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Section 1

INTRODUCTION

This book has been written to help managers of community health
services make their services ‘user-friendly’, and to ensure that the
user’s point-of-view is taken into account. By users we mean not only
current patients or clients, but those who may at some point use
services, or care for someone who does, or have a friend or relative
who does.

We have written the book with managers in mind because efforts
to make services more responsive to users need to be properly
supported and resourced. We see the development of user-centred
services as a major management task: it is managers who shape the
organisational environment, support staff, allocate resources and
establish commitment.

We hope that our readers will include community unit managers,
locality managers, neighbourhood nursing team managers, and others
who want to make services more responsive to users. Of course,
managers are not the only group with this interest: voluntary
organisations, field staff, user groups and community health councils
may all be engaged in promoting user involvement, and we hope they
too will find this document useful.

One of the main functions of this book is to display the range of
approaches which have already been developed, but not simply so that
ideas can be transplanted - even if that were always a good idea.
Looking at what has been tried by others can also help to avoid some
of the pitfalls and maximise the chances of success. It also draws
attention to what exactly is involved in embarking on work of this
kind.

Six case studies are included together with a number of less
detailed examples. They do not necessarily represent good or bad
practice, but each illustrates a number of practical lessons for
managers who want to attempt something similar.

We gathered information about case studies by talking to key
people and/or by drawing on detailed written material. The
interpretation and analysis of the case studies, though sometimes
guided by interviewees, are our personal views and do not necessarily
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STRUCTURE OF THIS BOOK

reflect the perceptions of the people we spoke to.

We hope also that the book will help managers to get beyond the
fashionable rhetoric of health services ‘consumerism’. Lurking
beneath such rhetoric and a smattering of surveys, suggestion boxes
and poorly attended public meetings are the worries of many
managers that the game’s not worth the candle - that considerable
time and effort will be put into an exercise that at the end of the day
will produce a number of headaches, unrealistic demands, not much
that is useful, and an unchanged service.

At the same time, it is difficult for managers to dismiss the issue of
user involvement in services: pressure from central government and
health authorities consistently contrive to place the matter firmly on
the management agenda. Besides the pressures from above, many
managers recognise in principle that developing user-responsive
services could be a way of improving the quality of services, or shifting
the power balances between managers, professionals and users, or
allowing people to exercise rights to determine their own health care.
We hope that this book adds to the debate already taking place about
why this is important and how it can be done well.

Section 2 sets the context for NHS consumerism, describes the
background and ideologies and explains its language. Section 3
discusses the importance of being clear about the aims of any initiative
and explicit about the style to be adopted. Section 4 then looks at the
groundwork and preparation needed within the NHS itself, and
Section 5 at the same within the community. These two sections form
a discussion on ‘getting the environment right’ as a background to the
detailed implementation of any particular programme.

Section 6 is a brief look, and to some extent a debunking, of what
is undoubtedly the most popular and fastest growing aspect of NHS
‘consumerism’ - surveys. In Section 7 we discuss some other options.

Completing the book is a brief guide to further reading and useful
contacts.




There’s no doubt that the complexities and practical problems of
making services more responsive to users are daunting. We want to
highlight some of the very good reasons for setting off across this
political and managerial minefield.

Efficiency
Providing services which are inappropriate, unacceptable or inac-
cessible is wasteful. Badly attended clinics have high overheads.
There is also a high opportunity cost since an underused service can
drain resources away from a more imaginative and responsive service.
A greater awareness of user views will help managers to under-
stand whether service underuse is due to the service being
inappropriate, an off-putting delivery, inconvenient opening times or
‘simply’ a lack of information. In other words, finding out why a
service is underused will help managers make decisions about how
best to use their resources.

Reducing inequalities

The law of ‘inverse care’, that services are most easily available to
those who need them least, has long been recognised in the NHS (1),
and yet still proves difficult to counter. It is clear that health services
are failing to meet the needs of the most disadvantaged (2,3). One way
of making sure that services are better geared towards all groups in the
community is to foster and support user involvement in the planning
and providing of health services. On pages 53 and 36 we describe two
attempts to do this - local advisory groups in Lambeth and the
Haringey black and ethnic minority worker.

Recruitment and retention
When effort is made to gear services towards the needs of users, job
satisfaction among staff tends to increase. In some cases this is
because the mechanics of gathering user views add an extra, interesting
dimension to the normal workload, for instance, health visitors
involved in group discussions, planners leaving head office and
visiting local organisations, managers sitting in waiting rooms and
talking to patients. More important, job satisfaction is enhanced
when staff feel that the service they provide is recognised by its users
as being valuable and good to use. It then becomes much easier to
recruit and retain staff, as the service becomes the focus of attention
and a centre of excellence (4,5).

SECTION 1/ INTRODUCTION

WHY THIS IS IMPORTANT FOR
MANAGERS
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Impetus for change

Managing change in the NHS is notoriously conflict-ridden and slow.
User involvement has the potential for simplifying the process, since
clear messages from users about what is wrong with existing services
are embarrassing to ignore and can provide a useful lever for
reshaping services.

Appropriateness

It is difficult (if not impossible) to judge whether or not a service is
appropriate for people using it unless their views and ideas are
incorporated. There are lots of things that users know about services
(that the ante-natal clinic, for example, runs in the school closing time)
that tend to by-pass managers, and even field staff. And there are
often some inaccurate assumptions made about what ‘they’ want. The
Mildmay Mission, for instance, which is a hospice for people with
AIDS, referred to ‘partners’ of dying gay men. In fact, after having
spoken to patients, the staff found the term ‘lovers’ was preferred.
Sometimes misunderstandings may stem from stereotyped views
about other groups in the community, such as assuming that all
Asians are vegetarians. From a manager’s point of view, users are a
valuable resource and information bank that should be exploited.

Community health services

The above arguments are particularly relevant and powerful in
community health services. In some ways attempts to involve users in
community health services generate problems that do not arise when
changes to hospital practice are planned - such as dispersal of staff,
difficulty of evaluation, number of professions involved. On the other
hand, they often deal with local people who have a long term
involvement on a regular basis allowing personal relationships to
build up, and in many cases the quality of the non-clinical aspects of
the service is a very large part of determining the overall quality of
service. There therefore seems to be great potential for improving the
way in which services are delivered to users, even before tackling any
need for changes in clinical and professional practice.

Of course, not all of the advantages mentioned above are going to
be apparent in every initiative taken to try and improve services for
users. On the other hand, the combination of one or two of them may
contribute to a qualitative improvement in the provision of services -




and should also mean that the service is better managed overall.

To put this in context, a look at a practical example may help to
iltustrate the types of changes that are possible. The following case
study of the Lambeth Community Care Centre is not used here to
portray a service that is good in all respects, rather to highlight some
of the practical advantages for both users and staff of trying to place
service users centre stage.

CASE STUDY: Lambeth Community Care Centre

Lambeth Community Care Centre is
a small, community-based GP hospi-
tal with 20 in-patient beds and a day
unit for 35-50 patients. It also has
facilities for out-patient treatment
and meeting rooms open to the local
community. In-patient or day patient
admission is via those local GPs who
choose to become involved with the
centre and abide by its rules.

Clinical responsibility remains
with the GP (24 hour cover must be
provided by the GP’s practice or a
named deputy) but care is planned
and carried out on a multidiscipli-
nary basis and co-ordinated by a key
worker, who also has responsibility
for maintaining any existing connec-
tions with primary health care work-
ers or local authority staff.

In its history and current func-
tioning the centre illustrates several
different forms of user involvement.
It is the result of ten years hard
work.- In 1975 the then area heaith
authority stated its intention to close
Lambeth Hospital. It began the
consultation procedures required
for such a closure. To its surprise,
the local community health council
did not immediately oppose the

closure. Instead it launched a large-
scale consultation into what sort of
facility was needed, involving public
meetings, a household survey, dis-
cussions with local community
health staff, GPs, home helps, te-
nants’ associations and voluntary
organisations.

The result was demand for a
small, local neighbourhood hospital,
providing rehabilitation and inter-
mediate care for local patients.
Working very closely with members
of the authority, a group of local
enthusiasts centred round the CHC
and a few GPs developed proposals
and campaigned for five years until
funding for the centre was eventually
approved.

The group which had played
such a vital part in the development
of the brief was keen to remain
involved, and as a result even the
design process for the centre broke
new ground. A well-known commun-
ity architecture firm (Edward Culli-
nan Architects) was eventually
appointed, even though not on the
NHS list, and the project team was
widened to 15, including representa-
tives of the CHC, local GPs who

would use the centre, managers and
various therapists. The architects
attended a vast number of meetings
and drew up ten different designs for
the site.

Staff were thus involved in plan-
ning the unit to a degree exceptional
for the health service, although
patient involvement was largely
limited to the very active CHC
representation. The building has
proved popular with staff and pa-
tients.

Since the centre opened in 1985,
considerable efforts have been made
to draw the local community into
helping run it. The most formal form
of user involvement is the centre
advisory group, consisting of seven
staff and seven representatives of
local organisations and individuals.
This was set up in 1987, as part of
Lambeth’s general development of
advisory groups (discussed in more
detail in Section 6). The chair, always
a lay member, is a full voting
member of the centre management
team. The group provides a forum
for discussion of new ideas and issues
of concern, and enables lay people to
have an active role in the develop-
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ment of the centre.

It was envisaged that members of
the advisory group might have a
considerable role in dealing with
problems and complaints that arose;
the fact that this has not happened is
perhaps more a tribute to the access-
ibility and sympathy of the staff
running the centre than any failure
on the group’s behalf. The group sees
increasing local involvement as a
high priority, and has organised
open days, a suggestions box, in-
formation about itself and about
local services, and (is aiming to
produce) a local newsletter. It has
also been involved in health educa-
tion and in forming a colostomy
support group.

The group’s contribution to
policy has so far been limited,
although as it mainly relates to the
centre management team, which
itself deals much more with day-to-
day issues than with policy, this is
perhaps not surprising. Yet some of
the group’s work has policy implica-
tions - for example, it picked up from
management team minutes a debate
about whether or not the centre
should admit AIDS patients. The
discussion which followed highligh-
ted the need for more information
before decisions could be made and
the idea for a local study day

evolved, which helped to shape the
policy for admission of AIDS pa-
tients. Also by its very existence the
group influences policy-making, re-
minding the centre management
team to take the community view-
point into account.

Setting up the group has proved
a large part of the job of a
community link worker attached to
the centre and employed by the
district health authority (DHA),
although she has a much wider brief
than this. The community is also
involved on a more informal basis;
local groups, such as carers or
bereavement support groups, te-
nants’ associations, and even junior
judo, have meetings in the centre;
various health education and other
learning facilities are made available
and there are special functions such
as fetes, picnics and gardening days
for local people and staff to meet and
get to know each other.

In addition to the links with
potential users of the centre in the
neighbourhood, the centre fosters the
autonomy of current patients. For
example, the degree of involvement
of staff in drug administration varies,
with many patients having sole
charge of their own drugs which
they keep in a locked drawer and
take or not as they choose, just as

they would at home. Patients not
only read their own notes, kept at the
bottom of their beds, but are en-
couraged to contribute to them. And
all patients have strict treatment
plans with achievable goals which
are subject to frequent review, and
patients, and where appropriate
carers, are closely involved in deci-
sions about care and discharge.

Emphasis is placed on helping
patients die as they wish; one was’
discharged home in the middle of the
night so that she could die in her own
bed - no mean feat of organisation.
Managers of the centre feel that
fostering positive attitudes amongst
staff towards patient autonomy,
including listening to what patients
say, is what counts above all.

These two strands of user invol-
vement (individual and collective)
rest on strong foundations of team-
work - not just between different
groups of staff, but spanning staff,
GPs, managers and patients. Staff,
far from seeing this as a threat to
professional autonomy and. credibil-
ity, feel that their working experience
is greatly enhanced and that sharing
some of their responsibilities with
users has contributed to a good
atmosphere and enhanced satisfac-
tion for staff, patients and managers.
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Section 2

CONSUMERS IN THE NHS - the
background

There is enormous interest in making health services more responsive
to the need of users. The first Griffiths report (1) criticises NHS
management for failing to talk effectively to users and staff about how
well the service is being delivered at a local level. The Cumberlege
report on community nursing (2) recommends involvement of local
people at neighbourhood nursing team level. At the Scottish
Conservative Party Conference in May 1988, Michael Forsyth MP,
Minister for Health at the Scottish Office, emphasised the central
importance of NHS users. The most recent NHS White Paper (3)
reminds us that ‘the patient’s needs will always be paramount.” And
the World Health Organisation Alma-Ata Declaration (4) contains a
clear statement of principle:

The people have the right and duty to participate individually and
collectively in the planning and implementation of their health care.

Outside the health service, a number of Labour-controlled local
councils have substantially decentralised their services in an effort to
be less remote from, and more accountable to, users. Both they and
the Greater London Council experimented with a number of different
ways of involving users.

Both moral and pragmatic arguments for involving users have
been propounded since the creation of the NHS but until relatively
recently they have had little weight. Now a commitment to
consumerism is increasingly part of policy objectives, and national
policies for primary health care, community care and hospital services,
require increased weight to be given to user views. What has led to
this major surge of interest in consumerism?

In Britain two strands which have played a part are an enthusiasm
for citizen participation and the growth of the wider consumer
movement during the 1960s, coupled with the much more recent
influence on service provision of market models.




The British tradition of participatory democracy argues that people
have a right, some would say a duty, to participate actively in the way
they are governed. During the late 1960s there was growing concern
that bureaucracies were becoming bigger and more distant from the
people they were supposed to serve (5,6). Initially, the focus of groups
challenging the bureaucracies and arguing for users to have more say
was heavily directed towards local authority provision such as
housing, planning, and education. The demands and assaults on local
government have led to a series of practical responses (7,8) and much
can be learnt from their experiences.

Initiatives in health and the wider public arena slowly gained
momentum within this context of growing consumer awareness. The
Consumers’ Association, founded in 1957, built on its experience of
comparative tests and began to campaign for improvements in goods
and services. The Patients’ Association, founded in 1963 ‘out of a
burst of indignation’ (9) at unethical experiments on patients in
hospital, began to acquire a reputation as a thorn in the side of the
health professionals.

It was against this backdrop that community health councils
(CHCs) were established as part of the 1974 reorganisation of the
NHS to represent the views of local people to NHS management.
This created, in theory at least, opportunities for high profile and well
organised statutory involvement of users in NHS decision-making.
CHCs have developed different styles - some have aided individuals in
making better use of existing services by providing information and
helping to redress grievances (10). Ina similar way, the independent
College of Health, founded in 1983, helps individual members make
the best use of existing services. Other CHCs have developed their
role as community organisers and helped to empower different user
groups to work collectively towards more appropriate services (11).
The self-help movement has also been a lever for change, brought
about by experience of user groups. And the women’s movement in
particular has had a considerable influence on services for women.

Changing attitudes towards the welfare state have contributed to
these developments. Many of the efforts to involve users or hear their
views were also intended to make the state’s bureaucracies more
flexible and responsive. Such approaches often focused on the
potential role of public sector management and provision in
combating deprivation, disadvantage and discrimination. On the
basis of underlying attitudes such as this it is not surprising that
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methods of participation chosen have aimed, often through com-
munity development (12), to empower traditionally disadvantaged
groups; to promote collective action rather than individual redress; to
offer some degree of power-sharing within the decision-making
structure; to acknowledge that the service might be changed to suit
users rather than the other way round, and that professionals may not
always know best.

The language of these methods reflects the philosophy. For
example, users rather than consumers, in recognition of the differences
between using services and purchasing goods; community groups as
opposed to ‘the public’ (acknowledging the diversity of the population
being served); involvement rather than feedback, implying a more
active relationship; and empowerment rather than unsupported
information-giving or making ‘better’ decisions on the consumer’s
behalf. We have used this language in preference to commercial terms
because it more accurately reflects not only the complex nature of
relationships between providers and those using services, but also the
heterogeneity of the population.

Such challenges to the power of the bureaucratic welfare state have
not taken place without considerable debate and even turmoil. The
liberal left and centre of the political spectrum provided the impetus
for the introduction of the welfare state, and as its architects, many
were slow to accept that it might be insensitive and over-bureaucratic.
Yet at the same time, many of the initiatives in recent years which
empower users have also come from the left of the political centre.
And in local government, from the late *70s onwards, notable efforts
to involve users have been made by left-wing Labour councils.

Britain’s experience has not been unique. In Sweden, for example,
a recognition of the gap between public agencies and users led to a
concerted programme from the specifically created Ministry of Public
Administration to reorientate the public sector towards the users, and
the strategy includes both national and local government (13,14). A
package of reforms has been developed which maintains the objectives
and quality of the welfare state and at the same time aims to provide
greater freedom of choice for users. The strategy adopted is to
strengthen the position of users by enhancing the scope for them in
local decision-making. State grants are available for experimentation.
One area being explored is ‘conditional delegation’, i.e decision-
making powers being delegated to employees on the condition that
they consult with clients before taking that decision.




Doubters and critics
Advocates of participative approaches in the health and social services
have not been without their critics. It is sometimes suggested, for
example, that most people couldn’t care less how and where local
services are delivered - until they happen to need them. However, this
contention is often based on dubious evidence. Attempts at
participation are criticised in principle for what are in reality practical
failings, such as expecting people to ‘participate’ in poorly advertised,
badly-timed meetings that are hard to reach by public transport.

On the other hand, the enthusiasm and commitment demonstrated
by the women’s movement over childbirth issues has been widely
acknowledged. And many other examples of local community health

initiatives demonstrate a collective desire to become involved (15-17).

‘Participation’ is also criticised on the grounds that it merely serves
to increase the power of those who were already relatively powerful
service users, namely the articulate middle classes. And it is true that
such people are often over represented. However, it is because of these
imbalances in some of the existing representative structures that
special effort needs to be put into reaching other groups in the
population who are difficult to reach. Health professionals who have
recognised this have borrowed and adapted techniques from
community workers to reach out into the local community (18,19).

Apart from the likelihood that doubts about representativeness
will delay managerial action, there is also a danger that any resultant
innovation or change is damned as a concession to pressure from
‘unrepresentative’ groups. This may mean that hard-won improve-
ments have to be renegotiated time and time again. For example, the
National Childbirth Trust has sometimes been accused of being
middle class and extremist in its pressure for ‘natural’ childbirth.
Whatever truth there is in such an accusation, it does not mean that
the National Childbirth Trust’s contribution (and the debate it has
fostered) has not benefited other users of maternity services. This fact
does not prevent constant challenges to the legitimacy of NCT’s
campaigning role.

The new element in the current consumerist wave is a willingness to
learn from the market economy. An interest in the techniques of
commercial enterprise is now widespread amongst public sector
managers. It is very much in tune with the ‘enterprise culture’ and the
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ideas underpinning it. Central to these ideas is the notion that there
should be a substantial reduction in the role of the state and an
increase in choice, a key concept.

Exercising choice is seen as an individual (or family) activity rather
than a collective one and as a question of exercising informed
consumer rights rather than directly involving oneself in running
services. In the health field this belief is reflected in the increasing
numbers of people with private health insurance and the growth in
private health facilities.*

Many private services genuinely operate in the context of the
market place: components of the service are itemised on the bill;
services and facilities are advertised; discounts are offered on
operations performed during slack periods; and customers must be
satisfied enough to come back again. It is therefore appropriate in this
context to use the concepts - and the language - of the commercial
world, such as market research, publicity drive, packaging, consumer
choice.

In the context of the NHS their use may have fundamentally
different connotations. What is ‘choice’ in the NHS? Can most

people really ‘shop around’ for packages of health care in the

VATE ) NHS? What are the barriers to choosing and changing? Do
PR' ~" patients consume services or do they use them? Do some
HOSP ITAL®R ~ patients neither consume nor use services, but receive them?

It may look very dynamic to be in command of completely

new jargon, but this can lead to nothing more than superficial

relabelling - for instance calling patients customers. The
NHS and the commercial world are not neatly inter-
changeable.

In the commercial world consumers’ purchasing deci-
sions largely decide whether a product succeeds or fails.
Market research is designed to predict consumer views (to
locate potentially profitable products and avoid mistakes).

*Between 1979 and 1988 UK private acute hospitals increased from 149 to
207 (Source: Survey of Acute Hospitals in the Independent Sector THA,
1989).
Between 1979 and 1986 people covered by private medical insurance rose
frgosm 2.75M to 5.25M (Source: Weekly Hansard No 1434, 18-22 January
1988).




Advertising and packaging is used to influence them. In the NHS
consumers do not generally choose what treatment they get, or where
and when they get it - although currently users do have limited choice
in certain areas, for example whether to have family planning services
from their GP or a community health clinic. Market research in the
NHS can therefore been seen as a substitute for sales information
about purchasing decisions - something which can provide periodic
‘snapshots’ of what customers really want. Similarly, advertising and
publicity may perform a slightly different role in the NHS than it does
in the market place. For example, advertisements usually aim to
persuade consumers that a particular product is desirable. In the
NHS, managers may borrow some of the techniques from advertising
for a number of functions other than persuasion e.g consultation on
priorities. Of course, the techniques are also widely used for
persuasion purposes, particularly in health education.

This notion of market research as a substitute for a real market has
led to considerable enthusiasm for these techniques. Managers who
ten years ago might have dismissed the suggestion that they could
learn much from commercial firms are enthusiastically discussing
marketing approaches, consumer surveys €tc.

Market Methods

Griffiths recommended the use of market research, among other
methods, to find out about the experience and perceptions of patients
and the community (20). Indeed, the implementation of general
management in the NHS was heralded by an influx of ‘outsiders’ with
management experience.

However, so far the cross-fertilisation of market methods and the
NHS has proved disappointing. Too often it has resulted in
unimaginative ‘copy-cat’ surveys, and at worst it has given the
impression of activity in order to disguise inherently unimproved
services. Surveys are commissioned to measure the satisfaction of
people already using health services (patient/user satisfaction surveys).
In some areas, information about NHS facilities and services,
particularly screening, has been disseminated using techniques
borrowed from advertising and public relations. How useful have
these exercises been?

Jones et al (21) point out that many surveys have yielded
disappointing returns either because they have been poorly executed
or because insufficient attention has been paid to translating findings
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into policy and practice. It may be that a more rigorous use of market
research and marketing techniques would help to avoid these
problems. For example, marketing and advertising strategies in the
commercial sector include targeting techniques designed to reach
defined ‘target markets’: e.g women and/or men in certain age groups;
young, black people; people of pensionable age. It is not difficult to
see how managers in the NHS could adapt such techniques - so long as
clear thinking had gone into defining and prioritising the target
groups, and if the appropriate techniques are then used. In other
words, the pitfalls of using methods from the commercial world often
lie in poor understanding and execution of the techniques, rather than
the techniques being inappropriate in themselves.

Significantly, it is mostly the simplest aspects of marketing and
market research that have been adopted by NHS managers. It may be
possible in the future for the NHS to adopt a more sophisticated
approach to its borrowing from the commercial world; e.g by learning
how to identify and access target groups; by facilitating informal
discussion amongst users; by building on techniques used in intimate
market research; or by conducting sequential exploratory research to
build up a picture of changing needs.

On the other hand, enthusiasm for the new techniques may mean
that the questions that they do nor address are relegated to the
sidelines. For example, market research is not usually interested in
preferences, only in what economists call ‘effective preferences’, i.e not
in who would like a washing machine, but in who has the money to
buy one and would choose to spend their money in this way next. (So,
for example, an incontinent disabled person on invalidity benefit may
have an urgent need for a washing machine but cannot afford one and
so would not be indicated by research as a marketing target.)
Similarly, commercial techniques tend, on the whole, to be geared and
developed towards targeting social classes A, B and C rather than, say,
single homeless people. The very different aims of the NHS and the
washing machine company do not invalidate the use of similar market
research techniques but it does mean that there needs to be some
sophistication and vigilance in their use.

S
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The pressure for more participation in public services, at the same ACTION NOW
time as the pressure for the introduction of market approaches in the

NHS, has created a lot of discussion about involving service users.

Politicians of all shades have an interest in this area. In addition, the

Department of Health, regional health authorities, district health

authority members, local authorities and other groups with whom

managers will have contact are increasingly expecting signs of action.

Involving users is becoming a major management task.
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Section 3

AIM FOR PRECISION

Before managers commit themselves and their units to trying to gear
services towards the people who use them it is vital to make some
honest decisions about what the goals are. Is an advisory team, for
instance, an attempt to gain information about users’ viewpoints on
which to base decisions, or to have users actively involved in decision-
taking? What balance of power between service providers and users is
envisaged? To what extent can restructuring of services be
contemplated, and how much is the aim simply to improve the
‘marketing’ of existing services?

Of course, not all of these decisions are always in the hands of
managers. Health authority members are likely to get involved
depending on the scale of the proposals. It may be helpful to draw up
a district policy or ‘user strategy’ to give some framework and
rationale for any planned initiatives (see figure).

However, managers do not necessarily need to wait whilst a wide-
ranging policy on user participation is drafted and re-drafted. As we
shall see later, there is already plenty of evidence to suggest which
services need changing to make them more responsive to users, and to
show that relatively small scale developments can have a big impact.

Once managers are clearer about the aims and scope of any
attempts to build in user views, decisions about how to achieve this
also become easier.

OUTLINE STRATEGY

A district or unit strategy for making
services more responsive to the needs of
users would include:

e a statement of commitment not only
to finding out what users think but to
finding ways of implementing
changes

an outline of the ways in which user
involvement and feedback can be
promoted

e.g links with local groups
community representation on
committees

consultation forums

market research

an outline of the ways in which the
district/unit could enhance the ac-
ceptability of its facilities and services
to the community it serves

e.g shop-front training
providing information about services
improving access to services

a description of formal structures for
the flow of information between users
and service providers which max-
imises the impact of user views

e.g informal walkabouts

user representation on committees
issues raised by front line staff

an indication of the potential roles of
different groups of staff within the
user strategy.

19
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CHOOSING THE RIGHT What are the manager’s goals? If these are clear it will be easier to

APPROACH

select the right methods for achieving a successful outcome. For
example, if there are plans for a review and centralisation of clinics in
the community, there are a number of options for a community unit
manager who wants to involve local people in the process. A manager
conscious of the public image of the authority might feel the need to
legitimise what is perceived by him/her as an inevitability. This might
lead to an effort to explain the plans in a way which persuades people
to draw the same conclusion as the manager. Such efforts often lead
to the publication of a ‘consultation’ document, or simply an
enthusiastic press release.

Another manager might want to collect reactions to proposed
changes so that services are made more accessible for users who do not
attend the clinics. A survey or talking to clinic staff might yield this
information. Extrapolating from studies done elsewhere might also
help. These findings could then be taken into account in planning
decisions. Thirdly, local people could be asked to consider the
problems and develop their own solutions, with a commitment to act
on them as far as possible. This might involve distributing
understandable background and options material among a wide range
of community groups and the community health council. It might
mean public meetings, to allow more information to be given and
discussed. It would involve detailed recording of, and follow-up
discussions about, the suggestions, recommendations and anxieties of
local people.

Having found out what people really want from their local clinic,
what happens next? Managers may well hope that users’ views do not
markedly differ from their own, and that suggestions are limited to
minor changes such as more chairs in waiting areas and do not extend
to recommendations about having district nurses on duty at night.
Would a manager be prepared to recommend changes to existing
policies or proposals in the light of information from the community?
Even when this means reopening discussions on policy decisions that
have already been made, or supporting extensive restructuring of
services?

Is a survey called for, or would a users’ forum be better? Is it a
question of seeking views on proposals for new services, or of gleaning
responses to existing services? The methods chosen will depend on the
aims. For example, if the aim is simply to monitor the effect on
patients of planned changes to health services, evaluation




can be built in from the start, perhaps using a team of researchers and
planners. If the aim is to ensure that all community health services
take account of users’ views in the planning and delivery of services,
the establishment of user forums, user representatives on planning
teams, and so on would need to be considered. This scale of activity
implies a commitment of resources and management. It may require
the use of temporary facilitators to reorganise the unit, build staff
commitment and make links with the community.

Clarity about goals and what is on offer will increase the quality of
contact with local people, whether this is via a survey or a user forum.
The inevitable discussion and negotiation about roles and responsi-
bilities (see Section 5) will also come as less of a surprise.

Budgets
Attempts to gather users’ views have often become hollow exercises

because not enough support and resources have been allocated.
Proper resource planning is much easier when aims are clear.

A public briefing document, which aims to inform rather than
consult users and smooth the way to a change in services, could be
relatively cheap. Support might be needed if the document provokes
angry responses. Involving local people in planning and policy
making for community health services has considerable support and
resource implications. A joint planning committee might be one way
of realising this aim and on paper such a committee has low running
costs. However, for it to be really effective, rather than window
dressing, implies spending time getting to know local groups and
community organisations, followed by thought and joint discussion
about how different perspectives and interests might be incorporated
into decision-making. The continued and productive involvement of
local representatives (see Section 5) by arranging briefing meetings,
and preparing appropriate background information, also takes time
and effort.

Sustaining innovation

Even where services are recognised as having flexible and responsive
attitudes towards users, considerable effort is required to sustain
positive attitudes. This is made simpler if aims are clear and have been
precisely stated. For example, the Lambeth Community Care Centre
(see p 7) has an explicit policy about patient autonomy and flexible
staff attitudes. Sustaining the positive approach of the centre has

SECTION 3 / AIM FOR PRECISION
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been much easier because there is a written policy and a management
responsibility to ensure that infringements are monitored. Lambeth
managers have kept a close eye on practice and attitudes, and
regularly set time aside to see how well or badly they are matching up
to the policy.

The following case study highlights some of the practical
difficulties of getting started. Even if ideas appear to be clear at the
beginning, the day-to-day stresses and changes in NHS management
will remorselessly unearth things that could have been better thought
out or better prepared. The case study demonstrates the problems of
working in isolation, of failing to generate commitment throughout
the organisation, and of using broad-brush, rather than carefully
targeted, techniques for making services more accessible to users.

The health visitors and nursing
' officer working in a clinic wanted
to make it into a focus for the local
community. They felt that the clinic
was an underused local asset, and
that the health visitors were failing to
meet local needs and should extend
their client group beyond mothers
and babies to include more elderly
and middle-aged people, and school-
children. They also wanted to extend
their role to become health advisers
and counsellors.

The health visitors believed that
offering an improved service would
give them more satisfying jobs. They
put considerable time and energy
into planning how to achieve these
goals. Yet much of the project never
got off the ground and in the end the
service remained virtually un-
changed.

Although some reasons for this,

such as staff changes, were outside
the project’s control, lack of clear
ideas about how best to achieve the
changes they wanted weakened the
project from the start.

The clinic staff made plans to
inform potential users of what the
clinic could offer, assess need and
gather views on the proposed
changes, and to evaluate the scheme.
They decided to start with a broad
approach to publicity, rather than
targeting specific client groups. They
prepared a leaflet (in English only)
which was to be distributed through
letterboxes. The household delivery,
together with local display of a
matching poster, was to coincide
with an open day at the clinic.

For the open day, stalls on diet,
dental health, Pensioner’s Link,
videos, hypothermia advice, relaxa-
tion and mothercraft classes were all

CASE STUDY: Good intentions, muddied ideas: a community clinic

planned, with balloons and badges -
publicising the clinic. It was hoped
that the open day would help identify
users’ needs and views. People
coming to the clinic open day were
to be given a questionnaire.

Plans were made to reorganise
working arrangements so that health
visitors made appointments for home
visits, cutting down on the number of
visits where they saw no-one. Each
health visitor would staff the clinic
for a day a week for drop-in use. An
evening clinic was planned for work-
ing mothers to bring their children.

Fortunately, the clinic was due
for upgrading and offputting and
badly signposted reception arrange-
ments were to be replaced by a more
welcoming reception area. A struc-
tured interview in the form of a
questionnaire was commissioned,
which aimed to find out what people

2
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thought about the clinic and to
identify ways of making it welcom-
ing and user-friendly.

Those involved with the project
were anxious not to reinvent the
wheel and made a number of valu-
able contacts with others who had
developed similar schemes. Evalua-
tion was planned from the beginning
and records were kept to facilitate
this. The health visitors met regu-
larly with their nursing officer to
review progress, starting well before
changes were implemented. This was
designed to ensure the full involve-
ment of those carrying out the
scheme, and to ensure a quick
response to problems as they arose.

However, after an initial period
of enthusiastic planning, things star-
ted to go wrong. The nursing officer
had discussed the plans with the
Director of Nursing (Community)
and they had been agreed by the
unit management team. But this was
immediately before the Griffiths
reorganisation and the changes of
staff which resulted from that,
together with readjustment to the
community unit budget, forced the
unit to reassess what it could achieve.

The unit management team de-
cided that the project should go
ahead, that the structural improve-
ments would be deferred for a year
and the open day postponed until
they were completed. Also, the
leaflet and poster would be aban-
doned, there would be no publicity
other than a letter to existing users,
and the attitude survey which had

been commissioned would not be
used. Only the proposals for
appointments for home visits, drop-
in sessions and a general commit-
ment to extending the health visitors’
role and client group remained.

These proposals had not been
designed to stand on their own. The
success of the project relied on the
publicity generated by leaflet, poster
and open day, and on responding to
the views of users through the survey
and the open day. It also relied
heavily on the enthusiasm of the
health visitors and nursing officer,
who feld understandably demora-
lised by the abandonment of so
much of their plan and by the
deferment of the improvements to
what they felt was a very unsatisfac-
tory clinic.

This disillusionment may have
affected the amount of energy put
into implementing the proposals.
There was little attempt, for in-
stance, to overcome the collapse of
the publicity campaign by, for exam-
ple, building up contacts with local
groups who might have been able to
support the project by publicising the
changes and providing consumer
input. As it was, there was no-one
other than the staff directly involved
to defend the proposals, as neither
jocal groups or other professionals
had been involved in drawing up the
plans. Indeed, other groups of health
workers and administrative staff had
been passively dubious all along, an
issue that was not really addressed.

The new working arrangements

were introduced. A preliminary
evaluation found the drop-in ses-
sions were underused and almost
only existing users - mothers and
babies - were attending them. This
was hardly surprising since they were
the only people who had been
informed of the changed arrange-
ments! The important aim of
spending more time spent in face-
to-face contact was not met. There
was only slight evidence of an
expanded role for the health visitors
and attempts at proper counselling
sessions were often frustrated by the
receptionist continuing to put ‘phone
calls through. The weekly evening
clinic was little used.

There was no way of knowing
what people thought of the changes
or if they had even heard of them. A
number of specific problems arose -
for example the health visitors who
ran the well attended drop-in ses-
sions which happened to coincide
with an immunisation clinic acquired
a disproportionately heavy case-load
and health visitors had to spend time
liaising with colleagues because they
now ‘shared’ clients. In the absence
of any evidence of major benefits to
staff or users there was little motiva-
tion to work through these problems.
Shortly after, apart from the ap-
pointment system for home visits
and the introduction of a monthly,
evening clinic at a slightly later time,
the scheme was abandoned.

The experience at this clinic
highlights several points:

1 A general desire to improve
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services needs to be translated into
clear, and connected aims. The
health visitors had good ideas about
reshaping services at the clinic but
translated the ideas into unrealistic
plans. This had a number of spin-
offs. One problem was the lack of
clarity about how thiey were going to
make changes, which made it diffi-
cult to argue their case when unit
priorities were re-examined. And a
second problem was that the loosely
connected tasks were collectively
weakened when some were aban-
doned.

2 Getting managerial backing for
initiatives, however small-scale, is
essential. Not only does this help
to tie proposed developments into a
wider framework of objectives and
priorities, it also adds resilience to
projects which might otherwise be in
a weak position to fend off cuts. It is
also worthwhile getting backing at
authority level for initiatives which
are attempting to make services more
user-friendly.

3 Preparation work is essential.
There should have been explicit
plans for building commitment
amongst other staff who were
obviously going to have influence
over whether or not the tasks would
succeed. Some support staff were
unclear about their changed roles, let
alone committed to them. There
were attempts to communicate plans,
but because these remained vague, it
must have been difficult for the other
staff in the clinic to understand what

was being expected of them.

4 The attempt to make the clinic
accessible and attractive to all groups
in the community meant that efforts
were spread very thinly. There was
an implicit recognition that some
groups of users were losing out, yet
no attempts were made to target
disadvantaged underusers of the
clinic facilities. What’s more, the

methods selected to reach ‘the com-
munity’ would have actually exclu-
ded some groups who currently
underused the services, namely
people whose first language is not
English and people who have diffi-
culty reading. A broad-brush ap-
proach is not a good way of reaching
people most in need - for them the
clinic would remain inaccessible.

24
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How will the methods selected to involve users be assessed? This is MONITORING AND
quite a subtle and complex area in itself, though once again, if you are
clear about your aims it will be easier to decide how to evaluate your EVALUATING PROGRESS
chosen method. However, the approaches we describe, in the case
studies and elsewhere in the book, have varying timescales. Some
need to evolve slowly, developing into activities which are more
closely allied to the needs of local individuals and groups. It is
important to recognise that developing more responsive services will
take time (as well as being time-consuming) and that this is not an
area for instant results.

For example, the long-term goal may be for local people to play a
large part in setting the guiding principles for a particular service.
Although this is the implicit overall aim, in only a few user activities
may people be seen to be involved in developing ‘policy’. Many
initiatives focus on tasks, nitty-gritty details and problem-solving,
rather than in guiding policy for particular services.

The West Lambeth Centre Advisory Group, for example, which is
linked to Lambeth Community Care Centre (see p 7), feeds user views
into health authority decision-making through the centre management
teams. However, this is unlikely to influence policy since the centre
management teams deal largely with operational matters. In
Haringey’s work with black and ethnic minority groups (see p 36), the
community input was directly into planning teams (via sub-commit-
tees) with the aim of influencing general policy. Again this has
happened only to a limited extent. Attention so far has mainly
focused on tasks such as producing information leaflets, and setting
up helpline and advocacy projects. Steps have been taken to develop
joint policy with police, hospital and social services on problems with
the use of section 136 of the 1983 Mental Health Act (1).

What emerges clearly is that first the structures which managers
establish have to reflect their aims. Direct involvement of users in
policy-making will only happen if opportunities are deliberately
created. This may mean fostering involvement at existing policy
making levels, or by decentralising policy making to levels where
people find it easier to contribute (2).

Secondly, it is unreasonable to expect people quickly to feel at
home with bureaucratic ways of working. The transition is likely to
take time and will need much support (see p 35). Also, a period of
working together on specific tasks is often a way of developing group
cohesion and confidence through achievement, necessary precursors
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to the more abstract and long term arena of policy-making.

Sometimes, however long initiatives are allowed to run, they never
get off the ground. Why? Maybe the initial aim was inappropriate for
the service and for the local community. To take a dramatic example:
the aim might have been to involve black and ethnic minority groups
in developing local policies for the 1990s for the care of babies with
AIDS in the community. The attempt might be a flop, simply because
the black community perceives concerns which need more urgent
action. It is a manager’s responsibility to find out what these are
before setting objectives.

Outcomes which do not tally with the original aims may not
necessarily be a sign of failure. Even when user initiatives do not
directly influence policy making, they may still have considerable
influence on the way in which services are delivered.

The production of one leaflet in different languages, for example,
accompanied by an investigation into which languages are most
needed, consultation on content, and new methods of distribution,
may greatly influence the future work of a particular service without
any formal policy decisions being taken. In addition user initiatives
which do not mirror the original aims can also help to identify what
issues are really important for local people. The babies with AIDS
would be a case in point.

It is important that managers setting aims for the service do not
create an environment which excludes any community-led initiatives.
Re-shaping services and making them more appropriate requires
listening to and acting on what users say. This means recognising and
valuing campaigning, ‘watchdog’ activities and vociferous ‘com-
plaining’ as part of the process. Activity based in the community is
not likely to subside once you’ve got one ‘user rep’ on a Joint Care
Planning team. You also need to be aware that proposals generated
inside the service tend to put the needs of the organisation first and to
develop structures which reflect this. Suggestions and demands from
outside the organisation help to challenge patterns of thought too
ingrained to be changed from within.

In summary, being clear about aims will help you monitor progress
towards a more user-responsive service. Try at the same time to allow
reasonable time for some aims (especially for user involvement in
policy-making), and to allow for changes in priorities and approach if
different issues emerge as important for local people.
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GROUNDWORK IN THE NHS -
roles for managers

The development of user friendly services is a major management task.
Throughout the 1990s it will mean the development of new, and
potentially exciting roles for managers. This section offers a checklist
for managers to help them carry out essential groundwork within the
organisation. Many of the questions may seem obvious, yet
overlooking them will cause problems later on:

It makes sense to start where there is a good chance of achieving
change. Sometimes a good opportunity may arise simply because staff
have already taken the initiative. Animminent service Treview, a group
of staff interested in making improvements, changes at a policy level
that may raise the profile of certain services - may all present good
prospects for setting the ball rolling. West Lambeth (see p 53)
capitalised on developments in the priority care services and linked the
idea of local advisory groups to new centres in the community.
Districts which are planning community care services will undoubt-
edly have opportunities to develop on-going contact with users of
services and other local people.

Staff anxieties and enthusiasm

Management enthusiasm for consumerist approaches will be
dissipated if it is not matched throughout the organisation. Lack of
support elsewhere will hinder not only attempts to set up systems for
users to be involved, it will also limit opportunities for the
implementation of any other changes in services that are recom-
mended.

In many of our examples, it is staff who are closest to service users
who have taken the first steps. They are often in a good position to
identify shortcomings. However, the nature of the patient/profes-
sional relationship means that staff in direct contact with patients are
often the most wary of more patient/user involvement. In order to




cope with their jobs they may have developed ways of interacting with
patients that allow them to feel in control, and management talk of
increasing user involvement may be interpreted as implicitly criticising
staff or as a device for checking up on them. The idea of giving users
more say is threatening. Middle managers might also feel threatened
and anxious at the prospect of, for example, a ‘flood of unrealistic
demands’. ‘

These fears need to be discussed openly. There should be
opportunities to discuss the positive aspects of user involvement; not
just its likely impact on the quality of the service, but also how it
affects the work and satisfaction of staff and managers. Meetings
with managers and staff in other authorities who have tried something
similar could help reassure staff about levels and types of expected
demands - usually not for bigger and better hospitals, but more likely
for information about services.

One common mistake is to make decisions about new ways of
working at only one or two levels in the organisation. This could be at
district management or health authority level, or at another
managerial level, or at operational/field level. Unless the decisions
and the principles behind them are then communicated and discussed
at other relevant levels of the organisation, ownership of the ideas and
their implications is minimal. It is unrealistic to expect people
working in the service to understand the ideas or give them any
backing. Communication and commitment-building is much easier if
things are written down, and if formal attempts to communicate
principles and proposed new practice are set up, for example, open
meetings for staff. This process need not be ‘top down’. For example,
in the case study (see p 22) on increasing clinic access the group of
health visitors might have been better able to withstand the changes
which were imposed by management if they had communicated the
principles of what they were trying to achieve to a wider group of
people in their district.

One of the key functions of the development worker in Haringey
(see p 36) is to build commitment within the health authority for
increasing the involvement of black and ethnic minority users. By
persuading people that this is important she has managed to create a
caucus of enthusiastic health authority workers who are helping to
achieve this. It is clearly better if success is not wholily dependent on
one or two dynamic individuals.

SECTION 4 /| GROUNDWORK IN THE NHS
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The challenge of change

Generating enthusiasm and commitment for the idea of user

responsive services is essential. It is also vital for managers to support

staff who are putting theory into practice. For example, introducing

user representation on decision-making forums (planning teams,

advisory groups, neighbourhood forums) unquestionably shifts the

balance between health service workers and service users. .

Health workers are usually in control of the relationship with a
patient/client. They are powerful because they know their way round
the ‘system’, their expertise gives them status, and they are secure in
the knowledge that for most situations their experience and skills are
relevant. Groups of users might challenge the basis of this
relationship because their collective knowledge and experience helps
to empower them and enable them to question existing provision and
practice. Professionals therefore have to try to develop a different
relationship with groups of users.

For many health workers, this new relationship is very difficult to
cope with, especially if they feel that traditionally ‘grateful’” patients
will become critical of the services provided if they get together with
other users. It is even more difficult to tackle these anxieties when
health workers themselves feel under-valued and powerless in the
organisation and have no effective channels for contributing their
views about how services are run. The potential for unproductive
conflict here is enormous. Managers need to help staff realise what to
expect - and need to create opportunities for collecting and using staff
views. Staff also need enough power to make decisions and
suggestions in meetings with user groups. They also need guidance on
ways of facilitating productive contact (see Section S).

The options - a checklist

It is useful to think beforehand what the user’s eye view of existing
services might be. This does not remove the need to make contact
with users in a systematic way but rough indicators can be gleaned
without elaborate research. For example, the type of complaints
received may indicate, at least in part, the changes that are needed.
Talks with field staff and other managers can yield information about
delays in getting treatment or supplies, poor communication
procedures on discharge, or the need for better links with other
important agencies. Walking around clinics and health centres and
simply talking to users might give a better impression of where the
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service is failing than months of survey work. When a clearer
understanding of some of the problems is reached, the next task is to
think about some of the obvious changes that would help to make
improvements.

The purpose of this forward-thinking exercise is threefold:

i) to make managers more acutely aware of some of the short-
comings of the service. As direct contact with users is increased, at
least some of the feedback received will not be a complete surprise,
and may help in thinking through ideas for changes to services.

to give managers an opportunity to measure their own perceptions
of the quality and appropriateness of the service against those of
users. If there is an enormous gap, the links with users need to be
further developed and strengthened. If there are obvious
similarities, the next step is to work together on the solutions to
some of the problems. Either way, further contact will be
necessary.

iii) to give managers a rough idea of the scale of change that might be
needed. This will only be a rough idea since if no direct contact
with users has been made, their needs and demands can only be
guessed at. Managers might be thinking about pram parks, users
might be aiming for a radical look at clinical times, or the removal
of a particular, racist member of staff.

The preliminary ‘fieldwork’ can only provide part of the picture and
cannot replace direct contact with local people.
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PREPARING THE COMMUNITY -
roles for managers and staff

Working with staff to gear services more effectively towards involving
users needs to go hand in hand with developing good links with local
people. In this section we offer a checklist to help plan how best to do
this.

We have not specified who should undertake the various tasks.
This is partly because the structure and size of individual units varies
so much, and partly because some of the issues affect all levels of
responsibility. Some health authorities might be fortunate in having
community development workers to do some of the outreach work
necessary to involve and inform local people. Others may wish to use
existing staff. Whatever individual units or authorities decide, it is
important that managers recognise the diversity of roles which need to
be covered and build them into legitimate tasks for all groups of staff -
including locality managers, neighbourhood nursing team managers,
administrative staff and community nurses.

The strongest message for all staff is the need for thorough
preparation. Itis essential to spend time going to meet groups on their
own territory to share agendas. The process is not quick, nor is it
easy. The development worker’s experience in Haringey Health
Authority (see below) shows that building and maintaining links is a
continuous part of the participative process and that managers should
be prepared to meet groups on a regular basis.

Plans for reviewing, say, the services provided in a health clinic are
unlikely to include a full-blown district-wide survey - even if this
would yield the right sort of information. Therefore there is a need to
identify those groups of the population most likely to be affected by
changes and those who should have some say in how things are done.
In the case of a health clinic these would obviously include existing
users, but also groups which could perhaps make more use of services,




such as teenagers, elderly people, isolated parents.

It is helpful to focus activity on selected groups which you have
identified, for whatever reason. There is an inherent conflict in trying
to provide a comprehensive service to a population with complex
characteristics and needs. You may decide to put equal effort into
trying to reach everybody. Or you may decide to concentrate on
specific groups within the community which you consider need the
services most, and which at present do not use existing facilities. The
implication of the latter approach is that those with less need might
lose out. But more significantly, if efforts are spread evenly but thinly,
disadvantaged groups may well fail to benefit at all.

Positive action is needed for some groups to get the same out of
existing services as everybody else. Working out which groups to aim
to involve in discussions about services is essential and requires
consultation amongst field staff, local community groups, councillors,
community leaders and social service staff. This sort of environmental
scanning ought to be continuous in order to pick up changes in the
local community which might influence the nature of target groups
and priorities. However, long drawn out priority-setting should not
be used endlessly to postpone practical attempts to involve users.

Do your homework

Identifying priority groups and thinking clearly about them will
influence the choice of methods you use to contact and involve them.
It is best to start with the characteristics of the groups and then design
the best approach. For instance, how large are the relevant groups?
Do they have particular age, class or ethnic structures? What
characteristics make it a ‘group’ (geography, membership, current use
of services and facilities)? Are all members of the group mobile? Do
some have transport problems? What times of day are they likely to
be able to attend meetings? Or do they need respite from caring?

It is not a good idea to start with one model for contacting
community groups which you later tinker with to make it slightly
more ‘relevant’ to other groups. Do not, for example, gather views
from elderly people and only later think about what would be
different for black elderly people, or elderly people with learning
disabilities.

SECTION 5 /| PREPARING THE COMMUNITY
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BE CLEAR ABOUT  Be absolutely clear about what sort of relationship you are proposing
WHAT IS ON OFFER '© have with local groups and individuals and make sure that you

34

communicate your intentions to them. Health authorities are
sometimes seen as jumping onto a ‘consumerism’ bandwagon, years
after local community health initiatives have started to work with field
staff or local authorities to change the pattern of service delivery.
New overtures from different staff, expressing vague ideas about
getting closer to ‘the consumer’ are likely to be viewed with suspicion
by groups who use a different language and are sceptical about the
sorts of relationships and changes possible. Even if you are sure that
you simply want to establish better consultation mechanisms, and you
manage to communicate that message effectively, you may yet face
hostility if local people have played a much stronger role in different
arenas. You won’t be offering them much.

Be sure to bring out into the open the scope of any groups, forums
or teams you establish. For example, what does the term ‘advisory’
mean? This needs to be discussed so that everyone involved is clear.
Use examples to illustrate what the forum or meeting may or may not
get involved with. Be specific about what will happen to ideas and
suggestions: it is not enough for managers to say always that they will
try to take things ‘on board’. They should explain: how other
decision-making structures within the unit/health authority work;

explain timetables; and spell out some of the things that might cause
delays.

Oiling the wheels

How can you help groups of users or potential users to become
involved? User-involvement at anything more than questionnaire
level, is likely to mean attending meetings. Meetings vary depending
on their purpose and formality. However, there are some general
principles which managers should recognise in order to make meetings
successful.

It is easy to cite apathy as the cause of low attendance at public
events and meetings. There are usually other explanations: insuffi-
cient notice; lack of helpful information about the reason for the
meeting; poor access to the venue; bad timing. Sometimes people have
been put off by previous meetings full of jargon and unfamiliar
committee procedures. Managers need to think about ways of
overcoming the barriers that so often separate bureaucracies from the
communities they are supposed to serve.




Meetings should be held in well known public places, and easily
reached by public transport. People with disabilities must be able to
get in. When meetings are held in large health centres or hospitals
there should be good signposting (in appropriate languages) and/or
reception facilities. It may be necessary to consider signers for deaf
people, large print for people with visual handicaps.

Even if people can get to the meeting without difficulty, the setting
may be intimidating for some. Why not consider holding more
meetings in the established meeting places of local people and groups?
Most football teams would think it unreasonable to expect to play all
matches ‘at home’. And what about regularly rotating the
chairmanship of meetings? It may also be helpful to offer health
authority premises as a meeting place for community groups so that
they become familiar with the meeting environment.

Many of the people we spoke to who have tried to make services more
‘user-friendly’ unearthed a desperate need for more information about
where, when and how services are provided. People also need to know
about how they can get involved.

One way managers can help is to publicise the various committees
and teams which already have user representatives and the names and
organisations of local people involved in health authority decision-
making. They should also explain how users can get involved
themselves.

Secondly, if you are arranging an event which you want users to
come to, make sure they really know about it. For example, if you
hold a consultation day on the future of the chiropody service, you
need to explain the context of the day and when and how users’ views
will be fed into the decision-making. Avoid jargon and abbreviations,
and allow time for briefing meetings, so that representatives are not
plunged in at the deep end.

Users are users, not bureaucrats
The Haringey experience (see below) has also shown that establishing

contact requires considerable effort. Local voluntary organisations
and community groups rarely operate in a bureaucratic framework.
For example, for some groups it might be optimistic to assume that
telephone messages and letters will be answered: after a reasonable
time you will have to follow them up. Community group responses to
requests for information or ideas might not fit very easily into the

WHAT DO USERS NEED TO
KNOW!
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cycles and papers of NHS committees. Don’t automatically assume
that it is the groups who have to adapt. Users can offer fresh
perspectives on the compartmentalised NHS planning and manage-
ment structures.

Show that you mean it

There are other reasons why your initial contact with local people may
be unproductive. Cynicism about heavy-handed attempts to contact
users is widespread and understandable, particularly if there have been
‘consultation exercises’ that have left people disillusioned and
frustrated, or if local groups have had long experience of forcefully
expressed views being systematically ignored. You need to convince
groups that their time and effort will be usefully spent.

The best way of doing this is by demonstrating that your authority
has a commitment to listening properly and to improving services as a
result - not an easy task. Some health authorities have a history of
collaborative ventures with CHCs which could help raise credibility,
although that depends on whether the CHC is effectively linked with
other local groups. Other health authorities offer financial and other
support to local projects and groups. Some have transferred
underspent money to local community health initiatives. Another
option is to offer expertise to local groups, such as help with preparing
grant applications, support for designing and analysing community
surveys.

At the end of the day, you might have to accept that there will be
some groups who, for whatever reason, do not want to respond to
your overtures. For example, some black organisations may not want
to get involved because they do not want to collude with systems
which, they feel, are inherently racist. Other groups may want to
maintain a campaigning stance within the community and regard the
involvement which you seek as compromising that position.

CASE STUDY What an ethnic minority development worker can achieve

Haringey Health Authority was one

of the first to appoint an ethnic
minorities development worker.
The brief was wide, covering equal
opportunities in employment as well

as developing ways of making ser-
vices more responsive to the needs of
black and ethnic minority users. We
focus here on how the worker has
tried to involve black and ethnic

minority groups in planning services
and on some of the factors that
influence the success or failure of
such posts.

The post was designed to max-
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imise influence within the manage-
ment structure. It is on a comparat-
ively high grade (scale 18) and is
accountable to the district general
manager. The overall direction of
her work is the responsibility of a
steering group including health au-
thority members and community
representatives as well as other chief
officers in the authority. At various
times suggestions were made that the
development worker should be atta-
ched to community medicine or the
personnel department, but the work-
er felt that an independent but
central position for the post was
essential, to avoid being margina-
lised.

Much of the work, at first, has
been in developing good relation-
ships with local black and ethnic
minority groups. This was initially a
slow process and she encountered
cynicism, suspicion and even hostii-
ity.  When her letters were not
answered she phoned to arrange
personal visits to groups (rather
than expecting them to visit health
authority offices). Although a
number of groups felt they did not
wish to become invoived with what
they saw as an inherently racist
bureaucracy, others were cautiously
willing to cooperate.

The worker put considerable
time into following up requests for
information and developing good
personal relationships. She also
invested effort in encouraging man-
agers to visit groups themselves.
Managers were often anxious about
this yet were usually pleasantly

surprised to find that groups were
not as aggressive or as unsympathe-
tic to the health services’ problems as
they had supposed. The develop-
ment worker briefed health authority
staff before meetings, about the need
to avoid being defensive in the face
of criticism and to avoid adopting a
‘colour blind’ approach to improving
services.

Discussions with community
groups led to the decision to focus
largely on two areas - psychiatric
services and services for elderly
people. Initially, the development
worker assumed that it would be
appropriate to involve black and
ethnic minority community represen-
tatives in the two established joint
planning teams on mental health and
on services for elderly people. How-
ever, having attended them herself
she felt that this would be difficult
and inappropriate. Instead, the
planning teams set up subgroups to
develop policies for the main group.
The black and ethnic minorities
mental health forum has representa-
tives from social services, health
service management, probation,
medical and nursing interests, as
well as representatives from local
black and ethnic minority groups,
the CHC and the community rela-
tions council. The chair is the chair
of the joint planning team for mental
health services and other members sit
on both committees.

The group has been meeting for
15 months and there is a high and
regular attendance (if a community
representative misses a meeting they

are always phoned to find out why)
and there is a good group feeling.
This has perhaps been helped by the
fact that the group’s activities have
so far been largely task-oriented
although there is a move to spend
more time developing policies for the
planning team.

Major activities so far include:

1 The introduction of ethnic mon-
itoring of service users. This
took time to get off the ground
because of problems with junior
doctors, over confidentiality and
form filling, eventually overcome
by the energetic intervention of
one of the consultants.

2 Preparing information on how to
use services and what to expect
from them. A student has been
working on this but it is likely
that professional help will be
needed to complete it.

3 An advocacy project in the
community is being set up.

4 A multi-ethnic helpline offering
information and advice in a wide
range of languages is in the
process of being established.

5 Jointly developing policy on
section 136 of the Mental Health
Act and the use of hospitals as a
‘place of safety’ between the
health authority, social services
and the local police.

Work with services for elderly people
has proved slower. The planning
team felt the need to supplement the
community representatives’ view of
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what was needed and commissioned
a survey of local needs on which to
base future policy.

This has taken a considerable
amount of time. Money had to be
raised, eight interviewers appointed
and 256 interviews carried out. The
analysis and writing up was under-
taken by the development worker
and the district health education
officer - both busy people who have
found difficulty in making time for
it, and this has caused further delays.
The survey found little that was news
and largely reinforced the views
originally put forward by the com-
munity representatives. The most
common issues mentioned were the
need for access to appropriate reli-
gious ministers, difficulties over
language and communications, in-
adequate provision for diet, and
confusion between the role of the
health authority and social services.
The group is only now beginning to
develop policies, a process that has
been delayed in awaiting the out-
come of the survey.

The work outlined above high-
lights several lessons:

1 The appointment of a black and
ethnic minority development worker
can be an excuse for other officers to
feel that they do not have to deal
with the ‘problem’ of making services
more responsive because it is the
responsibility of a ‘specialist’ worker.
It is therefore crucial to establish
management and support structures
which legitimate the changes being
recommended by the worker, and

which help to make them everybody’s
responsibility. For this to work
effectively, the location of the work-
er within the organisational structure
is crucial. In Haringey, the worker
had considerable access to power
and decision-making structures,
linked to active support from the
DGM and health authority. She was
therefore able to ensure that service
managers had as high a stake in
making changes as she did.

2 Working for changes such as these
is a slow process. This needs to be
acknowledged by both the health
authority and the community orga-
nisations in order to minimise frus-
tration and maintain support for the
work. This may rely heavily on the
interpersonal skills of the develop-
ment worker.

3 The background of the Haringey
worker as a community worker was
clearly helpful, and for jobs such as
these, community work skills may be
more important than traditional
management skills. On the other
hand, there is a danger that the
worker may fall between two oppos-
ing ‘camps’, never quite matching the
expectations of either of them.
Again this can be countered if well-
designed support and management
structures are established and regular
(and frank) steering/progress meet-
ings are held.

4 Workers such as these, together
with their steering committees, need
to recognise the considerable anxiety
that managers and staff may have

about working with community
groups, and develop ways of over-
coming these. Similarly there also
needs to be recognition that people
within the service are usually unfa-
miliar with the ways of working of
community groups and may become
frustrated when their letters go
unanswered or when they expect
unrealistically speedy responses.
Contact with local groups needs to
be well-planned and co-ordinated to
avoid repetitious exercises and over-
stretching of their limited resources.

5 The survey of the needs of elderly
people from ethnic minority groups
did not find much that was new and
one cynical interpretation of this was
that the whole exercise was a very
successful delaying tactic.

This case study is described in more detail
in Kalsi N, Constantinides P. Working
towards racial equality - Haringey exper-
ience. King's Fund Primary Health Care
Group and Haringey Health Authority.
1989.
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Section 6

SURVEYS - limits and potential

In some circles ‘taking users into account’ is synonymous with
carrying out a survey. In our view surveys do have a role but a limited
one. Ideally, surveys should simply be considered as one tool in the
kit and should only be embarked on after considering the alternatives.

Gathering information about the needs of users and potential users
is an important part of most exercises in ‘consumerism’, and is often
seen as a project in its own right. Although there are many ways of
obtaining information, there is a widespread assumption that local
surveys are the ‘best’ or indeed the only reliable way.

Considerable time, money and effort is devoted to local surveys
and often ideas for service changes are greeted by the response that
resources will not be available until ‘need’ has been demonstrated by a
survey. Yet in an interesting study by Jones et al that looks at more
than 200 surveys, the overall picture is of a vast amount of effort being
expended to depressingly little effect on policy (1). To be an effective
source of information on which to base policy, a survey must satisfy
all of the following criteria:

1 It must ask a question to which the answer is not known.

2 Easier ways of gathering the information should have been
considered and rejected.

3 It must be clear that different survey results will have different
policy implications.

4 There must be a serious prospect of making the policy changes
implied by the answers.

5 The survey must be well-designed, its methodology sound, and the
whole exercise properly executed - to ensure reliable results.

6 Sufficient resources must be allocated for analysis and writing up,
and for production and dissemination of results.

Although these points may be obvious, a depressingly small number

of surveys satisfy them. We will not discuss them in detail, but will

make a few comments about each to indicate the sort of problems that

arise.
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1 It must ask a question to which the answer is not known.

Endless surveys are conducted to establish that, yes, a particular
disadvantaged group in this district is unaware of services in exactly
the same way as has been demonstrated elsewhere - that people
without cars find it difficult to reach distant hospitals and so on. Such
surveys contribute almost nothing to local knowledge. There is of
course the potential for using the results to fuel a shock-horror local
scandal. However, this is time-consuming and expensive and if
creating political effect is the only aim of a survey, it needs serious
questioning. -

A closely-related use of surveys is in response to the often-asked
question ‘but how do we know it’s true here?’. Significantly, this
point is often made by those who oppose the policy implications even
when shown that a particular issue is locally relevant. There are many
other ways of making reliable estimates about the local situation,
which will be discussed below (see Section 7). What is clear is that
carrying out unnecessary surveys can cause delay and diversion of
resources, as the case study on p 43 indicates.

2 Easier ways of gathering the information should have been considered
and rejected.

Make sure that the information you want is not more easily available
elsewhere - by extrapolation from national figures, for example, or
from local voluntary groups, such as Age Concern.

3 It must be clear that different survey results will have different policy
implications.

Sometimes surveys are carried out when it is hard to see how the result
would affect policy. For example, plans to provide an extra session to
a underprovided chiropody service do not require a survey to identify
‘need’ in order to justify them. On a similar point, surveys which
allow for, or assume, only one potential outcome (which conveniently
mirrors current proposals) have only propaganda value. When
planning surveys it is vital to think through the ways in which the
possible results would have policy implications.

4 There must be a serious prospect of making changes.

Discovering things that cannot be changed is a waste of time and
money. Jones et al found that virtually every hospital in-patient
survey asked a question of waking times (thus also contravening point
1) and virtually none made any serious proposals for dealing with this
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seemingly intractable problem. Many surveys cannot resist asking
questions on housing, social services, poverty and other interesting
topics, the answers to which are often totally neglected in the
conclusions of the report as being outside its remit. Similarly, there is
little point in finding out that many old people wish bath attendants
would cut their toenails unless you are prepared to discuss the result
seriously.

5 The survey must be well-designed, its methodology sound, and the
i whole exercise properly executed.

Survey methods are covered in detail in many books (2). A look at
some of them will reveal that survey methodology is a highly technical
subject which many people have made into a career. Enthusiastic

; amateurism is not enough.

i Inadequate methodology often makes it impossible to draw

' legitimate conclusions. There is no one right way to do surveys - the

i acceptable margin of error depends on what it is you are trying to find

§ out. For example, the fact that telephone surveys tend to under-

: represent poor people, deaf people and people in temporary

significant if you are trying to establish whether or not SUR\/EY

accommodation may not matter if you are testing the %%
market for double-glazing or coffee bags, but is highly e —

the introduction of charges for dental
checkups would affect take-up. WME .I %4—.”/
7

Techniques needed to overcome

————————————

factors that can distort survey
results, can be sophisticated and
time-consuming and, it follows,

1]

siderable evidence, for in-
stance, that the age, sex,

| [
%
class, race and perceived ] s
=] Z2 )7 [ Z,
2

authority of the interviewer

will influence answers. % \
When interviews are con- 'I,"“ K e = /7
ducted by volunteers it 1s M /

hard to make sure that everyone O/,
asks the questions in the same way.

%
|

— aoac
goa

oOoco
costly. For simple local health sur- [—‘n r
veys, some of the problems may be ~ ] =
insuperable. There is con- = = / = < —
= /\ gl :

——




SECTION 6 / SURVEYS

42

Also people in vulnerable situations, such as in-patients or those who
see ‘the authorities’ more as a threat than a source of support, may feel
obliged to give the ‘right’ answers, despite assurances of confiden-
tiality given by trained interviewers.

Sampling too is not without its difficulties. It may be necessary to
survey an enormous sample in order to get significant information
about a relatively small group in the population that nevertheless has
real, often unmet, needs for services (people not registered with GPs
for example). Many sampling techniques under-represent disadvan-
taged groups, so that talking to people who use a service gives no
picture of what under-users think.

Traditional contact methods, such as postal surveys, door-to-door
contact and telephone surveys miss some people altogether, including
those whose first language is not English, people who are too
frightened or frail to open the door, people with learning disabilities,
or literacy problems, people who are depressed, travellers or homeless
families living in bed and breakfast hotels. Yet it is precisely these
groups of people who often have atypical or special service needs.
Failing to gather their opinions and suggestions must cast serious
doubt upon the value of the results for service planning.

Finally, even if surveyors have great confidence in their work, they
may find that politically unacceptable results will cause opponents to
quibble over flaws in the methodology and execution. This even

happens when surveys have been conducted by professionals - so
beware!

6 Sufficient resources must be allocated for analysis and writing up, and
for production and dissemination of results.

Analysis and writing up are major parts of surveying and the amount
of work involved is often not recognised. It is not uncommon for
interviewers to be employed but analysis and write-up to be left to
some permanent and busy member of staff who was involved in
suggesting the project, with a little help from computing stafT.

This is usually a recipe for disaster. Bad planning can mean that
even where pilot questionnaires or surveys are conducted, the
enthusiasm to get started can prevent discussion on some of the
potentially interesting outcomes. Often, when new information starts
to emerge it becomes clear that other questions ought to have been
asked, whereas some of the existing ones could have been jettisoned.
For example, a survey might reveal that 10 percent of people over 70




years old have had chiropody home visits, but there may not be
information about whether this was NHS or private. There may, on
the other hand, be mile-long print-outs about which people use/do not
use, like/do not like, eat/do not eat their meals-on-wheels; information
which is probably available anyway in routine records.

The number of surveys that never get written up is not known but
must be considerable. It is not uncommon to hear that the write-up is
delayed beyond the time when it can usefully influence decisions, or
that it never gets beyond a draft which has not thought seriously
about conclusions. Sometimes the only outcome is a forlorn appeal
for more money to complete the analysis.

The production and dissemination of a report is the final stage of a
survey, without which the interviewing and analysis are wasted.
Realistic resources and timetabling for all stages are therefore essential
for the success of a survey.

The reputation of surveys as an easy way of taking account of the
consumer’s viewpoint is misplaced. The following two brief examples
confirm this:

CASE STUDY: a survey of the aftercare of elderly people discharged from hospital.

East Birmingham Community
Health Council was aware of the
problems elderly people faced in
getting the services they needed -
particularly just after discharge from
hospital. It decided to investigate the
extent of unmet aftercare needs of
elderly people in East Birmingham,
and to make recommendations for
planning and provision of services
(3). The work was funded by a grant
of £4,300 from West Midlands
Regional Health Authority.

The professional standard of the

survey the CHC produced is above .

average. It had two paid staff,

academic and expert advisers, and
considerable cooperation from the
regional computing department. In
the report the author courageously
included a short section on the
methodological problems that arose.
First aims were not well-defined,
particularly with respect to how they
would relate to policy. Instead,
everything of interest to do with
aftercare was included. This resul-
ted in a very long questionnaire.
Some frail interviewees only an-
swered the beginning, not necessari-
ly the most useful section.
Despite the pilot, faults in proce-

dures were missed. The letter re-
questing an interview did not say
that the interview could be with a
friend or relative if the person
discharged would be unable to
manage it, and telephone contacts
only thought of mentioning this after
a while, so it seems likely that frail
and confused people were under-
represented.  Because interviewing
was seen as the major task, the
project supervisor’s job involved
spending most time on this, and it
was left to volunteers to do the
administration, trouble-shooting
and write-up.

SECTION 6/ SURVEYS
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Because of pressure of time, the
training of interviewers missed a
number of important points. It was
found that to make sense of the
answers interviewers needed consid-
erable knowledge of health and
social service personnel as well as a
familiarity with a range of medical
conditions and the treatment and
aids people were receiving. Later
interviews were more useful than
early ones.

A major factor that was initially
underestimated was the impact that
such an interview would have on the
interviewee. Despite careful expla-
nation, many elderly people may
have felt that they had communica-
ted their needs to someone in

authority. As the author says, were
they left saying ‘someone came
round asking what was needed after
I was in hospital, but we never heard
anything...”? In fact, interviewers did
get involved in referring cases, and
also in giving out a lot of informa-
tion, which they found considerably
facilitated the rest of the interview
but which obviously took time. In
retrospect they felt they should have
developed a policy on how involved
they were prepared to become and
probably should have done more
than they did.

The combination of the survey's
wide remit” and the complexity of
issues involved meant that analysis
was very complicated, but little

thought was given to this until after
the data was collected. A follow up
interview was carried out but not
analysed at all. The length and
design of the questionnaire also
meant that the standard computing
package could not be used on it, and
a special programme had to be
written.

A final point was that when the
hidden expenses (eg. computer ser-
vices, unpaid time from research
steering group) were allowed for,
the survey cost around twice its
original budget. And, to repeat the
point, this survey was better fi-
nanced, had more experienced invol-
vement and support, and was more
competently carried out than many.

CASE STUDY: North West Thames - Critical Incident Interview Techniques

North West Thames Regional
Health Authority co-ordinated a
programme of six pilot projects
designed to test different approa-
ches to ‘managing customer rela-
tions’. As part of the preparation
for the proposed work a ‘snapshot’
was taken of user views in each of
the services under study. It was an
attempt to find out which bits of the
service annoyed people, which things
would make it acceptable or good,
and what kind of expectations
people had about different aspects

of their use of the service.

A total of 572 patients were
interviewed using Critical Incidents
Interview Techniques, and the me-
thod, findings and consequent re-
commendations are written up in
three volumes (4-6).

The interviewers were trained in
the techniques to be used in the
study, and included unit staff, con-
sultants from the regional manage-
ment and organisation development
division and researchers from the
industrial training research unit.

They conducted interviews in parts
of the service in the six pilot districts
that had been selected by unit
general managers as having the
greatest volume of contact with
‘customers’ i.e mainly accident and
emergency and out-patient depart-
ments.

The interviewers collected infor-
mation on the presence (or absence)
of good practice, namely those
events which had a significant effect
on the patient. These include, for
example: the ability (or not) to




choose appointment times; the pro-
vision (or not) of specific informa-
tion about the hospital’s location,
waiting lists etc; the helpfulness and
politnesss (or indifference/rudeness)
of reception staff.

Information was also collected
about irritants - incidents which were
annoying but which did not directly
affect obtaining advice and/or treat-
ment. Irritants included things like:
insufficient chairs in the waiting
rooms; a waiting area which is too
hot/cold/noisy/dirty/drab; lack of
parking facilities; poor public trans-
port; unpleasant toilets.

The region made recommenda-
tions about how the findings should
be used. It suggested that after the
taking of ‘snapshots’ managerial
action should be based on a compre-
hensive customer relations policy,
stressing that such surveys are not a
discrete exercise, rather a means to
an end. It also recommended that
managers concentrate their efforts
on the concerns identified by users
during interviews, arguing that
‘snapshots demonstrate that custo-

mer relations is well within (man- -

agers’) control’. The findings yielded
a checklist of good practice against
which service delivery .could be
measured in the future.

The checklist includes good practice

in relation to:

e making appointments

e information about the hospital/
unit

reception

e the consultation/treatment

providing information about the
consultation/treatment

e waiting for the appointment.

The responses by managers in-
cluded the appointment of an out-
patient department manager, the
establishment of quality circles, staff
training, consultant seminars, more
public relations activity.

This case study illustrates how a
well-planned and executed survey
can be used as part of a more
general customer relations strategy.
The findings of this fairly extensive
piece of research clearly showed that
responding to irritants was within
the manager’s sphere of influence.
There are however a number of other
issues which this survey raises but
which are not dealt with explicitly in
the reports.

1 No news

To make services better suited to
users’ needs, you need to know what
they want, certainly. North West
Thames Regional Health Authority
found that patients need to under-
stand what is happening, they need
to be treated with respect, they need
to see fairness in the way that
systems are applied, and they want
to feel satisfied with the outcome of
the consuitation/treatment.  The
survey also showed that people do
not like waiting for a long period of
time on uncomfortable seats in dark,
cold, drab corridors with no facilities
for children, elusive toilet facilities

with no loo paper, and the prospect
of a long and complicated journey
home ahead of them.

In short, there were no surprises.
The principal findings mirrored the
findings of many surveys previously
conducted by community health
councils, out-patient departments
and accident and emergency depart-
ments.

2 Missing people

Surveys of a ‘captive’ audience
necessarily exclude people who have
not yet managed to reach the services
they need. Blocks to receiving
treatment and care do not always
emerge from questionnaires and
patient surveys but nevertheless
require management action. For
example, people might find it diffi-
cult or impossible to reach the service
because they lack access to transport,
or because they are not registered
with a GP, or because their first
language is not English. Managers
need to seek the views and exper-
iences of people who are disadvan-
taged - doubly in many cases because
they have no opportunities for mak-
ing known their views. It may then
be possible to begin to plan changes
to services in order to make them
more accessible for all groups of
service users.

3 The nature of change

Survey questions sometimes reflect
health workers’ and managers’ per-
ceptions of things that might be
changed. These tend to be problems

SECTION 6 ; SURVEYS




SECTION 6 | SURVEYS

that can, in theory, be successfully
tackled by them - such as provision
of more information, more chairs,
better decoration. These are often
‘cosmetic’ changes, though their
impact should not be underestima-
ted.

On the other hand, too much of
an emphasis on these types of
changes means that questions are
not asked about the patient’s satis-
faction with treatment and care. It
also carries the risk that the manage-
ment response to any identified
problems which may have more

complicated repercussions (eg. pa-
tients disliking the attendance of
medical students) may be to change
the patient to fit the system rather
than the other way round. In this
example, this would involve provi-
ding ‘educational’ literature persuad-
ing patients that it is in everybody’s
interest to allow students full access
to all investigations and examina-
tions.

4 Wider implications
Asking patients what they think
about a particular service may have

wider repercussions. For example, a
survey in the out-patients depart-
ment may reveal problems with the
ambulance service, or the pathology
labs, or with community health
services. It is a good idea to open
negotiations with other departments
and units at the time that the survey/
questionnaire is piloted, and to try to
win commitment to making changes
where necessary.

Surveys often have other uses than the explicit one of gathering
information which will help formulate policy. One common use is to
provide ammunition that is difficult to ignore in a local argument.
Even if the results could have been arrived at with equal or greater
reliability by other means, a survey of the actual people affected, with
its connotations of neutral scientific respectability, may have greater
political impact. A successful survey can also enhance the credibility
and sense of purpose of, say, a local agency or small group of staff as
well as providing them with an interesting learning experience. And
the process of carrying out a survey may inform both interviewers and
interviewees about an issue and do the groundwork for a campaign.

There is nothing wrong with using surveys for public relations, for
commitment-building, or establishing credibility, but if this is the main
role of the survey, its use needs to be assessed against other means of
achieving the same ends. The amount of work involved should be a
major consideration. Sometimes a small, quick survey can be useful.
For example, during the establishment of the Haringey Advisory
Group on Alcohol (see p 55), a short postal questionnaire was sent to
local magistrates, police, social workers, accident and emergency
departments etc. asking about the help they could offer to problem
drinkers. The findings showed that people were either referred to
Alcoholics Anonymous or a hospital unit at the other side of London.
The survey uncovered considerable concern and frustration about the
absence of local services which could then be used to good political




effect. Such surveys can also provide a way of locating people with a
particular interest who can then be co-opted to further action.

Finding out what other people have done is often extremely helpful in
deciding whether to conduct a survey. This applies both to the
processes of designing and implementing a survey and to the results of
other people’s work. It is often possible to extrapolate from national
data or local information from other districts. There are many
questions about the applicability of such results to other locations but
this can often be an inappropriate worry. For example, age structures
for Bournemouth (desirable retirement site) are likely to be different
from those for Peterlee (new town). Yet findings from information-
gathering exercises about access to services for elderly people are likely
to reveal some general lessons which will have applicability in other
settings.

On the other hand, if there are grounds for concern about non-
applicability of someone else’s survey, instead of conducting yet
another survey, it may be more efficient to build on existing experience
by writing a paper sorting out the locally and nationally relevant
findings and adjusting the picture using local census data etc. If there
are no skills in the district to carry out this sort of analysis, it is
unlikely that new surveys will be managed effectively either.

Obviously there are many issues on which no appropriate research
has been carried out, for example, the access implications of moving a
service to a different hospital. A few sessions with a bus-map and a
watch, discussion with tenants’ associations, pensioners’ groups, or
other particularly affected groups, may produce quite enough
information as well as highlighting particular points (for example the
inaccessibility of a particular estate or the slowness of a bus route on
football match days) that would probably be missed by a survey.

Finding out what has already been surveyed is not always easy,
since, as we have seen, many surveys are incompletely written up and/
or inadequately distributed. There are however a number of sources
which need to be investigated to avoid reinventing the wheel.
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The Quality Assurance Informa-
tion Service (QAIS) based at the
King’s Fund Centre provides
information about current work,
strategies and individual activi-
ties in quality assurance in health
care in the UK. Part of the
service includes the collation of
information on initiatives in
‘consumer satisfaction” and
QALIS provides a bibliography
with descriptive abstracts of
surveys, research and other ap-
proaches.

There are other sources of
collated material on health sur-
veys. For example, research
) done in the Academic Depart-
ment of Community Medicine at
Edinburgh University looked at
a range of different surveys, and
their findings have been pub-
lished in Consumer Feedback for
the NHS (1). Similarly, Ann
Cartwright reviews some of the

ways in which surveys have been
used in health and health care
and looks in detail at more than
50 studies (7). The Centre for
Health Economics at York Uni-
versity carried out a study of
customer relations work and
feedback surveys in health au-
thorities in England and Wales.
Their package of publications
contains invaluable material on
what has already been done,
together with guidance on how
to conduct effective surveys (8-
10).

At a more local level, district
or regional statisticians or com-
munity physicians may know of
relevant work in other districts.
They may have helped design or
analyse surveys in neighbouring
districts.

Within the district, district
information services may know
about past surveys and their

impact. Sometimes departments
of community medicine employ
research staff to do mini surveys
which may not be as well dis-
seminated as large scale work.
Quality assurance departments
may also have banks of infor-
mation about local and national
survey work. CHCs also have a
history of conducting surveys of
patients and users, many of them
done as a joint exercise with the
health authority. Find out from
the CHC who and what has been
surveyed in the past, and whe-
ther or not things improved as a
result.

Finally, a very practical way
of finding out whether the wheel
is being reinvented is to publicise
widely any plans for a survey. If
it has been done before, you
might well hear about it from an
indignant predecessor.

Complaints systems are another source of information -

specifically about problems faced by users. Some health authorities

have begun to use the information which they collect systmatically
about user complaints to monitor levels of dissatisfaction with
services. This must be seen as a very reactive way of testing the

responsiveness of services since often things must have been really bad

before a complaint is made.

Having said that, the information about common complaints -
together with an outline of how they were dealt with - can add to a
picture of users’ views gathered by other methods.




Surveys have become synonymous with NHS consumerism, and
there is no doubt that they form the bulk of the work that is currently
being done to feed in user views to service planning. We have
attempted to temper the enthusiasm for surveys by pointing out how
hard it is to do a good one. However well-executed, surveys need to be
viewed in the context of a range of other approaches for enhancing the
contribution of users. These are discussed in the next section.
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Section 7

FORMAL STRUCTURES
FOR USERS

BEYOND SURVEYS

Doing a survey is only one of a number of ways of finding out about
users’ needs and preferences. In this final section, we look at other
ways of building up a strategy for making services more responsive to
those who use them.

A number of attempts have been made to classify the various ways
of involving users in planning health services. Maxwell and Weaver
identify a spectrum, ranging from consumer protection, through open
managerial decision-making, full management participation by public
representatives, to heightened individual and communal responsibility
and power (1). There are obviously other ways of grouping the
various initiatives, such as their origin (e.g community, management,
members), or whether they represent direct or indirect action ).

In this chapter we have arranged different approaches to making
services more responsive to users in a way which seems to be practical
for managers - beginning with formal structures, followed by some of
the informal ways of making contact and gathering user perceptions.
Finally, there is a brief discussion about approaches which are

specifically designed to equip users with enough power to get the most
out of the NHS.

For managers and planners in the NHS, talking formally to service
users and/or their representatives is nothing new. Guidelines on
formal consultation have emanated from the DHSS from time to time
(3-5). The 1973 Health Services Act established CHCs to represent the
user’s voice. There are also recommendations about voluntary
organisations being represented on joint planning committees (6).
Local maternity services liaison committees and some health
authorities have established other types of user forums.

More recently, users have become involved in the planning and
delivery of health care through other locally established machinery.
Some operate at ‘patch’ level, such as the Lambeth local advisory
groups (see later in this section), or the Pimlico Patch Committee .
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Others focus on a particular care group (e.g mental health
(8), or an issue relevant throughout a particular unit, such as
race).

The structure of these groups also varies enormously.
Advisory groups or planning sub-committees may be set up

to feed user views into unit or care group management. - SIGN HERE
Alternatively, users can be co-opted on to existing manage- CONSULTHTION HERE AND HERE
ment or planning groups either as individuals or as ERCISE p
community group representatives. Ex IFYOUTHINKWERE

Talking formally with users and their representatives is a
way for managers to ‘involve’ users but this does not mean
that it is the best way nor the easiest to do well. User
representatives on formal committees often experience o
frustration and confusion (see p 34). The following
points may help managers make successful contacts.

Support representatives

User representatives on formal committees are likely
to need support if their contribution is to be
maximised. The health authority must accept that
ensuring ‘representativeness’ is not the sole respons-
ibility of the representative. If managers become
familiar with their local community’s make-up and
establish good selection mechanisms, the representative-
ness of the user voice might improve. ‘New blood’ will also be
available if longstanding representatives have become ‘tamed’ and the
committee needs revitalising. On the other hand, time and effort need
to be invested to help new members to assimilate the background
knowledge necessary before participation is worthwhile.

In other circumstances, a different kind of support is needed.
Over-reliance on one or two key representatives is often a danger. For
example, an articulate elderly Afro-Caribbean woman with knowledge
and experience of community health services and ties with local
groups could find herself to be overwhelmingly in demand. Managers
need to recognise this and think of ways of helping key individuals
cope with their commitments, such as offering personal briefing
sessions instead of sending out inch-thick agenda papers. There are
other reasons for providing resources and guidance for representa-
tives. Not giving support can sometimes be perceived as a way of
marginalising their contribution; whereas helping representatives to
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strengthen their role will help to avoid accusations of tokenism.

Invest long-term

In Section 3 we stressed the importance of clarifying the aims of a
particular forum and the sort of tasks likely to be covered. This also
helps in judging whether or not existing formal consultation
mechanisms are working well. For example, because of the time
which needs to be invested in them in order for them to work
effectively, participating planning mechanisms (such as joint planning
teams or local advisory groups) ought to be relatively long-term
exercises with some continuity of subject matter. In this way they can
become the central reference point for other consultation and
discussion exercises which may be arranged as ‘one-offs’.

Be honest
One of the common criticisms of formal talks between statutory
bodies and users and their representatives, is that the consultation is
merely a token exercise and that sometimes decisions have already

} been taken, or are even well on the way to being implemented. If
sometimes you engage in consultation purely as a public relations
exercise it is unrealistic to expect your protestations of commitment to
be believed on other occasions.

Establish ground rules

The status and powers of advisory groups and other forums need to be
carefully thought out and discussed with user representatives. Such
groups need to have formally established ties with key decision-
makers and managers. Otherwise responsibility for action inay be
conveniently deferred indefinitely. To avoid this, consider naming a
health authority manager as facilitator for the group’s decisions.
Another complementary way is to have senior managers as members
of the forum itself so that decisions are jointly derived and there is no
room for out-manoeuvring unpopular decisions on the grounds that
they are unworkable.

52




CASE STUDY: West Lambeth local advisory groups

In 1985 West Lambeth Health
Authority received a paper which
set out a constitution for local
advisory groups (9). It proposed
that local advisory groups (LAGs)
would be attached to a number of
new priority care developments in
the community and that half of their
membership would be local people.
The other half would be health and
social service staff and GPs. The
health authority accepted the paper.

The working group behind the
paper* had consulted informally
with district units, care group plan-
ning teams, the CHC and various
local user groups. It became clear
that LAGs should only be estab-
lished after active community deve-
lopment work and wider
consultation with local people such
as through public meetings.

Constitution of LAGs

Each LAG was to have a constitution

which would lay down:

- how the representative membership
would be sought

- frequency of meetings

- obligations to the health authority

- obligations to the local community

- that public agenda and minutes
would be circulated.

* district medical officer, planning officer,
community unit administrator, CHC
secretary and director of nursing services .

LAGs would have three groups of
members:

- local people (individuals)

- local health and social service
workers and GPs

- local voluntary and community
groups.

The ratio of statutory to non-statutory
membership would be half and half.
The chair of the LAG would be
elected from within the LAG itself,
and would be a local person, not a
staff member. One of the staff
members would be secretary to the
LAG.

The structure allowed ‘courts of
appeal’ right up to the health author-
ity. For example, if local manage-
ment failed to respond to advice from
the LAG, the community members
would then appeal to the relevant unit
and so on, up through DMT to the
health authority. If staff representa-
tives were unhappy about LAG advice
(for instance, if it was regarded as
unworkable or against professional
ethics, or was a managerial rather
than a policy matter), then they would
appeal to the managers of the relevant
unit.

Using Inner City Partnership
money, community development
workers were employed to begin the
groundwork hnecessary for getting
LAGs established. They made

contact with tenants associations

and other groups, and individuals
in the community were encouraged
to see the health centres as a resource
based for them.

LAGs were established in some
of the new centres developing prior-
ity care services, and began to carve
out their tasks and roles.

The 1984 Reorganisation ‘hiccup’
The Griffiths proposals for reorga-
nisation of NHS management came
in 1984 hard on the heels of the
establishment of the LAGs. This
had a number of implications for the
progress of LAGs and community
development.

First, people in the health au-
thority who had been instrumental in
getting LAGs off the ground and
maintaining their momentum left the
district. There is now no-one work-
ing for the health authority either
with an overview of the LAG scheme
or with the power and enthusiasm to
maintain their profile. This has
meant that where LAGs exist they
have developed different styles and
constituencies, and vary in the
amount of influence they have. For
example, the community care centre
in West Lambeth has a CAG - a
Centre Advisory Group. Although
good links between the centre and
local people and groups is fostered
and maintained, the focus for the
work of the CAG is firmly attached
to the institution. The work of the
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CAG is discussed in more detail on
p7.

Secondly, the introduction of the
general management ‘culture’ has
had a number of implications for
the status and role of LAGs in West
Lambeth. The pressure for quick
decisions and speedy results has been
damaging to the culture of user
participation and has downgraded
the importance of community deve-
lopment. Some of the people we
have interviewed in connection with
LAGs felt that they were receiving
much less support than in the past.

The restructuring of management
units and planning systems following
the introduction of general manage-
ment had an impact on the relative
power of LAGs. The original idea
was for LAGs to feed suggestions
into the relevant joint care planning
teams. After the reorganisation, the
status of JCPTs changed, in practice
at least, in that general managers had
power enough to make changes to
the services they managed. The
management structures had
changed, seemingly without acknow-
ledgement of a system of user
involvement that had been set up to
operate in a different power struc-
ture.

The LAGs in West Lambeth high-
light a number of important issues:

1 LAGs were the brainchild of keen
enthusiasts at a high level in the
authority (plus some outsiders). This
commitment did not necessarily exist

at other levels in the organisation,
and so when the key actors moved
on, the status and position of LAGs
was bound to change.

The dynamic individual(s) syn-
drome need not necessarily' mean
that sustainability is a problem -
provided that there is some invest-
ment in building commitment for the
approach and in thinking-through
the implications. It is also crucial to
write things down for future post-
holders - not simply operational
documents, but working documents,
drafts, philosophy and rationale.

2 The LAGs, as their name implies,
are advisory. This term means
different things to different people
and when LAGs were introduced
some community groups with long
histories of involvement in NHS
decision-making actually felt that
their power had been reduced.
Other groups were unclear and
uncomfortable about their advisory
function and the LAG might have
benefited from moye open discussion
about what each ‘side’ could and
should expect from the other.

3 The aim was to ensure the
representativeness of the community
representatives through accompany-
ing community development work.
The community development work-
ers in West Lambeth worked hard to
make links with the local community
and to make sure that minority
groups were not squeezed out.

This is a long, slow process and
in the early stages ‘community
representation’ may actually be a
misnomer. So long as this is
acknowledged and active attempts
are made to make better links, this
need not be a paralysing concern.

4 Following from this, continued
community development work is
essential, not only for generating
candidates for election to the LAG,
but also for sustaining interest and
involvement.  Representatives and
individuals in the community need to
feel that being involved is worth their
while. They need to feel powerful
and this is partly aided by providing
information about, and help finding
their way around the NHS bureau-
cracy, and partly by making sure that
appropriate responses are made to
issues raised by local people. Com-
munity development workers have a
significant part to play in empower-
ing service users and thus can greatly
enhance the impact of participative
processes.

5 LAGs have undertaken many
different activities. But, they have
not slotted as neatly into NHS
decision-making as originally envi-
saged. This may be due to the
relatively short time they have been
in operation. Or it may be because
developing strategy is not at present
the most appropriate way in which
local people can get involved in the
running of local health services.
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Liaise closely with the CHC

Some CHCs have cultivated valuable links with local groups and
individuals in the community and are therefore good potential brokers
between managers and users. CHCs are often working towards some
response to the current concerns to the local community, and will also
have contacts with field staff and managers within the health
authority. Some situations will require joint work, and CHCs may be
willing to bring together a range of community representatives and
viewpoints to feed into discussion and decision-making.

For example, in Haringey Health Authority the CHC had been
aware for some time of a gap in provision for problem drinkers and
their families. Because of their links with other groups in the
community, the CHC was also aware that a residents’ association was
similarly concerned about the numbers of people with an alcohol
problem drinking in their neighbourhood. The chair of the residents’
association was anxious not to orchestrate a ‘get them off our streets’
campaign, but to come forward with positive proposals.

The CHC set up a working party, involving a representative of the
residents’ association and other interested members. After a series of
meetings and visits to other services, a decision was made not to press
the statutory services to create a totally new service but to organise the
establishment of a voluntary organisation that could begin operating
on a small scale very quickly. As a result, the Haringey Advisory
Group on Alcohol (HAGA) was established to provide assessment,
counselling and, where appropriate, referral for problem drinkers and
their families. It liaises with social services and works very closely
with the detoxification in-patient service at the local hospital. HAGA
also has a training and education role for a wide range of
professionals, the general public, school and other groups.

Perhaps the most interesting aspect of this collaboration between
voluntary and statutory providers, is that working alongside the
workers employed by HAGA are workers from both the health
authority and local authority who are seconded for weekly sessions.
The health authority has also offered part of an empty hospital to
enable HAGA to move from very cramped accommodation in the
CHC offices.

Obviously, finding the right balance between statutory and
voluntary service-providers and the CHC is complex. In this example,
the collaborative work and discussion facilitated by the CHC helped
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BEYOND THE BOUNDARIES
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to establish a much needed service. This flexible partnership has
continued to operate within the services provided by HAGA, and the
group is also looking at ways of incorporating clients’ views in the way
the service is run. On the other hand, it is important that the health
authority does not use involvement in voluntary service provision as a
way of avoiding responsibility. It could be argued that acknowledging
an obvious need for a service involves a willingness to provide regular
funding. Whether or not the largely voluntary funding of HAGA
proves appropriate in the long run, the significant issue in this
example is that the CHC was a powerful and useful broker between
local groups, the voluntary sector and the health authority.

It is unlikely that formal mechanisms by themselves.will yield
comprehensive information about user views and preferences, nor
should they be relied on to do so. Even if every effort is made to make
sure that the systems work well and that the two negotiating ‘sides’ are
satisfied that a good working partnership has been established, there is
still likely to be a need for other ways of involving people. For
example, part of the All Wales Strategy for Mentally Handicapped
People (10,11) involved formal consultation with and involvement of
parents, carers and voluntary organisations. In one area however, the
majority of parents did not respond to invitations to attend local
planning workshops. There were a number of very obvious reasons
for this - poor public transport and a dispersed population, pressures
of caring, lack of credibility in ‘the authorities’. In this case other
routes were explored, such as several small locally-based meetings and
regular progress bulletins.

Similarly, Newcastle District Health Authority was committed to
redesigning its services for elderly people with mental illness in
accordance with the needs and wishes of the people themselves and
their relatives (12). The planning process obviously involved short,
medium and long-term horizons and formal planning mechanisms
were established to manage the process. The authority decided to
supplement the data collected by the formal planning group by
contacting ‘the public’ in one locality by means of a consultation day.
The day was well planned with small group work as well as large
discussions and yielded new issues which were useful to the policy-
makers: that, for instance, services should be local and small-scale;
that consultation should be continual; that certain services were seen




to be inadequate locally (suggestions were made for improving them).
The participants involved in the day had been well-briefed, so the
danger of unproductive and angry confrontations was minimised.

Gathering user views informally is therefore a useful dipstick which
can inform discussion on practical issues of service delivery and
influence policy. Within every health district there are a number of
local voluntary and community organisations with an enormous
collective experience of services, and a good idea of where the main
problems lie. There are self-help groups, black and ethnic minority
groups, pensioners’ clubs, tenants’ associations, as well as the CHC. It
is worthwhile sharing the task of building up regular contact with
networks of local groups. In this way a few key people in the unit will
get a better feel about how services are being delivered on the ground.
For example, a London community unit manager meets monthly with
a local community development project to try to work towards better
primary care services (13). The manager uses the group as a source of
community intelligence and in return offers a brokerage facility
between a range of other community groups and managers, planners
and providers of primary health care.

Of course there are problems with the accuracy and representati-
veness of views emerging from discussions like these. And tackling
problems as they are unearthed is not an appropriate planning
strategy in the long term. On the other hand, users are in a good
position to identify service failures, and troubleshooting improves the
credibility of the organisation. The most productive way forward is to
view ad hoc solutions within a wider context so that they are part of a
linked range of approaches designed to make services more reponsive.
Instead of making the service better for a few people, the lessons learnt
from talking informally to users should form a ‘working hypothesis’
to feed into a wider framework informed by continuous review and
evaluation. Having to get everything right at the beginning is less
important if there are regular opportunities for locating mistakes and
making alterations.

Some informal contacts with users spring from outside the service.
For example, the Lambeth Community Care Centre was developed in
response to a campaign led by West Lambeth CHC together with local
people (14). Other alliances have been forged; some using the CHC
umbrella, some independent of it. For example, the Tower Hamlets
Health Inquiry incorporated a variety of local groups and individuals
who wanted to conduct a review of the appropriateness of local
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A USER'S EYE VIEW

services (15). Gathering information in the form of written data and
oral evidence, they attempted to make an independent assessment of
how well local health services were being provided. The main thrust
of the group was its campaign element and its members had no formal
ties to the health authority. However, the report they produced
included some starting points for further negotiation and a focus for
work towards improvements in the authority.

A related approach to making services more sensitive to users is to
make service providers more directly aware of how users experience
their service.

Prior to a recent workshop for managers held at the King’s Fund,
participants were asked to spend a day gathering user perceptions of
their services. A long list of strengths and (mostly) weaknesses of
existing services emerged. While containing few surprises, this did
locate many important starting points - unhelpful staff attitudes, poor

information and communication, lack of flex-
ibility, uncomfortable physical environment and
so on. The methods used by the course
participants varied but were in the main simple,
anecdotal, ‘unscientific’ and quick ways of
gathering usable information. Some managers
have formalised this process of getting a user’s
eye view of services. In South Tees (16) a
patient’s perception group has been established
whereby a unit general manager, a consultant, a
CHC secretary, nursing and administration
representatives, and the chief works
officer attempt to find out about the
levels of satisfaction with local service
delivery. One of the methods they have
adopted is to view the service through the
eyes of users, by following patients
through a series of contacts with the
service, or by talking to them on unit
visits.

Birmingham City Council has estab-
lished the Community Care Special Action
Project to create opportunities for people with




special needs and their carers to be consulted, feel valued, to have
choice, to participate and to be accepted as integral members of the
community (17). The project works in a number of ways - including
information weeks in neighbourhood offices, consultation meetings
with carers, and involving users and carers in planning and the
development of policy. But one of the most powerful ways of finding
out what it is really like for users is to experience it first hand. The
director of the project always spends her overnight stays in hostels and
residential care centres (18). She feels that this puts her in a better
position to understand more fully the practical, day-to-day hassles,
upsets and unordinariness of the lives of people being ‘provided for’.

The BMIJ runs a series of ‘personal views’, some of which portray
the experiences of doctors ‘tasting their own medicine’ (19, 20). The
intensity of their sudden insight into what it’s like to be on the
receiving end of services has been powerful enough to change an
individual’s working practice for life. On the other hand, it’s not
always clear how these individual experiences can be harnessed to
have a more general impact on the way services are delivered.

A more extreme approach, more often adopted by researchers than
managers, has been to masquerade as a patient and see what happens.
However, this is not to be undertaken lightly - apart from any ethical
considerations it is worth remembering the American research team
who got themselves admitted as voluntary mental patients and then
had considerable difficulty, lasting several weeks for some of them,
getting out.

But getting a user’s eye view can only ever give one layer of
information. It needs to be complemented with other methods.

Supplement your vision
Simple, short-term exercises which make some attempt to follow a
patient’s footsteps can often offer valuable insights into what sort of
things affect patients and users routinely. However they are pointers
only and need to be backed by other information sources. This might,
for instance, involve wider informal investigation, such as talking to
field staff and receptionists, other users and carers.

The user’s eye view often matches the results of large scale surveys.
This raises two interesting points. First, that surveys sometimes
merely confirm what is implicitly or explicitly known. And second,
that rough-and-ready information gathered informally can help to
identify areas which could usefully be investigated in more depth.
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Some pitfalls

The pitfalls in gathering personal views of services also have to be
recognised. It would be unwise to interpret one comment as a general
problem without somehow confirming with staff and other users that
the issue is of wide concern. However, it is also necessary to balance
the need for confirmation against the expense and effort of more
fomal techniques such as a full-scale survey.

It may be obvious that the way staff respond to, say, a white male
middle class hospital administrator who is an In-patient may be very
different (even when they do not know who he is) from the way they
behave towards a non-English speaking elderly Asian woman. It may
be less obvious that the subjective experience of the same treatment
can be very different. It may be possible to spend an afternoon sitting
in an out-patient clinic and yet miss the fact that an elderly lady
nearby spends the whole afternoon in a state of anxiety in case she is
waiting in the wrong place, in case she will miss her turn if she is in the
loo when her name is called (they’ve already thought of that one, and
call names several times - but she doesn’t know that) and worst of all
that if the clinic runs late there may be no ambulance to take her
home.

Thus although information is valuable, the individuality of both
objective and subjective experiences needs to be constantly borne in
mind. There is a slight danger that, enthused by the intensity and
immediacy of personal experience, managers may feel it is unnecessary
to consult further, or find it even harder to accept the legitimacy of
experiences that do not accord with their own.

It is likely that the most useful aspect of such exercises is not so
much the specific information they reveal but that they offer
experience in adopting the patient’s orientation, something any
manager should be able to do when confronted with many issues of
service delivery, and which ought to provide a powerful incentive to
make changes.

Although not primarily the subject of this book, one of the most
important ways of making services more responsive to users it to give
people more control over what happens to them as patients. One of
the central themes of the NHS White Paper (21) is the extension of
choice for some patients, specifically about where to get treatment,
Making this a reality will need more than ‘shopping lists’ of what is




available; users will need information and support. Some people have
argued that for users to be able to make choices about their health
care they will need information about standards, about clinical
policies, and about treatment options (22). They will also need
support to take them through decision-making, and power to make
sure that what they have decided to do actually happens.

There are already a few examples where patients are being offered
choices about treatment and care. In community health services these
choices may be limited to things such as choosing to have a woman
doctor for family planning services, or being able to visit child health
clinics in the evenings because of flexible opening times. Some
maternity services attempt to accommodate women who have written
down their preferences for labour and delivery in an individual birth
plan. These attempts to introduce some flexibility and responsiveness
into the health service have to be commended, not least because they
illustrate that a consumer-led NHS is not an impossibility. However,
making them work successfully involves taking on board quite a few
complex issues surrounding patient autonomy and patient advocacy -
some of which are listed below.

Offer information and power
Offering choice to individual users means offering information and
power to exercise their choices. Having a positive attitude towards
birth plans does not amount to much if only a small percentage of
local, middle-class women (often those attending National Childbirth
Trust classes) learn what birth plans are and how they can be written.
It is also important to recognise that some people or groups of
people may need help in order to be able to make realistic choices
about the services they receive. This can be done by increasing
knowledge and confidence through group work or by using advocates
and interpreters. One imaginative example of this occurred in an inner
city health centre where a group of women with small children were
encouraged and supported by a community worker to take a child
development course through the Open University.

Advocacy schemes
There is a wealth of written material and practical experience of using
advocates, particularly for people with mental illness or learning
disabilities and people whose first language is not English (23-25).
Such schemes have an effect not only on the individual patient
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involved. The creation of different patterns of patient/staff
interaction has a wide-ranging effect throughout the service. This can
be enhanced if staff are given the opportunity to talk about these
changes, the challenges they pose to staff roles and the positive things
they offer, and also if staff ensure that individual patient choices are
not simply left to benefit one or two individuals, but are incorporated
into an ongoing evaluation of what the service is offering. A simple
example occurs where non-English speaking Asian women being
helped by advocates to get what they want from maternity services,
make individual requests to see a woman doctor. Even if the women’s
requests are accommodated, it may be at the expense of a long wait or
a wasted visit. By tackling the issues which arise from the daily
experiences of advocacy, practical ways in which services can be re-
shaped inform the management and planning process. Improving the
acceptability of services for individual users is much easier if their
collective experiences are used to reshape services.

The issues surrounding advocacy are manifold and complex, and
there are ever-changing debates about the value, management and
power of advocacy schemes, such as: whether they should be
independently managed or closely bound to the NHS hierarchy;
whether advocates should be trained health workers or experienced
lay workers. Sometimes problems arise when advocacy schemes are
misnamed and in fact do the opposite of what advocacy aims to do by

investing effort in communicating staff wishes and directives to the
user (26).
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Conclusion

We have tried to demonstrate a range of different, but related,
activities which can make services more responsive to those who use
them. There are exciting opportunities for building a user dimension
into everyday planning and management tasks, not least because this
is a time of review and change in primary and community health
services. And there are new developments and initiatives being
established all the time. Many, like building effective links with
community groups, are long term, and require continuous effort. On
the other hand, some service changes ought to happen quickly, simply
because the problems have been known for a long time. These require
management action rather than further attempts to find out more
about the problem.

It is because of the need to invest time in attempts to make services
more responsible to users, that we have concentrated on giving
practical help - so that efforts are not wasted. We have also stressed
the importance of building commitment and strategies within units
(and districts), so that initiatives are not set up to fail in hostile
environments. This is also crucial for making sure that initiatives
become integrated within the policy and objectives of districts and
units, and do not just exist as a series of ad hoc experiments.

Making services more responsive to users of the health service also
offers important trade-offs for managers and staff. It makes a lot of
sense in terms of planning appropriate and equitable services, can
create incentives for positive changes, and provides motivation and
satisfaction for staff. But those are not the only reasons for taking it
seriously. The NHS is a public service and those managing and
providing it have a responsibility for ensuring that users’ needs are not
secondary to the needs of the organisation. Managers are beginning
to accept that users, as individuals and in groups, have rights as well
as needs.




CONCLUSION

To end, we have compiled a list of practical tips which have emerged
as the main messages of the book: :

Be clear about what you are trying to do

What are you aiming for? Think carefully about the limits of your
commitment to making services more responsive to users, as well as
the sort of approaches you want to take. Make this clear to users as
well as staff.

Acknowledge the need to change

Without a fundamental commitment to making changes happen, it is
pointless getting a clearer view of what is needed to improve the
quality of health services, and participative exercises are in danger of
becoming ends in themselves.

Acknowledge the difficulties

Involving users is a significant management challenge. Much
preparation is needed and in community health services in particular
there are many different professional views to be considered and users
are disparate and difficult to reach.

Think twice before doing a survey

Gathering information about ‘what users want’ is often seen as the
first task for managers who have acknowledged that their service has
shortcomings. In our view the usefulness of surveys has been seriously
overestimated and other approaches which help to feed in user views
need to be considered.

Experiment with participative approaches

It is important to think about ways of involving users rather than just
collecting information on user preferences to improve planning
decisions. This means empowering users to enable them to collectively
determine the pattern and style of service delivery. Itis also important
to build in safeguards to counter the possibility that disadvantaged
groups will be further discriminated against because the chosen
methods of participation prevent an effective response from all
groups.

Make links with the CHC

CHC:s can provide a valuable bridge between the local community and
those providing services. They may also be quicker than managers to
pick up concerns and problems. Links with the CHC can be a
powerful tool for tapping both opinions and resources amongst local
people. Strengthening the working relationship may provide a




launching pad for a variety of initiatives that make services more
responsive to users.

Invest in preparation and support

Enhancing the responsiveness of a service is likely to be a long,
gradual process. Groundwork and continuing support are crucial in
order to maintain commitment and credibility amongst both staff and
community groups. It is not enough simply to establish structures for
user involvement. Support for users and staff must be integral,
contact with the community has to be encouraged and resourced, and
there has to be commitment to relinquishing some of the power to set
agendas and make decisions.

Above all, it is vital that both innovative and ‘copied’ initiatives are
not merely transplanted into an unready and unprepared environ-
ment. If we want to leave you with one message after having read this
book, it is that making community health services more responsive to
users depends upon well-targeted groundwork - both within the
organisation and out in the community.

The articles, books and reports listed over the page have been selected
to supplement the reference in the main body of the book. Some of
the material has already been referred to in the text, but may also be
included here because it covers a wider area or is a key reference. The
bibliography is by no means comprehensive, but offers a starting place
for further reading on a variety of subjects which broadly relate to
making the health service more responsive to the needs of users.

It will also be helpful to find out about initiatives in other parts of
the health service and the public sector which re-orientate the service
more towards the needs of users. Often these developments are not
written up, or if they are remain as internal, unpublished documents.
There are a number of ways of finding out about what is happening
elsewhere and the information on p 48 may provide useful contacts.
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Two case studies of ways in which
information is used to review, plan
and manage services.

Breaking new ground: The Lambeth
Community Care Centre

Winn K.E and King C.

KFC 87/138, £1.50

Describes a small, community-based,
GP hospital in inner London with
valuable lessons about patient
autonomy, involving local users and
the need to clarify and communicate
objectives.

Coordinating change in child health
services.

—

Working paper for managers: 1

Winn K.E

KFC 88/5, £2.00

How Newham Community Unit set
about decentralising the administra-
tion of its clinics and health centres
and the benefits that resulted.

Preparing for Cumberlege

Working paper for managers: 2
Brown P.

KFC 88/4, £2.00

Lessons from workshops for district
nurse and health visitor managers
working together. Focusses on care
for elderly people at home. Includes
checklist for running similar work-
shops.

Introducing Neighbourhood Nursing:
The Management of Change
Working paper for managers: 3
Dalley G and Brown P.

KFC 88/17, £2.00

Examines the difficulties of transition
to a decentralised nursing service.

Can ‘Cumberlege’ work in the inner
city: The Wandsworth view

Working paper for managers: 4
Dalley G.

KFC 88/34, £2.00

Report of a workshop on Wands-
worth’s experience of introducing
neighbourhood nursing teams in the
inner city.

Decentralising Community Health
Services

Dalley G, Hughes J and King C.
ISBN 903060 02 7, £2.50

King’s Fund

LA

54001000094113

Report of a national workshop to
chart the progress being made on
decentralising community health ser-
vices.

Cumberlege in action

Brown P and Gordon P.

KFC 87/67, £2.50

A directory of good practice that
influenced the Community Nursing
Review Team.

Community development in health:
addressing the confusions

Somerville G.

KFC 85/141, £3.00

Addresses the major issues in com-
munity development in health, de-
scribes initiatives and analyses what
can be learned for planning primary
care.

Improving health care for travellers
Cornwell J.

KFC 84/124, £1.50

Describes three initiatives to improve
health care for travelling families.

An experiment in advocacy. The
Hackney multi-ethnic women’s health
project

Cornwell J and Gordon P.

KFC 84/237, £1.50

Describes how this influential project
was planned and established and how
the workers operate. Discusses the
differences between advocacy and
interpreting.

Above titles available only as counter sales at King’s Fund Centre, 126 Albert Street, London NW1 7NF.Tel 01-267 6111. If you have difficulty

obtaining any of the above titles please contact Primary Health Care Group direct.
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his book has been written for managers of community health services.
It offers practical help on how to make services user friendly ‘and
more responsive to the needs of people who use them. Detailed case
studies provide ideas for ‘getting started’ as well as describing some common

pitfalls. The particular problems associated with ‘consumer surveys® are
discussed in detail.

Consumerism is likely to remain high on the public sector agenda well into
the 1990s. Yet turning good ideas into practical reality presents a major
challenge for busy managers. This book combines information, analysis and
advice to help meet that challenge.

Liz Winn is a member of the Primary Hcalth Care Group at the King's Fund
Centre for Health Scrvices Development. She is a graduate of Durham University
and an associate member of the Institute of Health Services Management. She is
currently co-ordinating a programme of work to help NHS managers develop
services which are responsive to the needs of the pcople who use them

Allison Quick worked for Haringey Community Health Council for five years
before becoming a freclance researcher writing on health issucs. Her doctorate
from the London Hospital Medical College examined health education and sugar
consumption. She is author or co-author of recent reports on the quality of
infertility services, health education and people with disabilitics. rickets and British
Asians, food policy. and commercial influences on health education and medical
rescarch.

Price £9.75




