued that a 7-week period
may have been oo short to demonstrate change.
Their study reveals some of the difficulties in
designing research to look at change in response
to therapy, in using a control group and in selecting
outcome measures, particularly in relation to the
deteriorating condition of a person with dementia
and the inevitably associated stress for family mem-
bers. Gilleard et al. (1992) asked a group of pro-
fessionals which problems would be most likely to
benefit from a family therapy approach. Family
conflict was most often considered suitable (467%)
with carer stress second (28%). Both of these are
commen problems in families coping with a
demented member, although the authors point out
that their respondents contrasted these problems
with the problems they perceived older adults as
seeking help with (loneliness, depression, dementia
and the need for social services).

York House Family Climic

QOutcome for each family was classed as not
helped, moderately helped or considerably helped
for the referred patient, family and team, by team
consensus. This is a crude attempt to start to exam-
inc outcome, and the team recognize that it is unsa-
tisfactory in a number of ways (Bloch er al,, 1991),
Table 7 shows the team ratings, with little difference
between groups D and O,
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Table 7. Outcome as rated by team consensus retrospec-
tively

GroupD  GroepO
(N=15) (N=11)
Referred patient
Not helped 427 19
Moderutely helped 6.(40) $(4%)
Considernbly helped £(33) 5(45)
Famuly
Not helped ] 19
Moderately helped $(33) 4(36)
Considerably helped 9(60) 6(55)
OAFP Team
Not helped ] 0(0)
Moderately helped 7(4T) 5(45)
Conssderably helped T(47) 6(55)

Note: Seven famifies still attending as at 31/12/90.

CONCLUSION

Provisionally our conclusions are that review of
the literature and of our work suggests that family
therapy can be useful in work with families coping
with dementing illnesses and can be employed
within an old age psychiatry service. There are,
however, practical differences involved in working
with these families. Family therapy offers exciting
possibilities for old age psychiatry teams, and
further research on its use and implications is
needed,
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APPENDIX

Notes to aid completion of family questionnaire

1. Genogram circle if there is genogram in family
clinic notes,

2. Circular questioning: questions designed to cli-
cit information to better understand the con-
nectedness of the system, eg asking a family
member what another member would have
said/done.

3. Transgenerational analysis: looking at pat-
terns/links recurring across generations,

4. Family myths: a body of beliefs that the family
has about itself and its members which has
some stability conferred by having been repea-
tedly confirmed by family consensus over the
years, eg ‘all people who move to hospital dic’,
‘expressing sadness will lead to madness/loss
of control’, ... elc.

5. Therapist assigned to ally with family member:
ic team have agreed to do this as a therapeutic

plan,

725

6. Drama work: circle if used within the family
session(s).

7. Role play: a family member was asked to role
play within the family session.

8. Role reversal: therapist and client or two lamily
members reverse roles and actively play the new
role in the session.

9. Sculpting: asking family members to adopt par-
ticular positions/postures.

10. Empty chair: a chair is left intentionally vacant
for an absent member.

11. Positive reframe: relabelling an action, state-
ment, thought, positively, eg ‘vour anger shows
your concern’, ‘your action is protecling your
mother’.

12, Prescribing symptoms: prescribing/telling the
person to continue with their symptom, eg we
want you to continue being ill/not taking your
tablets, etc,

13, Paradox: an intervention which, if followed,
will accomplish the opposite of what it is seem-
ingly intended to accomplish, eg giving a mess-
age which it is intended the family member(s)
will resist/do the opposite to/act in a different
way 10,

14, Split message: team present a message but
some/one member(s) of the team present an
alternative message to the family.

15. Structural moves: includes asking family mem-
bers and/or therapists to change chairs; asking
family members to speak directly to one
another rather than to therapist; delineating
boundaries.

16, Task setting: (2) intrasession, eg give family
a task to do during the break or in session;
(b) intersession, ¢g give family a task to do
before next session,

17. Modelling: therapist models'demonstrates a
different emotional or behavioural response to
a given situation.

18. Other(s): be over-rather than underinclusive.

NOTE: This publication is copyright John Wiley & Sons, Ltd, and is reproduced

here with permission (licence number 2487030840578).
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Family therapy with elderly people
Susan M. Benbow & Alison Marriott

Those who work with older adults will inevitably
find themselves working with families. Indeed
assessment of an older person is often difficult if
members of their family and social network are
not involved. Referrals to social and psychiatric
services are often precipitated by family changes.
Ratna & Davis (1984) described 142 consecutive
referrals to a community old age psychiatry service
and found retirement, family conflict, departure
of or illness of a carer, or bereavement precipitated
60% of referrals. Thus, work with older adults will
often necessitate work with families, although it
may not be seen in those terms.

A history of family therapy

Family therapy began to develop in the UK and
the USA in the 1950s. Theoretical models were
developed in which the family was regarded as a
system and contributions to the developing field
came from many areas including psychoanalysis,
mathematics, cybernetics and communication
theory. The family as a system was conceptualised
as an entity whose component parts interact and
evolve together in ways which maintain the
system. Instead of regarding symptoms as a
problem for individuals, problems were seen as
having a systemic function in maintaining or
unbalancing relationship patterns involving
individuals. From the shared systemic under-
standing various schools of family therapy
developed (‘structural’, ‘strategic’ and ‘systemic’
models of therapy; see below).

Traditionally, family therapy has probably been
used most in work settings with younger families,
particularly those with young children or adoles-
cents. There is, however, a growing interest in using

family approaches and techniques with older
adults. Chronic illness of any sort can send ripples
through the extended family, so family work may
be as important in work with physically as with
mentally ill older adults. Since family support often
becomes important as people age, it could be
argued that family therapy may be at least as useful
in later life as in younger familes.

Family systems therapy

Jones (1993) defined a system as:

a group of elements in interaction with one another
over time, such that their recursive patterns of
interaction form a stable context for individual and
mutual functioning.

The focus is on the relationships between parts of
the system rather than the individuals involved in
it. The designation of what consititutes or is involved
in the system is a distinction drawn by an observer
and is open to other interpretations. Feedback and
circularity are important ideas in considering
interactions. If A tells B to do something and B does
it, then this may affect A’s behaviour in future: she
may be more likely to tell B to do something. A's
actions therefore influence B's, but B's response to
A’s actions also influences A’s future actions. This
circularity leads to ideas of positive and negative
feedback in interactions between individual family
members. Punctuation refers to the way in which an
observer selects out particular sequences of
interaction. An observer may choose a linear
punctuation, such as A tells B to do something and B
does it, or a circular punctuation, such as A is more
likely to tell B to do something because B has always
expected A to make the decisions in their relationship
in the past. Circular views of interactions between



individuals can avoid both the attribution of blame
and the need for assumptions about initial causes.

These ideas are as relevant to later life as to
younger families, perhaps even more so since older
people in families will have established patterns
of interactions over long periods of time.

Models of therapy

Structural family therapy

A structural therapist joins with a family, challenges
them and then offers alternative ways of behaving
using verbal and non-verbal techniques. Once
families have tried out alternative patterns of
behaviour new relationships develop which are
thought to be reinforcing.

Structural therapists are interested in sub-systems
within families, and ‘healthy’ families are seen to be
those in which boundaries between the sub-systems
are effectively established. In later life boundaries
between sub-systems may change; thus, if there are
sub-systems of children, parents and grandparents,
when the grandparents become frailer and in need
of more support the boundaries may need to be

iated to allow for continued family function-
ing. Sometimes families may seek assistance if
renegotiation cannot be achieved by their own efforts.

Strategic therapy

A strategic therapist aims to remove the power of
the symptom in defining family relationships by
changing family organisation in a stepwise fashion.

Some have argued that strategic therapy offers a
useful problem-solving framework that is more
compatible with work in late life since it is short-
term and defines realistic goals (Bonjean & Spector,
1988). societies may regard older people
and older life cycle changes as ‘problematic” -
negative stereotypes of ageing and ageist attitudes
may be common. This may fit with a strategic
approach. A family may view their situation in coping
with an ageing family member and that person’s
needs as a problem requiring a solution. A solution-
focused therapy may thus offer effective intervention.

Milan systemic therapy

A systemic therapist aims to change the family’s
beliefs. Therapist neutrality and teamwork are
often intrinsic features.
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Roper-Hall (1992) argues that systemic family
therapy can provide a way of “co-creating
alternative ways of understanding the situation”,
and is particularly appropriate in later-life work,
where referrals may involve illness and/or
dependency. Systemic therapy tries to help a family
generate their own ways of dealing with a situation
and may be particularly appropriate when a family
faces a situation which is unlikely to change (e.g.
chronic physical or mental illness or the inevitable
decline of a dementing illness). If the family
members’ beliefs and perceptions change, then this
may influence how they cope with what is
effectively the same situation.

Other family interventions

Work on expressed emotion (EE), which involves
interviewing family members and measuring
critical or hostile comments about the identified
patient, has led to a psychoeducation model of
intervention. For example, Barrowclough & Tarrier
(1992) describe an intervention model for people
suffering from schizophrenia and their families.
This approach emphasises the importance of family
interactions and family responses to the well-being
of individuals with serious mental health problems
in terms of relapse prevention and high EE. This
approach could be considered for families with
high levels of EE who are struggling with chronic
or recurrent illness in older family members.

Family therapy applied to
older adults and their families

The techniques/ideas selected here are a few of
those core family therapy ideas which can be useful
in everyday practice with older adults. They may
not necessarily be the most important but can
nevertheless be influential outwith the family
therapy clinic.

The family life cycle

The family has a life cycle, as does an individual.
One model divides family development into six
stages of which five cover the period from single
adulthood to launching children and one final stage
is seen as spanning retirement until death of both
partners (Table 1) (Carter & McGoldrick, 1989).
This model is unbalanced since the final stage
could, with shorter periods of child-bearing, early



Family life cycle stage Key Issues

Leaving home: single
young adults

Accepting responsibility
for self; independence

Commument 1o a new
family; negotistion

Joming families
through partnership
the young couple

Families with young  New members join the

children system

Familivs with
adolescents

Flexibility of boundaries
to allow growing
independence; ageing of
grandparents

Launching children
moving on

Exits from family and
renegotiation of
partiership; ‘emply nest

Later ife family Shifting of generational

roles

retirement and extended life expectancy, cover as
many years as the first five. This imbalance could
imply that the later stages of the family life cycle
involve fewer developmental tasks,

However, later stages of family life involve many
adjustments. One partner may retire first, followed
by the second. Iliness and disability of family
members may occur. For older family members their
roles as grandparents may involve different forms
of child care and support of their own children, now
themnselves parents. Many people may become great-
grandparents, with implications for all generations
of the family. Loss of their peers may occur, and loss
of the status associated with adulthood and
paid employment. Eventually one partner dies and
the surviving partner faces additional social
restrictions associated with widowhood.

Later family development may involve parents
accepting the need to depend on others including
their children, and adult children accepting that
parents may need to accept help from and to
depend on them. Attachment theory can be seen
as important here. Adult children may anticipate
parental decline by taking on care-giving before
help is actually needed, or feel stressed despite
providing little or no help. Perceived parental
dependency may relate to negative feelings more
than the amount of practical help given,

An understanding of later life cycle issues can
be vital to an understanding of the difficulties
experienced by older adults referred to services,
it also helps professionals to take a more holistic
and comprehensive approach to care as the
individual will be treated within the context of the
stage of life they have reached, and the life cycle
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issues which other family members are facing will
also be taken into account.

Cross-generational interplay of life
cycle problems

When one generation faces an important life cycle
transition, another generation of the same family
may be facing its own transition point. If the needs
of the two generations are incompatible there is
lack of ‘complementarity’ or “fit’.

The family life spiral is another way of looking
at this (Fig. 1). At some times in family develop-
ment family members are closely involved with
one another (e.g. during times of childbirth and
death). At others family members are orientated
more towards interests outside the family (e.g.
during adolescence, the 40s and early retirement),
If one generation is passing through an outward-
looking phase when another seeks closeness,
tensions may arise (Combrinck-Graham, 1988).

When working with older people their families
may often be facng these tensions. For example, a
person’s expectations of retirement may not accord
with their partner’s or children’s expectations. The
older person may look forward to more time at home,
more freedom to pursue interests or more bore-
dom.Their partner may anticipate more help with
their own tasks, more companionship or more
closeness. Adult children may expect more help with
babysitting, more visits, more time together as a
family. There may be marked differences between
the expectations of different generations, and in
expectations of care, which may lead to conflictand /
or disappointment among family members.

Genograms

The use of a genogram or family tree is an
economical way of collecting, organising and
storing information (Fig. 2). Although genograms
may be regarded as a distinctive feature of family
therapy they can be used in routine practice and
can be a useful part of case notes.

Many older people who have had long-standing
illnesses will have enormous case files with
information buried deep within them. A genogram
can be used to summarise family information and
to highlight important landmarks, illnesses etc.
This can also be a useful tool in general practice.

Circular questions

Circular questions aim to gather information by
asking questions in terms of differences and hence
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Category Description

Sexpuential Enguire about specific behaviours m
SPLCHIC CIrTummstanaes

Action Enguires into differences indicated
by behaviour

Clasalfication  Allows ranking of family resporses

Diachronds Investigates changes in bohaviour
Indicating changed relationships at
two Llme points

Hypothetical  Investigates differences in opinson
regarding imagined situations

Mind reading  Examines commanication in a tamily

of relationships. Table 2 summarises the six main
categories of questions, In therapy the questions
are linked with systemic hypotheses, but they are
thought-provoking questions which can havea role
in day-to-day work with families. They help
professionals {and family) to understand the
relationships between family members, how they
perceive one another and what their expectations
of services and change are. At an initial home
assessment visit it can be useful to ask a referred
person what they were hoping for from the
assessment and what they think various important
others were hoping would come from it.

Reflecting teams

Tom Andersen and coworkers developed the use
of reflecting teams (Andersen, 1992). Originally
this involved team members talking about their
ideas regarding a family while the family and
therapist listened. It can be seen as an extension of
Bateson's concept of double description which
Jones (1993) describes as:

obtaining more than one view of an event (which)
would enable us to achieve the cognitive or emotional
equivalent of binocular vision, thus gaining, in a
metaphorical sense, perspective on our observations
and experiences,

It carries with it an expectation of openness
between family and professionals and a change in
the balance of power.

This model fits too with the way many multi-
disciplinary teams work by drawing on the ideas
and contributions of various team members with
different perspectives rather than relying solely on

Examples

When your mother says she will never go into a Home,

whirt does vour brother do?

What does your mother say or do that makes you say

she Is confused!

Wheo in the famuly most thinks that ptting yous

mother ina Home will solve the problem?

Mid Frank and your mother got close bofore or after

vour father died?

Suppose your mother decided to go into a Home,

whose fife would change most in the famaly?

It vour father were still alive today what would he

think about your mother going into 2 Home?

the most articulate, most senior or loudest team
members,

Family therapy with older
adults

Formal family therapy is used with older adults

and their families in a number of centres around

the UK, It is used with functional psychiatric
illness, with organic brain syndromes and in those
with chronic physical illness.

Functional psychiatric illness

We use family therapy with families where
functional iliness leads to their contact with the

service, often utilising family therapy alongside
other therapeutic activities (Benbow et al, 1990).

Case history

Miss E., a single woman of 74 years old, presented
with an agitated depressive illness with marked
biological symptoms. She lived with her sister and
brother-in-law and had retired at 64. Their mother
was described as having melancholia and two sisters
had had psychiatric treatment. After initial assess-
ment at home, antidepressive drug treatment was
started but Miss E. deteriorated, appeared to be
‘confused” and was admitted to in-patient care. On
the ward the antidepressives were cut down and she
appeared well. After successful home leave she was
discharged but within three days became severely
depressed with Ideas of guilt, hopelessness and




worthlessness. She went to a local reservoir intending
to drown herself, but was taken home by a neighbour
and readmitted. After a short course of ECT she was
mildly elated, but stabilised and was discharged
home on maintenance drug treatment, Her symp-
toms started to reappear within two weeks and she
was readmitted depressed, suicidal and psychotic
six weeks after discharge, On the ward she soon
improved. A formal family meeting was arranged
with Miss E., her sister and brother-in-law.

In conversation it emerged that the two sisters had
always been close and in some ways her sister had
always parented Miss E. Her brother-in-law’s
forthcoming redundancy had caused worry for all
three family members and before her {liness started
Miss E. had bacome more independent (e.g. buying
a piano).

Team hypotheses included the following:

(a) Was Miss E.'s ‘growing up’ allowing space
for her sister and brother-in-law to become a
married couple?

(b) Was Miss E.’s illness keeping her sister from
worrying about her husband’s redundancy
and their future relationship?

{c) Was Miss E’s depression keeping her sister
busy and well (since her sister too had a
history of depression)?

All three family members were facing important
transitions: what conflicts were there between their
needs?

This initial meeting led on to a series of 12
meetings during which Miss E. decided to move
into a residential home and eventually her sister
and brother-in-law were seen several times as a
couple. appeared to become closer over time,
although both found losing Miss E. difficult. Miss
E. settled in to her chosen residential home quickly,
made new friends, limited her visits to the family
to once weekly and started to do things she had
not done for years (e.g. going to town on the bus
shopping). When contacted for follow-up by
telephone some months after the final session, her
sister and brother-in-law had found new interests
and become more involved with other family
members, as well as continuing weekly contact
with Miss E.

Organic brain syndromes

Family therapy has been used in a number of
settings with families whose members suffer from
chronic illness. Dementia is one chronic illness with
repercussions for the whole family. We have
reviewed our experience in this area (Benbow et
al, 1993). We commonly involve the cognitively
impaired family member in family meetings and
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often see families for a small number of sessions
stretched out over a fairly long time course,
sometimes years, as they struggle to adjust to the
dementia sufferer’s decline. The issues discussed
are often similar to those discussed in families
coping with functional illness and we use the same
approach or range of techniques in working with
them. Feedback to date is generally positive,
although we are still evaluating outcome. We
believe that the relationship between family and
psychiatric service is more collaborative overall

using this approach.

Case history

Mrs M., a widow in her 90s, lived with her
widowed daughter and presented with cognitive
impairment and some depressive symptoms. Her
daughter felt stressed and anxious caring for her
mother, who was a strong-minded, independ
woman, reluctant to accept help from outside the
family. She had a married son with long-standing
physical health problems and another son had died.
Over a period of several years Mrs M., her daughter,
daughter-in-law, son, granddaughter, grand-
daughter’s husband and great-grandson in vanous
combinations met on several occastons to negotiate
together how to support Mrs M. and her daughter
and to discuss how the whole family had been
affected by her iliness. Eventually Mrs M. moved
into a residential home as her health deteriorated,
but the family meetings, although separated by a
number of months, appeared important in negotiating
her care In the community for several years.

Family therapy within the
wider psychiatric services

Our interest in family therapy has had effects
throughout the old age psychiatry service.

Community service

Where the family / members of the support system
have not been seen, it could be argued that
agsessment of the older person is incomplete. The
reason for referral may be related to family changes
or perceptions rather than changes in the medical /
psychiatric state of the older person. Thus,
community staff may be more likely to involve
family /other supporters throughout their contact
with older people in services which take a family
therapy approach.

Sometimes community visits by individual staff
members may be met by groups of family members
concerned about their older relative. It is helpful



to be able to draw on family therapy training and
ways of understanding which act as resources in
dealing with situations like this and which may
help us as professsionals to consider alternative
ways of dealing with difficult situations. One
particularly difficult situation can be when family
members are more concerned about a situation
than the older person themself is.

Day hospital

We have involved family/other supporters in
review meetings in the day hospital since our
involvement in family therapy. There is a balance
between the need for openness and family
involvement and the perceived right of the patient
to confidentiality with regard to details of their
iliness, This can be an area of potential conflict but
if we perceive our role as one of helping the
whole family, rather than an individual in isol-
ation, this can alter the openness/confidentiality
balance. Being clear where we stand in relation to
this will help us to address the dilemma with
family members where there are particular

problems,

Hospital wards

Involvement of family members throughout an
admission can be very difficult and time-consum-
ing in practice, so often one member of the old age
psychiatry team will need to act as primary liaison
with the family. Sometimes formal family meetings
may be arranged while an older adult is on the
ward. On one ward we involve family /other carers
in meetings with the staff team prior to making
discharge decisions or arrangements.

Case history

Mr R., aged 66, was admitted after a serious suicide
attempt failed, He gave a history of depressive illness
following unwelcome retirement on admission, but
within a few days of his arrival on the ward he
claimed to be back to his normal self and he and his
family requested early discharge home. A family
meeting was arranged in the family clinic and
attended by Mr R, his wife, one son and daughter-
in-law. All those present discussed the suicide
attempt, events leading up to it and ways to help
Mr R. adjust to his new lifestyle as a retired person.
The family worked out with the therapists how they
would like discharge to take place and what
support/follow-up might be helpful and for whom.
The relationship between team and family changed
from one of suspicion and mistrust to one of
collaboration in working towards shared goals.
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A formal family clinic

We also run a formal family clinic which takes place
weekly in a resource centre about 1.5 miles from the
hospital. The clinic is staffed by a multidisciplinary
team including community nurses, medical staff,
psychologists, nurses from other settings (especially
day hospital), social workers and occupational
therapists. Families are seen for about 1-1.25 hours
by two therapists, and the rest of the team act as a
consulting team, offering reflections to the therapists
before and after the meeting and during a short
intermission before the family meeting closes. We
have found that the use of co-therapists allows us to
be open and creative with families. We usually work
with a mixed co-therapy team.

A video link allows the team to watch and listen
to family sessions and we usually (when the family
agrees) make a recording of the session.

Outcome and effects of family
therapy

The study of outcome in family therapy is problem-
atic. Controlling studies can be difficult and outcome
measures are not well established, particularly when
working with a family coping with a terminal illness
such as a dementia. We have used team consensus
ratings (Benbow et al, 1993) but these are blunt
instruments and open to observer bias. We have also
experimented with asking families to rate the
outcome of their contact with the clinic. This can also
be difficult to interpret because families where the
team rate the outcome as ‘considerably helped” have
sometimes expressed the view that they have not
been helped at all since the eventual outcome has
not been the one which individual members of the
family were originally hoping for. An example would
be where a son wanted to move in with his mother
and care for her, but they both decided after meetings
in the clinic that she should move into a residential
home. Part of the work with the family would
perhaps be to consider for whom and how this was
a good outcome, but ratings made by the family may
be coloured by the difference between outcome and
original intent,

Currently we are locking at how to combine
therapist/team ratings with family ratings.
Another approach would be to agree with the
family at the outset what they are looking for from
the family clinic, in order that family and therapists
can then look back at how goals have been met.
The area of work may, however, evolve as the
family are seen over time, so that initial goals may
not always be relevant at the end of therapy.
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Multiple choice questions

1. Which of the following statements about family

therapy techniques are true:

a the family life cycle emphasises the important
development tasks of later life

b the genogram is a useful way of summarising
information about a family

¢ dircular questions involve asking the same
question of several different family
members

d reflecting teams are therapy teams separated
from the family by a one-way mirror

e these techniques can only be used in formal
family therapy dlinics.

(c) 1997 The Royal College of Psychiatrists. Reproduced with permission.
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2. Family therapy with other adults:

a
b

c
d

can be used alongside other psychiatric
treatments

is contraindicated by a diagnosis of dementia
may raise questions regarding confidentiality
may involve a small number of meetings over
a long period of time as families adjust to
chronic illness

helps professionals to take a holistic approach
to care.

X Fanuly therapy:

a may be helpful in working with families
coping with chronic physical illness in later life
has clearly established outcome measures
using a systemic approach aims to change
family members’ beliefs

can use a psychoeducational model to try to
reduce levels of emotional expressivity

can help families to generate their own ways
of dealing with a situation.

h Wlllun a psychiatry service:

a family therapy training is useful for staff
meeting with families in the community
family therapy ideas can have effects
throughout the service

in-patient care is not compatible with formal
family therapy

family therapy can alter the relationship
between professionals and families

family therapy should be evaluated and
audited.

MCQ answers

L - S - 3
mmmem
aan e N
- -
AN oM W
T
A AT
-




154

Publication 5.
Benbow, S.M. & Crentsil, J. (2004). Subjective experience of ECT

Bulletin. 28 p. 289-291.

y Builetin (2004), 28, 729-29! ﬁ

SUSAN M. BENEOW AND JOE CRENTSIL

. . s i original

Subjective experience of electroconvulsive therapy papers
AIMS AND METHOO RESATS CUNICAL IMPLICATIONS
Peopl ing elect flsve Side-effects were cammonly We recommend routine manitoring
the ragy (ECT) m one clinic reported but predominantlyrated  of the ubjective sxperience of ECT,
completed side-effect rating & mild or moderate Most peopile during treatment and on completion
Qquest iresduring trestment reported that ECT had made thema  of the course Ratingsshould inform
and a questionn aire rating thesr litthe or alot better, and that the thetreatment plan, the policesand
expe rence of different sspects of treatmenthad been fairyorvery well  procedures of the ECTeinic
trestment on completion of the expla ined. Fewer than a (if thol
trestment course. respondentsrated ECT as shightly or

much worse than gaing to thedentist.

Recently the effcacy and mfety of dectroconwutive
theragy (£CT) in depressive deosders has been reviewed,
and ECT was found to bie efiectie n the short-term
t=ament of depresion, ‘prabably mare o fectve tian
drug theragy” (UK ECT Review Group, 2003). Patents”
permecties on £CT hawe ako been myviewed (Rose et 4,
2003) and memory loss was highighted as a particubr
concem. The American Paychitric Assaciaton lask Force
fepart (2001) recommended that effor ts shaud be made
ta minimise adwerse effeds durng teament. The Nationad
nstiute for Ginical Exaelence (NICE) pubis hed guidance on
the uze of (X7 n Apri 2003 (Notona! Institute for Cinical
Sxdionce, §03). & recmmmended that &CT i used only to
achiewe ‘=pd and shortterm mmprovernent of sevem
sy after an adequaw tf of ather

teament(s) .. . md/or when the condition = comidered
tabe patentidly ife-thrextening, in . . _sewere depresine
ihem, @tatonia and 2 pralonged or sewere masic epsade’”
Thar endstion & regaded a5 convoversial and ot
adds with madern ECT gractce by many mmychatrists
The NICE document states that the Committee ok
Epecal nate’ of the evidence given by users rdating to
adwrse efiects and further notes #iat autcome
measwes shauld ndude wser perspectes of trestment
with £C1. We present here fie resuits of uses’routne
atngs of sde-efiects experenced durng a course of £CT
inone trextment dnc, and ther @tings, after the marse
was mmpieied, of apects af the tedment procedure.

Methods

People wha were receving £CT were asked mutinely by
nursng staff 1o mmplete 2 sde-effects farm (£CT
questionraire 1) weekly during ther mwse of yestment
The form istied five posshie sneciied side-efiocts
imemary dificulty, headache, confusion, deaness and
wormitng) and ako a sxt Gtegory of Inaother sde-efiect
which was . . " Ths ist of sde-effects wasused ina
previos study (@enbow 1988). far each pozatie side-
efiect, they weore asked to crde one of oar options:
severe, moderate, mid and none They wem also asked
‘haw mach do you think £CT & helong you o B’ witha
chaice of four options: not at off 2 Gtfe, moderately and

alot. Farms were returned ta the £CT ciric = order that
any sde-efieds coud be taken into acaum dwng
teatment

At the end of their £CT mure, a further question-
nare (07 questionnare 2) was sent to patients, either
an the ward peor to dschage or ty post blowng tfher
dacharge. This questionare conssted of two parts: part
1 asked patients 10 rale vanous 2spects of Featment an
one of fue apfors: wery ungl sighty unpleasant,
neural sightly plessant or very pleasant. Pt 2 asked
three further questions: how much did the Testment
help you (options: much warse, sightly worse, no
different, 2 ittie better, a lot better] how was the text.
ment explaned B you befrehand (options: not at 2|
wery tindly, rather poarly, £y well very well), nd how
did £CT compare with gang to the dentist (options:
much worse, sightly worse, no diffesent, a Btte better, 2
fat hetter)

Results

fouw hundred and thirty-four side effects orms were
@lected (3 mean of aimast five fosns per cowrse] gving
nirmaton an 90 courses af £CT gwven ta 70 ndwviduds
(ane persan mcened s marses, three remved three
murses and nine reasved twa). Over 95% of people
were recaving £CT for a depremive dorder: their ages
ranged from 16 to 91, witha mean of 64 wars. For 12
murss of ECT (13%), the patient did not repart any sde-
efiects at 24 Fifty-four cpies of ECT questionnare 2
were recoved,

Far each of the sk sde-effects, 2 mean sore was
caculated for the whale coume by adding the saxes on
2l orns retumed for fiat cowse and then dividing the
=um by the number of forms returned. For reported
memary probie 29% of repondents had 2 mean
score of 0 across the coume 2 2 whole, indicating fiat
they dd not report memary dfficdties on any af the
retumed side-effects forms for that course. Ffty-two per
@t of mspondents had a men s for memory
probiems between (11 and 10. This codd be achiewed by
repor ting mild mesnar y poblens (sorng 1) on each o
or Yy sceng mare sevem memary prablems (moderate

. Psychiatric
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o swere) an some af the forms returned. Nimeteen per
cemt of respandents scored abowe 1 and below 2 on
memary probiems, and no one scored maore than 2.
fgure 1 mmpares the scores for 2l s sde-effects. in
contrast with fgum 1, which il trates sde- effects
acmiss the course a5 a whale and their severnity, able 1
ets out fie percentage of people wha reparted 2 side
effect 23 severe or mid/madesste st any stage of fier
treatnemt

The ECT staff and ‘fding asieen’ (Tobie 2) were
pects of the trestment procedure that wes gven &
nomtive rating by mast respondents. Waking up’ was the
only treatment aspect rated negstively by 50% or mom
of the mspondents, athough few people oted the
waitng period, the ansesthefc iection and the recovery
pesod pastvely.

Mest peaple (85%) raied themseles s aftfe or s
lot better at the end of the course of treatment. it was
mare comman for peaple to find £CT o Ftfe ora ot
betier than gang b fie dentist (27%), than © find it
much or sightly warse (2001 Mast peogple (78%)
thaoght that the treatment had been farly or well
explaned

Discussion

This was inigaly designed a5 an audi. Howewer, in vew
af the NKE remmmaendations, its fndings are impor tant
ard mest demeninaton. The sde-effects fomns were
returned to the ECT dnc staff n oxder that acton could
be taken 1 allevate sde effects where posshie and
were not returned monymans iy Actions taken depended
on dzcussan between patient, £C7 dnc staff and woxd
staff. H 2 person reported headaches, they woud be
offered trestment for thix after adieequent teatnents. i
canfusion or memory problems weme reported, the waxd
doctor was asked to review mncurrent medication 25 2
frst sep. However, if fie poblem passted, a change
from bisteral to unidterd testment or an increased

inmter- it imenal mght be recaommended. Retums

Table2. Paflents mtings of difemn s of e b evocanvarkive them py (ECT) at the end of Shalrtatmentcoumse (554
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of questionnare 2 {refating ta 60% of reatment murses)
weve lower than questionnare 1, but peaple were aften
d=charged so0n after completng 2 course of teament,
and therefore had bss of 2 ianee © comglete the
caimliciors

One criticm of aw methad of manitaring sde-
efiects = that it may have increased peaple’s relctance
tarepart sdo-effects, sna fiey were reparting them to
the staff respormdle for ther Patients were
actvely 10 repart any probiems n odes tha
acton coud be taken 10 Jleviate side-effects, and nan
endexour to avaid under-reparting. Howener, fcse of J
(2003) reported that satsbction ends 1o be higher
when ciric 5taff members, ratier than 2 eflow service
wmer or neutral person, admina ks questonnaves. Ths
might have led 10 under-repcr fng of sde-efiects and
poor ouxcmes. A further posshie factor, which may
have led to ower-reportng of sde-effects, = that peagle
rated a5 sde-etiects symy that their t
tearrs regarded 25 bang no different Fom thase experi-
enced prior 10 treatment. These are considered to be
depmssive symptams or side-effects of concurrent
medication. Ths was taken imta acmut in decidng what
acton to take i resporse ta sde-effects atings, but =
not refiected in the raw results. Although side -efiects
were commanly reparted, they were predomnamy rated
2z mitd. Orly 2 smal proporton of peaple teparted Ty
moderate or severe sde-e fects. Our findings provide
potentidly wseful o regaxing patents’ experi-
ences durng trextment whch an inform the deacussorns
with peapie who are considering hawing £CT and thesr
fmiies.

n futwre, peapie who am about to strt 3 courseof
ECT will be asked to ste the symptams, which were
fnted a5 passbie sde-effeds of treatment, peor to
rexeiving €CT. This is because same ndriduds were
recorded n ther case notes 35 mmplaning of 2 symgtam
befom remiving teatment, nd 2 was regarded by their
word ®am a5 hang 3 symptom of depressve dness (e.g.
headaches) rather fian 2 sde-efinct of &C1 1t & mare

(c) 2004 The Royal College of Psychiatrists. Reproduced with permission.
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diffcult to tease out the effect of &7 on an estabished
symotom during 2 coume of treatment it would 20 be
wseful to record how often treatment is changed 23 2
result of Sde-effects monitaring. Feedhadck on wider
apects of the treatment foom peaple who have reasved
ECTocoud wmehuly be mcarparated inta planning poficies
and procedures in the ciinic, n oxder 1o mnmise waitng
times, and ta make the recovery period as comfurtabie as
posshie, for example.

We recammend tha people wha are recening ECT
zhould be encouraged to feed hack to staff fier subjpc-
tve expesenas of trestment, and to =te the ocaurmnae
and severity of sde-effects. This does not remowe the
need for staff to manor sde-efiects abjectiedy (e.g. by
stand ydised memary wsts), but provides a fuler picture
and alows changes to be made to treatment techngues
and procedures where apnropriate. Furth e, we

d that mnsdestion shauld be gven o patem
olawup after campletan of treatment, with = ques-
toonaire desgned to assess fongerterm sde-effects and
outome.
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Organization of Services in Geriatric
Psychiatry

Susan M. Benbow and David Jolley
University of Staffordshire, Staffordshire, UK

INTRODUCTION

Old age psychiatry is a relatively young speciality of
psychiatry: the first pioneers of “psychogeriatrics™ began (o
develop specialist services for older people in the United
Kingdom in the 1960s and 70s. Early service principles
included:

o a comprehensive age-related catchment area service;

o assessment at home before admission by a senior member
of the team;

o diagnosis followed by active treatment:

e team working:

o close liaison with GPs, geriatricians. and social services.

The introduction of mixed sex wards was a radically
progressive move at the time, and home visits were perhaps
the first steps toward assertive outreach. In 1989, old age
psychiatry was recognized as a speciality by the Department
of Health, and by the millennium the Royal College of
Psychiatrists recognized over 350 specialists in the psychiatry
of old age. A recent report on progress in older people’s
health over the past 3 years gives the current number of old
age psychiatrists, as of June 2004. as 444 (Department of
Health, 2004).

It is useful to revisit the reasons why old age psychiatry
first developed. Within an all-age adult psychiatry service,
older adults did not receive the dedicated care and attention
that a specialist service provides. as they were in competition
with younger adults who preseat high profile risks and
are valued more by society, perhaps because they are
regarded as potentially economically active. This ignores
the enormous contribution that older adults make to society:
most voluntary organizations would disappear without the
input they provide. many continue to work long after
refirement age. many take up or continue roles as carers
(to younger people. people with learning disability, to

other elders), and others continoe to make their wisdom
and talents available to the rest of society. In addition to
these ageist and attitudinal obstacles. mental illness in late
life is complicated by cumulating physical ilinesses. the
physical and psychological changes associated with aging.
and increasingly by the coexistence of cognitive impairment,
all of which demand special skills of the mental heaith
professionals who aim to provide appropriate assessment,
diagnosis, treatment. rehabilitation, support and care for this
group, and a service orientated to the practical needs of many
elders.

The National Service Framework for Older People (NSF-
OP) in Standard 7 set oul a service model for a compre-
hensive mental health service for older people (Department
of Health, 2001a). Components of the model service should
include

mental health promotion:

early detection and diagnosis;

assessment and treatment;

support for carers;

specialist mental health services, which will include acute
admission and rehabilitation beds, day hospitals and mem-
ory clinics. domiciliary and outreach care, and outpa-
tiencommunity clinics.

The NSF-OP was warmly received by many old age
psychiatrists as it embeds mental health as integral to the
health of older people and its core principles (“rooting
out age discrimination” and “person-centered care”) are
potentially powerful influences for positive change in older
people’s mental health.

The National Service Framework for Mental Health
(NSF-MH) had been less well received (Department of
Health, 1999) as it excluded older adults and focused on
services lo working aged adults. Monies and developments
associated with the NSF-MH therefore excluded older adult

Principles and Pructice of Geriatric Medicine, 4 Fidition. Fdtad by M.S. Jobm Pathy, Alan J. Sinclsir and Jobn E= Moricy
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services and have led lo expansion of working aged adult
mental health services at the expense of services (o older
adults. The NSF-OP states that older people with severe
mental illness will require the packages of care sel out in
the NSF-MH. The same standards must apply irrespective of
age, and care should be provided within the framework of the
Care Programme Approach (CPA) (Department of Health,
2002). This requirement seems to have gone largely unno-
ticed until recently.

The exclusion of older people from the NSF-MH could be
regarded as ageist, but it is equally ageist to deny that this
group has special needs to which services should be sensi-
tive, and in dealing with which the service organization and
response must be competent. What is right for adults of work-
ing age will not always be right for older people. Older peo-
ple need a special service. This should not be one confined to
problems of dementia, but should encompass the whole range
of mental disorders of late life. Thus, the issue of age dis-
crimination in mental health is a challenge for services, which
must be tailored to need and not to rigid age cutoffs. This is
an important principle in service planning and delivery.

MENTAL HEALTH PROMOTION FOR OLDER
PEOPLE

Mental health promotion is defined as “any action to enhance
the mental well-being of individuals, families. organizations
and communities, and a set of principles which recognize that
how people feel ...(has) a significant influence on heaith”
(Friedli, 2000). This is a daunting challenge. yet aspects
of mental health promotion are already incorporated into
good service planning and operation. Extending from this
base provides the potential for improved services, and for
improving the quality of life for people using those services
by treatment of symptoms and reducing the likelihood of
relapse.

Mentality's briefing paper on evidence-based mental health
promotion (Mentality, 2003a) sets out a range of possibilities:
opportunities for social and physical activities, access o
information and practical help. volunteering, discussion and
self-help groups are all linked with an evidence base showing
a positive effect on mental well-being. The links between
physical and mental health are also highly relevant to older
adults (Mentality. 2003b).

Mental health professionals often encourage people to
modify their lifestyle following an episode of mental ill-
health, in order to improve their resilience. The challenge
is to incorporate routine vse of mental health promotion
techniques into the design of clinical services.

EARLY DETECTION AND DIAGNOSIS: INTERFACE
WITH PRIMARY CARE

The vast majority of people with mental health problems in
late life will never be seen by a specialist service. Many
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will remain unrecognized even when they have contact
with primary and social care services. Family doctors are,
however, well placed to identify cognitive problems and
mood disorders early. to provide people with information and
to introduce them. where necessary. to further investigations.
treatment, and support. Those working in primary care see
many elders with physical problems regularly. and this gives
the opportunity to assess and monitor the person’s mental
health in a familiar setting. An established relationship
with their family doctor or practice nurse may also help
an older adult accept the need for referral to specialist
services for assessment, treatment or support, or to social
services or voluntary organizations. The family doctor is an
essential and central person in care coordination. A useful
opportunity for early detection presents when people are
being seen in primary care for other reasons. For example,
people at high risk of arteriosclerosis are also at high
risk of developing a vascular dementia, and family doctors
screen people routinely for cardiovascular disease. Those
who are identified as at high risk are examined regularly
and have renal function and lipid levels checked. Some
family doctors add a cognitive test to the cardiovascular
assessment, and use this opportunity to detect cognitive
problems.

One of the milestones set out in the Older People’s NSF
(Department of Health, 2001a) was that Primary Care Trusts
(PCTs) were required by April 2004 to ensure that every
general practice was using a protocol agreed with local
specialist services for the diagnosis. treatment, and care
of older adults with depression or dementia. Protocols for
the treatment of people with Alzheimer's disease may set
out physical investigations and cognitive testing which can
be carried out in primary care, in order to facilitate early
detection and rapid access to antidementia drug treatment if
appropriate.

Some services are developing formal links with primary
care: nurses identified to link with particular practices offer
one possible model: formal meetings between secondary and
primary care staff offer another.

CARER SUPPORT

Carers in the United Kingdom have the right to an indepen-
dent assessment of their needs (bul not a right (o services)
under the Carers (Recognition and Services) Act (Depart-
ment of Health, 1995). if the person they care for has a right
to a community care assessment. Many people who care for
elders are themselves older adults (often spouses) and they
may themselves be stressed or have mental health problems.
The National Institute for Social Work (Levin, 1997) has
identified 10 key requirements for carers:

early identification;

comprehensive assessmenl (including medical and social
assessment);

medical treatment of treatable problems;
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prompt refemral to other sources of help:

information, advice, and counseling:

continuing support and review. preferably from a person
known and trusted by the carer;

regular help with domestic tasks and personal care;
regular breaks from caring (respite);

financial support;

access to permanent residential care when needed.

Thus, carer support is a fundamental component of all
aspects of service provision. One specialist model, available
in some parts of England. is the Admiral nurse service, which
aims lo support the carers of people with dementia. More
commonly available are carer support groups, which may be
aimed at particular groups and their needs, for example, early
onset services often have active carers groups. and our local
service has a thriving support group for Asian carers (paper
submitted). The Alzheimer's Society produces an advice
sheet for carers (Alzheimer’s Society, 2004), which addresses
how carers can care for themselves, but the challenge for
services is to ensure that they care for the carers as well as
the person who is seen as their client or patient. This will
often involve sensitive negotiation with carer and service
user. who will not uncommonly have differing views. In
accommodating disparate views, it is vital that social and
health-care staff work with families long term to establish a
trusting relationship and also have access to a broad range
of flexible services. Respile is a big issue and the Audit
Commission (2000) found that the need for more respite was
the most common comment made by the carers of people
with dementia: over one-third of carers reported difficulty
in accessing respite care (Audit Commission, 2002). Respite
includes a range of possible provisions. including day care.
respite admissions to residential or nursing care, regular or
planned respite admissions, and respile within the home, for
example, day and night sitting services. The lack of good
written information about services was also highlighted by
the Audit Commission (2002).

COMMUNITY MENTAL HEALTH TEAMS FOR
OLDER PEOPLE

The NSF-OP (Department of Health, 2001a) sets out the
disciplines who should be core members of the CMHT-
OP: this should include community mental health nurses,
consultant old age psychiatrists. clinical psychologists, social
workers, and occupational therapists. A range of other
disciplines is listed as needing (o have agreed working and
referral arrangements with the team but not working as full
members of it.

One of the big issues for a CMHT-OP is that of
“integration”. In this context, integration usually refers to
the integration of health and social care. Lingard and Milne
(2004) have written a scholarly commentary and resource
document on the topic which describes the different com-
ponents of integrated teams. The Durham mapping project
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pilot in older people’s mental health services uses four main
criteria for an integrated CMHT-OP:

e The team should include interagency multidisciplinary
staff involving health and social services.

o It should provide integrated assessment, care planning and
care coordination.

o It should use shared recording systems and IT, supporting
both CPA and the Single Assessment Process (SAP).

o There should be a single point of entry to specialist mental
health assessment.

How teams work in relation o team members’ responsi-
bility is another major issue. This has become increasingly
important because of high consultant psychiatrist vacancy
levels in the United Kingdom (running at around 12— 14%)
with associated problems of recruitment and retention. There
is evidence that consultants are overburdened. stressed (Ben-
bow and Jolley. 1997) and retiring earlier (Mears ef al..
2004a). Factors in this may include large and increas-
ing caseloads, style of working (Mears ef al., 2004b) and
the increasing pressure to avoid risk. Locum consultants
are in short supply and aftract high rates of pay. Thus.
reliance on them may compromise service development and
lead to a perverse incentive, which encourages doctors to
continue working as locums rather than accept a reduced
salary logether with greater responsibility in a substan-
tive post.

e Do doctors have to see and take responsibility for every
person known to the CMHT-OP?
o How is responsibility carried or shared by team members?

These questions have been explored by a working party on
new ways of working for consultant psychiatrists (Royal Col-
lege of Psychiatrists Scoping Group on the Roles and Values
of Psychiatrists, 2004; National Steering Group. 2004).

The way ahead is seen as requiring

* a single point of entry to the CMHT (for older people);

e the definition of the responsibilities of team members
with agreement of when and why people need to see
psychiatrists;

o better IT support to the team;

o clarification of issues of team members’ responsibility.
power, and accountability.

Three options were identified for consultant responsibility
as team members:

Option 1 involves na change to consultant responsibilities
from the present. The characteristics of this model are
that the consultant psychiatrist within a team continues to
carry responsibility for large numbers of patients and other
professionals are less autonomous. This model is anticipated
10 lead to continuing workload problems for psychiatrists
with an increasing demand for doctors and a lag before
medical school output increases sufficiently to provide more
potential psychiatrists.
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Option 2 is characterized by consultant psychiatrists carry-
ing smaller caseloads with responsibility delegated to other
professionals. In this model, although team consultants carry
a smaller personal caseload, they remain responsible for large
numbers of patients and all outpatients are required to have a
named consultant. The relationship between consultant psy-
chiatrist and other team members is regarded as supervisory,
although other professionals are more autonomous than in
option 1.

Option 3 is characterized by responsibility being dis-
tributed amongst members of the team. The consultant psy-
chiatrist is therefore directly responsible for fewer patients
and is freed up to concentrate on high risk or complex
cases (although complexity will need to be defined). The
consultant’s relationship to other team members is that of a
consultan! and other professionals are more autonomous in
this model. Guidance from the General Medical Council on
medical responsibility is anticipated in 2003. and is expected
to support doctors in moving toward this model, which has
been strongly supported by the Faculty of Old Age Psychiatry
within the Royal College of Psychiatrists.

COMMUNITY TREATMENT

One of the early principles of old age psychiatry was
assessment at home by a senior member of the old age
psychiatry team (Arie, 1970). This led on to the concept
of a community clinic (Beabow, 1990). and many services
carry out the majority of their assessment, treatment, and
follow-up by seeing people in their homes, coordinating the
activity of different disciplines using IT support and close
liaison between team members. Perhaps the recent move to
extend the principles of the NSF-MH to older adult services
might lead o an expansion in the home treatment element
of the CMHT-OP.

Community treatment for older people will involve close
working with social services (particularly with day centers
for older adults and domiciliary services) and voluntary
organizations, and close links between the CMHT-OP and
places where older adults are resident. including sheltered
and extra care housing, and the residential and care home
sector.

HOSPITAL-BASED FACILITIES
Acute Inpatient Beds

Community-orientated services need access 1o inpatient beds
for the assessment and treatment of older people with a range
of diagnoses. who cannot be managed in the community, a
small proportion of whom will be detained under mental
health legislation. The main dislinction is between people
who have an organic brain disorder and those with so-called
functional disorders, the most common of which is depressive
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illness. Current thinking often supports separate inpatient
provision for people with organic brain disorders and those
with other mental health problems in later life (Audit
Commission, 2000, 2002). The distinction is often neither
clear nor absolute in practice, and flexibility and tolerance
are needed when accommodating the various and changeable
complex needs of very ill/disturbed older people. It is not
usually appropriate to care for older adults with complex
needs on wards for younger aduits (Audit Commission,
2002): this would place them at risk and deprive them of
the specialist nursing, medical, and other care which they
require.

Day Hospitals

Day hospitals for older people are widely available across
the United Kingdom but the literature supporting their role
is remarkably sparse. The Faculty of Old Age Psychiatry
carried out a survey of old age psychiatric day hospitals.
published in a report in June, 2001: (Audini eral. 2001).
Three quarters of day hospitals operated a mixed service
to people with organic and functional illnesses in late life.
The study found that people attend day hospitals for a
great many differenl reasons and for varying periods of
time: over a third of people attend for over one year.
Carer support is a common feature of a day hospital
service, and some units aim to provide a respite service
for people with dementia in association with particularly
challenging behaviors. which restrict the availability of
alternative sources of respite.

Possible aims for an old age psychiatry day hospital
include the following:

o Reduction of inpatient bed use by functionally ill older
e.

o Prevention of admission: by supporting CMHTS in main-
taining ill people in the community during crisis.

o Preveantion of readmission through relapse prevention.

e Prevention of readmission through prevention of recur-
rence.

o Reduction of duration of an episode of inpatient treatment.

Outpatient Clinics

For many services, the majority of activity takes place in
the community using a2 community clinic model. Some older
adults may prefer to be seen in a traditional outpatient
clinic, and there may also be specialist clinics, for exam-
ple. clinics carried out jointly with genatric physicians, and
memory clinics (though memory clinics may themselves
work primarily in the community or in a day hospital.)
Other models involve clinics carried out in GP surgeries,
day centers. nursing or residential homes. There are also
clinics specializing in family therapy (Benbow and Mar-
riott, 1997).
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Memory Clinics

The number of memory clinics in the British Isles has been
increasing in recent years. In 1993, Wright and Lindesay
(1995) carried out a survey which identified 20 clinics,
largely offering a multidisciplinary specialized hospital-
based assessment service. When the survey was repeated
in 1999-2000 (Lindesay et al, 2002), 58 active memory
clinics were identified. and over a quarter were partly or
wholly based in the community. The authors concluded that
the growth in memory clinics has been stimulated by the
licensing of drug treatments for Alzheimer’s disease and
that they have now moved into mainstream clinical services.
They reported that the term “memory clinic” has extended
to a wider range of service models. with a less academic,
more service orientated focus. They are closely associated
with antidementia drug treatments, but also with psychosocial
interventions: over hall of the clinics surveyed offered
memory training and anxiety management. The authors also
suggest that memory clinic development has been driven by
u need for services for people with early onset dementia
syndromes.

1167
Services to the General Hospital

Older people are frequently admitted to hospital because of
intercurrent illness. Some will have preexisting psychiatric
problems, others may develop them in association with their
acute physical illness. All deserve attention to the full range
of their needs. Unhappily. the environment of large general
hospitals is often less than helpful to frightened, confused
old people. The pressure to move on from assessment
ward to treatment ward and out may compound their
difficulties. Formal Liaison Psychiatric services have not.
traditionally, taken a major interest in older people, and Old
Age Psychiatry services have often given grealer priority to
patients in the community. This failing is being addressed
in some centers and there is progress toward generalizing
good practice (Holmes et al., 2002). Admission to hospital
for physical illness may provide an opportunity to recognize
a memory problem and initiate referral to the old age
psychiatry service. Figure | sets out the referral pathway
for people with a suspected dementia and illustrates the
overlap between physical and mental health services in late
life (Figure 1).

Does the patient mest ICD critenia for
Alzheimer's Disease i

1. Clinical dementia diagnosis

2. Insidious onsat: slow deterioration
3. No systematic or brain disease

which could cause
4. Absance of sudden onset, focal :
neurclogical signs » AR o
Nc.uw.'ul_is 2 ek
Yee > Diagnosis: MMSE score of <12 dementia
Probable Alzheimer's »| Moderate severe dementia
disease
Refer to old age psychiatry not forgeting:
MMSE score 12+ » CarerNOK details Interface with geriatric
Definite but not severa * Medication l medicine and primary
dementia * Medicalipsychiatric history care
* AMTS score.
. Reun;dc'}'ml\sbiCG.
chest X- avail
Referto . Btoodb:ym.h
memory clinic » Urgency

Figure 1 Dementia referral pathway
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SPECIAL GROUPS

Elders with Learning Disability

People with a Learning Disability are much more likely to
survive into their 60s and beyond now, than was the case in
the past (Collacott, 1997). People with Learniag Disability
may develop problems characteristic of late life earlier than
the general population. People with Down’s Syndrome are
particularly at risk of Alzheimer's Disease (Holland and
Oliver, 1995). which requires skillful care in its terminal
phases.

Thus, older people with Learning Disability may have
complex needs which cross the interface between old age
psychiatry, geriatric medicine, and learning disability ser-
vices. Good practice will often require that services work
together to best meet an individual’'s needs (Department of
Health, 2001b). Flexibility and trust are vital. Users and their
families need to be clear aboul care plans: who is taking
responsibility for what, and how they might be contacted.
Commissioners need to ensure that this group is not neglected
in service planning.

Early Onset Dementia Services

In 2000, the Royal College of Psychiatrists (2000) published
a Council Report which recommended that each district
should have a named consultanl responsible for the service
for younger people with dementia and that old age psychi-
atrists should take the lead. Subsequently, the Alzheimer’s
Society carried out a postal survey of all members of the Fac-
ulty of Old Age Psychiatry, to assess members’ awareness
of the report and determine what developments in service
provision had occurred since its publication. Awareness of
the report was comparatively high, but no area met all the
report’s recommendations. There was evidence of improve-
ment in service provision, and many respondents outlined
plans for future development. Currently. the Council Repornt
is being revised and the revised document is likely to rec-
ommend that commissioners should have

e a named individual who takes responsibility for commis-
sioning services for younger adults with dementia and

* specific contractual arrangements for a specialized service
for younger people with Alzheimer's disease and other
dementias, including programed time from a named con-
sultant (vsually an old age psychiatrist).

The Alzheimer's Society (1996) has a charter for younger
people with dementia and their carers, which supports early
diagnosis, assessment and referral, and access to specialist
services.

People with Enduring or Relapsing Mental lllness

Those individuals who lived out their lives with chronic
schizophrenia, manic-depressive psychosis. brain damage
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or personality disorders in large mental hospitals, were
overlooked by the psychogeriatric services of the 1970s and
1980s. Closure of the hospitals and changing expectations
have meant that the new generations of “graduates” with
a psychosis live within the community. often in hostels or
nursing homes. There they may have remained in touch
with mental health services, or drifted out of touch. They
are at risk of neglect or misunderstanding or of falling
into a gap between different services (Jolley ef al., 2004).
Their plight has been recognized, and existing guidance
encourages all authorities to recognize them, discover their
needs. and agree the best arrangements for their care within
the range of available local resources (Royal College of
Psychiatrists, 2002).

People in Residential and Nursing Care

Despite the emphasis on supporting people in their own
homes and providing alternative and innovative housing
solutions for older, frailer people, large numbers spend their
last months or years in residential homes or nursing homes.
In many residential homes, 40% or more of the residents
have dementia, and up to 20% are depressed or demonstrate
other psychiatric morbidity (Mann, 1991). Roughly, half of
the population with a diagnosis of dementia in the United
Kingdom is in care at any one time. For most, this is terminal
care. The transfer of care from large. ill-sited, ill-equipped.
and poorly staffed mental hospitals lo community-based
homes nearer their families represents progress for many
people, but there are continuing concerns over the quality
of life available to residents, particularly those with mental
illness or dementia. Early progress in service improvement
followed scandals relating to hospital care (Arie and Isaacs,
1978). A recent driver for improved standards in inpatient
care has been the Rowan Report (Commission for Health
Improvement (CHI), 2003). Rowan ward was an “isolated
facility”: it was a ward that was left behind when the rest of a
large hospital closed and became a building site. Allegations
of physical and emotional abuse led to an investigation by
the then Commission for Health Improvement (CHI)., who
produced a report in September 2003. This revealed a poor
and institutionalized ward environment with low staffing
levels, high use of bank/agency staff, little staff development
and poor supervision. The culture was described as closed
and inward looking with weak management at ward and
locality level. Although the history of inpatient older people’s
mental health (OPMH) care reveals a progression of similar
reports, this report attracted a lot of publicity. attention
to current inpatient standards, and reflection on acceptable
standards of care. It was followed by an audit of inpatient
care carried out by Strategic Health Authorities across
England, which moved OPMH up the agenda nationally.

It is essential that specialist services, both medical and
mental health, take responsibility for the care of older people
in the time of their greatest need, be this in residential
or nursing homes, or the much diminished National Health
Service (NHS} continuing care sector.
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Black and Minority Ethnic (BME) Elders

The Royal College of Psychiatrists (2001) published a report
on psychiatric services for BME elders in 2001. This made
five main recommendations:

e assessment and treatment should remain within main-

stream psychiatric services;

continuing care services should be targeted at particular

USser eroups;

o services should endeavor to recruit a mix of staff reflecting
the ethic mix of the local population;

e pood practice should be established and shared. perhaps

using a website;

staff should be trained in culturally sensitive issues.

There are already examples of good practice developing
around the country. In Wolverhampton alone. there are
several initiatives:

o social services and health staff have jointly underiaken a
course in basic Punjabi;

e staff at a local day center for Asian elders undertake ex-
changes with staff at the Resource Center for older adults
with mental health problems;

e a specialist community psychiatric nurse (CPN) is emp-
loyed to work with Asian elders presenting to old age
psychiatry:

e a support group for Asian carers of older adults with
mental health problems has been established.

This experience must be multiplied many times around the
country, as services increasingly address the needs of ethnic
elders within their localities.

SPECIAL ISSUES

Access to Psychological Therapies

The NSF-OP states thal a full range of psychological
treatments should be available for older people with mental
health problems. This is probably not the case at present:
Evans (2004) found that provision varies widely across the
United Kingdom and is of unknown quality. Hepple (2004)
recently reviewed psvchological therapies for older adults
and states that their slow development is due to agism. It
is likely that upcoming cohorts of older adults will be more
likely fo expect access to psychological therapies and that
this aspect of service provision will need to respond to their
demands in future.

Intermediate Care for Older People with Mental
Health Problems

Intermediate care is an emerging concepl in health care,
which may offer alternatives to hospital care. It was con-
ceived originally in response lo the increasing demand for
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acute hospital services, and the fact that a high proportion
of acute hospital beds is occupied by older people. The
British Geriatrics Society (2001) quotes several definitions
of intermediate care: one simply describes intermediate care
as delivered by those health services that do not require the
resources of a general hospital but are beyond the scope
of the traditional primary care team. The NSF-OP sets out
the following aims for intermediate care in Standard 3: to
provide integrated services (o promote faster recovery from
illness, prevent unnecessary acute hospital admissions, sup-
port timely discharge, and maximize independent living. Its
two main thrusts are prevention of admission and facilita-
tion of early discharge. Ways of preventing acute admissions
amongst people with mental health problems include the pro-
vision of specialist home care/community support, access
to specialist community nursing, home-based respite ser-
vices, assertive in-reach/outreach projects, flexible. and rapid
access to intensive home care. Ways of facilitating early
discharge of people with mental health problems from hos-
pital beds include liaison services which work across the
interfaces of care, and rapid easy access to short periods
of postdischarge intensive home support. Intermediate care
is as relevant to older people’s mental health services as
it is to everyone who has access (o acute hospital services
(Read, 2004). People with dementia, depression, and other
mental health diagnoses should have access to intermediate
care services, whether or not they have a physical illness. In
the past, intermediate care services have, not uncommonly,
excluded people who they identify as having mental health
problems, but there has been growing recognition that this is
unacceptable and that older people with dementia and other
mental disorders must have appropriate access to intermedi-
ate care. There are a range of ways in which this can be
done, for example, by setting up specialist provision, by
ensuring close links between specialist OPMH service and
generic intermediate care services, and by placing mental
health staff within generic intermediate care services. The
development of intermediate care offers an opportunity to
investigate a range of options for flexible community treal-
ment and support.

AN INTERNATIONAL PERSPECTIVE

This chapter is written from the vantage of developments and
current considerations in the United Kingdom. The speciality
of old age psychiatry is one of the gifis of British medicine
to advances in the twentieth century (Arie and Jolley, 1999).
Yet the importance of mental health problems in late life is a
global phenomenon. as developing countries join developed
countries in seeing life-expectation rise beyond 60 years from
birth (Kalche, 1996).

From the mid-1970s British pioneers encouraged col-
leagues in Europe. America, Canada, and Australia to fol-
low their designs for community-based services through
the medium of personal lecture tours (Pitt, 1974). Profes-
sor Arie’s Nottingham courses, sponsored by the British
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Council, shared principles and practicalities with a wider
audience and were followed by the establishment of the
European Association of Geriatric Psychiatry (EAGP) and
the International Psychogeriatric Association (IPA). Profes-
sional advice has been supported by the interest of voluntary
organizations. Alzheimer's International, for instance, cur-
rently lists 72 active national centers. Thus, the countries of
the world are responding to the needs of older people with
mental health problems in different ways according to their
economies, philosophies. and heaith-care configurations. But
they are in touch with approaches used elsewhere and most
use elements of the comprehensive services outlined here
within the British model.

These principles were affirmed in the Lausanne Technical
Consensus statements on the psychiatry of the elderly by
the World Psychiatric Association in 1999. Many examples
of friendly, supportive international collaboration exist, as
experienced practitioners and researchers add to their own
breadth of understanding by working in new sitvations for
the benefit of others. One notable example is that of the
Alzheimer's International 10/66 Dementia Research group
(Prince et al., 2004).

CONCLUSIONS

Older people’s mental health services in the United Kingdom
have developed rapidly over the last 30 years, despite a
series of threats and uncertainties. Good has come from the
Rowan Report (Commission for Health Improvement (CHI),
2003), which has moved OPMH up the national agenda.
Other powerful forces for good include the Alzheimer’s
Society, Age Concern. and Rethink. The Dementia Services
Development Centers continue working to improve standards
in care, and recently the National Institute for Mental Health
in England has launched a work program in OPMH. All of
these are reasons for optimism. Generations of older adults
in future (which include those of us writing and reading this
chapter) are going to be increasingly demanding of services:
we must design and operate services that we ourselves would
be happy to use.
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disability, people with an early onset dementia, and
those from minority ethnic groups.
* Liaison is needed across a broad range of voluntary

and statutory ageacies to provide flexible person-
centered services.

KEY POINTS

o Specialist older people’s mental health services
should address the needs of people with 2 range of
mental disorders in late life.

o Early detection. diagnosis, and treatment are impor-
tant principles of OPMH services.

o Active community assessment. treatment and support
needs to be complemented by hospital-based services,
including inpatient provision.

o A number of special groups will need be addressed

in service planning, including elders with leaming
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Reflactions on exparience of INVONING Lsers and cafers in the work of the Facutly of Ol Age Psychatry

CONTEXT

The NHS Man (Department of Health, 2000)
initiated a shifi m the balance of power in
health services towards the service user, and
aimed for increased user involvement and
greater public participation in all aspects of
healthcare:

For the first time paticnts will have a
real say in the NHS. They will have new
powers and more influence over the way
the NHS works'(p12)

It describes users as "dsempowered” and states
that the user’s voice does not sufficiently
influence provision of services. It aims to:

‘bring patienty and citizeny into
decision-making at every level... (to)
enhance and encourage the imolvement
of citizeny in redesigning the health
service from the patiemt s point of view "
(pos).

Since then other policy documents have
reinforcad the move towards greater
imvolvement by users and carers in health and
social services at all levels, couplad with greater
choice for users and carers. Independence, well-
being and choice (Department of Health, 2005)
looked at the future social care of adults m
England and highlighted the nead for
individuals to have greater choice and control.
Our health, our care. our say (Department of
Health, 2006) also picks up the theme of
supporting choice and giving people a say. In
nddmon.mceusasmdmsnbecommg

imvolved i education and training
(Tew, Gell & Foster, 2004).

The Royal College of Psychiatrists and the
Princess Royal Trust for Carers ran a campaign
called Partners in Care. from 2004 to 2005,
and instiated a dialogue between asers and
carers of all ages and their respective service
professionals. Its aims inchsded drawing
attention to problems faced by carers of people
with mental health problems and encouraging
partnership between carers. users and
professionals: more ambitiously 1t aimed to
change attitudes {Shooter, 2004).

This article reports instiatives by the
Faculty of Old Age Psychiatry to mvolve users
and carers in its work, starting in 2002. These

led to the development of a consumer group,
jointly with the Alzheimer’s Society and Age
Concern, and are perceived as having had 2
major influence oa the work of the facuity.

HISTORY OF THE
GROUP

There were Jengthy discussions at the Faculty
of Psychiatry of Old Age’s Executive
Committee regardmg different ways of
involving users and carers in the work of the
faculty m 2002. In 2003 an exploratory
meeting was held with representatives of the
Alzheimer’s Society to explore two main areas:
* the involvement of users and carers in the
work of the faculty
* joint working between the Alzheimer's
Society and the faculty.

During discussion it became clear that the

faculty should also approach another

organisation {Age Concern) in order to ensure

involving users and'or carers across the range

of mental health problems m [ate fife.

&xggemmfm;oﬂwctmgwm
to invite user/carer representatives to sit o
the faculty's Executive Commuttee

*  to set up a consumer group myvolving users
and carers peepared to comment on the
faculty's work

* o involve asers/carers in commenting on
documents by email

* to hold workshops at residential faculty
conferences, either a combined meeting
between the executive committes and
CONSIMDRT group or & user/carer themed

workshop
* to hoid joint seminars‘meetings on areas
of mutual interest.

The option that was agreed with the
Alzheimers Society and Age Concern was to
take forward a consumer group, involving the
facultys officers meeting with interested
representatives onto the Executive Committee
was not thought 1o be a good use of users’ and
carers” time, as the faculty deals with an
enormoas volume of business, which 1s not
always relevant to the partner organisations.
It was agreed that the Exacutive Committee
apenda should be made available to partner
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organisations in order that they conld raise any
tems they wished at the consumer group

meetings of request any papers they wished to
$82 0T comment on.

EARLY ISSUES

A number of issues were resolved in the early
stages of developing the group,

Timing of consumer group
meetings
The initial proposal was to hold the meetings
early in the momning, before the Exacutive
Committee to allow joint discussion, but an
early meeting was not ideal for users or
carers. who, in some cases. travelled long
distances to join the meetings. This also
encroached on the Executive Committee
starting time. Subsequently. it was agread
that meetings should be held a couple of
woeks before the Exacutive Committes to
allow any issues mised by consumers to

be discussed by the following Executive
Committee meeting. The consumer group
would therefore act as a reference group and
a consultative committee.

The

It was agreed that members of the group, Age
Concern and Alzheimer’s Society staff and
the faculty officers could all add items to the
agenda and, in practice, all did so. The
meetings have developed flexibly so that issues
which people bring on the day can also be
addressed 1f ime allows, or plarmed for the
next meeting. Thus, a range of diverse subjects
has been raised and ad-hoc 1tems addad as

Chairing the group

Members of the group decided it would be
best for a single chairperson (in this case
Jane Garner) to take the meetings, in order
to provide continuity and consistency rather
than taking up an alternative suggestion of
a rotating chairperson.

Recording the minutes of
meetings

Indtividual users and carers did not feel thay
wanted to take on this tazk, so the three
organisations have taken turns in recording
the mmutes.
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Financial implications for the
faculty

Travel expenses for users and carers who
attend the consumer group are paid by the
faculty as agread by the Faculty Executive
Committee. The financial implications are
greater than anticipated, as carers and users
have become involved m other meetings with
resulting additional costs to the faculty.

THE CONSUMER GROUP
IN ACTION

The group has proved to be a lively and
constructive forum that is enjoyed and
appreciated by the faculty's representatives
who feel that it has had a strong mfluence on
the work of the faculty. In practice, the group
has several distinct roles.

* It allows the faculty to ask users and carers
to comment on documents and proposals.
including the faculty response to NICE's
peoposed Health Technology Assessment
on drug treatments for Alzheimer’s disease
(Faculty of Old Age Psychiatry, 2004a) and
a [aculty document on copying letters to
patients (Faculty of Old Age Psychiatry,
200db).

* Proposed pieces of work can be raised at
the consumer group in order to plan how
they might be taken forward and how users
and carers might be mvolved, eg. one
member of the group agreed to take part m
the working group that is updating Council
Report CR110 (Royal College of
Psychiatrists, 2002) and a meeting of the
consumer group was dadicated to issues for
ethnic elders, which has led to joint
working to update Council Report CR103
(Royal College of Psychiatrists, 2001).

* Maembers of the group are able to raise
issues they feel the faculty should be
addressing and to discuss how these might
be taken forward ep. some of the consumer
group felt that the faculty should be tking
action on the interface between pnmary care
and old age psychiatry services in relation to
services for people with dementia and their
fumilies, discussons on this led to a joint
semningr { Alzhemmer’s Society, 2005). Issues
raisad in this way may then be dascussad
further in the Executive Committee or might
Iead on 10 other action.
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*  Members of the group have all shared ther
frustrations and concerns with regard to
mental health services for okder adults.
There have been times when professionals
and'or users and'or carers have had
differing perspectives (and indeed felt
strangly) on particular 1ssues (one example
was the use of anti-psychotic drugs for
people with dementia (Faculty of Old Age
Psychiatry, 2004c) but recognising and
debating these differences has proved to be
productive and fruatful. The group has heen
clear that this is not a support group
although being imvolved may offer support,
to professionals, users and carers.

*  The growp has providad 2 forum where
future strategies can be discussed by all three
orgamsations anxd mdnvidiml group members.

*  Carer representatives in the consumer group
repeatedly expressed a need to report on
therr individual experiences, which they felt
would be instructive to service providers.
This lad to a proposal that carers write
narratives, from which common themes
could be drawn by one member on behalf
of the group (YLO). A later meeting was
dedicated to carers’ needs and experiences,
using the themes from the narratives.

DiscussioN

This group was & new inttiative for the faculty.
All participants reported a positive and
enjoyable experience. The representatives of
the Alzheimer’s Society and Age Concern gave
2 joint presentation about their experience of
working m this group at the Annual meeting of
Patients and Carers involved m the work of the
College (Hart, 2005). The faculty officers
enjoyed the interaction with users and carers,
who at times were challenging, refreshingly
politically mcorrect and unafraid to raise any
issue that concerned them: they felt the group
was valuable in ways that had not been
anticipated.

This model of & consumer group forum
could be copiad locally. The consistently high
attendance of users and carers may reflect the
strength of their feelings and their engagement
in the group. There was strong user and carer
representation 1n sominars and working
groups. The consumer group minutes clearly
show a growing appreciation by users, carers
and professionals that we are all striving to
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improve the experience that users and carers
have m their contact with services, and to
improve the services available to people. At
tunes the meatings highlighted the fact that the
needs of users and carers may conflict. as may
the needs of NHS organisations and the
families using their services, and all involved
need to acknowledge this openly

The faculty members of the groop had
ideas about what the group might achieve and
what role it might fulfil, but were challengad
by a group within the meeting which 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. This led to ongoing problems m aking
forward some agenda items with old age
psychiatry, ep. difficulties identified m primary
homes. The faculty has mitiated mvited
seminars with other organisations 1o begin
discussion of these issues, so members of the
group have indeed mfluenced the faculty'’s
work in directions that may not otherwise
have been taken.

CONCLUSION

The consumer group has boen a new and
creative nitiative for the Faculty of Old Age
Psychiatry. It has taken on the roles anticipated
by the faculty but has also had a more
profound mfluence on its work by mvolving
users and carers in many areas of faculty work
and by raising ssues which maght otherwise
not have been addressed.
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Foreword

| was originally lured into teaching, very sneakily | might add, by Dr Benbow, who put it to
me as a “talk” to students, so here | am talking to you about my experience on the
modules, we have all been taking part in.

For me my teaching on the module was very rewarding, as | felt the module was a moving
forward into making a difference. it supports my theory and drum beating that all
departments of the system need to come together, communicate their findings to each
other. On this module | feel that this has happened; as proof, we are all here, passing on
what we have leamt, teaching sach other.

In mry teaching | hope | have been a voice for the needs and position of users in the
system and community. The teaching is, and was, a two way thing; | myself leamt things
about myself and the system. As users teaching gives a prime opportunity to show the
true realism of mental deterioration and the complex problem of finding a care system that
will work for all. The module gave me that chance: for who better to teach than thoze who
live it and those who live with it, first hand teaching, knowledge to be passed on.
Teaching how it iz when people you have known all our life, treat you as if you are already
dead, teaching when you remember the far past but not the past of yesterday, valuable
teaching.

To my mind teaching is a sharing of knowledge and information and this module has
enabled us to come together to pool cur different and unigue fields of knowledge, to make
that better system of care we all aspire to. | was able to bring my voice and views in the
hope of teaching where | felt changes nesded to be made, teach the practical side of
mental disturbance, to marry it with theory. | see us as segments of an crange, no shape
or form, unless we hold together; teaching gives us that, leaming gives us fresdom.

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.

Kath Morgan

Naote: Kath presented these thoughts in a talk af the workshop entitled Piecing together
the jigsaw: sharing exﬁerﬁenc&s of involving users & carers in education at Staffordshire
University on April 257 2008 when teams from Staffordshire, Wrexham, Leicester and
MNaottingham came fogether fo share their experiences.

This Mini Project has been funded by the Health Sciences and Practice Subject
Centre of the Higher Education Academy (2006-2007)
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Foreword

It was always difficult to conceive how a carer might portray experiences to an
audience with the capacity to effect change but "In our shoes" seemed to present this
possibility. Being a carer iz a shock to the system (and that probably includes or will
include most of us!) but few perhaps have the opportunity to reflect in a really positive
way. The conception of this course was not stereotyped but came as the result of
brainstorming, adjusting and readjusting sights, and the realization (for me) that
experiential learning could and should be the backbone of a course which had the
capacity to change the attitudes of professional practitioners. More questions than
answers would inevitably be raised but this was a strength of a course designed to make
participants think and consider their positicn in relation to the enomous and growing
problem of ageing and mental health. Personally it was a privilege to think that my own
experience and reflection might in some small way enable others to benefit. Deapite some
reservations, meeting the students was positive and reassuring because they had a
genuine concemn to listen. This course is a small but unigue stan to effect change which
could touch the lives of many thousands of, as yet, unsuspecting people.

Graham Hughes

This Mini Project has been funded by the Health Sciences and Practice Subject
Centre of the Higher Education Academy (2006-2007)
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Background

Several important strands form the context of this project:
+ policy context
+ personal context
* university context

The policy context

A shift in the balance of power in health services fowards the service user was initiated by
the NHS Plan {Department of Health, 2000). The Plan aimed to increaze both user
involvement and public participation in all aspects of health care:

For the first time pafients will have a real say in the NHE. They will have new

powers and mare influence over the way the NHS works.

{page 12).
This shift has continued over recent years: health and social care has been moving
towards greater patient choice, greater patient influence in services at all levels, and more
personalised health and social care (Department of Health, 2005a; Department of Health,
20050b) alongside stronger public involvement {Department of Health, 1999, Depariment
of Health 2002; Depariment of Health, 2006). Person-centred care is included as
standard 2 in the Mational Service Framework (NSF) for Older People (Department of
Health, 2001}, and carer support is one of the standards in the N5F for Mental Healih
(Appleby, 2004). One of the challenges of thiz policy imperative is how to change
organisational culture in order that users, carers and the public can have a voice and
influence services. The House of Commons Health Committes {2007} highlights two
important points:

Structures and procedures ... will have liftle effect if the health service is not

prepared fo fsten and make changes as a resulf of what they learm.
and furthermore

Effective pafient and public invofvement is about changing outcomes, about the

NHS and social care providers putting patients and the public at the heart of what

they do.

(page 5)
Skills and training have been identified as key issues in developing the involvement of
patients and the public (Picken et al, 2002). However, if leaming from, and working with,
users, carers and the public iz seen solely as a policy imperative it is unlikely to become:
embedded in future practice. Rose et al (2002) put this cleary:

There is a danger that government demands for agencies o demonstrate user

invalvement may mean that user activities become a formal procedure o be ficked

off, rather than an embedded and powerful organisational practice.

{page 16-17)
Involvement is more likely to succeed if health and social care professionals at all levels
are able to experience the benefits that follow from developing partnership with both
those who use their services and those who might.

Does education offer a way of influencing the system? It can be argued that the
involvement of users and carers in education at all levels is essential if health and social

This Mini Project has been funded by the Health Sciences and Practice Subject
Centre of the Higher Education Academy (2006-2007)
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care services are to develop partnership working with people using their services in line
with these recent policy initiatives, and Tew, Gell & Foster (2004) describe how this may
involve users and carers in a range of activities, including:

& direct delivery of learmning and teaching
course / module planning
programme management
recruitment & selection of students
practice learming
student assessment

+ course evaluation

& joining courses as participants
Involving users and carers at all levels of education sends a poweriul message to the
professionals they train about the value and importance of hearing and attending to the
voices of those uging their services.

The personal context

Katz and colleagues (2000) described the development of a Council of Elders:
an educational innovation in which we invited community elders fo funclion as our
Senior Facully’, to whom medical residents present their challenging and heartfelt
dilemmas in caring for elder patients. In the conversafions that ensue, the elders
come to function not simply as feachers, but collaborators in a process in which
doctors, researchers, and elders fogether create a community of resources,
capable of identifying novel ways to overcome health-related difficulties which
might not have been apparent to either group separately.

They argue thiat this madel not only allowed the elders to provide good advice on

dilemmas presented to them, but to provide ‘life world and value orientation’ which helps

the professionals involved to appreciate better the experience of older adults and what

matters most to them. They also noted how it addresses ageism and stigma. This work

was presented at a powerful workshop' in 2003 by Arene Katz and Glenda Fredman.

Some national work at the Royal College of Paychiatrists alzo influenced thinking about
this project. The Royal College of Psychiatrists and the Princess Royal Trust for Carers
ran a campaign called Pariners in Care between 2004 and 2D05. It aimed to draw
attention to the problems faced by carers of people with mental health problems and to
encourage partnership between carers, users and the professionals working with them: it
alzo aimed to change attitudes {Shooter, 2004). The Campaign encouraged the Faculty of
Old Age Psychiatry to pursue the invelvement of users and carers in its work in
collaboration with the Alzheimer's Society and Age Concern, and led to the development
of a Consumer Group, which was perceived to have a powerful and creative influence on
the work of the Faculty itself (Ong et al, 2007 ). As part of the Consumer Group's work,
carers, who wished to gshare their experiences, prepared narratives for the Group and the
narratives themselves provided the impetus and inspiration for further partnership work
{Benbow et al, 2008).

! Workshep title: Collaborative Conversations: Reflections on our Practices, at the mesting entifled A
space for age and a place for families: a systemic focus in older adult services

This Mini Project has been funded by the Health Sciences and Practice Subject
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The university context

The invelvement of users and carers in teaching (and in health and social care generally)
is an area of growing interest. Lioyd, Carson & Bleakley (2007) recently reported on a
project which investigated the needs of service users involved in planning and delivering
mental health services and education: they also produced a toolkit for developing the role
of users and carers in education, planning and research. Similarly, Anderson, Ford and
Thorpe (2008) have described interesting work with people with communicaton needs._
The Centre of Excellence in Interdisciplinary Mental Health at the University of
Birmingham and Suresearch N i

and hitpifwww suresearch.org uklindex_himl) support user and carer involvement in
research and education and some useful resources are available on their websites. Other
resources are available through the Cenire for Excellence in Healthcare Professional
Education (see hito.ihwww. cetidhealthne. ac. uk/CETL Plone/strands/2015people-with-
experience2019-201 3-user-involvement).

Staffordshire University offers a Master of Science in Applied Studies in Ageing and
Mental Health. Students on the course come from a wide range of profeasional
backgrounds, including occupational therapy, medicine, mental health nursing,
residentialf nursing homes, and are nomally working in a setting with older adults who
have mental health problems during the course. During the academic year 2005-2006 as
part of the M5c module in assessment and care planning, a user was asked to teach cne
session and two carers taught sessions. The aim of involving them was to give students a
different experience of assesament and care planning, and to bring into the classroom the
experiences of users and families involved in assessment and care planning in older
people's mental health services and similar gettings. The user session attained the
highest score of all module sessions on the three aspects rated by students in their
feedback, namely information, interest and enjoyment (Benbow, Taylor & Morgan, 2008).

Module evaluation by the student group provoked debate and reflection about the ‘added
value’ of the user-led session. Teaching staff hypothesized that the session ‘brought to
life’ the experience of going through an assesament and care-planning process in a way
that can only be done by these who have had that experience.

Subsequent meetings led to a proposal to develop a new module designed and run by
users and carers for future inclusion on the MSc course. A group put together a proposal
to the HEA for funding for a mini-project with the following aims:

* To establish a cumriculum group to write a module on user and carer experience in
older people’s mental health for MSc students
* To establish and train users and carers to teach and assess on the module
To run the module starting September 2007
To evaluate the module and revise as necessary
To disseminate the findings
To consider how to generalize the modulel leaming to other courses

This Mini Project has been funded by the Health Sciences and Practice Subject
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The cutcomes expected wers as follows:

Module guide

Final Report

Publications in professional journals
Presentations to conferencesl leamed societies

Preparation of the Module
Establishing the steering group

The first stage of the Project was to establish a Steering Group which met throughout.
Members of the Steering Group are listed in Appendix 1 and included:

Staff of the Centre for Ageing and Mental Health
A contact from Users in Partnership

A carer who had made contact with the Centre

A contact from the Alzheimer's Society

A user who had taught on the MSe previously
The Chief Officer of a local voluntary organisation

Members of the group discussed how to develop the cumiculum and identified the
following aims for the module:

By the end of the module students should

1. understand some of what it iz like to live with a mental health problem in later life

2. understand some of what it is like to be a carer of an older adult with a mental
health problem in late life

3. have re-evaluated the relationship between health and social care professionals
and the users and carers they work with

4. have re-evaluated what health and social care professionals have to offer in their
relationship with users and carers.

3. have experienced leaming from the people they work with in their professional
capacity

The Steering Group agreed on the following assignment:
An ASSIGNMENT length 3500 WORDS weighted at 100%.

Witten paper of 3500 words reflecting on an innovation in practice with users and
carers.

Developing the Teaching Plan using Focus Groups

The Steering Group arranged to set up focus groups with users and carers to explore with
them what they would like professional staff to learn on the course. Three focus groups

This Mini Project has been funded by the Health Sciences and Practice Subject
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were organised one with carers, one with users, and one with users and carers together,
using links from the steering group.

The focus groups addressed the following areas: the aims of the module, what service
users and carers would wish to teach professionals, what challenges they would
anticipate and what training might be needed. Focus group participants agreed to the
group discussions being tape-recorded. The tapes were franscribed and analysed by a
member of university staff not involved in the project. Her detailed thematic analysis was
then fed back to the steering group who identified major themes around which they
designed the teaching plan (paper in preparation). The final teaching plan is 2et out in
Appendix 2. The design of the teaching plan includes the requirement for the students to
interview users, carers or families {with their consent) on various topics at regular
intervals during the course, and then briefly present their leaming during teaching
sessions. This feature of the course grew from the work of Katz =t al (2000).

The Resource List

During the initial preparation period a Resource List was developed. This did not aim to
be comprehensive but instead to offer suggestions of items to stimulate reflection and
leamning in various areas. The students were recommended to read a broad range of
literature, including fiction and non-fiction, poems and plays, as well as reflecting on
works of art and other sources. The Module Resource List (as at January 2008) is
available on the In our Shoes website but iz a document in evolution.

Recruiting users and carers to teach

In late June 2007 a recruitment workshop for users and carers who might be interested to
be involved in teaching took place at the university. it was advertised through steering
group contacts as follows:

We are looking for individuals who would be interested in finding out more about
teaching on the above module. The workshop will cover the delivery format of the
module; what will be involved, travelling costs and how to sign up.

The workshop was attended by nine users and carers. it ran for two hours and coversd
the following areas:

Introduction to the university and to the people involved in the course
Practical aspects of teaching
+ Different ways of teaching and support on offer
» What is it like to teach?
o This talk was given by a user who had previously taught at the University on
the assessment and care planning module. A podeast of the talk iz available
on the In our Shoes website.

Challanges in the early stages

This Mini Project has been funded by the Health Sciences and Practice Subject
Centre of the Higher Education Academy (2006-2007)
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An interim report on the project (available on the In our Shoes website) was produced in
July 2007 and identified several challenges in the early stages of the project which have
continued throughout the course of the project:

. Maintaining engagement

The main initial challenge involved consolidating the engagement of the organisations
which were involved at the start of the project but whosze circumstances fluctuated over
time. Users in Parinership was heavily involved initially but changes in the organisation
and funding of the National Institute for Mental Health England led to uncertainty
regarding itz future. North Staffordshire Pensicners Convention was involved in the initial
stages of planning the project and also confributed a teaching session. The Alzheimers
Society and Approach (a mental health organization based in Staffordshire) came on
board at a later stage and were enthusiastic in organising the focus groups to develop the
teaching plan. The Alzheimer's Society introduced the Phoenix Centre which hosted
focus groups. A lot of work was expended in keeping up and building on these links and
ligizing with the individuals involved.

. Supporting user and carer teachers.

Potential user and carer teachers were invited to the recruitment workshop at the
university. Some committed to involvement at that stage and the module co-leaders have
supported them throughout the preparatory, delivery and feedback phases. The fime
expended on this has been regarded as important to the success of the project but should
not be under-estimated. The support of other Centre for Ageing and Mental Health staff
has also been important: the Centre Administrator achieved honourable mentions in
feedback and other Centre staff have gone out of their way to welcome and engage with
the visiting users and carers.

. Maintaining the focus of teaching.

Much of the preparation work involves focussing on the learning objectives set for the
teaching sessions and how they will be met. The preparation involved is considerable.

A further challenge for the team was a last minute change in timescale. The original plan
was that the module was due to run for the first time starting in September 2007 and
finizhing in Decemiber 2007, but it was deferred at eshort notice to start in January 2008.
The delay had one advantage: it allowed time for revision so that the Module became a
core module on the MSc rather than an option (as previcusly planned) so in future all
students undertaking the MSc in Applied Studies in Ageing and Mental Health will be
required to undertake the module.

Module delivery

The module was delivered over 13 weeks from January to April 2008. The teaching plan
s set out in Appendix 2. The original plan was to involve a user or carer or both each
week with one module co-leader working alongside them, firstly to prepare the session
and secondly to deliver it. Inevitably there were weeks when last minute problems
necessitated a change of plan, so some weeks a video of a user, carer or similar was
used in teaching. Table 1 shows the people involved and use of videos for 11 weeks of
teaching in the classroom. COne week was allocated as a reading week and the final
session was devoted to feedback and review of the moduls.

This Mini Project has been funded by the Health Sciences and Practice Subject
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Module evaluation plan

Evaluation was built in throughout module delivery. Students were asked to complete
feedback forms after each teaching session (Appendix 3 setes out the Student Feedback
Form) and users, carers and others were sent feedback forms with a letter thanking them
for their involvement (Appendix 4 sets out the Userf Carer Feedback Forms). These latier
forms could be retumed by post (stamped addressed envelope was supplied) or provided
by email or completed over the telephone if prefemred (one person opted for telephone
completion ).

In addition during the final session a focus group was conducted with students to get their
ideas about the added value of involving users and carers in teaching, whether the
module had achieved its intended aims, ideas about future changes to the module and
their views about the use of videos.

A focus group amanged with users and carers who had been involved in teaching took
place at Approach in Stoke-on- Trent in order to get more detailed feedback from user
and carer teachers about their experience on the module {publication in preparation).

Dizcuszsion of module evaluation
Student evaluation

The students evaluated the Module positively and made many helpful comments. They
felt that the weeks when videos were used could not be expected to have the same
impact as when users and carers were present in the classroom as the possibility for
dialogue with users and carers was lost. They made a number of suggestions of how to
improve the course in future.

The student focus group feedback included some practical suggestions, including

+* Could use a webcam for people who are too anxious to speak in front of others

+ The module could be made into a roadshow to access a wider group

* [t might be helpful sometimes to include users, carers and the professionals from
both health and social care who have worked with them to get their perspectives

+ [t might be powerful to follow a person’ through different parts of their journey

+ Another possibility would be to ask a family to talk from their differing perspectives
and to track their experiences

Teacher evaluation

All the invited teachers felt that their sessions had gone well, that they had been
supported and put at ease at the University, and that the students had been respectful
and interested. All but one reported that they had enjoyed themselves: one reported
feeling under pressure to perform:

I felt  was about achiewvement rather than enjoyment
All reported that they would congider teaching again. One person had seen their
involvement as a one-off and one person didn't answer this question.
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The main area identified for attention was the question of payment and expenses. In
setting up the Module the team had believed that users and carers would be paid lecturer
fees and travelling expenses, but the University had tightened its procedures before the
Module started and had limited access to lecturer payments. This caused confusion and
lack of clarity. It iz an area which has been brought to the University's attention as
needing to be resolved before the Module runs again.

The teachers focus group feedback highlighted some practical suggestions:

* Asking the students to pose questions to users andfor carers in advance of session

* From two couples came the suggestion of perhaps giving carers time to talk on
their own with the student group and the users separate time to talk with the
students

* Preparing useful teaching tips for users and carers

* Perhaps alzo preparing some tips for professionals who are involving users and
carers in teaching eg don’t call it teaching!

+ (ffering people the opportunity to ocbserve sessions before they go and teach

Co-leaders reflections

The role of co-leader was stimulating because, despite much preparation, it was difficult
to predict how the teaching sessions would go on the day, so the co-leader needed to be
prepared to improvise and be highly flexible. Liaising with and supporting the teachers
who came in to the university demanded a great deal of time over the course of preparing
for and delivering the Module. it was useful to have some videos in case the invited
speaker was unable to come at short notice but tailor-made videos are probably better
teaching aids than others, as they focus on the topic and learning objectives for the
session.

By including interviews with users and carers and feedback from them throughout the
module, the teaching team aimed to give students the opportunity to have new and
different conversations with the people they work with_ In evaluating the module it is not
possible to investigate whether the students will practice differently in future, but this is an
area which could usefully be investigated in future. One of the stated module aims was
that students should:

*have re-evaluated the relationship between health and social care professionals
and the users and carers they work with”.

A big challenge for the future is to work to understand how we can help people to work
differently within the constraints of the health and social care system. This project iz a
small step towards understanding how to do this.

One issue raised in discussion has been the ‘generalisability’ of experience described by
users and carers (Schofield, 2007). Inevitably, in starting to involve users and carers as
teachers, the individuals who take this on will be special people, who could be described
as ‘trailblazers’, people with the confidence, energy and communication skills to take on a
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challenge whilst coping with an illness themselves or canng for someone who is. Offering
a variety of different ways to be involved may enable a wider range of people to consider
involvement and developing the teaching team's confidence and skill in supporting users
and carers and working alongside them iz alzo important. The teaching team came to the
view that the individual matenal brought by wsers and carers, whilst clearly important and
influential, iz only part of the learning experience and the process of the sessions is
equally powerful, ie lzaming from users and carers, having the opportunity to talk,
question and debate with them in an educational environment.

McMamee (2007) has written about teaching as conversation. During module delivery
users and carers brought their experiences and aspirations to life in the classroom, and
allowed the co-leaders and students to share them in conversation. All concemed testified

to the impact this had during the evaluation process.

The very nature of experential leaming raises many questions and has the ability to
challenge working practice. Most of the students had many years experience of working
in health and social care setlings, supporting older people with mental health issues and
their families. This wealth of knowledge was juxtaposed in discussion against the
experiences and accounts of those uzing heatth and social care services. This coming
together of health/social care professional and patient’service user! carer in a common
purpose of greater understanding and knowledge of individual needs demonstrates that
people’s expenence of senvices has tremendous power when delivered in a face-to-face
environment. K acts as a catalyst to change a ‘one size fits all' approach, to a measured
and considered individually tailored (handmade shoe) model of social and health care
provision. To facilitate, and sometimes empower, people that use services is a humbling
expenence for all participants who embrace a person centred approach to health and
gocial care practice. For uzers and carers teaching has a part to play in this.
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Conclusions

The project has achieved the aims set out at the outzet:

* A curriculum group was established and developed a module on user and carer
experience in older people's mental health for MSe students. Users and carers
were invalved in cumiculum design and throughout the delivery of the teaching.

* The team established links with users and carers, and offered them support and
training to enable them to teach and assess on the module. The project
demonstrated that users and carers who have traditionally been regarded as hard
to invelve can make a powerful contribution to the design and delivery of teaching,
with support and commitment from their colleagues in education.

*  The module was successfully delivered in earty 2008

* A detailed evaluation was conducted and demonstrated the powerful impact of the
course on students.

* The findings have already been shared im a variety of different settings and further
presentations and publications are anticipated.

The final aim:
+ To consider how to generalise the modulel leaming to other courses
Thig iz cumrently under discussion, akongside an exploration of how to implement an

equitable system for paying expenses and fees to users and carers who teach on future
modules.

The project provides a ‘caze example’ of the involvement of users and carers in
postgraduate teaching which may be useful for teachers of other higher educational
courses who wish to involve users and carers in their study programmes.

The main action for the team to take forward iz to further this work and to encourage
those within the University and in a range of other clinical and educational contexts to
take up the challenge of working with users and carers to better frain the health and social
care profeszionals of the future. The team aims equally to inform wuzers and carers
involved in clder people's mental health sevices of how powerful and unigque their
contribution can be, and to encourage them to become involved in teaching. In Kath's
words:

“users, carers, and profassionals teaching ome another, surely, surely will
make a difference®,

This Mini Project has been fiunded by the Health Sciences and Practice Subject
Centre of the Higher Education Academy (2006-2007)



185

Table 1: Involvement of users, carers, others and videos in module delivery

Parcons Involyed Humbesr of cacelons

Users onily 2

C-anars only 2

Users amd carers jointly 2

Community group 1
Specially made video wkh umer 1
Teaching video of famity 1

C-ommenclally made video 2
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The Teaching Plan for In our Shoes

Topic Learning obhjectives Preparation for next week
Intreduction to + To reflect on the Students interview briefly
the module. relationships between one of their clients about

Relationships
between users,
carers &
professionals

users, carers and health
& social care
professionals

To consider what is
known about what
influences the:
relationship &
implications for practice

their expernence of
relationships with health
& social care
professionals (week 1
interviews).

Communication
- the
importance of

To reflect critically on the
interaction between
users/ carers & health

Students to interview a
uUser of carer or user and
carer dyad about their

listening and and social care experience of care and
talking professicnals how person centred it has
« To reflect on what is been (week 2 interviews).
known about ways to Does the user feel that
ensure that users/ carers | they have been treated
can express their as an individual and that
feslings! needs/ desires | their carer has been too?
to professionals Does the carer feel that
+« To consider how they have besn
professionals can understood and treated
improve their skills in as an individual as well
listening to & as their relative?
understanding users &
carers
People not + To crtically examine Choose one or two items
patients 1: professionals’ from the reading list, read
getting to know interactions with users/ them through and spend
the person carers in relation to time reflecting on them
whether or not they are and your lzaming so far.
person-centred Make notes on your
+ Toreflect on different thoughts and how useful
ways of being more the items are.
person-centred
People not * To reflect on how perzon | Students to interview a
patients 2: centred current practice | user/ carer or user/ carer
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tailoring caref is and ways of making dyad about how far they
senvices to the practice more person- feel professionals
individual centred understand their

difficulties and feelings

{(week 4 interviews).
People not To reflect on the role of Choose one or two items
patients 3: the carer when from the reading list, read
acknowledging professionals have them through and spend
the contact with users and time reflecting on them
experiences & how far their own needs | and your leaming so far.

needs of carers

are acknowledged and
reflected in care plans

Make notes on your
thoughts and how useful
the items are.

Choice: being
realistic about
choices when

To consider whether
users/ carers are
currenthy given choice in

Students to interview
{week & interview) a user/
carer or usericarer dyad

resources are their interactions with about their journey: in
finite health & social carer what ways have they
professionals experienced continuity of
To reflect on what choice | care and what ways do
might mean for users they feel care has been
and carers and how fragmented and
practice might change as | dizcontinuous. How
a result would they like to see
things change?
What iz To consider during an Choose one or two items
important to interaction between a from the reading list, read

users & carers?

user, carer and
professional what is
important to each and
how they influence the
outcome of the contact
To reflect on ways to
make the users and
carers wishes more
powerful in the system

them through and spend
time reflecting on them
and your leaming so far.
Make notes on your
thoughts and how useful
the items are.

Continuity of
care: the 1:1
relationship &
time

To reflect on the patient
journey and the
importance of continuity
of care to users/ carers
To consider the
advantages and
disadvantages of
continuity of care for all
parties involved

To consider how the 1:1

Students to reflect on
what they wish to do
differently in future and
how they would like their
service to change in
order to address the
needs of users and
carers.

This Mini Project has been funded by the Health Sciences and Practice Subject
Centre of the Higher Education Academy (2006-2007)




192

22

relationship between
professional and user/
carer fits into the
complexities of modem
health & social care

9 | The role of the To consider the role of Students to interview a
environment the environment in how a | family who have had
user! carer presents contact with their service
themselves to about how far they fesl
professionals they have all been able to
To reflect on ways of be involved & have their
understanding the needs! wishes/ anxieties
changes that people addressed (week 9
exhibit in different interview). How do they
environments feel professionals could
To consider what this do this better?
means for professionals
in their contacts with
users! carers
10 | How to work To consider how to Choose one or two items
with differing acknowledge & take from the reading list, read
perspectives account of the differing them through and spend
perzpectives of those time reflecting on them
involved when working and your leaming so far.
with service users Make notes on your
To reflect on how thoughts and how useful
practice might need to the items are.
change as a result
11 READING WEEK
12 | Sharing To reflect on every Look through your notes
experiences: contact betwesn on the reading list items
leaming from professional and users/ | you have read and bring
each other carers as a leaming them along next week to
experience the feedback session.
To consider how leaming
can ke maximised for all
parties involved and how
this might impact on
professionals’ future
practice
13 | Looking Review and reflection on
backwards to the module
look forwards To consider ways to put

learming into practice and
how to continue learning
into the future
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Appendix 3: Student Feedback Form
FEEDEBACHK FROM WEEK M: IN OUR SHOES
Please indicate your rating on the line:
1. How informative did you find this session?
10 ]
Extremely Mot at all informative
informative
2. How interesting did you find this session?
10 ]
Extremely Mot at all interesting
interesting
3. How enjoyable did you find this session?
10 ]
Extremely Mot at all enjoyable
enjoyable

4. How helpful was this session for your professicnal practice?

10 ]
Extremely
helpful Mot at helpful
5. How actively did you feel you paricipated in this session?
10 ]
Wery much Mot at all

6. How well did you prepare fior this session?
10 ]

WVery well Mot at all

7. How would you rate the session overall?

10 ]
Extremely Extremely
good poor

&. What do you think you might do differently in your professional practice as a result of this
sassion?
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9. What would you suggest we do differently next time?

Please add any other comments you have below. Thank you.
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Appendix 4: Teachers' Feedback Form

FEEDBACK FROM TEACHING ON THE "IN OUR SHOES” MODULE

1. How did vou feel the teaching went?

2. Were you properly looked after while you were at the university?

3. Were you given a claim form to claim expenses etc?

4, What could we do better in future for people who are teaching on
courses at the university?

5. Were the students respectful and interested?

6. Did you enjoy yourself?

7. Would you teach again if we run the course in future?

8. Please add overleaf any other comments that might help us improve the
experience for users, carers & others who come to teach.

THANK ¥YOU
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Appendix 5 Outputs from the Project and Related Work to July 2008
Publizhed papers
Benbow SM

Wearing purple. EFTA Newsletter (2007) MNovember, no 3. Download from:
http:ifwaww eftacim.org/doc  pdflbenbow pdf

Benbow SM, Taylor L, Morgan K
Multiple: perspectives: Involving users and carers in educating health and social care

professionals.
Quality in Ageing (2008) 9(2): 12-17

Presentations

Users Teaching in Partnership
Oral presentation by SM Benbow at Users in Partnership Christmas meeting,
Birmingham, 15 December 2006.

Uszer and carer led teaching: an innovative development at Staffordshire University.
Poster presented jointly by SM Benbow, P Kingston, J-A Andrews and A Hill at the
Eurcpean Regional Meeting of the Intematicnal Psychogeriatric Association,
Multidizciplinary Approaches to Psychogeriatric Care, Istanbul, 3-6 May 2007.

Different voices: users and carers as teachers

Poster presented jointly by L Taylor, SM Benbow and J-A Andrews at the The Pilgrims
Progress: the pathway to better care in Genatric Paychiatry, Santiago de Compostela,
Spain, 20 - 23 June 2007.

Wearing purple.

Invited sub-plenary presentation by SM Benbow at the 6th European Congress of Family
Therapy & 32nd Association for Family Therapy and Systemic Practice UK Conference,
Scottish Exhibition and Conference Centre, Glazgow, 4 — 6 Oct 2007.

Standing in our shoes: teaching with a difference
Joint showcase presentation by SM Benbow, W Boyce, A Hill & J Wenyss at Authenticity
to Action, Grange-over-Sands, 8 Mov 2007.

Walking the Path Together: the important teaching role of users & carers.

Joint oral presentation by SM Benbow and K Morgan as part of Symposium co-chaired by
SM Benbow and M O'Connell at the Internaticnal Psychogeriatric Association Regicnal
Meeting and Faculty of Old Age Psychiatry residential conference 9-11 April 2008.
Dublin, 10 April 2008,

In our Shoes: Involving individuals with dementia and their carers in delivering teaching.
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Cral presentation by SM Benbow and K Morgan at HEA Mental Health Special Interest
Group meeting, Meaningfully Invelving Service Users & Carers in Leamning & Teaching.
Kings College London, 16 April 2008.
Learning from Service Users.
Cral presentation by SM Benbow at half day conference Yulnerable Clder Adults as part
of The Health Factor 2008.
Staffordshire University, 2.3 April 2008,
In our shoes: users & carers teaching
Joint oral presentation SM Benbow, W Boyce & K Morgan at HEA Workshop Piecing
together the jigsaw: sharing experiences of involving users & carers in education.
Staffordshire University, 25 April 2D08.
Resources on the In our Shoes website
Resource List from In our Shoes Module January 2008
Videocast of talk by K Morgan at recruitment workshop
Kath's Ten Top Teaching Tips for Users and Carers
Interim Report to the HEA

Final Report to the HEA
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Publication 9.

Benbow, S.M., Taylor, L. & Morgan, K. (2008). Multiple perspectives:

Involving users and carers in educating health and social care

professionals. Quality in Ageing. 9 (2) p. 12-17.

Multiple perspectives: involving

users and carers in educating
health and social care
professionals

Susan M Benbow, Louise Taylor and Kathlesn Morgan

Susan M Benbow is Profexsor of Mental Health and Ageing at the Centre for Ageing and Mental Health,
Staffordshire University, and Consultamt Psychiatrist (Old Age Psychiatry} at Wolverkampson City PCT.

Louise Taylor is Principal Lecturer in the Faculty of Health at Staffordshire University.

Katideen Morgan is a service user who teaches on courses organised by the Centre for Ageing and
Mental Health, Staffordshire University.

KEY WORDS
ageing
user involvement

CONTEXT occupational therapy, medicine. mental health
nursing and residential'nursing homes and are
We describe the first steps towards involving normally working in & setting with older adults
users and carers as parmers in teaching as part who have mental health problems.
of the MSc in Applied Studies in Ageing and As part of the module in assessment and
Mental Health at Staffordshire University. care planning, 3 user was asked to teach one
Students on the course come from a wide session and two carers also tanght some of
range of professional backgrounds, including the sessions. The aim was 1o give students 2
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different experience of assessment and care
planning, to highhght the experience for users
and families who are involved in assessment
and care planning m older people’s mental
health services or similar settings.

METHOD

The user who agreed to teach was a woman

fiving with Alzheimer’s disease. Prior to her

teaching she was visited by the module Jeader

to discuss various possible methods of running

the session, including the following:

* reading a prepared talk

*  mviting and responding to questions fom the
student group

* being mterviewed either by the module leader
or by a member of the student group

* asking the group to send questions m
advance for which she could prepare answers.

After discussion she chose to prepare a talk
outhining her experience and to ask the student
group to send her a list of questions in sdvance
50 that she could prepare written answers
before the session. On the day of the teaching
she spent about an hour on her talk and the
prepared answers. Afier a break she then
offered to take guestions from the floor and
spent an additional 45-mimute period in
discussion with the student groap.
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The two carers who agreed 1o rum sessions
both had a parent with a dementia. They gave
1alks on their experiences and then spent some
tune in discussion with the students,
responding to their questions. They were not
sent questions in advance of the sessions.

EVALUATION AND
IMPACT ON STUDENTS

The sessions were well received by the stisdent
group who rated each session anonymously on
a Likert scale of 0-10 (10 was the maxmmum
score) for: mformation; interest; and
enjoyment of the session. The user session
aftained the highest score out of all the
sessions in the module, on all three aspects
rated {see Figure 1 for collated ratings).
Below are some of the stdents” wntten
feedback comments oo the user session.

* A frst-hand account was imvaluable.

s [t gave me] insight into the reality of the
axperience and the effect our interactions
have on individualy "

* It gave another perspective to assessment
and diagnosis; it gave an understanding to
the person being avsexsed.”

* It caused me thinking in more depth about
how my actions affect clienty — also, how
imporiant commumication ix”

i 4
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: Coilated stuoent ratings for each teaching session
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The sessions run by carers also received very

positive feedback from the student group.

*  'How assexxment really feels from a
practical point of view rather than

* I think that [the carer’s] experience

hes us that g fisation of any kind
cannot address individhals ' problems
adapuately.’

*  The difference between what professiomals
feel should be included in a plan of care
and what a carer feels they need”

*  ‘Appreciation of needs of elders from
diverse backgrounds. Highlights
deficiencies and problems with service

*  '...that the problems can be over 7
and asvessment must be performed with
great forethought "

An interactive feedback and review session was
held at the end of the course and the majority
of students rated the user session as the “top
sassion”. One suggestion for the futare was for
students to put together in advance a list of
guestions for the carers that they would like
them to consider and address m their teaching
sessions in order to help focus the sessioa. This
might be a way of ensuring that carers are able
to share a broad range of experiences, both
good and bad, with the stdents.

y 10 2

PRACTICE ACTION
POINTS NOTED BY
STUDENTS

In their feedback some of the students notad
concrete ideas that they had taken from the
user session and mtended to implement m
their practice.

* 'The need to give feedback [to the uver in
the form of] a writien copy of questiony
avked during the assessment, in order for
the person to reflect and discuss any
queries during any follow up meetings.'

o Cwriting things down for user to read
afterwards”.

*  ‘Need to identify goals keeping into account
the individuals"remaining skills”

*  'Need 1o communicate dearly and mot give
too much information at any one time”

*  ‘Need 1o allow the opportunity to hear both
weeripatient and relatives views

on servicex.

Action points supgested by students from

the carer sessions inchuded the following:

* indude carers”

. goad ¢
in place”

* ‘indude carers in plan”

*  ‘hold regular meetings and Jinclude] all
imvolved in care for discussion/co-
ordination”’

*  ‘one person 1o be responble for care

*  'meed to asvess carers "needs in order to
develop a comprehensi t’,

ication skills are

EXPERIENCE FOR
THE USER

The user subsequently presented at a workshop
to other users and carers who are considering
becoming involved m teaching. She spoke
about her experience:
1d mever done any wwaching before, in
Sfact 1d never stood up in front of any
group of people and spoken, but it
turmed out not to be as daunting as |
thought it would be. But when { came 10
prepare my talk | thought, where do |
begin? What do I say? How do I start?
And so afier lots of thougkt, I thoughs,
well I'm not a professional teacher so 1
could talk or teack of my experiences,

weeks [ just jotted down things av they
came to me and in the end | thoughs 1
will put them all together. So 1 wrote
down all these thoughts and ideas and
then I thought: well, how am I going to
sort of talk this talk? So I decided 1
would approach it like... | would
approach the students as if | was selling
friends | had not met for some time how
things were, how [ had come to be in the
position | was in (vou know like we do
when we catch up with peaple) and this
way it helped me feel more relaved...
when [ came 1o the end of my talk I said
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if the students had amy guestions [
would do my best 1o answer them, but [
did wonder would I be wp 1o it? Would it
be ok? But it twrned out all right,
although afterwards I thoughs, "ok 1
should kave said...". “oh I should have
told them that™ and "I forgot this or
that ™. But the second time I did it the
students were asked if they wanted to
ask any questions, mow [ { these
prior to my talk whick | found better
hecawse I could answer them more fully
and take time over answering them and
then the only questions that came up
were those finked with what 1d talked
abont that day. And I don't think if | was
asked to do any more teacking that |
could really do it any different... you
Jjust meed time to prepare, get it all
together and have a clear idea of what
is wanted or expected.

The teaching I did. for me, was one of
the most rewarding things | have done
because in @ way 1 thought | was
useless. By the way the students listened
and the questions they asked it gave me
the feeling that maybe 1 had contributed
into making them think outside the box.
help them understand how and why the
sywtem needs fo change. Everyone s talk
will be different, unique, personal to
them, just think of the variety of
information the studemts will get:
practical teaching fo go hand and hand
with the theory they learn and we all
know theory needs the support of
pm:nmlﬁﬂﬂmd and that is what my
and your imput can achieve... itk
personal to us who live it and to carers
who five with it and through teaching
things can change. Through teaching
you have that power to make a
difference — so go for it”

REFLECTIONS AND
FUTURE PLANS

What is the ‘added value’ of involving users
and carers as teachers in courses such as the
one described here? From studying the

comments received in the feedback process.
the greatest impact on students was probably
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in getting them to stop and think about their
work from the perspectives of the user

and carer. Although health and social care
professionals might consider that they are
doing this throughout their working fives,
the course gave space and opportunity for
participants to reflect on their practice in a
way that is umasual in the course of busy
working lives. The significant power and
impact of the aser’s session related to her
ability to tell of the *lived experience’, which
was a powerful learning medmum. Her
presentation had an immediacy that is
inevitably lacking when professionals present
on simikar topics: even when they recoumt
the stories of service users, their accoant
is second hand. The user was able to bring
her experiences to life m the classroom and
1o give the students the privilege of sharing
them, in a personalised manner, in
conversation (McNamee, 2007). Seeing &
user as a teacher on the course probably also
challengad the students” attitudes, values and
beliefs. In everyday practice professionals are
expected to act as the experts; by turning the
situation round. and having a user as a teacher,
students are confronted with what is a
completely different experience. They can take
the opportunity to question and research in a
new way and are freed up to learn (Rogers,
1983). These factors may po some way o
explain why the user session was so highly
rated by the student group.

The carer sessions were rated less highly,
probably for one main reason: the carers who
spoke were seen as powerful, confident,
articulate individuals who had been through
mnqneexpmmd.ahhmginbemm
important learming pomts throughout their
sessions, the view was expressed that they
were not “typacal’ carers. This, in itself, mises
nnpmmes

‘What is a typical carer?

* Is there such a thing as a typscal carer”
*+ If, as professionaks. we believe there isa

“typical carer’, what influence does this

have on our practice?

Perhaps the user managed to break the
stereotype of a user. but the carers were
regarded as less informative, and their
experiences as less generalisable. since they
didn’t fit a stereotype. Future teaching will
need to address the issue of generalisablity
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(Schofield, 2007). It was not intended that
the carers who taught should be “atypical’
individuals but it is probably inevitable that.
in starting to mvolve users and carers as
teachers, the individuals who take this on are
not “typical’. The first people to tackle a new
initiative of this sort will inevitably be
traifblazers, with the confidence, energy and
commumnication skills to take on a challenge,
despite the stresses of caring or coping with
an iliness themselves. The teaching team
hope that, as the work develops. a network
of people from a variety of backgrounds and
expeniences will become involved and share
their experiences. The team’s skills and
experience in supporting the users and carers
were limited during the teaching descnbed
here, but a lot has been learned a from the
expenence. We suspect that the users and
carers who are mvolved in future courses
will be seen as more “typical” and their
experiences as more generalisable.

The teaching team alzo hope that the
mclusion of users and carers as teachers has
demonstrated to students that they can ask
users and carers to comment on their
expeniences in everyday practice. This helps
students to consider and influence the
assessment and care planning process (as
well as other aspects of their health and
social care). However, commenting in the
context of one’s own care plan might raise
anxieties about how negative or critical
comments might influence relationships with
professionals and the impact it could have on
one’s own care plan. Many of the students”
ideas involved ways of ensuring that users
and carers are able to take a more active part
m their own assessment and care planning.
They particalarly focused on ways of
improving communication, such as writing
down key points for users and carers, sharing
letters with them and inviting them to join
and actively coatribute to care planning
meetings. One of the key guastions for the
teaching team in taking this work forward is
how to bring about change. Future courses
could usafully involve a way of following
students up afierwards to imvestigate whether
they feel their practice has changed.

Greater patient choice and more
personalised care are themes of various
policy initiatives in health and social care
{eg. Department of Health, 2005a;

Department of Health, 2005b). The National
Service Framewurk (NSF) for Older People
(Department of Health, 2001 ) includes 2
standard on patient-centred care and the NSF
for Mental Health (Appleby. 2004) includes
a standard on carer support. Tew, Gell and
Foster (2004) have looked at the involvement
of users and carers m education. emphasising
that they offer distinct but complementary
perspectives from one another (and from
health and social care staff). The mvolvement
of both usars and carers is essential if health
and social care services are to davelop
partnership working with people and their
families who are using their services.

CONCLUSION

The overall evaluation of this module by the
student group was very positive and it was
thought-provoking for teaching staff. The
user, who had been living with Alzhemmer’s
for several years and had no teaching
experience, ran a session that students felt
was more informative, interesting and
enjoyable than sessions run by highly
experienced teachers. The session "brought
to life” the experience of going through

an assessment and care-planning process.
Future possibilities include couples or
families running sessions in order to try to
address the complexities of how assessment
and care-planning impacts on relatonships
{or may not take relationships into accoant).
Another option would be to use a similar
model to the Council of Elders (Katz o2 o,
2000) and to include sessions where students
prasent anonymous case scenarios from their
OWn practice to users and carers for
discussion and debate. 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.
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In the NHS Plan (Department of Health, 2000)
the government wrote that “letters besween
clinicians about individwal patient s care will
be copied to the patient as of right” (Paragraph
10.3). A working group and pilot initiatives
explored how to make this reality and in
November 2002 Harry Cayton, the National
Director for Patients and the Public, made a
speech (Cayton, 2002) setting out 2 vision of
the future for the *empowered patient” in which
copying letters played 2 key role: supporting
trust between clinicians and the public and
redressing the power imbalance between them.
This underpinned a vision of health care with
a new relationship between clinicians and the
public based on ‘opennexs, mumal respect,
sharing of expertise and joint decision-
making'. The Department of Health website
lists the benefits of this policy as:

= more trust between patients and
professionals

better-informed patients

better decisions

better compliance

more accurite records

better consultation

health promotion

clearer letters between professionals.

On the face of it. mplementing this policy
should be straightforward - a matter of
generating an extra copy to a patient
whenever a letter about them is written
between healthcare professionals. On closer
examination, however. a munber of 1ssues
anise. These inclode:

choice 1o recetve fetters or not

consent

mentsl capacity

data protection and confidentiality -
mclading professional confidentiality
nsk

nghts of parents and carers
communication of bad news

technical and resource implications.

The Department of Health (2003) 1ssuad Good
Practice Guidelimes drawing on the working
group report and findings from the pikot sites
(Harrs and Boaden, 2003). From April 2002,
NHS organisations were to begin implementing
this policy. with full implementation required
in 2004, This has not happened but, as there

has been no formal change of policy, the
intention seems to remain that the pobey will
become standard practice across the NHS. Yet,
there is a danger that this good idea will be Jost
in the swirl of subsequent mitiatives:
reorganisation of health care, choxe and mixed
market service provision. Boaden and Hams
(2005) noted that *copying letters’ 15 Dot
mentioned in the revised GP contract.

Thas article revisits the policy and lessons
to be learned in the context of mental health
care for older people. It reports two projects
undertaken as, first, development work, then
audit of this in one mental health service in the
Midlands. It might be thought that people with
a dementia, which impairs understanding and
retention of information, would be unahle to
make use of written materials designad for
commumication between doctors. In practice,
people with dementia often remain functional
because their lives are shared closely by one or
more main carers, so that communication
relates to the carer/cared-for partmership as
well as to the individuals concerned. This
reguires honesty and trust between the partners
and an appreciation of individual views and
rights by professionals. Matters might be
viewed as potentiaily even more diffacult
where the person with dementia and or their
carer 15 from a mmority group and lacking in
English language skills. Thus, experiences in
this situation represent a hard test of the
virtues and practicability of the policy of
copying letters to pabients,

BACKGROUND

Communicating more transparently with
patients through piving them better access to
letters and professional notes wntten about
them predates the Department of Health policy
initiative (Gill and Scott. 1986). Over the past
decade there has been a general shift towards
advocating greater understanding between
patients and clinicians (Jelley and van
Zwanenberg, 2000} and, although some
commentators are cautious — citing lanpuage
and medico-legal issues as barriers, many
climicians welcome transparency as a way of
improving the relationship with patients to
enhance care and outcomes. and Increasing
patient satisfaction (Saunders et af, 2003;
Working Party of the Royal College of
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Physicians, 2005; McKinstry e al, 2006).
Patients appreciate receiving copies of letters
written to general practitioners or consultands.
The practice belps them feel involved in the
referral process and in plannmg their
treatment, care and follow up (Jelley and van
Zwanenberg, 2000). Tomkins 2 of (2004)
pointed out that the cost (approx 25p per
letter) is a small price to pay for better
communication and a stronger therapeutic
relationship between clinician and patient.

EXPERIENCES
OF IMPLEMENTING
THE POLICY

Wolverhampton is a city of 300,000 with an
eiderly population of 45,000 (aged 65 years and
over) and an ethnic minority popalation
{peedominantly Punjabi Sikh and African-
Caribbean) of 17%. It provides a specialist
service for okder people with dementia and other
mental health problems (Jolley er af. 1997).

VIEWS OF BLACK
AND MINORITY
ETHNIC FAMILIES

A pilot site project supported by the
Department of Health was undertaken i 2002
to investigate the views of carers of people
with dementia from the Jocal black and Asan
communities. This was undertaken in the
context of a series of studies of the experience
of dementia and its care within these
communities - the Twice a Child (TAC)
projects {Dementiaplus, 2001; 2003). It
seemed particularly pertinent to investigate
this group as they present issues of
disenfranchisement by virtue of language,
culture, age and mental capacity of patients.
Thaus, the pilot ammed to mvestigate the views
of BME carers ca approaches that would be
acceptable to them and those they cared for,
taking into accoumt language lmitations,
cultural needs and the availability of resources
to address these. An overriding consideration
was the potential usefulness of the

206

communication in aiding understanding of the
condition and the plans for care and support.

Method
Nine carers of African-Caribbean (n-4) and
Asian (n-3) people with dementia identified
within the TAC studies were approached for
their views. People with dementia and their
carers had been identified via community
groups or through their referral to health or
social care services. They had agreed to
participate following initial contact, which
was often informal through their existing
network. but confirmed by interview and
letter. Carers, rather than the patients, were
approached as it was felt this added an extra
dimension to the issue of copying letters, as in
the latter stages of dementia it is likaly to be
the carer receiving the letters, but there are
issues of confidentiality and consent to be
considered. Thas, for this exercise the
individuzals with dementia were required to
have capacity to agree to be included m the
project and to agree that interviews be
conducted with their main carer.
Semi-structured interviews were conducted
by a research assistant already known to these
individuals and comfortable with ther
language and culture needs. The research
assistants were drawn from the relevant BME
commumities and had worked with both the
individuals with dementia and their carers in
the earlier Twice a Child studies. They had
knowladge of dementia and neads anising from
it and were well informed of cultural
expectations within the community. It was
understood that they were working in
association with health and social care
services, but mdependent of them.

Findings
Asian patients were more fikely to be male
(M:F 3:2), to be over 70 years (4:1) and still
marniad {(4:1). Affican-Canbbean patients were
more hikely to be femnale (M:F 1:4). to be aped
less than 70 years (1:3): all were widowed. All
Asian carers shared the same household as the
patient - two wives, two dsughters and one son.
Afnican-Caribbean carers, throe davghters and 2
son provided support by visits in two instances,
with two co-habiting with the pataent.
On a five point Likert scale all interviewees
responded that it would be “very helpful” or
*helpful” to them and their relative with
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dementia if clinicians’ letters were copied to
them. No one foresaw disadvantages. Carers
from Asian backgrounds were more emphatic
that they thought copying letters to them rather
than the patient would be most helpful. Many
did not believe this should depend on the stage
of the patient’s dementia but others remarked
that that communication should take into
account the capacity of the individual with
dementin ‘1o deal with the information and

ity implications”.

Respondents said that they wanted
informatica ‘so that we know what is
happening” and 50 *carers and family would
not he lefl in the dark as to what was
happening to a loved one’,

Two Asian carers felt that having copies of
letters would mean they could contribute
more to decisions about best care for ther
relatives. One carer said if the family
received a copy letter it would allow them to
identify and correct any errors of omissions
a8 ‘carery could always look back and
compare notes” and copies of letters would
*help dlarify points or issuex that may not
kave been discussed or explained well and
understood during the consultation’.

One carer hoped that copy letters would
make plain how well the care professionals ure
working together to co-ordmate thewr care {or
not), und may even “help establish hetter
c ication and links b the care
team, incduding the carer and family members'.

In addition, carers thought copying of
letters woald help them tell others what was
happening, making it “easier to inform people
involved in his care about his condition and
meeds for care”.

The interviewees were asked what
information they expected in letters. They
wanted letters written after iitial assessments
to indicate diagnosis and o say something
about the nature and prognosis of the
condition. Subsequent letters shoukd describe
progress and the arrangements for treatment
and care, including names of key contacts.
Asian carers also mentioned the need for
cuitural appropriateness. In large part they
were referring to the way m which services
are organisad and the approach and attitudes
of staff, rather than Jetters per <e. The main
consideration was that the letters be “user-
Sriendly" and *not in medical jargon”.
Translating letters into BME languages may

be desirable, but was not the essential thing
for this group of carers:give us the

information and we will find a way to make
sense of it", was the overriding imperative.

Conclusion

Although with a small sample of people,
these interviews that found carers
overwhelmingly welcomed the prospect of
receiving copies of letters. There was demand
in the community, and the desire was for
practical information presentad as best as
possible. This was in keeping with the
national evidence of desire for mformation
arizing from the copying letters work. The
insights gamed from this project supported
the feasibility of, and widespread support for,
the principle of copying letters and issues of
administration and translation were not seen
as major. There was enthusiasm that doctors
should begin to copy letters to patients and
families in the older people’s mental health
service, although it was recognised this had
to happen within a framework of good
professional practice and clinical governance
to address risks.

IMPLEMENTATION OF
THE POLICY AND ITS
IMPACT

Afler the pilot, the local Memtal Health
Directorate implemented the policy.
Following local consultation with clinicians
and planning for good clinical governance, it
was ratified and recommended for
endorsement by the trust board. It was
widely accepted that any trust-wide
ratification would necessitate the need for a
training strategy to equip staff with the skills
and the confidence to implement the policy,
to be included in both the trust induction
programme and mandatory updates.

Method for the audit of
implementation impact

A survey was subsequently conducted of
patients and carers cared for by the older
people’s mental health service in the south
east sector of the locality. The consultant
psychiatrist routinely asked patients 1f they
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wished to receive a copy of the assessment
letter, which would be prepared for their GP.
and‘or whether they wished a copy to be
provided for a family carer. When copy
letters were requested, a postal questionnaire
was included with it, together with simpie
imstructions for completion and return, and a
return-addressed envelope. Questions were
designed to discover how mformative,
accurate, useful and acceptable the copy
letters were felt to be. and space was lefi for
open comments: the questions were
informed by the findings of the pilot project
but aimed to access the views of patients
and carers and to extend the pilot across a
larger group of patients.

Findings

Forms were returned from 38 family carers
and 31 patients (in 18 cases both carer and
patient returned the feedback form). Table 7
summarises the guantitative findings.
Overwhelmingly, the response was that the
letters received had been ‘very’ or “fairly’
clear to the families (38/38 or 100%) and
patients (27/31 or 87%). In terms of the
usefulness of the Jetter, 37 (989%) of carers
and 27 (87%) of the patients replied that 1t
had been ‘very” or *fairly’ useful. Only one
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carer felt that the letter had been “not at all
wreful’ and one patient reported that it was
only a *little bir' useful. three patients did not
answer this question.

Seventeen family carers felt that some
information had been missed or reported
wrongly. Three carers gave additional
information (regarding drug treatment,
driving habits and their visits). Three carers
offered corrections to mformation in the
letter (one on timings and two on deaths of
family members). One relative offered a plea
for help. Seven patients replied that there
was something missing from the letters.
‘Three patients offered corrections to the
information in the letter. Four patients gave
additional mformation. One patient added a
written thank you.

Ome relative wrote:

‘Nothing was missed. The whole family
thought it was a very good letter, easy
Sfor mom and dad 10 understand and a
very true record of (the doctor 5} visit”

‘The original respondents were thanked for
their help by return post and asked whether or
not there was anything else they wanted to
add with regard to the policy of copying

Table 1: Summary of quantitative data from the awat study

Patiants Carers

Number of forms retumed 31 =

“How clear was the Bttar? N W N %
‘No answer k<) 10 o (o}
ot at &l o o o 0
Alltie 1 3 o o
Fainy 8 26 6 18
ey 18 61 32 B84
How useful gid you find the latter? N % N %
No anseer 3 10 o o
Notatal [ o 1 3
Altte 1 3 o 0
Fainy = 28 6 18
very 18 58 3t B2
- Dig we miss anything out? N % N %
Don't know 1 3 o [+}
‘No 23 74 31 B2
Yos 7 23 7 18
\Any further comments? N % N ®
Dot know 2 & o 0
No. 1a 82 2 24
Yes 10 32 28 76
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letters to them. Ten (of 31) patients passed on
comments: four offered their thanks or
otherwise commented positively on the lefter,
three gave additional information, and three
offered corrections to the content. One patient
commented that the assessment had been
tinaccurate... and very unclear and very

undefined” . Another patient commented:

It was mice 1o be informed directly and
treated as am active participant in
rehabilitation process rather than a
paxsive recipient of @ care programme.

Twenty-nine (of 38) carers added comments:
14 reiterated that the Jetter had been useful
and/or passed on thanks for receiving it, six
offered updates on what had happened since
the assessment, five stressed that they needed
help or asked when appointments would
come through, three offered helpful
carrections (eg. Jetter had been addressed to
the wrong GP partner). and one asked for
more information. One family said it had
been unhelpful:

Mum was really annoyed... says she
will not have anything more 10 do with
doctors and said that it was sy fauit
which really upset me at work!

CONCLUSION

These findings confirm that patients and carers
want copies of letters and find them useful, but
that there is a potenbial to send letters to some
who find them unhelpful, or are upset by them.
These lessons have been borne in mind in
developing the traming und the practice of
copying letters in the local mental health
sarvice. Copying letters can be helpful to all
invoived but has to take place with an
mstitutional framework of good professional
practice and clinical governance to manage the
issues raised here. It would also be helpful to
carry out further research o information-
sharing with patients and families - its benefits
and drawbacks — m older people’s mental
health services. The authors” practice as a
result of these findings 15 to encourage patients
that they should have a copy letter unless there
is a clear contraindication, such as a complete
lack of msight or psychotic illness.

REFLECTIONS ON
THE POLICY AND
ITS IMPLEMENTATION

In the ‘copying letters to patients’ saction of
its website, the Department of Health states
that ‘engaging and informing patienty is at
the heart of good dlinical practice’.
Communication between patients, their
families and health professionals is not solely
aboat letters and, indeed, if health
professionals rely on letters to give
information they are missing the point. The
principle 1s of good open communication
between health professionals and those they
are working with at all times during care -
through open verbal communication, backed
up with copying letters. If that is the case
then copies of letters will hold no surprises
and act as a helpful record of discussions that
have already taken place (Faculty of Old Age
Psychiatry, 2004). There are mstances when
the clinician and patient/carer feel that
copying an unmodified letter to a
professional is inappropriate and there is
advantage in providing an additional version
tailored to patient/carer needs: if letters are a
record of discussions then those discussions
will already have highlighted any contentious
oF provocative areas that can be taken into
account when subsequently writing the letter.
Some colleagues have adopted a practice of
formulating letters primarily for patient/carer
consumption, with copies for professionals.
Our experience is that this is an important
consideration, but applicable to 3 minonity:
most of the people interviewed preferred to
have a copy of the letters designed for and
sent to their doctor. This preference may have
been based on appreciation of economy, but
also avoids the possibility that issues of truth
might be side-stepped In a tallored letter and
has the advantage that the patient and carer
know exactly when and what the GP has been
told and asked 1o do. Only a small number of
patients with no insight mto their problems
(and often where the wnitiative for their
referrul has come from a family member) are
now selected out for individually written
letters: these instances, which are few in
number, are useally related to a dementia or &
psychotic illness or the combination of both.
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This philosophy behind copying letters is at
the heart of good modern practice in mental
health care, addressing issues of information,
communication and power to form better
partnerships of care between all involved. and
it is time fo take stock of how we can best
implement it. We see copying letters as a
helpful step in breaking down some of the
barriers between services and the
communities they serve, as advocated
recently by Louis Appleby, the National
Director for Mental Health (Department of
Health, 2007). The shared letter negates any
false boundaries between parties and
recognises that professionals and those they
are serving are equals. It enables patients and
carers to play an active part in interpreting
findings and making and evaluating plans for
care and treatment.

From its inception. there was recognition
in the copying letters policy that a one-size-
fits-all approach would be inappropriate,
both for organisations and for individual
patients. Professional judgement. shaning of
experience and a common-sense approach
need 1o steer mmplementation and traiming of
professionals. Letters must be individual
rather than ‘standard’ and so need to be
constructed i content and style with
knowledge of. and respect for, the
charactenistics of all potential intended
recipients, and with sensitivity to the
different perspectives of those involved. The
policy needs to be developed in a context of
good professional practice and clinical
governance, these being supportive of each
other (complementary) if developed with
sensitivity and regular feedback. Clear
guidance, supportive policies. resources and
robust governance mechanisms can operate
together to support clinical judgement
whenever a clinician faces the question of
whether or not to ask a patient if they want
to receive a copy of correspondence, or 3
copy for another party.

The practice of copying letters needs to take
place in the context of good communications
with patients. It is important that people feel
free to ask questions for clarification or
correction of what is written — this might need
to be done repeatedly. It is easy for altemative
interpretations of the same word to oocur in
either direction and there is the ever-present
hazard of typos. There is a need to consider the
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role of letters to communicate with carers too,
especially in mental health settings (Pinfold ot
al, 2004). Clear communication = given even
greater significance with the “choice” agenda
within current policy - for real choice requires
good information.

Untoward incidents mvolving mappropriate
correspondence are always possible, as are
breaches of confidentiality (Smith, 2002)
There is additional potential for difficulties
when patients or carers have mental health
problems: these may mffuence capacity and
ahility to consent or to understand and
interpret information. or may be associatad
with frank danger from altered behaviour.
Clear means of managing these risks, learning
from untoward incidents and sharing the
lessons with colleagues are vital.

Training programmes should be carefully
constructed, ensuring that the diversity of
copying letters to patients is clearly
communicated and that all health
professionals and clinical and administration
staff are included.

From 2002 ‘copying letters” became a
top-down, mandated policy. It drew upon
principles of common sense and good clinical
practice, with some evidential support in the
literature. The centrally driven urgency of that
time may have dissipated, but the principles
remain (Boaden and Harris, 2005). The
danger s that, without & strong mandate for
the benefits of this simple and inexpensive
initiative, it may not be realised. Our
experience suggests that, even i the complex
situations encoumtered by mdividuals and
families with dementia or other mental
disorders of late life, there is real interest and
appreciation of sharing information by
copying professional carrespordence to
clients. When this is done in practice il has
many advantages for patients and family
carers: it stablishes a culture of openness,
inclusiveness and partnership between
professionals and families, and improves the
appropriateness of service responses. Our
experience among older people with mental
health problems identified few serious
hazards or expressions of dismay, and these
were greatly outnumbered by the gains from
all perspectives. Other services should
by adopting this approach - the costs are little
and the gains considerable.
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ABSTRACT

Background: Carers who wished to share their experiences with a8 nanonal working group (the Consumer
Group) prepared narrstives as & way of identifymg areas for discussion.

Methods: The narratives were submitted to one suthor &nd subjected to thematic qualitative snalysis. The
themes were fed back to the Group for dscussion.
Results: Five muin themes were idensified: difficulties in obtaining a diagnosis; acting a5 an advocate; stresses
of caring: practical problems with social care; and emotions experienced by carers.

Condusions: The narrstives provided 8 means of sharing carers’ experiences #nd cresting initistives for further
action by the Group. They have an impact on the people who hear or read them but may ako be therapeutic
for those who produce them. Narrstives can also be a powerful tool in teaching and trainmg, and in identfying

aress for service and professional mmprovement.

-y

burden of care

Key words : carers, patient journey, geristric prychisiry, acwocates, d

Introduction

It is widely accepted that narratives have & role in
medicne. There are core texts on narrstive-based
medidne (Greenhalgh and Hurwitz, 1908; [auner
2002), and a trainee in psychistry advocates the use
of narratives within the specialty (Wallang, 2006).
Taking a psychiatric history in & scnsitive manner
may help someone arrange 8 coherent narrative of
their life. Listening to or reading 4 narrstive csn
similarly have 8 profound impact.

The Faculty of Old Age Psychistry is the specis-
list branch of the Royal College of Psychiatrists deal-
ing with aspects of older people’s mentsl health. The
Faculty established a joint forum where users and
carers who were identified through the Alzheimer’s
Socicty and Age Concern England met with Feculty
officers (all practicing old age psychistrists) and
stafl members of the two voluntary organizatons
to discuss matters of mutusl intercst: this group
chose to be called the Consumer Group (referred to
hereafter as the Group). The initistive to set up the
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for Ageng & Mental Heahd, Reculty of Hesix & Scencs, Sallordshitre
Usnevessity, ackhesth [ane, Staffoed STIS AL, LK. Phone: +44 (0)1902
STSISE; P 444 (0)1907 £44127. Emait ér com
15 Apr 2008, revision reguesied 4 Jan 2008, mevied verson moved 17 Jul
2008; accepted 17 Jad 2008, st pubilahod onkne |7 October 2008,

chodd b addeeued ¢ Profesor Sussam M Henbow, Cemre

Group came from the Faculty and was linked with
the Royal College of Psychiatry’s “Partners in Care™
campaign. The Faculty’s sim was to get feedback
from users and carers on the work being undertzken
by the Faculty itself: for example, papers being
produced by the Faculty were sent to the Consumer
Group for comment and suggestions prior to being
finglized, and members of the Group were invited
to join other working groups. During their terms of
office, the authors recognized that the Group had
a strong influence on the work of the Faculty and
have reported their reflections on the Consumer
Group and its influence clsewhere (Ong ef al,
2007). Although the Faculty officers brought to the
Group ideas sbout how it might work, users and
carers joined the Group with their own ideas asbout
how it should function and what the Faculty should
do, and developed a profound influence on the
Faculty's work which had not been anticipated by
the Faculty officers. Some members travelled long
distances to attend the Group from vsrious parts
of England. The Group itself hes initiated work
through the Faculty. It includes users snd carers
who are coping with dementia and other mentsl
health problems in later life, and continues to meet
querterly. Despite sctive participstion in the Group
(for example, being able to raisc issues for discussion
and adding items to the sgenda), members caring
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for relatives with dementia expressed a wish to share
their personal experiences. They recognized thut
the Consumer Group is 8 working group and not
a support group, and thst the timing, sgenda snd
formaslity of mectings did not allow for detasiled
sharing of personal experience. It was suggested that
they could prepare and share narratives as & way of
informing the Group and initiating discussion about
carers’ issucs.

Our paper describes the narratives srising from
the Group, and considers their meanings, impact
and potential use.

Method

Those members of the Group who wished to do
so were asked to send 2 full written account of
their expericnces as carers of people with dementia
to one of the suthors. They were encoursged to
prepare the narrative in any way they chose, whether
chronological or not, which they felt might inform
the Group. The intention was to ensure that carers’
issues were properly acknowledged and addressed
by the Group within a safe snd sccure sctting,
and then fed into the work of the Faculty. Carers
were given seversl months to prepare narrstives
and 8 meeting of the Group dedicated to the
narratives was organized st which the analyzing
author presented his qualitative analysis (without
identifying individuals) to the whole Group for
further discussion and debate. The analyzing author
read and re-read the narrstives several times and
carried out a8 guaslitative thematic analysis, using
methodology based on Bslint’s work (Balint et al.,
1903), with the aim of identifying major common
themes.

Eight written narrstives - four by dsughters and
four by spouses — were prepared and submitted for
anzalysis by self-selected members of the Consumer
Group: all were caring for people with dementia.
Seven narrstives were written specifically for this
project. The cighth carer submitted 2 published
paper from 3 quelitative research project of which
he is a co-author (Gslvin et al., 2005).

Resuits
Five main themes were identified:

I, Dafficulties carers have in obtaining 8 diagnosss from
primary care services

2. Acting as advocate-cum-bridge between the private
world of 8 person with dementia and the public
world of health and social care
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3. Stressors associated with caring for a person with a
dementia

4. Difficulties with services offered by social services

5. Emotions experienced during the various stages of
being & carer.

1. Difficulties in obtaining a diagnosis

‘The first theme identified was the difficulty carers
have in obtsining a diagnosis from primary care
services (Narrative 1)

“During the summer of 1998 I made a number
of visits to our GP service encoursged by my
brother-m-law who has 8 medicsl background and
suspected my husbend was showing signs of an early
dementia.

Our GP [genersl practitioner| was sympathetic
and understanding. His approach was to test for
physical csuses which made sense to me. He
arranged for my hushand to have a blood test. [
heard nothing further.

I had to ask for an appointment. He mformed
me the results were not significant.

I asked him to see my husband alone to form
an opinion. When my husband returned home he
had with him s prescription for vitamins but could
not tell me anything sbout the discussion with our
GP. Shortly after, we received an appointment to
see the practice counselor.

The meeting with the counselor was pointless.
He was trying to desl with & couple with marital
problems. My husband’s reaction wasa 'b. . .. waste
of time.”

I then saw the senior parmer whose resction
was why put my husband through 8 menzsl heslth
assessment when [ already knew there was a
problem.

In April 1999 my husband was admutted to
hospital as his disbetes was out of control. One
of the nurses asked me if I had noticed my husband
appeared to be rather confused. I took a deep bresth
and explained how for the last seven months orso I
had been trying without success to involve our GP.
The disbetic consultant in charge took control and
arranged & CT brain scan and an assessment by the
clinical psychologist.

Thus it was some ten moaths after my initial
approach to our GP we finally received s diagnosis
of dementia.”

2. Bridging private and public worlds
The second theme was that of the carer being &n

advocate-cum-bridge between the private world of
the person with dementia and the public world of
health and social care. The private world of the pa-
tient consists of their current neuro-psychistric situ-
ation, increasing dependency, previous personality,
relationships and experience. A carer often has ac-
cess to this based on their close relstionship, history
and empsathy with the person for whom they care.
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Table 1. A ciassification of stressors contributing to the burden of care

PHYSICAL STRESSORS
itunt physical ill e.g. diab

strokes,

carcinomas
o frequent falls
* incontinence
» dchydration
o changr in cating habits
SOCIAL STRESSORS
e disrupted houschold
* impact on working outside the home
o financial consequences
o ability to drive
* Bolation

PSYCHOLOGICAL snussozs

« having to sccept changes in per lity and
bchmor

e unable to share mujor life events and confidences
» inability to communicute

» feeling duty bound -~ despite breakd in
mhﬁomhip

e coping with deteriorution

= giving up care

SEXUAL STRESSORS

o loss of intimacy

o sexual deprivation

They may be placed by heslth and social care staff
in a position where they are required to interpret or
advocate on behelf of their relative with dementia,
Excerpts from several narratives illustrate this
theme:

“Only after six months did I have 8 conversation
with a social service supervisor. Their philosophy
is not to move 8 person from familiar home
surroundings until sbsolutely necessary as any
move would lead to extra confusion. This is an ad-
mnb!epohcyahhoughbo(hmysmermdlmud
have liked mother to move closer to us. My mother
has alwsys been s happy and positive person.
However she has recently become depressed .She
feels she 15 not managing. We try to reassure her,
reminding her she has lots of people coming in to
help and she only needs to ask. She says she cannot
remember this available help and what to ask for,
It breaks my heart to see her so unhappy.”
“He is a "carrier” of complexity. Becoming in-
creasmgly publi with his advocacy requires para-
doxically thst he engsges in and draws on an
mtimate knowledge of how his wife is as her ability
to communicate recedes” (Galvin e al., 2003).

3. Stressors of caring

All narrstives mentioned similar stressors con-
tributing to the burden of care; these can be
subdivided into physical, psychological, social end
sexusal. The most frequently mentioned are listed in
Table 1.

4. Practical problems with social care

Another major recurrent theme was the ongoing
difficulties carers had with the services provided
by social services. There were a few examples of

positive experiences, but the majority of expericnces
were difficult, as illustrated by Narrative 2:

“Things came to & head one weekend when I felt
I could continue no longer. Another social worker
had i the mesntime been given responsibility for
our case. I had zome difficulty contacting him.
When I eventually spoke to him I ssid 1 couldn’
cope any more. Things had got so bad that T was at
the end of my tether and had feit desperate enough
on occasion to consider walking out of the house.
His response was “there 5 no point in you making
threats™. I was tzken aback that s cry for help should
be perceived as a threat.

When he visited four days later I gasve him an
account of my husband’s repid deterioration in the
last few weeks including three falls, two of which
had mvolved an ambulance call-out and one a 10
day stay in hospital. Having listened to this, his
first question was whether with the existing level of
home, day and respite care would I be able to carry
on for another year? My response was an emphatic
"no” gs I reminded him that | was not coping now.
He then agreed to recommend my husband for
long term care but warned me that it would take
some ume to sort out funding. There was some
suggestion that I was being manipulative.

This response was for me the last straw. I packed
# suitcase for myself and another for my hushand
together with all his medication and instructions.
I weited for the evening home carer to arrive and
briefed her on what [ intended to do. I then gave
her the following letter to pass on:

TO WHOM IT MAY CONCERN

Please be awsare that 1 am this evening leaving
my house to go snd stay with relstives and that
I am leaving behind my husbend who suffers
with Alzheimer’s disease and insulin-dependent
disbetes. The wear and tear on myself, both
physically and psychologically of caring for him at
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home, is no longer scceptable or sustsinable. In
order that there is no ambiguity shout the situstion
1 am putting in writing that with immediate effect
I 8m no longer prepared to be his carer. I can be
contacted only via my dasughter.

1 have tned m vain to convey to social services that
1 can no longer mansage this situation. [ don't feel
I have been heard or understood. I have always
assumed social services would collsborate with
carers and support them m the very difficult task
they undertske: unfortunately my experience to
date has been the complete reverse of this.

Following this action, emergency admission was
made into 2 local care home and within two weeks
I was contacted to say there was a permanent place
for him. I feel engry 1 had to take such an extreme
step in order to force the ssue.”

5. Emotions experienced by carers

The carer has the dual burden of the conscious often
practical problems of coping with s close relative
with dementia plus the unconscious conflicts
evoked by being in this role (Garner, 2004):

"Carers either know or fairly quickly learn practical
tasks they have to undertske. Sometimes with
professional help from one or more agencies. What
we need is to understand what is happening to us
on an emotional level.”

This is complicated by the quality, nsture
and history of premorbid relationships. The
most frequent emotions described by carers are
illustrated by the fellowing quotations from the
Narratives:

1. Guilt: “I should have been more patiens, spent more
time with her, done more, etc.”

2. Confusion: "I had no idea how my father was
thinking. 1 fumbled sround wying out different
theories and occasionally got it right but often made
my father unnecessarily unhappy.™

3. Resentment: “[ was aware [ had to ration my own
energies but had no ides of the time involved or
the demands I would need to meet. My health has
suffered over the last years.,™

4. Helplessness: “The opposition of social services to
my futher’s wish to remam in his own home and
the antipathy of some of my father’s neighbors were
difficuities I had not snticipated.”

5. Griell sense of loss: “My major point is that the
scute emotional strain and sense of loss tskes
a greater toll than the required physical effort
experienced when providing 24-hour care for &
loved one suffering from dementia.”

6. Sadness: "1 am sorry to say that I found the
recollections were often quite distressing and I shed
3 few tears during the typing of my narrstive. I guess
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the other people who have sent you narratives will
be similarly distressed by the task.”

Discussion

Despite being drawn from memories, narrstives are
structured accounts of events across time and are
inherently social (Mumby, 1993); they are created
and shared through langusage. As Anderson (2007)
states:

“stories are told and retold .. . new versions or new
meanings of old ones emerge from these tellings
and retellings.”

Thus narmstives have & rhetorical power. They
evolve and can be contested, negotiated, changed
and act as &n sgent of change. Rather than listening
passively, these accounts create a reaction (Gardner,
2002).

During repeated readings of the narratives in
order to identify recurrent themes, the suthors
became aware thet the narratives and themes within
them refiected contributory ideas and opinions
expressed by carers in the Consumer Group. The
narratives thus serve as recorded self-contsined
accounts of the carers’ contributions. They have
impact for the carer in developing the narrative
and for the reader/listener in terms of the potentisl
influence of hearing that narrative. The process
of feedback and discussion employed within the
Group offered further opportunity for narrators and
listeners to develop the themes and ideas further.
Accounts such as Narrative 2 bring to life the
realitics of living with a8 person with dementia
and make professionals face the discomfort of
discovering how familics can be let down by the
services that should be supporting them.

Illncss narratives have been divided into three
categorics by Frank (1998): the restitution story,
the chaos story and the quest story. All our carers’
narrstives could be categorized as quest narratives,
fulfilling the definition as unflinching views of the
reality of dementia and of being a carer. In the face
of this reslity, our carers looked not to restitution,
but rather to what can be reclaimed of life. What
can be learned and how can this lesson be passed
on to those who have not made their journcy?

‘When the analysis of the narratives was presented
to the Consumer Group, they discussed how
the themes might be addressed in their ongoing
work. Onc initistive which srose from these
discussions was 8 one-day conference for primary
care representatives, Feculty members, user snd
carer representstives. It aimed to give carers the
chance to discuss pereeived difficulties with primary
carc representatives and to address the first theme



(difficulties of obtsining s diagnosis) by allowing
genceral practiioners to hear directly from carers in
a setting outside the consultation room. The second
and third themes (carers being the bridge between
the person with dementia and the health system,
and the stresses resulting from this) were partly
addressed by carers’ involvement in the Consumer
Group, giving them s direct link to professionals,
an influence within old sge psychiatry at the Royal
College of Psychiatrists and an arens where change
could potentially be achieved. Their enthusiasm is
refiected by their regular sttendance st meetings
with few absences or apologies and by the distances
some people were prepared to travel in order to take
part in the Group.

The fourth theme of practical difficulties with
social services was not directly acted on, as social
services professionals were not involved in the
Group, although the nced to have = holistic
approach was scknowledged snd, by acknowledging
the theme, the professionsls involved were made
aware of its importance to families.

Desling with the fifth theme (the emotional
experiences of carers) proved to be more difficult
as there was a working agenda of issues within the
psychiatry of old age to occupy Group meetings,
and the Group’s agreed remit did not include
support to users and/or carers. Recognition of the
need for support had been part of the rationale
behind the suggestion of writing narratives and
the professional members of the Group hoped that
writing narratives would itself be of some support
to the carers involved. Furthermore they hoped
that by identifving themes which could influence
the Group’s work and the work of the Faculty,
carers would be able 1o help others learn from
their experiences and thst this in itself would
be a positive experience for them. Narratives arc
known to offer 8 method for addressing existential
qualitics such as inner hurt, despair, hope, gricf and
moral psin which frequently sccompany and may
even constitute people’s illnesses (Greenhalgh snd
Hurwitz, 1999). Our fifth theme well illustrated this
aspect of narratives and slerted us to our carers’
health and a3 need in some instsnces to try to bring
peaceful resolution to the gricving process. Griefl is
a time to ask questions, and if answers are not found
grief may be prolonged.

A main sim of good dementia care is to help
people with a8 dementiz and their families to enjoy
life as much as possible while living through their
illness. Losses may be mourned, but the ability
to enjoy day-to-day activities, contact with friends
and relatives, and to retain hope is part of life
itself, and may be retsined throughout the illness.
This is clearly shown by the major debate in 1995
about the quality of D¢ Kooning's paintings. The
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conclusion was that De Kooning might not recover
from his forgetting but he could live serencly within
it (Shenk, 2001). Even if at times he confused his
wife with his sister, De Kooning went on to create.
His resurgence is a testimony to the potential of
the human mind, and evidence for hope (Espinel,
1996). Espincl (2007) goes on to identify, in his
later work, 8 syndrome called “creating in the
midst of dementia” which may give further hope
for dementa sufferers snd their carers. We were
dissppointed thit hope was not an emotion that was
mentioned in these narratives. We anticipate that
by using this, and similar informstion in teaching
students about dementia care, we may improve the
quality of dementia care, and increase users’ and
carers” hope.

Different mesnings are associgted with a
dementing illness in 8 spousc or in a parent.
Anthony-Bergstone ef al. (1988) found an increase
in hostility and anxicty in female carers, but sn
increase in depression only in wives, Balint's
method of analysis would sllow us further detailed
analysis and informstion also of socigl perspectives
on the differences between spousc carers and
daughters along the lines of published work (Kirsi
et al., 2004; Ward-Griffin and Bol, 2007). It would
also allow an explorstion of concepts of the different
kinds of gricf (Gamer, 1997). We were privileged
to have this information but decided to focus on the
main themes of the role of narratives in 8 Consumer
Group.

This was not & Balint group but it had some
resonances with his ideas. He wished to promote the
psychological dimension of medical education. He
wrote of the physician’s role in orgsnizing the iliness
through doctors’ interventions (Balint, 1955). In
this casc the carers’ experience was organized
into themes and priority given to experience over
theoretical abstractions. Balint wrote that his groups
for doctors allowed a better understanding of the
doctor-patient relstionship. In this case, the Faculty
officers were able to reflect on their role in similar
situstions to those described in the narratives.

The value of narratives for carers lies in helping
them make sense of the experiences they have
been through and in sharing those experiences in
such a way that they might be sble to influence
others, whether users and carers, by sharing their
wisdom/ difficulties’ solutions, etc, or professionals,
by confronting them with the realitics of care.
The value of nsrratives for professionals lies in
helping them to lesrn more sbout the impact
of caring on fumilics and the sobering reality of
using heslth and social care services. Haeney et all
(2007) recently described how service users can be
involved in psychiatric training. Tew et al. (2004)
have looked at the involvement of users and carers
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in educstion end stress that they offer distinct but
complementary perspectives. Narratives are one
way of involving carers (and users) in teaching,
training and continuing professional education.
Benbow and colleagues (2008) have described the
powerful impact on students of involving 8 user
in multi-professional postgraduste education snd
the user herself describes how she approached
the tesching by talking openly sbout her own
experiences. The work has been tsken further
with the development of a module st Staffordshire
University dedicated to the experiences of users
and carers in older people's mental health settings
(Benbow and Boyce, 2008).

Onc of the greatest values of narratives for
professionals may lic in identifying gaps and
difficultics in service provision. It is important
that users and carers have opportunities for
their experiences to influence services and service
providers. The use of “paticnt journcy™ or “carer
journcy™ methodology is one way of doing this and
has been helpful to members of the West Midlends
Older People’s Mental Health Collaborative in
identifving arcas for service improvement work
{Doherty et al., 2008).

In conclusion, the impact of narratives in this
setting is similar to that of narratives used in
other scttings as a therapeutic tool. By writing
these narratives, our carers confirmed their strong
relationship with the Consumer Group, which they
hope provides an opportunity to influence changes
in dementia care.
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Abstract Mapping the patient journey is a2 way of investigating the
experiences of people using older people’s mental health services,
particularly those with a dementia. It 1s a useful concept for patients
and their families and enables them to tell their stories in a way
which carries the potential for improving and developing the service.
Similarly it is a useful concept for health and social care professionals
in giving them the opportunity to understand, and reflect on, how
their services work in practice for users and carers and how they
might be improved. The collaboration between patients, carers and
professionals may itself bring about broader benefits and changes in
culture for the individuals and services involved. The West Midlands
Older Peaple's Mental Health Collaborative has encouraged the use of
mapping by Collaborative teams in order to identify areas for
improvement work
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The population is ageing, and the proportion of older people living with
a long-term illness or disability increases with age (Office for National
Statistics, 2005). Increasing numbers of people are living in the community
with illnesses which impact on their everyday lives, and with predicted
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demographic changes this will increase further over the coming years
(Toofany, 2008). Within older people’s mental health services, dementia is
an example of a progressive life-changing illness: however, other illnesses,
which may be less commonly associated with later life, for example, re-
current depressive illness, or schizophrenia, also impact powerfully on the
people living with them and their families (Age Concern England, 2007).

There is growing interest in patients’ and carers’ stories (narratives).
These stories have several potential roles:

* They can be valuable to users and carers in helping them share and make
sense of their experiences;

* They can be powerful tools in educating staff working in health and
social care (Bleakley, 2005);

* They can be used as a way of analysing health and social care
services provided in an attempt to improve and develop both the
services and the ways in which the staff work within them (Blickem &
Priyadharshini, 2007).

context: Stories, narratives, journeys

There are different ways of investigating the experiences of patients and
their families. Divinsky (2007) writes that ‘stories offer insight, under-
standing and new perspectives’, and argues that they can help people see
different ways of doing things. She goes further in arguing that narrative
medicine carries the potential for ameliorating the burnout, exhaustion
and disillusionment of healthcare staff, by preserving, or even teaching,
empathy. Charon (2007) argues that narrative training enables students to
form stronger therapeutic alliances with patients and to have greater under-
standing of patients’ and others' perspectives.

Wilcock, Brown, Bateson, Carver and Machin (2003) describe a process
for listening to patients and carers and interpreting their experiences in
order to improve care (the Discovery Interview Process): their focus is on
local quality improvement projects. A similar concept is mapping the
patient journey (Cayton, 2004): a way of looking at a person’s experiences
over time.

When someone first develops symptoms of what proves to be a
dementia, they, and their families, start on a journey which only ends when
they die. There is a growing realization that the journey itself is as import-
ant as the beginning (first symptoms, recognizing there is a problem,
seeking help, getting a diagnosis) and reaching the end (death): quality of
life is at least as important as the length of life (Lapsley & Groves, 2004).
A series of policy documents and reports over the last few years have

o2
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highlighted the need to provide easy access to services, an early diagnosis,
and to manage the transition from the uncertainties of mild cognitive
impairment and changes in personhood through to the losses that
dementia brings (Audit Commission, 2002; Department of Health, 2009;
Woods et al., 2003).

Patients’ stories or narratives have attracted increasing interest over
recent years (Frank, 1998; Greenhalgh & Hurwitz, 1998) and can be a
potent learning tool (Benbow, Taylor, & Morgan, 2008). They are known
to offer a way to make sense of the strong emotions which may accom-
pany a chronic illness (Greenhalgh & Hurwitz, 1999). One way of struc-
turing a patient’s narrative and using it in analysing and developing
services is to use process mapping (NHS Institute for Innovation and
Improvement, 2008).

Process mapping can be a useful diagnostic tool for examining how a
service is functioning and where problems are occurring, and also a helpful
tool for individual patients, carers and professionals. We describe the uses
of patient/carer journey mapping from the perspective of an older people’s
mental health collaborative in the West Midlands using dementia as an
example of a chronic progressive illness.

Is the patient journey a useful concept for patients and
their families?

For many patients and their families the iliness journey is a new experi-
ence, through uncharted territory — there is no A-Z or road atlas; Koppel
and Dallos (2007) have described it as a journey into the unknown. From
diagnosis, through treatment and to the end of life, the path is often not
easy, and may be seen as a journey of epic proportions by those facing it.
No-one can predict the twists and turns of the journey or how long it will
last. Fernandez, Cortes and Tarragona (2007) offered a useful metaphor
when they described their learning journey poignantly as ‘'making the path
as [they] walked’, translated from Antonio Machado as follows:

Traveller, there is no path

You make the path as you walk.
Some people are experts in their illness, others aren’t and some people
don't want to be an expert in their condition (Shaw & Baker, 2004). Despite
this, the experience, life skills, coping styles, family supports and expert-
ise that patients and carers have is valuable to understanding their views
and situation, and influences their journey. They may well be relying on
health and social care professionals to provide them with information
about the route, and support as they move along it (Woods et al., 2003).

foz
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The process of mapping their journey can give patients and their families
the opportunity to tell their stories, to make sense of their experiences, and
to reflect on what has happened to them in the company of family and
supportive professionals {Dartington, 2007). In addition, knowing that
they have contributed to identifying ways in which professionals and
health/social care organizations can improve their services can be worth-
while outcomes for all concerned. It involves service users and carers
becoming more than passive receivers of care (Calnan, 1997).

Is the patient journey a useful concept for professionals?

With a complex disease process such as a dementia, there is clearly no single
patient journey, although the concept of an ideal journey is seductive. Ideas
of the ‘ideal’ journey differ between healthcare professionals, people with
dementia and their carers (Woods et al., 2003). The majority of literature
available that provides examples of the patient journey, or what Aronson calls
‘autopathography’, fails to discuss dementia at all (Aronson, 2000).
Mapping their journey with a patient or their family can give information
about that person’s experiences which may, in turn, give useful information
about how the services they have been using have worked well, have failed
them, or have been sorely lacking Understanding the process from patients’
and carers’ perspectives is essential if the patient’s journey is to be well
managed by the professionals working with them and the organizations
involved (Lapsley & Groves, 2004 ). Potentially this information can also be
used in service development and improvement: it is in any case essential
feedback for service providers and their commissioners and lets those who
deliver (and commission) a service understand the journey from the
patients’ and carers’ perspective (Scottish Government, 2009).

Process mapping as a useful tool along the journey

There are many different sources of information to help to map the journey,
and which sources are selected will depend to some extent on what the
intended outcomes of the process are. Potential sources include:

looking through records;

physically following a person’s journey;

interviewing the person;

interviewing their carer;

getting views and information from key personnel;

getting all staff involved in the journey together (NHS Institute for
Innovation and Improvement, 2008).

To4

Dowricated bom e sageput com o SWETS WISE ONUINE CONTENT on Auguat 20 2010



223

DOHERTY ET AL.: PATIENTS  AND CARERS' JOURNEYS

The West Midlands Older People’s Mental Health Collaborative has encour-
aged members to carry out mapping in conversation with patients and/or
their carers in order to investigate how their services are operating,
consider what could be done to improve the experience for both patients
and carers and look at what actions project teams might concentrate their
improvement efforts on. This has been done in various ways, from formal
and structured to an informal facilitated conversation. It is helpful to
consider different ways of setting up the mapping exercise. Questions to
consider (NHS Modernisation Agency, 2002; NHS Institute for Innovation
and Improvement, 2008) include the following:

Where should the mapping be carried out? The process needs careful
planning and management with involvement of the whole team needed.
How might the environment facilitate or constrain the conversation?
Process mapping and recreating the patient journey needs to happen in
a situation and environment such as an ‘away day’ or series of events to
allow the team to focus without distractions and be productive. Some
individuals may also need to work alone or in small groups depending
on their role and needs.

How do we help patients and carers to feel at ease? Examining
practice and process is not complicated, but it needs to be viewed from
the patient’s and carer’s perspective, rather than from a professional’s
viewpoint. The involvement of service users and carers during the
process is vital, as is listening to their views on service provision and
delivery.

Who should be present and how will they affect the mapping process?
Involving a cross section of relevant professions and disciplines from
grass roots level is important. A range of service users and carers from
all cultures is also necessary to ensure a broad range of experiences and
journeys.

How long should the process take: would it be better carried out in
several interviews/sessions? The length of time taken will depend on
the wishes of those involved, the needs of the service and the journeys
being mapped: more than one session will ensure that mapping is
comprehensive and inclusive.

How will the journey be captured/recorded? Having an idea of where
the journey starts and ends is useful, although patients and carers may
have their own views on this. Flip charts, post it notes and a roll of
wallpaper or similar are good ways of capturing ideas and mapping the
journey. Journeys need to be mapped before a preliminary action plan
can be created.

fog
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* Who needs to be involved in order that actions can result? Project
leaders and change agents need to be respected managerial or clinical
staff who can facilitate, support and lead the process. Sponsors are those
individuals who sanction the mapping event and ensuing action plan:
they ultimately create an environment that allows change to happen.
Champions are respected clinical staff who believe in the process, influ-
ence and reach those who are not so keen on change and contribute
expertise and experience.

* How will any outcomes be communicated to the patients and carers? It
is vital to think about involving service users and carers all the way
through the process. Each process mapping team will need to identify
the best and most effective ways to feedback to all involved and ensure
that feedback takes place.

There are two phases to process mapping. Phase 1 involves understanding
what happens to the patient, where it happens and who is involved, by
constructing a map of the process. The process map is then examined to
assess where problems with service design and delivery may be occurring
(NHS Improvement Network East Midlands, 2008a; NHS Improvement
Network East Midlands, 2008b). Initially the best way to process map is to
do a quick mapping exercise with essential staff choosing clearly defined
start and end points. There is an argument in favour of concentrating on
‘high volume runner groups’ (see Table 1 for explanation of terms) which
are the most commonly presenting conditions with a higher number of
patients who share common characteristics (NHS Institute for Innovation
and Improvement, 2008) but services must be able to accommodate all
those who use them and it is possible to learn from the experiences of any
users. Patients and their carers are fundamental to the whole process. Once
the process is mapped, taking into account hand-offs, multiple staff
involvement, changes in location, loops and parallel processes, the journey
must be ‘walked’ (see Table 1).

Mapping one patient journey is a useful exercise. However, mapping a
number of patient journeys provides much more information and more
clues about how a service operates and how it could be developed (Scottish
Government, 2009). The literature suggests that looking at a group of new
referrals as they come in is a useful tool. This will involve examining where
referrals are coming from, what happens to them when they arrive and
how long the process takes (Scottish Government, 2009).

Analysing the process map

Once the journey is mapped there are a number of questions that need to
be asked by the process mapping team (NHS Modernisation Agency, 2002;
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Tabla 1 Definition of terms used in the text {from NHS Modemisation Agency, 2002)

Term Definition

High volume runner groups  Patient groups who present with the same issues/problems n
large numbars whose appearance is prediciable on any given
day, week or manth. Their cara could be standardized based
on good evidence based practice. Their cara could also be
relatively quick if the waits 2nd delays were removed from the
systam. Their cara could also be mainly pre-scheduled.

Hand-off When the patient 1 passed on from one healthcare
professional to another.

Multiple staff involvement One patient may see multiple healthcare professionals in
multiple locations throughout any coe pumey.
Loops and parallel processes  Different activities that take place in the same time period.

Backlog Previous demand on senvices that has not yet been dealt with,
showing itseif as a queue or 3 waiting list.
Bottlenack Part of the system where patient flow is obstructad.

NHS Improvement Network East Midlands, 2008a; NHS Improvement
Network East Midlands, 2008b):

How many times is the patient passed from one person to another
(‘hand-off")? Are these all necessary?

Where are delays, queues and waiting periods built into the process?
How could they be minimized? How could an organization cut waiting
times and improve delays in appointments or treatment?

Where are the bottlenecks? How can they be cut out or bypassed?
Where is there a high demand on a service? Asking the question “why’
is essential to gather the information to improve services.

What are the longest delays? How can they be avoided?

What is the approximate time taken for each step ('task time’)?

What is the approximate time between each step (“wait time’)?

What is the approximate time between the first and last step?

How many steps are there for the patient? The team needs to examine
where patients join a queue or a waiting list and why.

Are there things that are done more than once? Is this necessary? This
could include tests and examinations.

Look for 'rework loops’ where activities are taken to correct situations
that could be avoided. Processes that reproduce or duplicate work are
unnecessary and create bottlenecks and delays for patients and their
carers. Looking for ways to reduce these offers the potential for service
improvement and making the patient's journey easier.
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* Is work being batched? If work is being allowed to accumulate it may
lead to a lack of person-centred care as the task is the focus rather than
the individual, leading to delays and increased waiting times.

*  Where and what are the problems for the patients?

* Where and what are the problems for carers?

* At each step is the necessary action being undertaken by the most
appropriate staff member?

*  Where and what are the problems for staff?

* Finally, teams must ask themselves if the patient and carer are getting
the most efficient care at the most appropriate time in the right place.
Throughout this exercise the process must remain blame free!

Patient journeys

Below we outline two patient journeys as described by the nearest relatives
of the two patients, both of whom had a dementia.

Mr A

Mr A's daughter first noticed changes in his memory, but this was over-
shadowed by her mother’s terminal illness. Her father’s behaviour was
unusually negative, with arguments. He was visited by his GP who treated
his physical health problems and ignored the concerns about Mr A's mental
health, indicating it was due to a dash in personalities. When Mr A was
knocked down by a car and suffered a fractured hip, the ward nurses did
not appear to understand his needs and his daughter was repeatedly asked
to visit her dad as he was being abusive to them. This created difficulties
for her work, as she had to take time off. When he was discharged, Mr A
left hospital with no follow-up support. A further visit was made to his GP
who referred Mr A back to the Accident & Emergency department from
which he was readmitted to the general hospital. An old age psychiatrist
was asked to see him there and made a diagnosis of Alzheimer's disease.
His daughter was given a contact number to call if needed and on discharge
Haloperidol was prescribed. Again there was no arrangement for follow-
up or post-discharge support.

Mr A’s daughter contacted the local social work team to ask for help
and a social worker was allocated, but only gave information relating to
financial support which she found to be unhelpful. Describing her father’s
journey she could not recall how the Community Mental Health Team
became involved in his care, but she felt the assessment had been more like
a sodal chat than a formal assessment. By this time her father was
becoming disorientated and getting lost on occasions. When he was beaten
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up the police were unhelpful, giving the impression that the case was
unproductive and just led to more paperwork having to be completed. She
wrote to the social worker expressing concern and asking for support, as
the only alternative she could see would be to send her father to live with
a relative abroad. The sodal worker suggested that Mr A should move to
residential care, but his daughter felt she was not ready for this yet and
requested assistance during the night time period. She described how
the social worker asked, ‘who will pay for this', and she felt that the
social worker was implying she could be accused of negligence if she
declined the option of residential care. A CPN became involved again and
arranged an emergency placement at a local Resource Centre fellowed by
day care. Problems continued: the timing of transport varied between
8.30-10.00 a.m. and Mr A’s daughter needed to plan her work schedule.
On one occasion Mr A was dropped off when there was no-one in the
house. The only option appeared to be to use a taxi. Mr A then started on
regular periods of respite in a local Home.

Mrs B

At the age of 75 her closest relative noticed that Mrs B was becoming
forgetful and repetitive in conversation, repeatedly asking for the day and
the time. She also started to leave taps on in the house and to wander out
of the house during the night. When she wandered out at night, the neigh-
bours were helpful: they took her in and contacted the police, who were
also friendly and very helpful. Her relative took Mrs B to see her GP who
advised that nothing was wrong. A social worker became involved and
supported the family in asking the GP to take Mrs B's problems seriously.
Mrs B was referred to a specialist and eventually had a brain scan. The whole
process took 12 months. A CPN became involved and the family was
advised that the memory difficulties were the result of old age. Problems
continued and Mrs B was later referred to an old age psychiatrist and
attended a local Memory Clinic. There her memory was formally assessed
over a 3 month period because her scores were varying The assessment
concluded that she had Alzheimer's disease and she was offered treatment
with an anti-dementia drug.

Action points from the patient journeys

When staff reflected on the journeys described by these two relatives (and
others) they identified a series of action points, including the following:

* It would be helpful to identify a key worker for each service user and
their family.
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» Information available to patients and carers should be reviewed along
with how and when it is made available to them. Information packs
might be helpful but would need to be tailored to the family’s needs.

* Direct Payments had never been considered with any of the carers
involved and the staff have therefore requested teaching for the team
about direct payments.

* Night services are almost non-existent in the locality involved and this
is something which the managers are raising at a higher level.

* Transport to day care is not flexible enough to meet the needs of
working relatives: possibilities for introducing flexibility (e.g. using
volunteer drivers in association with a local voluntary organization) are
being explored.

* Carers had not been given information about Power of Attorney — this
is being addressed as part of the information review.

* Families from BME communities did not feel that their cultural needs
had been met. The issue of employing BME workers is being raised with
managers at a higher level in the organization.

conclusions

Mapping the patient journey offers a way that health and social care
professionals (and the organizations they work for) can learn from the
people using their services and can generate valuable information for
improving the services offered. The methodology fits in with current policy
initiatives (e.g. greater patient choice [Department of Health, 2006];
patient and public involvement [House of Commons Health Committee,
2007]; healthy active democracy [Andersson, Tritter, & Wilson, 2006]) and
links in with work on developing care pathways and integrated care (Care
Services Improvement Partnership, 2005).

In addition, patient journey mapping engages users and their families
with local organizations in a collaborative endeavour to develop services
more appropriate to local needs, and may even have wider benefits in
altering the relationship between users, carers and those professionals
working with them by showing the practical benefits which come from
listening to users and carers and respecting their views.
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Older people, mental health and learning

Context: population and political

The World Health Organization (2002) describes
population aging as “one of humanity's greatest
triumphs” as well as “onc of our grestest
challenges.” Growth in the number of older people
as & proportion of the total population (described
as the graying of the world’s population) is & global
phenomenon. With increasing age the causes of
death and disease change: in early life communic-
able discases, nutritionsl deficiencies and maternal/
perinatal conditions are most importsnt, but
after midlife, chronic conditions assume increasing
importance. Amongst the chronic conditions of
Iater life, mental disorders feature prominently, the
two most common being dementis and depression
(Faculty of Old Age Psychistry, 2006).

This demographic chsllenge, and the concerns
about its political and economic implications (as
well as sodal and health consequences), probably
underlic increasing political interest in the UK. in
late life mental health, as illustrated by & series of
high profile publications over recent years (Care
Services Improvement Partnership, 2005; Office of
the Deputy Prime Minister, 2006; Age Concern
and The Mental Heslth Foundation, 2006; Age
Concern, 2007; National Institute for Health and
Clinical Excellence - Social Care Institute for
Excellence (NICE-SCIE), 2007; National Audit
Office, 2007; House of Commons Committee
of Public Accounts, 2008). The report Dementia
UK (Alzheimer’s Society, 2007) stiracted a lot
of interest and concern with its projections of
the anticipated growth in numbers of people with
dementia in the UK. and detailed examination of
the finsncial costs of dementia. Lowin ef al. (2001)
estimated the direct costs of Alzheimer’s discase in
the UK. to be gresater than those of cancer, stroke
and heart discase combined. The Department of
Health has recently published & National Dementia
Strategy for England (Department of Health, 2009).

Context: mental health in later life

Dementia becomes more prevalent with increasing
age and, in broad figures, affects one person in 20
aged over 65 and one person in five aged over 80
(Hofman ¢ al, 1991). The Alzheimer’s Society

First published ociine §6 Aprd 2000,

{(www.alzheimers.org.uk) estimates that there are
currently 700,000 people with dementia in the UK.
and that this will increase to 1 million by 2025. The
most common forms of dementia are Alzheimer’s
discase (62%) and vasculsr and mixed dementis
(27%) (Alzheimer’s Sodety, 2007), but there are
many other causes. Dementia can be viewed as g
terminal illness and people will deteriorate until they
need help with all the activitics of daily living. There
is no spedfic treatment for Alzheimer’s discase
or vascular dementis, slthough drug trestments
arc available which are of benefit to some people
(NICE, 2007).

Depression is a common mental heglth challenge
in older people: sround 15% of people aged
over 65 have s depressive syndrome (European
Commission, 2004). However, 8 much smaller
proportion, about 2%, would meet criteria for a
major depressive illness (Europesn Commission,
2004). Depression is more common in csre settings,
including general hospitals (Wattis, 2008). Beeston
(2006) points out that pecople over the age of 65
arc more successful than any other age group in
tsking their own lives and about two-thirds of older
people who kill themselves are depressed; despite
this, the National Suicide Prevention Strategy for
England (Department of Health, 2002) lacked a
focus on older adults. In most Member States of the
European Union suicide rates amongst older people
arc higher than in any other age group (Wahlbeck
and Makinen, 2008).

Older people slso present with a range of
other disorders, including psychoses and substance
misuse disorders (Hybels and Blazer, 2003).

What is leaming?

Learning is the knowledge or skills scquired through
study or by being taught. To learn is to be informed,
to get to know, to gain knowledge, skill or ability.
Iearning can teke many forms, including lesrning
about health issucs, such as the trestment and
prevention of mental disorders. It is also the primary
goal in en academic (i.c. formal or scholarly)
sense, as in the case of the woman with recurrent
depression following retirement who undertook &
degree in Egyptology (personal communication), in
the sense of developing new interests (for example,
the man with recurrent depression in later life who
cnrolled on 8 computer course and the woman in
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her 80s who took up classes in life drawing (personal
communications)), and in developing existing skills
(for example, the man who had enjoyed sttending
a8 gym over msny years who was supported to
continue despite developing progressive dementia
{personal communication)). We cen understand
learning as 8 process (McNamee, 2007) where
knowledge is not 8 pscksge transferred from one
person to another but instead emerges from the
interaction between the people involved. Teaching
is also lesrning, ss it is a process by which
idcas cvolve over time through the interactions
between “teacher” and students. Taking & systems
perspective this learning or teaching process will
impact on other roles and relationships which
the leasrner or teacher undertaskes. Involvement in
lcarning will alter how individusls see themselves
and how others sce them.

The role of learning

Age Concern (2008s) identifies six roles for
learning:

o maintaining mental and physical health

o pursing interests and brosdening horzons

o improving self<confidence

« gaining life skills

o reducing isolation, and

o contributing to the community.
These offer & useful framework. What cvidence is
there that engaging in Jearning activitics enhances
mental heslth in older adults? The World Health
Organization (WHQ) states that education in carly
lifc, combined with opportunitics to engage in
life-long learning can help people to develop
the confidence and skills that will help them to
adapt and remain independent as they grow older
(WHO, 2002). Davey (2002) srgucs that Lifelong
learning assists the transition to retirement and
later life. Glanz snd Neikrug (1997) advocate
that learning in later life should be regarded not
as “leisure-time consumer activity” but as “socisl
investment,” since it encourages creativity, personal
development end intellectual growth as well as
combating sgeism. Thus, older adults’ learning
can contribute to the life of the community as
a whole: for example, 3 womsn with recurrent
anxicty and depression post-retirement undertook a8
course in food hygiene so that someone at her local
community center was gualified and its work could
continue (personsl communication). Orte ef al
{2007) maintain that education plays a fundamental
role in quality of life and therefore fulfils a health-
related function. Similarly, Schncider (2003) views
learning as resulting in heslth-relsted behaviors:
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“learning can compensste for aging.” Duay and
Bryan (2006) state that learning is a coping strategy
which helps people cope with stress and masjor
cvents/transitions, snd these may be related to
physical and/or mental health. The National Service
Framework Mental Health (Department of Heslth,
1999 stresses the role of education in mental heslth
promotion &nd socigl inclusion, snd the Socal
Exclusion Unit Report (Office of the Deputy Prime
Minister, 2004) highlights the need for people
with mental health problems to be able to access
education.

One possible obstacle to engaging older
adults with mental disorders in Icarning might
be the prejudice amongst people of all sges
that leaming/curiosity/enquiry is for the young
(or perhaps for those who will use their skills
in paid employment). Attitudes to learning and
involvement in learning are likely to differ between
generstions and the older people of today may have
grown up at a time when there was an emphasis on
carning ability and duty in a setting of more rigid
gender roles and less carcer flexibility.

Aspects of learning

In relation to older people’s mental heslth, the
benefits of learning can be considered in three main
arcas:

1. Practical: developing life skilis/adjusting to iliness

2. Psychological: mamtaining/developing self-confi-
dence and setting personal goals

3. Socigl: socal contact, svoiding isolation and
engaging with the community.

Practical aspects of learning

[esrning about an illness (physical or mental)
or about how to maintgin hesith and swvoid
iliness is an important practical ares, but practical
aspects may involve learning new skills (including
problem-solving skills), developing existing skills or
acquiring knowledge not related to health/iliness.
One example is adjusting to or preparing for
retirement. Retirement can be a loss event which
may predpitate depressive illness (Pitt, 1998),
s0 preparation/sdjustment may prevent depression
or, when an individua! has slrcady developed
depression, addressing the transition to retirement
might be part of trestment and relapse prevention.
Practical skills lcarned may impact bencficially
on other areas; for example, leaming computer
skills msy impact socially by enabling clders whose
mobility is limited to keep in contact with members
of their familics clectronically or to make new
social contacts. Learning has been regarded as &
coping strategy (Dusy and Bryan, 2006) in helping



people deal with stress and helping them cope
with major e¢vents and transiions (which would
include retirement, major heslth challenges and
bereavements). It can cneble people to develop
new skills which may compensate for some of
the chenges that come with aging; for example,
lesrning electronic means of communication can
enable people who are less mobile in later life to
continue to keep in touch with existing family and
friends, to make new friends, to access intellectusl
stimulation, and to contribute to the community;
alternatively learning to drive may be another way
to compensate for reduced mobility.

Case example (personal communicstion): a
Gujerati-speaking woman with disbetes became
unwell sfter failing to comply with her treat-
ment. Despite mild memory problems related
to cercbrovascular discase, she was helped to
understand her treatment by repeatedly watching
a video about diasbetes with care staff in the home
where she was in respite care.

Psychological aspects of learning

Lesrning can cnhance self-esteem, self-cfficacy
and sclf-confidence (Mchrotra, 2003; Richeson
et al., 2007). It may increase motivation - for
example, if it is enjoyable it will reinforce @ person’s
desire to engage in further learning - and it
encoursges personal and intellectual growth (Glanz
and Neikrug, 1997). Davey (2002) studied older
adults undertaking university courses and found
that they were more likely to study interest-based
subjects and to have personal development as a
gosl. Engagement in learning may well involve a
person in examining and redefining their concept of
sclf. Learning offers a mesns of helping individuals
develop new gosls for the future and may also
involve them in developing new roles and adjusting
existing roles: this links with social aspects as it will
affect not only how they see themselves but also how
other people see them,

Case example: 3 womsn with Alzheimer's discase
became involved in developing a university teaching
program (Benbow ef al., 2008) and dclivered some
teaching to the students, which was mated far more
highly than the teaching of university staff. She later
talked movingly sbout how this had brought some
good out of her illness. She recognizes that her
involvement impacted on 8 range of professional
staff, but has slso altered her family’s view of her
and her own view of herself.

Soclal aspects of learning

Involvement in learning activities may broaden an
individusl's social network and enrich existing socigl
interactions, for example st 8 simple level by giving
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people more conversationsl topics which will itself
be socially reinforcing. It may slso allow people
to contribute to their communities; this potentially
reinforces the psychologics] benefits of learning by
impacting on an individual’s self-esteem.

Case example (personal communication): the
daughter of a depressed and socially isolated clderly
womean said that she dreaded visiting her mum as
she never had anything to talk sbout. After her mum
started to go to & day center, where she developed
an interest in artwork, her daughter reported that
she found their ime together more enjoysble as her
mum talked sbout her new interest.

An example of all three aspects of leamning is
Peter aka geriatricl927 who is a serial YouTube
blogger and has his own website (httpr/www.
askgeriatric.com). He is 8 member of the inter-
nationally known band and social experiment The
Zimmers, and is involved in silversurferadvocates.
co.uk. He writes on the web that this is

“what this project is all sbout . . . to get the message
out there of the joys of computing and pointing
out all of the benefits. And let’s not forget, apart
from the pleasures, there are health benefits that
accrue when the mind as well as the body is used
and stretched,™

He notes the practical difficulties of learning how
to use 8 computer &nd learning what you can do
with & computer. In an interview on YouTube he
talks about the social benefits, about the community
he has discovered through YouTube, “individual
friends. .. pcople you become attached to. .. people
come to visit.” His ability to use his computer has
given him a mew sense of purpose and a desire
to communicate with the online community. His
48,000+ subscribers and 2.2 million hits (as of
5 September 2008) testify to the fact that the
communmnity is listening, and, in the exchange, both
partics arc lesrning.

Application of leaming to older adults’ mental
health

These three aspects of learning can be related to:
o the prevention of illness (health promotion),
o the treatment of illness,
e the prevention of relapse/promotion of mental
health amongst people with ongoing mentsl health
problems.

Prevention of illness (health promotion)

ILesrning about iliness and the cffect of a healthy
lifestyle should have a bencfidal impact on future
heslth. With regard to depressive illness in later
life, Age Concern (2008b) has recently published
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a report which argucs that education programs are
needed that are simed at older people and their
families so that they know how to recognize snd
treat depression.

Involvement in other leaming opportunitics may
involve people in being more active physically which
will impact on their physical and mental heslth.
If they make more social contacts it might reduce
social isolstion and loneliness: this may increase the
likchihood of having close confiding relstionships
and a supportive social network with resulting
benefits to mental hesith (Emmerson ef al,, 198%:
Turvey et al, 2002). Alongside these benefits, g
re<cvalustion of the individual’s role in late life
may increase their psychological resilience. These
impacts acting together may be sble to protect
against depressive disorders.

The European Commission Consensus paper
on Memtal Health in Older People (Jané-Ilopis and
Gasbilondo, 2008) notes that there is evidence that
involvement in meaningful activitics (of various
sorts) has been shown to improve the mentsl
heslth of older people and contributes to well-
being in later life, 8§ do exercise and measures
which maintain older adults’ engagement with the
community.

There is increasing cvidence that the risk
of dementia in later life may be minimized
by maintsining physical and sodal activity
and intervening earlicr in life to modify major
risk factors including hypertension, smoking, high
blood cholesterol levels, and diabetes mellitus.
Fratiglioni ef al. (2007} note that people with less
educstion are at higher risk of developing dementis
and argue that intellectual stimulation protects
against dementia. They regard an active life for older
people (including mentally, sociglly and physically
stimulating activities) &8s an important strategy in
dementia prevention.

Learning could thercfore play a potential role
in prevention of both dementia and depressive
disorder in later life and the promotion of mental
(and physicsl) well-being.

Treatment of mental disorder

Moniz-Cook (2006) wrote about mental activity (or
“mental exercise”) as a psychologicsl therspy for
dementia but notes thet there is confusion about
what this might mean. She describes a broad range
of activities that might come under this heading.
The National Service Framenork for Older People
(Department of Health, 2001) recommends that the
treatment of dementia “always involves™ non-drug
treatments such as mentsl exercise. Engsgement
in learning opportunitics could constitute “mental
exercise.”
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Richeson ef al. (2007) reported an interesting
study of a small group of people with carly dementis
who were offered 8 13-week adult educstion class
on heslth promotion. They found that it influenced
measures of self-efficacy, mood and mental status
and that the people concerned were interested in
learning, growing snd making connections despite
their iliness.

Dijkstra et al. (2006) demonstrated that
people with dementia (with Mini-mental State
Examinstion scores of 11-23, mean 17.8) could
successfully teach students how to prepare recipes.
They suggest that such success may impact on
quality of life and feelings of self-worth as well as
contributing to more rewarding social interactions.
This is an illustration of older people (with
dementia) a5 an untapped source of knowledge:
tapping into that knowledge benefits both the older
adults (who discover that they have unsuspected
talents and wisdom) and the people who learn
from them. Similarly Phinney et al (2007) found
that meaningful activitics contribute to maintaining
autonomy and personsal identity emongst peopile
with mild to moderate dementis.

These findings raise the guestion of whether
engagement in learning/teaching could form part
of dementia treatment in the future.

Simone snd Hass (2007) investigasted the
influence of lesming on mood amongst &
group of older students sttending classes at s
university lifelong learning institute and found an
improvement in mood st the end of the class.
Although this study was open and uncontrolled
it raises another interesting issuc relevant to
depressive illness: if mood improves following &
learning experience in non-depressed older adults,
might the same benefit occur in older adults with
depression?

Prevention of relapse

Depressive illness in late life tends to be & relapsing
disorder and the srguments regarding the role of
learning in hesalth promotion are equally applicable
to the prevention of future episodes in someone with
a history of depressive illness in late life. Similarly
health promotion in someonc with a diagnosis
of dementia could involve a role for learning.
Extending social networks and socisl support,
improving self-esteem and developing skills are
likely to decrease vulnerability to future relapses.

conclusions

Iearning mey benefit older people regardless of
whether they have 2 mental health problem, and
there is no reason to think that people with mental



health problems in later life will benefit less than
those without. It would seem more likely that
they might gain more benefit, and there are some
interesting studies which support this hypothesis.
Therefore, opportunities for learning should be
considered ss part of mental health promotion in
Ister life, and in connection with the management
of people with existing mentsl health problems.
These sreas are gssuming increasing importance
as the world population grays and mental health
disorders of later life become an increasing public
health challenge. A recent paper in the BMY7 (Butler
et al., 2008) argued for 8 concerted cffort to slow
down sging — learning might have a role here too.

There hss been surprisingly little research
focused on the role of learning in relation to older
people’s mental health and &8 number of interesting
questions await answers:

o How is the process of learning beneficial?

e What is different sbout people who engsge
learning in later life?

o Who will benefit from engagement in learning?

e How can cliniciens use learning to promote and
maintain mental health in older adults?
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