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Strategies for LivingAlison Faulkner
PROGRAMME MANAGER

and

Vicky Nicholls
RESEARCH AND 

TRAINING CO-ORDINATOR

STRATEGIES FOR LIVING PROJECT,

MENTAL HEALTH FOUNDATION 

This article provides a 

discussion of the value of 

user-led research in mental

health, with particular

reference to the Strategies for

Living project at the Mental

Health Foundation. 

A B S T R A C T If you asked for the words that spring to mind on the subject of

research, likely responses would include ‘professional’, ‘academic’ and

even ‘worthy’. Expertise is traditionally seen as resting with academics,

researchers and service providers, while the position of people who

actually use mental health services is usually that of being researched –

being the material rather than the instigators.

The Mental Health Foundation’s Strategies for Living programme

challenges this assumption. The basis of the whole programme is the

recognition of the individual as the primary expert on their own mental

health – a view that is gaining recognition across the sector. The Mental

Health Foundation is now developing a unique UK-wide programme of

user-led research that will build on the experiences of a smaller user-led

research programme which has run over the past two years.

What is user-led research?

By user-led research we mean just that; developing the topics for

research, deciding on the approach and conducting the research are all

done by mental health service users and survivors. Researchers will be

supported by people with experience of mental health problems.

We know from the Mental Health Foundation’s current experience that

this does colour the research itself.  Whereas more typical scientific

research focuses very largely on individual services and treatments,

user-led research starts from the basis that everybody’s personal 

experiences and personal expertise are valid, that there are, in many

cases, no single right answers. What is important is enabling each
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mental health service-user – and many people with

experience of mental health problems who do not use

services – to find the appropriate support that works

for them. This support, be it medication, alternative

and complementary therapies, or support that also

recognises their spiritual or religious perspective, may

be quite different from that which works for the

person standing next to them. 

This means that user-led research tends to be 

qualitative. It puts a value on the range of people’s

personal experiences and recognises the importance of

the context – so focusing more on holistic services.

But the difference between the experiences of 

‘professional’ researchers and mental health service

user-researchers should not be ignored. The increasing

emphasis on extreme professionalism in mental health

services has meant that there is, increasingly, a

perceived gap between the professionals, who ‘know’

based on exhaustive research and years of training and

education, and mental health service users, who may

have interrupted training, education and careers. This

project should help people from both sides of the divide

to face this question and, crucially, to begin to redress

the balance of expertise. 

Strategies for Living user-led 
research pilot programme

In the pilot programme, research proposals were

selected to reflect the conclusions of the Mental Health

Foundation’s earlier Strategies for Living research

(Faulkner, 1997; Faulkner & Layzell, 2000), itself led by

people with personal experience of mental health

problems and/or of using mental health services. Both

large-scale research projects looked at the ways in

which people manage their own mental health and

brought out the importance of personal support and

accepting relationships, the impact of alternative and

complementary therapies, and the importance of

religious or spiritual beliefs in people’s lives.

f e a t u r e

The first six small-scale user-led research projects, run

over the last two years, reflect these concerns,

focusing on: 

l the impact of auricular acupuncture

l training mental health services users in giving and

receiving massage

l the use of drop-ins

l the importance of the mosque to the mental health

of Moslem men

l user groups as a self-help technique

l increasing access to alternative choices through

mainstream mental health services. 

To support the projects, a number of training sessions

were run through the course of the project, in addition

to one-to-one support from the project officer at the

Mental Health Foundation. Structured training

sessions covered:

l introduction to research

l interview skills and questionnaire design

l focus groups

l project updates and empowerment discussion

l introduction to data analysis

l report-writing.

Funding from the National Lottery Charities Board

will now enable the Mental Health Foundation’s

Strategies for Living project to recruit three research

support workers based in London, Glasgow and

Cardiff, each of whom will support around five user-

led research projects. A number of lessons were learnt

through supporting and managing the first small

research projects, which will affect the running of the

new programme. 

Empowerment 
The recruitment of the pilot user-led community

research projects was achieved by advertising the

programme through mental health service user and

survivor networks and newsletters. A primary
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requirement was, not current research experience, but

experience of using mental health services. Each

research project not only provided evidence about

services, but also helped to train and empower service

users. Interviews with researchers at the completion

of the project brought forward the following

responses.

‘People with mental health problems, a lot of 
them anyway, are very keen to find real work
opportunities, or to get into some sort of training
that would prepare them for real work – even if it
is voluntary in the first instance… So many people
feel that research is done to them… it’s all part of
the rising tide of empowerment really, people
feeling more in control of what they do…’

‘I’ve gained a lot of confidence and lots of compe-
tence in research, lots of experience, typing skills
(they paid for my typing lessons) a sense of
purpose, lots of research skills, which is quite an
achievement really. And the feeling that I have
actually benefited the women, that’s the personal
satisfaction, that’s the real value.’ 

In each user-led project, it was not only the core

researcher who felt these benefits, but also a number

of other people who had been involved with the

research project and various different processes and

techniques.

Identity 
However, a number of interesting questions around

identity were raised. 

Despite the voluntary nature of the contract between

the Mental Health Foundation and the (unpaid)

researchers, each researcher also had to recognise that,

while carrying out the project, participants would see

them as holding power – even if it did not necessarily

feel like that.

The project also encouraged researchers to recognise

that their own identity would affect the project. The

age, race, gender and class of the researcher and the

decision whether or not to self-identify as a mental

health service user all affected the way in which

participants interacted with the research process. 

A key conclusion of the project was that there was

rarely, if ever, any right or wrong answer on this

question, but that the important thing was to

recognise the potential influence and be honest in

writing up the research project.

Supporting user-researchers
The majority of problems and difficulties experienced

were the same as those that any researcher experiences:

recruiting participants, attendance, drop-out rate,

writing reports, meeting deadlines. However, one of the

learning points from the initial project was the need for

better support – recognising that many of the user-

researchers had fewer resources to call upon than

many of their contemporaries in academic institutions.

A number of researchers on the original project,

particularly those working on their own, experienced

difficulties through sensitive and emotionally

challenging one-to-one interviews – something

usually dealt with by other researchers through

formal debriefing sessions. The need for local support

was covered by the Strategies for Living team in early

discussions with each researcher, as part of the process

of recognising what support could be provided, by

phone, during office hours, and where there would be

additional personal needs. Being able to access 

appropriate support that recognised the researcher’s

religion, culture or gender, for example, was seen as

particularly significant. 

Reviewing these experiences has meant that a number

of factors will receive particular attention when

agreeing new research proposals.

l Increased emphasis will be placed on proactively

strengthening links between local support networks

and mental health projects and the national

Strategies for Living programme, to enable user

researchers to find appropriate support more easily.
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l Research proposals from a single individual 

working in isolation rather than within a project

will be explored together with the possibilities for

the researcher to receive appropriate and 

continuous local support. 

The participants valued the training sessions held

throughout the project and, in order to develop them

further, a number of additional sessions have been

identified for the new project, focusing not on the

specific processes of research but on core skills and

practices:

l ethics, particularly confidentiality, payment, how

to manage endings with participants, and the

importance of providing feedback on results to

research participants

l assertiveness

l time management.

In order to strengthen the training sessions, the

Strategies for Living team will be identifying a number

of external people with specific skills who may be able

to provide one-to-one support on difficult areas such

as writing reports, as well as leading training sessions.

There are also plans to develop a nationally accredited

certificate for mental health service users engaged in

research. The certificate, which will be informed by the

Mental Health Foundation’s development of the recent

RVQ (Related Vocational Qualification) in community

mental health care, would be designed specifically for

people without formal qualifications in research and

would help set the standard for the future.

Timing and flexibility
Of prime importance in user-led research is the ability

to retain flexibility over deadlines and to recognise

that, at particular points of the project, researchers, or

indeed programme leaders at the Mental Health

f e a t u r e

Foundation, may be unwell. This flexibility was built

into the programme from the very beginning, but the

experiences in the initial project have dictated that

more flexibility should be built into the process for

subsequent research projects, particularly during the

report-writing stage.

Phase 2 – Strategies for Living
UK network

Building on the experiences of the initial programme,

the national Strategies for Living user-led research

project has already started development work and will

be recruiting three research support workers in spring

2001. From here it will move on to deciding research

proposals, allocating grants and beginning the

research and training process. 

It is estimated that around 1,000 service users will be

involved directly and indirectly in the research

projects. The Mental Health Foundation’s experience

indicates that those involved will benefit through

improved self-esteem, learning new skills and poten-

tially moving on to other training or employment. 

The research will focus on holistic approaches to

mental health, and by focusing on areas such as

support groups, self-management, and complemen-

tary therapies for example, will provide valuable

evidence for local service planners who want to

provide a range of effective and appropriate services. 

The research should address the funding problems

continually experienced by some of the services that

people with mental health problems find most helpful

(and which may help to prevent them reaching crisis

point) caused by lack of firm evidence to support their

work. 

The long-term results should include a different shape

for mental health services. 
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For more information on the project, contact Alison
Faulkner or Vicky Nicholls at the Mental Health
Foundation’s Strategies for Living programme, 20/21
Cornwall Terrace, London, NW1 4QL or Tel 020 7535
7400 website: www.mentalhealth.org.uk 
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