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Introduction

Involving people in the NHS - one definition

Involving: meaningfully engaging with people at all levels - in
any aspect of health care planning, delivery or monitoring.

People: anyone - individuals, groups or communities or
populations - who has an interest in the National Health Service
- patients, service users, potential users, staff.

In ‘Our National Health: A plan for action, a plan for change’,
particularly in Section 5 ‘Involving People’, it states that a patient-
centred NHS must not just be a slogan: it must become a way of
life (p50). NHSScotland undertook to ensure that listening,
understanding and acting on the views of patients and carers,
local communities or groups, is given the same priority as clinical
standards and financial performance. A short section on involving
people in Clinical Governance is included in this paper.

Building Strong Foundations: Involving People in the NHS, forms
part of the commitment within ‘Patient Focus and Public
Involvement' published in December 2001 by the Scottish
Executive Health Department, to publish a ‘toolkit’ of approaches
to facilitate involving people in the NHS.

In the Patient Focus and Public Involvement document it states
that the NHS is trying to achieve:

« A service where people are respected, treated as
individuals and involved in their own care;

«  Aservice where individuals, groups and communities are
involved in improving the quality of care, in influencing
priorities and in planning services; and

«  Aservice designed for and involving users of the NHS.
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There is no doubt that NHSScotland is committed to involving
people in all aspects of planning, delivery and monitoring of
health services. NHS professionals and members of the public,
including patients and their carers, have asked for a summary of
the different ways that they can engage with each other. This
document provides a summary of some of the ways in which this
can happen, though not all.

The Scottish Executive Involving People Team compiled this
document from two main sources (see below), using examples
from around Scotland, as well as learning from the work of
Designed to Involve, Public Involvement in Primary Care, which
was funded by the Executive from October 1999 - October 2001.
Around 80 projects were funded, a summary of which, with the
learning from the work, will be published separately to form part
of this "toolkit'

This publication has been produced with the very much
appreciated co-operation of the Central Research Unit of the
Scottish Executive, NHS Grampian, Grampian Local Health
Council and the New Economics Foundation, who agreed to
allow us to base much of this publication on their respective
documents.

Contacts

There are people in the NHS and people and organisations in the
community who have the skills to carry out these approaches
and others. We hope that through the mapping exercise planned
for 2002 and publicised through the Involving People Network will
be helpful soon. In the main we have avoided giving you specific
phone numbers or names of Consultants or organisations in this
document. Local information on who has tried which
methodology, and with what results, will be of special interest to
the readers of this document and this information will be
published on an Involving People website and through
correspondence. This will help in further updates of this toolkit,
providing more case studies and examples.

Other Support
Many NHS staff and members of the public have expressed an
interest in providing independent facilitation in different areas
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from their own. This concept is currently being explored. A series
of training seminars is planned during 2002, that will offer some
more of the skills and competencies to carry out some of these
approaches. A national Involving People Network of NHS
professionals and members of the public and patients will
facilitate shared learning and help create a pool of people with
particular skills to ensure that the NHS and its users and potential
users work and speak to each other constructively.

The Scottish Executive Involving People Team exists to provide
strategic direction and advice to the NHS, and to the Executive
itself, in developing patient focus and public involvement. We will
work with a network of experienced professionals and the public,
within the NHS, Public Sector and Voluntary Organisations, to
create new opportunities and to share the learning across
Scotland.

Long term development of participation and involvement will
need to include the direct engagement and support of these
knowledgeable and committed participants. Thanks go to the
patients, NHS staff, carers and members of the community who
have provided their time, knowledge and skills to create this
"toolkit'. Building Strong Foundations is what this document is
about in order to achieve an NHS that listens and respects the
evidence of the people it serves.

Gerrie Campbell

NHS Advisor

Involving People Team

Scottish Executive Health Department

gerrie.campbell@scotland.gsi.gov.uk
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Guidance on approaches

An Involving People Health Warning

Choose your approaches carefully and make sure the right
people are involved and always ask WHY you are doing this
before you start

Someone will take the initiative or the first steps to involve
individuals, groups, communities or populations in some aspect
of planning, delivery or monitoring of their particular area within
the NHS. This can be an NHS professional or a member of the
community or patient. Each will have a different perspective and
set of skills to bring to the work. Read the first part of this toolkit
to see more detail on this important aspect of involving people.

As in research, it is important to be clear about what question or
issue you are working with, before selecting an appropriate
methodology and ‘sample’. In order for the work to have valid
results, and learning that is valued, those who have an interest or
stake in the issue need to be convinced that the resources,
efforts and time will be used to change and improve things.

Some professionals say that the publicis apathetic or not
interested - until they are affected in some way by proposed
changes. This is not shown to be true in the participation work
going on in other fields like urban regeneration, environmental
science or new economics. Examples throughout the NHS in
Scotland in the past 2 years, particularly within Primary Care, have
shown that it is important to remember that even the most
‘unlikely” people will get involved if they believe that we are
serious about listening to them and taking account of what they
say they need. It is also important to agree what platform or by
what means we communicate.

A special note about ‘representatives’

Having a ‘patient representative’ on a committee is not the only
answer (see more notes below) to this. In order to be a
representative, that person has to have a network or constituency
of their own and be supported to gather and synthesise that
information to ‘re-present.’ The NHS should be aware that this
method of involving people can be very tokenistic and that this
method has implications for the way that NHS Committees
traditionally work.
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Choosing a method

There are many examples of particular groups being ‘consulted’
time and time again to seemingly no effect. There are also many
examples of so called participatory approaches that exclude large
sections of the community. This only underpins the importance
of being clear about:

«  WHY people are being involved; and

«  WHAT is going to happen to the information gathered;
before

«  Deciding on the HOW - a particular methodology.

It is also important to use a range of initiatives so that people
have every chance to participate and perhaps even use a range
of approaches at different stages of the same project.

Each method has strengths and weaknesses, depending on why
the work is being carried out. Remember that carrying out
individual approaches or projects does not constitute the main
reason for all of this: an ongoing dialogue and improved working
relationship with the people who use or potentially use the NHS.

Talk to all relevant stakeholders (see Section 1) to decide around
6 or 7 criteria. For example, “The method should...

1. hearthe views of people who would not attend a public
meeting

2. capture people's own ideas and issues
3. hear people who are hard to reach

be easily recorded, analysed and fed back to the
participants

5. identify issues that can be acted on

6.  will facilitate an ongoing dialogue with people we have
not participated with before.”
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Approach Does it meet our criteria?
(see more complete (tick if yes)
list in following pages)

1T121314]5]| 6] TOTAL

Nominal Group

Participatory Appraisal

Citizen's jury

Imagine!

Community Appraisals

Action Planning

Focus Group

Etc

With thanks to New Economic Foundation for inspiring this
approach www.neweconomics.org

What are your responsibilities as

orga

nisers?

Ensure that stakeholders have the chance to organise or
say how an event will run.

Listen to people without blame or judgement, respecting
where they are as individuals or groups.

Resource involvement adequately.

Put systems in place that will ensure that members of the
public/patients are not out of pocket. Develop financial
systems that mean that expenses are met on the day.

Expense payments should cover all travel, childcare,
carers' costs, interpreters, signers for deaf and deafblind
people and personal assistants, if required by people. In
rural areas this is likely to cost more. Expenses should
never be as a voucher, though this is a positive gesture to
recognise people’s good will and time in taking part.
Around £10/15 is normal at the time of writing.

There may be some issues in different areas in Scotland
around the review of people’s benefits or liability for tax if
they receive high or regular payments. There should not
be a problem when actual expenses are reimbursed, but
please check this out in your own area.
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«  Ensure the safety and comfort of all participants. Have
adequate breaks (as agreed by the group) and ensure
that the venue and proceedings are accessible to people
with mobility or sensory impairments. A signer for people
with hearing impairments usually costs £40 per hour and
you will need two if the meeting is more than 2 hours or
so. Ensure that microphones are used at all meetings
where people may have a hearing impairment. People
speaking loudly does not usually help and an induction
loop can be hired that will ensure that people can hear as
long as microphones are used.

«  Feedback to ALL participants as routine, even if it is to say
why something has not happened. Written information
should be in Arial Font, size 14, according to RNIB
guidelines. Check out Scottish Accessibility Forum
Standards for more information. Copies from Scottish
Consumer Council, 10 Queen St, Glasgow or
www.scotsconsumer.org.uk or
www.connections.gcal.ac.uk/saif/standrds/index.html

«  Ensure that action (who, what, by when) takes place - do
not waste people’s time and commitment. They will be
reluctant to get involved in the future.

«  Use plain language at all meetings and events and
consultations. Do not use management or clinical jargon
without explanation.

«  Don't be afraid to suggest what can be done to engage
people - there is no one right answer to any of this. How
else will we start to shift how the NHS and patients or
communities relate and talk to each other?

«  Ifin doubt about the details of the practicalities, ask the
people who will be attending. Below you will see one
version of what you can ask on application forms for
meetings or conferences. Please feel free to use or
develop as required.
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Please tell us if you will require any support on the day and
detail as clearly as possible what this will be. (Please tick the
boxes)

[ ] Wheelchair Access
|:| Hearing Loop System
[ ] Signer

[ ] Braille

|:| Large Print (please specify point size in the box)

|:| Special Diet (Please specify)

Any other requirements
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In the printed document this page is
replaced with a table. You can view this
table in a separate file named ‘Part 2

Tables’.
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‘Involvement Ready’ and Excluded People

Often there are already strong networks or groups of people in
our local area who have the language, the knowledge and the
skills to engage with the NHS on certain issues. They may also
provide challenges which can bring a healthy dimension to the
discussion around the committee or other table. Community
Health Projects bring together a wide range of people with a
common interest in health related issues (See reference to CHEx
0141 248 1990 below or www.scdc.org.uk). Other groups, like
Health Councils, are already providing representatives on Trust
and Board committees. Family networks, self-help networks and
mental health survivors' groups have often become independent
of the NHS and can provide a perspective that will complement
other involvement work. Long term development of participation
and involvement will need to include the direct engagement and
support of these knowledgable and committed participants.

There are also many individuals and groups of people who are
called ‘difficult to find' or even ‘difficult to engage’. Many NHS
managers have expressed this as a real problem when making
the effort to get ‘a truly representative sample of the population’.
Here are 4 main points to consider:

« Itis not always necessary to have a ‘truly representative
sample’. Involving people means involving individuals in
their own care, as much as it means engaging with the
whole Board or Trust population.

« It will take a combination of different approaches to
engage with different groups or communities. Some are
‘involvement ready’ as described above, where others,
quite legitimately, have no desire to be involved at
committee or organisational level.

«  Many patients, service users or others do not identify with
any particular group or label. Some people have no wish
to ‘belong’ to organised community groups or take part in
organised events. The NHS should make efforts to ensure
that their voices are still heard and taken into account at
all levels.
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«  Members of the community or users of a particular
service are likely to have more knowledge of where
people are who have a stake in what is being considered.
The NHS should support them to find and gather the
views and aspirations of the people they know.

Please note that carrying out any, or even all, of the approaches
described below does not necessarily constitute full patient focus
and public involvement. They can only contribute one part of
what must be a different relationship between NHSScotland and
the people it serves. The people who really know that the NHS is
involving people are those who use or who will use the NHS.
Their perspective must be an integral part of any evaluation
framework for patient focus and public involvement.

Involving People is as much about empathy and useful and
significant dialogue with individual patients or service users, as it
is about large scale consultative exercises. Please therefore, use
this section on approaches appropriately, acknowledging the
limited contribution they can make to significantly involving
people at every stage and in every area of the NHS.

In involving people in the NHS, good communication skills are
valued as much - if not more - than carrying out any of these
techniques.
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Involvement and consultation approaches

This section provides some details on a limited range of
approaches that are often used to inform, consult with and
involve people. This is not a comprehensive examination of all
the possible approaches. We have concentrated on providing as
much information as possible about approaches that are being
widely used at present or which are likely to be used in the near
future. As stated before, there is no one answer. At the time of
writing the NHS and the people it serves are exploring the
possibilities together. Though there are still many questions and
issues to be explored, the opportunity is welcomed widely
throughout the country. It will take time to continue building on
the skills, competencies and attitudes that it needs to ensure the
commitments of Our National Health, but many are meeting the
challenge and beginning to share the learning.

The approaches are listed to help you see a wide spectrum of
possible systematic ways of involving people in the planning,
delivery or monitoring of NHS services and more broadly in
health related issues. Different approaches will appeal to different
people and no one methodology is the answer. Often a
combination of approaches are used in one specific initiative,
using the strengths of a range of ways of engaging with people.

Involvement strategies must include going out to people in
communities. There are already many good examples of NHS
organisations going out to local clubs, pubs, bingo halls and
shopping centres and other examples of community
organisations inviting the NHS in to see how they work. There is
also an example from Midross at the end of Opening Up (Part
One of the Building Strong Foundations toolkit). The advantages
are clear: people are more willing to express themselves in their
own surroundings and feel more confident to be constructive, as
well as critical. This also gets round the problems of finding
accessible venues. The Scottish Executive will publish a list of
endorsed meeting places which meets criteria set by disabled
people and this will be available later in 2002.
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Main Documents used in this Section of
Building Strong Foundations

Assessment of Innovative Approaches to Testing Community
Opinion

Central Research Unit of the Scottish Executive.

The information gathered in this report represents the collective
wisdom of a great many users, commissioners of, and
participants in, public sector consultation in Scotland. The research
focuses on the use of innovative approaches to consultation by a
range of agencies and in a range of policy contexts within
Scotland. It should, however, be noted that views on ‘innovation’
differ between organisations - what is innovative or new to one
agency may be commonplace to another. It is important for the
NHS in Scotland to be informed of consultations by other public
sector organisations - to learn from each other, to ensure that the
public are not going to be over consulted and to make best use
of resources. This may not affect particular NHS services who are
consulting and involving users or patients, but is particularly
important for NHS Boards who are operating at citizen level.
www.scotland.gov.uk/cru/innovative.pdf

Participation Works: 21 Techniques of community
participation for the 21st Century

Published by New Economics Foundation, London.

The rhetoric says that Participation Works! But what does
participation really mean and what makes it really happen?
Participation Works! contains twenty-one proven techniques from
around the world. It shows how to choose between them, how
to use them properly and where to go for more information.
www.neweconomics.org/uploadstore/pubs/
doc_1910200062310_PWA4.doc

Public Involvement Toolkit. 2002

NHS Grampian and Grampian Health Council

The Grampian Toolkit is the most recent toolkit published at NHS
Board level. There are several others which are cited in the
references. It aims to give some guidance when the NHS is
considering involving patient and the public. It includes a ‘Public
Involvement Checklist’ when any involvement initiative is being
planned. Highland Primary Care Trust have also developed a
similar one. The Grampian version which was available on writing
is appended after the references at the end of this document.



Building Strong Foundations

Involving People in the NHS

Involvement approaches

The information presented here includes:

« an overview or description of the approach

«  some key issues to consider when thinking of using the
approach

«  resourcing issues and
«  examples where available in Scotland.

NHS organisations should consider ways of developing these
approaches and employing them in an innovative way to meet
their particular requirements. See some information on this in
'Involving People Health Warning’ earlier in this document. The
skills required are often already in the area and the NHS has an
opportunity to learn from the community.

With adequate thought, planning and resources, it is possible to
build a strong participative element into most approaches to
consultation and to develop more evidence-based approaches to
more effectively involve people in any aspect of the NHS and in
their health. Whose evidence are we looking for when we involve
people? This is key to which method is chosen.

The following list is not a full description of the approaches, but is
mainly for giving ideas to people in the NHS and members of the
community, on how they can start a meaningful dialogue and
bring balance and a range of evidence in NHS planning, delivery
and monitoring.

The views expressed are those who provide or who have used
the approaches. Examples and lessons from the main sources
(cited below) are included.
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1. Action Planning

Overview

Action Planning, if used appropriately, is suited to projects looking
at planning and development issues within the community and
urban regeneration for example. Events are usually run by a
partnership of interested bodies (from different backgrounds) and
everyone in the community is invited along to give their opinion.
Members of the community work, in conjunction with specialists,
assist in advising on matters such as planning or urban design
issues. The events can last anything from 1to 5 days depending
on the subject matter.

«  Action Planning can be a good way of involving
community members in deciding what they want and
need in their community and making plans on how they
can achieve it.

«  Community involvement is a key feature where people
are given the opportunity to voice their opinions.

« ltis a good opportunity to inform members of the
community about any proposed plans.

« It provides an opportunity for communities to raise new
and innovative ideas that the specialists may not have
considered themselves.

Targeting

Action Planning is similar to many other approaches in that it is
not always guaranteed that you will reach the people whose
views you seek. However, a carefully planned advertising
campaign can increase the community’s awareness of the event.

Issues to Consider

«  Careful consideration of the venue and location where
the event will be held is important; it must be in an
accessible location where members of the community
are likely to attend.

«  Encouraging participants to prioritise community needs
may help minimise disagreement.
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Resources

The cost of conducting an event can vary drastically and is
dependent on factors such as the topic for discussion, the length
of time across which the event is taking place and the specialists
that are involved in the event. Action Planning events can cost
approximately £15,000-20,000 (although this does not include
professional organisers).

Typically, Action Planning events involve 150 to 300 people,
although it has been known for up to 1000 people to be involved.
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2. Advocacy

Advocacy is about standing up for and sticking with a person or a
group, taking their side, helping them to get their point across.
Advocacy adds weight to people’s views, concerns, rights and
aspirations. It should be an integral or included way of ensuring
that everyone's voice is heard, people being supported to express
their views where needed.

Independent advocacy groups should be constitutionally and
psychologically independent of government and of the statutory
and voluntary service system.

(Independent Advocacy - A Guide for Commissioners, 2001)

Independent Professional Advocacy

Independent Professional Advocacy uses paid advocates.
Advocates working in these projects usually support people in
dealing with a specific issue or problem and work with them until
that issue is resolved. (Key Ideas On Independent Advocacy,
2000) Professional advocacy organisations will also often use
volunteer advocates.

Citizen Advocacy

The objective of Citizen Advocacy is to encourage ordinary
citizens to become more involved with the welfare of those who
might need this in their communities. Citizen Advocacy schemes
aim to develop communities whose members are more able,
competent and willing to speak on behalf of another person and
to protect their interests. Citizen Advocacy brings an individual
together with an advocate on a long term, personal, one to one
basis. The advocate stands with their partner to defend their rights
and to support them to pursue their interests, and the project is
structured in such a way to ensure that their loyalty is to their
advocacy partner not to the project. Citizen advocates are usually
partnered with only one person, and they are not paid. (Key
Ideas On Independent Advocacy, 2000)

Collective Advocacy

Collective advocacy is where a group of people with similar
experiences meet together to put forward shared views. It offers a
shared voice rather than singling out individuals. It can however
present a range of views.
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Collective advocacy builds personal skills and confidence and
supports individuals to represent issues of common concern.
Members of a collective advocacy group set their own agenda.
Groups campaign for change and seek to lead and influence the
change process.

Collective advocacy groups organise around a distinct identity or
issue but need effective links to wider networks.

Background reading
Advocacy 2000: A map of Independent Advocacy across Scotland
Published by Advocacy 2000, Edinburgh

Advocacy 2000: From patchwork to blanket - the lessons learned
from independent advocacy
Published by Advocacy 2000, Edinburgh

Advocacy 2000: Key Ideas on Independent Advocacy
Published by Advocacy 2000, Edinburgh

Advocacy 2000: On Solid Ground (2002)
Published by Advocacy 2000, Edinburgh

Advocacy 2000: Principles and Standards in Independent
Advocacy Organisations and Groups
Published by Advocacy 2000, Edinburgh

Scottish Executive: Independent Advocacy: A Guide for
Commissioners (2000)
Published by Scottish Executive, Edinburgh

Websites

Advocacy 2000

www.advocacy2000.0rg

On the Links and Resources page you will also find links to other
websites which are sources of information about advocacy, links
to the sites of advocacy projects, and links to information that
may be useful to those involved with Independent Advocacy.
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Scottish Health on the Web

www.show.scot.nhs.uk/advocacy

At the time of writing this site was not live but was scheduled to
come online by the end of April or beginning of May 2002.

Scottish Human Services Trust

www.shstrust.org.uk

This site has details of projects relating to advocacy development.
It also has details of useful events and publications.
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3. Art Work, Photography and other

creative means

Overview

People express their views, feelings and perspectives in different
ways. Discussion is not always the best method for everyone,
particularly those who are not used to articulating what is
important to them in words. Using visual stimuli, or asking people
to create visual images, is one way of engaging them at a
different level. You can use these and other creative approaches,
including play, video, poetry, drama and sculpture to elicit
thoughts, feelings and views on most aspects of the NHS.

Giving people a cheap, single use camera or a cheap taping
device allows people to input their thoughts and views in their
own time and in their own location. This is particularly useful if
you are considering a person-centred planning approach (see
below).

Targeting

What is it you want to know? With whom do you wish to consult,
involve or engage? Children and young people particularly enjoy
this kind of work, but give other groups of people the option to
work like this if they wish.

Issues to Consider
«  People usually enjoy this more than they think they will,
Don't not consider it on the basis that you think you
would hate it yourself!

«  Groups of people who know each other well will probably
be particularly keen to try something new.

«  Drama presentations at Public Meetings have a unique
impact.

«  People who are suffering from ‘consultation fatigue’ or
who feel that their views have not been acted on may
feel that this is a better way to get their message across.

< Sometimes this is the only way that people can
communicate what is important to them.

«  Photographing significant issues related to health can add
another dimension that the professionals had no idea
about.
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Resources

Community Drama Workers are less expensive than many other
professional facilitators. Often several sessions with a group of
people are necessary before a ‘polished’ performance can be
shown. The worker will use techniques to elicit key questions and
issues of the group and then facilitate the expression of these.
Cameras and tapes can be purchased cheaply and have
profound impact. You may wish to supply relevant staff with
cameras also in order to have a session to compare priorities for
health or within a service.

Examples in Scotland

NHS Glasgow Health Promotion Department worked with young
people to elicit their health issues. The young people used
photography and artwork which have been used for postcards
and posters. The significance of certain issues, like overcrowded
housing, was highlighted as well as mental health issues.

In Kirkcaldy Local Health Care Cooperative, young parents took
part in a Forum Theatre workshop to explore health issues.
Forum Theatre comes with a script that participants can change
to highlight certain issues.

In Midlothian Local Health Care Cooperative, young people made
a video of an improvisation about the problems around getting
sexual health information, ‘Follow the Fish'.

FPAScotland worked with young people over a weekend around
the topic of sexual health. The finished piece was shown to
participants of a national conference on Sexual Health Education.
The young people entered their role in the play to answer
questions from the floor which had great impact.

An example of ongoing work in this area (outwith Scotland) is
Gateshead Arts In Health. This projects acts as a springboard to
getting arts projects into Healthy Living Centre bids. They are also
leading on a 2-year evaluation study of community-based arts in
health involving five projects in a consortium - Gateshead, the
West End Health Resource Centre in Newcastle, the South
Tyneside Art Studio for mental health referrals, the Bromley by
Bow Centre, and Pioneer Projects’ groundbreaking ‘Looking Well’
initiative in rural Bentham, North Yorkshire.
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The study will document the processes of arts in health projects
from several perspectives, accumulate testimony through
ethnographic research, and look for intermediate qualitative
indicators of health gain. The King's Fund is the core funder of this
initiative.

Websites

Arts and Health http://194.66.253.138 /eGrants/html/
arts_and_health.htm|

CAHHM - Centre for Arts & Humanities in health & medicine -
University of Durham http://www.dur.ac.uk/cahhm/

MAILOUT - developing pARTicipation in the arts http://www.e-
mailout.org/

The mailout journal is a good source to explore for a range of
participatory approaches re the arts.

National Network for the Arts in Health http://www.nnah.org.uk/
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4. Choices

Overview

The Choices technique involves large numbers of people in
developing a vision for their community. It is an elaborate process
requiring a long lead-time and the support of local media and
volunteers.

The exercise is divided into four stages:

Meetings Throughout the Community - people generate
ideas to improve future quality of life.

Consolidation of Goals - ideas are presented to meetings
or vision workshops led by facilitators and are then
consolidated into goals or ‘vision statements' by interested
parties.

Vision Fair - people vote on the goals which matter most
to them and which they would most like to attain,
following which the goals and visions are published.

Action Groups - these are formed to implement the
chosen ideas.

The strengths of the approach are as follows:

Choices is conducted in such a way that the community
feels inspired to act upon the vision.

People can conduct the discussions in familiar
surroundings with friends and neighbours, thus facilitating
participation.

As much of the population as possible is involved in the
exercise.

Highly successful outcomes are achieved.

Targeting
All sectors of the community can be involved in this process.
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Issues to Consider
The following issues should be taken into account:

«  Choices is a lengthy and complicated process
< Many different groups are involved in the exercise

Resources

As stated above, Choices is a lengthy process.

In the event that a Discussion Guide is not produced for local
groups, many facilitators will be required at this stage - for
example, the planning phase of ReVision 2000 included the
training of 150 volunteers in facilitation. Facilitators are definitely
required for meetings that involve the whole neighbourhood.
Venues can range in size from small public meeting places to
large facilities for meetings involving the entire neighbourhood.
Budgets depend on the scale of the project and can expand with
the success of the programme. Bristol allocated a budget of
around £35,000 for the whole city, in addition to £50,000 to cover
volunteers' time and expenses.

Examples of Use

Some aspects of the approach are apparent in the use of
consultation documents by Scottish organisations for example
Vision for Edinburgh and Imagine Aberdeen by their respective
city councils.
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5. Citizens’ Juries and Civic Commissions

Overview

Citizens' juries were developed over the last 20 years in both
Germany and the USA, and are now being used in the UK. They
usually contain between 10 and 25 participants who have been
selected to generate a representative cross-section of the wider
population in terms of gender, ethnic mix, age and other factors.
As such, they represent the general public rather than particular
sectors or interest groups. Citizen Juries are not a consultation
method to be used on their own. They can be used with other
approaches described here, perhaps using the Jury to consult on
the recommendations that have been highlighted by other
approaches.

Civic commissions are similar to citizens' juries. However, the
difference between them relates to the way in which the output
and recommendations are achieved, with the commission asked
to examine the evidence and make recommendations. This issue
was alluded to in a recent paper for the Market Research Society
which discussed the pressure on ‘juries’ to reach either a
unanimous verdict or consensus view. Commissions are regarded
by some as a way of avoiding the perceived pressure towards
uniformity and allow a wider range of issues to be considered
and commented upon in the output.

Juries meet to deliberate upon specific issues and have the
opportunity to cross-examine witnesses, while facilitation is
carried out by a trained moderator. The entire process generally
takes between three and five days. Despite the above comments,
there is no requirement for unanimity amongst the jurors and
their conclusions may take the form of guidelines rather than
recommendations. A range of different subjects has been
covered in juries conducted in Scotland to date, especially within
Social Inclusion Projects.

The strengths of the approach are as follows:

« It can be used to develop, guide or implement policy
proposals and to resolve complex issues which have no
immediate or straightforward solution.

«  Jurors/individuals can spend a period of several days in
consideration of one particular project, thus providing a
well-reasoned and viable solution.
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«  People are given the opportunity to play an active role in
decision-making and to participate more fully in the
citizenship process.

A recent review of juries concluded that the jury approach was
effective where:

«  The output is suggestion/recommendation based, not an
understanding of behaviour or views.

«  Quantitative data on the strength of views is not sought.
«  There is full transparency of the process.
«  Recommendations will have an influence.

«  More than one jury is run. Given the resources required
to establish a jury, this could be a significant limiting
factor.

Citizens' juries and commissions tend to be stand-alone exercises
although the information obtained and resulting
recommendations will often input into thinking for a number of
years.

Targeting

The process encourages a culture of citizenship and allows a
complex issue to be explored in-depth by the people who are
affected by it. As detailed above, it can cover topics as diverse as
employment opportunities, transport choice, vandalism and
services for the elderly, and is most appropriate when the Council
is undecided about an issue.

However, there is a risk that the selection process might not
deliver a representative sample, either because reliable results
may not be obtained from a limited number of participants, or
because of the unrepresentative nature of a self-selecting sample.
In addition, citizens with below average literacy skills or non-
English speakers could be excluded by this type of consultation
exercise. Please note that ‘representativeness’ is important for this
methodology but is not required for all of the approaches and
depends on the nature and scope of your ‘consultation” exercise.
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Issues to Consider
The following issues should be taken into account:

Citizens' juries and commissions seek to be
representative of the general public and allow deliberation
of complex issues and unbiased decision making. There
is doubt, however, about whether a small group of jurors
can be truly representative of all views.

Information for the jury/commission should be presented
In a clear and concise manner.

The moderator should not direct or manipulate those
taking part; the role of the moderator is facilitation not
interpretation.

The jury’s/commission’s findings must be made clear in
the final report.

The decisions or recommendations of the jury/
commission are not binding on the organisation although
there will be an agreement that the organisation will take
full account of the recommendations.

Juries and commissions are expensive and time-
consuming.

The output is qualitative.

A training or briefing element is necessary, to inform
jurors how the process will work.

Time must be built in at the end of the exercise to allow
jurors to approve the report.

Resources

Citizens' Juries can be an expensive method of consultation,
costing between £5,000 and £25,000 to run. In addition, jurors
are normally paid to participate, covering their loss of earnings,
carer costs and transport costs. Special provision such as créche
facilities may facilitate participation by lone parents, while special
arrangements may need to be made to compensate those jurors
who are in receipt of benefits in order to ensure that they do not
suffer any adverse financial effects. Estimated costs of a citizens'
commission were higher that those of a jury.
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Juries/commissions are usually recruited and facilitated by
external consultants who work with them to prepare their
recommendations and to ensure that the organisation is not seen
to be manipulating the outcome. The jury/commission also hears
presentations from a range of experts or those with a particular
interest in the subject matter.

The planning and implementation of a citizens' jury or
commission can be a time-consuming process, both in terms of
internal and external input. In exceptional cases, several months'
preparation may be required to recruit the representative sample
and obtain the services of the expert witnesses and moderator,
while the exercise itself is conducted over a period of three to five
days (sometimes split over two weeks).

Potential Pitfalls

Concern has been expressed about the ability of one jury to
provide the full picture. In addition, they can involve substantial
direct and indirect costs such as the provision of pre- jury
background material and staff time and in terms of opportunity
cost this may appear to be poor value for money.

It should also be noted that juries and commissions are not
considered to be an effective method of consultation when
dealing with emotive subjects or in cases where views have
become entrenched over time.

Examples of Use in Scotland

«  As part of the Good Neighbourhood Initiative, South
Lanarkshire Council carried out Scotland's first citizens'
jury - “Focus on Hillhouse” - in March 1997 to debate, and
formulate solutions to, the problems of vandalism and
graffiti in the Hillhouse area of Hamilton. Subsequently,
the Council conducted two further juries - “Services for
the Elderly in Rural Areas” and "Access to Leisure/
Entertainment for Young People in East Kilbride" - in
November 1997 and April 1998 respectively.

«  In March 1997, Fife Council also held a citizens' jury to
address the following topic - “What can public agencies
and local communities do to create employment
opportunities in Levenmouth?” This resulted in 50
recommendations.
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«  Grampian Primary Care Trust used a Citizen Jury to look at
the use of services for drug users.

In the Central Research Unit research (see below), of 126
organisations interviewed, 20 stated that they would consider
using citizens' juries for the first time in the future. Those that
expressed most interest in using citizens' juries were SIPs, Health
Boards and local authorities. Few significant changes to the
format of the juries were cited. The main change that had been
implemented was in a phasing of the jury, splitting it over a two-
week period and giving Jurors more time to deliberate.

In addition, early experience indicates the need to have witnesses
drawn from senior positions within an organisation so that jurors
can debate with them the feasibility of certain courses of action.
Jurors also need to have some say in the mix of witnesses they
see. Phasing of the jury allows this flexibility.

Recommendations should be acted upon quickly and the
consultation should not be undermined by other action that is
ongoing and which relates to the subject under discussion.

Background Reading
Barnes, M.: Building a Deliberative Democracy: an evaluation of
two citizens' juries (1999). Published by IPPR, London

Buckinghamshire Health Authority: Should Buckinghamshire
Health Authority fund treatment for osteopaths and chiropractors
for people with back pain? Buckinghamshire Citizens'Jury Report
(1997). Published by King's Fund, London

Coote, A. and J. Lenaghan: Citizens' Juries: theory into practice
(1997). Published by Institute for Public Policy Research, London

Davies, S. and S. Elizabeth et al: Ordinary Wisdom: reflections on
an experiment in citizenship and health (1998). Published by
King's Fund, London

London Borough of Lewisham: People take drugs: what can we
do to reduce harm to the community and individuals. Lewisham
Citizen's Jury Report. (1996). Published by IPPR, London

Mclver, S.: Healthy Debate? An Independent evaluation of citizen's
juries in health settings (1998). Published by King's Fund, London
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6. Citizens’ Panels, District Circles and

Users Panels

Overview

A citizens' panel is a group of people who have agreed to be
consulted periodically for their views. It is intended that the panel
should be as representative of the population as possible,
although this cannot be guaranteed.

The number of people on the panel can vary from 750 to 2,000.
A larger number allows sub-groups such as young people, the
elderly or those living in a specific geographical location to be
identified. The membership of the panel is changed regularly and
systematically - i.e. one third replaced each year - to allow people
to “drop out” and to enhance its representativeness. This is
probably a good idea to consider for all members of any
Committee or formal group within the NHS. Once recruited, an
organisation can use the panel for large-scale surveys.
Alternatively, individuals can be selected to participate in smaller
group discussions, focus groups or other consultation exercises.
Users' panels are similar to citizens’ panels with the exception of
the fact that they focus on individuals with certain characteristics
rather than the whole population. For example, a users’ panel
may be comprised of a particular group of people with long term
medical condition, those who use a specific service, those who
visit a certain hospital or those using the occupational therapy
service. One way of using a user panel is to operate it as a
district-wide customer panel, in partnership with other
organisations, using postal questionnaires and consulting a few
times per year. District Circles can be rapidly established and
easily maintained, even with limited resources. Please find out if
your Local Authority, Local Health Council, Local Health Care
Cooperative or NHS Board has established a user panel before
setting one up.

Panels can be used in a wide range of ways - for surveys, as a
source of delegates at conferences or workshops or for other
forms of participatory and qualitative work. Panel consultation can
be stand-alone exercises or used jointly with other approaches.
However, there is a risk that, because of this very flexibility, they
may be over-used to the point where participants suffer from
“respondent fatigue”.
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The strengths of the approach are as follows:

«  Panels allow co-ordination within and between agencies,
enhancing partnership working.

«  As panel members are recruited on a voluntary basis,
they are more likely to be committed to responding to
questionnaires, thus producing more reliable results than
non-panel postal surveys.

< Panels usually involve contact with a large number of
people and offer the opportunity to consult members of
the population who have traditionally been hard to
consult - such as members of ethnic minority groups - by
conducting door-to-door recruitment.

«  Panels can allow changes in the composition of an area
to be tracked by obtaining regular and updated
information about the resident population.

«  Panels allow individuals to develop a relatively high
degree of collective knowledge of an organisation’s
responsibilities and services.

«  Once established panels are a quick and inexpensive
method of gathering information.

«  Providing that adequate feedback is given, participants
generally feel valued.

Targeting

A key aspect in the establishment of the panel is ensuring that it
s as representative as possible. Panels established in Scotland
generally have adequate representation of ethnic minority and
disabled people, but this must be ensured by careful targeting at
the outset. There is a risk however that certain groups, such as
those with limited spoken English, could be excluded.

The larger the number of people on the panel, the greater the
potential for sub-groups to be identified e.g. young people, older
people, those in different geographical locations. Some methods
of recruitment involve self-selection but it is possible to ensure
that the panel is not entirely self-selecting.
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Issues to Consider
In establishing a Citizens' Panel (sometimes called a Health Panel
in the NHS), the following issues should be taken into account:

The panel is a means of developing an understanding
amongst a group of people with a sense of involvement
in an organisation’s activities, and of acting as a sounding
board for issues and proposed developments.

It has a very flexible format which can be adapted for use
In a variety of areas, or issues.

Panel recruitment reaches a large number of people
either through postal distribution or door-to-door contact.

Experience has shown that, once recruited, panels can
elicit high response rates and expressions of interest from
the community.

Scientific and robust methods of recruitment,
questionnaire design and analysis must be used to recruit
and survey panel members, both to ensure that the
members are representative of the population as a whole
and to ensure that minimal bias is achieved. Use other
approaches to check out detailed opinions of the panel.

Panels allow surveys or other research to be undertaken
at short notice.

Considerable staff support is required to establish and
maintain the panel.

As panel members become increasingly experienced and
knowledgeable, they may also become less
representative of the population as a whole, thus
necessitating regular replacement of the membership.

The panel reflects the agenda of the organisation, rather
than that of the community.

Specific skills are required to analyse the data.

A considerable degree of commitment is required from
participants who may be asked to contribute to regular
questionnaire or telephone surveys for example, or to
attend various events. Please ensure that effective
support mechanisms are in place for this, for example,
expenses on the day, debriefing, adequate breaks and
access support.
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Resources

The set-up and recruitment costs are likely to be expensive,
requiring significant resources in terms of staff time, skills and
money. However, sharing costs (both set-up and maintenance)
with other partners can be cost-effective and should ultimately
prove to be cheaper than conducting regular, one-off surveys.
Panels allow regular, large-scale surveys to be carried out at a
lower cost than if done separately and response rates tend to be
very high. For example, a postal survey of panel members might
be expected to achieve a response rate of 60-75%, compared
with response rates of c20-25% for non-panel audiences.

Recruitment of potential participants can be undertaken by postal
distribution, followed by a door-to-door “top-up” exercise to target
those participants who might otherwise be excluded (i.e.
disabled people, the young or those from ethnic minority
groups). Recruitment costs will vary according to the method of
recruitment used. As guidance, one of the cheaper options is to
recruit using a self-completion approach, but with some personal
targeting of more difficult groups. A panel of 1,000 recruited by
this means would cost £10,000-£18,000. The annual revenue cost
of the South Lanarkshire Citizens' Panel is estimated at £20,000.
This sum provides for the maintenance of the panel database,
rotation of panel members, stationery, feedback and the annual
Quality of Life survey of the full panel.

As mentioned above, a high level of staff support is required both
to establish and maintain the panel, and to analyse the data.

A number of panels in Scotland are jointly managed. The
advantages in jointly managing a panel with other key service
providers are as follows:

«  The ability to share resources and avoid duplication of
effort

«  Improved communication and information-exchange

«  The promotion of joint objective-setting and performance
monitoring

«  Access to a valuable tool for community planning.
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Providing feedback on survey results or the outcome of
consultation can minimise the dropout rate of panel members.
However, regular and systematic renewal of panel members is
required to ensure that they are still representative of the
population.

Potential Pitfalls

There is a risk that organisations can become over reliant on their
panels. This is one of the problems faced by Scottish Local
Authorities, as individual service departments become
increasingly aware of the potential value of this resource.
However, the panel may not contain sub groups of interest to
make it an effective consultation channel for such purposes, and
it may be more appropriate to develop user panels or user
surveys for example. Strategies need to be put in place,
particularly in the case of shared panels, to ensure that
participants are representative of all groups in the community and
that self-selection and attrition do not bias the sample.

Much of the literature on citizens’ panels highlights the potential
problems of panel staleness and wear-out, discussing the need to
refresh panels as well as replace panel leavers or no-participants.
Over an 18-month period response rates declined from 70+% to
50-55% for two panels in Scotland. These panels are now being
refreshed and consideration being given by one panel manager
as to how to better incentivise panel members. As part of their
panel maintenance, local authorities in Scotland actively ask
panel members to opt to continue their panel membership on
each occasion they approach them for information. This is seen
as more cost effective than trying to contact those who have
decided not to participate.

Panels are not ideally suited to the collection of tracking data and
monitoring of change in performance standards as panel
members may become more aware and informed of services or
issues and may provide atypical results. There is a belief that
panels do not need to be refreshed if care is taken about the
range and mix of issues on which they are consulted. It is argued
that as long as panel members are not continually consulted on
the same issue, and if no attempt is made to use panels to
measure change over time such as in service delivery standards,
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then a panel could be run for years before being ‘retired’ and
entirely replaced.

Examples of Use in Scotland

Following discussions with local public service providers in spring
1998, South Lanarkshire Council established the first Scottish
citizens’ panel of 1,600 members in conjunction with Greater
Glasgow Health Board, Lanarkshire Health Board, Scottish Homes
and Lanarkshire Development Agency. City of Edinburgh Council
established the second panel in Scotland.

As well as having a citywide panel of 2,000 individuals, there are
two booster panels, one in the West Edinburgh Community
Planning Area and one in the South Edinburgh SIP.

Numerous other panels now exist in Scotland.

Borders

The Health Council Consultation panel was started 2 to 3 years
ago and the reason for this was to expand the number of people
responding to questionnaires or attending focus groups. The
purpose was to create a group of people who could be asked to
attend meetings, focus groups or respond to questionnaires so
that it was not always the same people responding and is a way
to gain views quickly. The Health Council is currently expanding
this group and developing it so as to represent members’
interests. For more information or, if you live in the Borders area,
to join this group please contact Borders Local Health Council on
01896 753 601.

Forth Valley

The "Forth Valley 500" is a group which has been set up by the
Local Health Council to participate in Surveys, questionnaires and
focus groups amongst other things to develop the health service
in their area. A database has been set up of members detailing
who they are and what they are interested in. Already members
of this group have participated in a postal survey on GP & Dental
Services with a second one on Pharmacy Services about to be
distributed as well as a Focus Group on Cancer Services. As an
incentive the people who have joined have their names put into
a hat and the one whose name is drawn can have £25 donated
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to charity in their name. For more information or, if you live in the
Forth Valley area, to join this group please contact Forth Valley
Local Health Council by emailing admin@forth-hb.scot.nhs.uk

Background Reading

Argyll and Clyde Health Council: Health Panels in Consulting the
Public: The Role of Health Panels in Argyll and Clyde (1999).
Published by Argyll and Clyde Health Council, Paisley

Local Government Information Unit: Citizens' Panels - a new
approach to community consultation (1997). Published by Local
Government Information Unit, London
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7. Comments and Complaints Cards

Overview

Customer comments cards or complaints cards are a simple
concept by which cards are displayed in an accessible place for
members of the public or users of a service to record any
comments they have to make about the service. This is a cheap
and effective way of monitoring service provision; it can highlight
recurring problems and also provide feedback. The approach can
be extended to allow comments or complaints to be registered
by other means - by telephone or through IT-based systems.

«  This is a very cheap way of monitoring users' views of a
particular service.

«  Due to the anonymous nature of the approach, users are
more likely to be honest in their comments.

«  The approach attaches equal significance to both small
and large issues that are raised by users as no attempt is
made to gather information on numbers affected or
strength of feeling.

«  The cards provide a channel to collect accurate and
current perceptions of the service delivered as their use is
tied to consumption of the service.

Targeting

The respondents are generally self-selecting and there is no
opportunity for targeting specific groups. Certain groups will be
excluded due to time pressure and access issues. Cards may also
only attract comments from those at the extreme ends of the
spectrum - the very satisfied or very dissatisfied. However, the
cards are more likely to be completed if they are attractive and
eye-catching. Midlothian Local Health Care Cooperative have
found the best response rates are when Suggestions Boxes are
used around a particular issue rather than something which is
operating all the time.

Issues to Consider
«  The wording on the comments cards / complaints cards

should be carefully considered as any ambiguity could be
very misleading
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«  Quite a low level of response should be expected as the
target population relates solely to the number of service
users who are motivated to take part.

«  Use Suggestion or Comments boxes for specific issues/
ideas rather than a continuous initiative.

Resources

As the resources are often already in place within the
organisation, the use of comments cards / complaints cards can
be a very cost-effective method of consultation.

Potential Pitfalls

People are more likely to complain about a bad experience than
applaud a good one. This may result in the pattern of responses
being skewed.

Future Use/Approach

Due to their cost effectiveness, future use is likely to continue to
be widespread. If possible, acknowled