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SUMMARY. This paper outlines some of the issues which
arose for patients and professionals involved in patient par-
ticipation projects at the Marylebone health centre in
London. It describes the projects undertaken and focuses
on the practical implications of working with rather than for
patients. Dilemmas surrounding patient participation are
discussed, including the ways volunteers are rewarded,
how doctors and patients can share knowledge, how parti-
cipation is affected by professional boundaries, and why a
regular group meeting may not necessarily be the best way
to involve patients in decision making. The successes of
patient participation are also highlighted.

Keywords: patient participation; patient participation
groups.

Introduction
PARTICIPATION is one of the developing tenets of primary

health care, and yet it raises difficult issues for professionals
and patients alike. During a discussion at the Marylebone health
centre, a patient summarized the dilemma: 'What needs to be
made clearer is the patient's role as a patient and his/her role as a
participator in the running of the centre.' We talk of patient em-
powerment and patient participation, butwhatdoes this really mean
in the context of a general practice in the centre of London?

Doctors' traditional position of authority has been challenged
over recent years. The new focus on consumerism emphasizes
the role of patients as purchasers of a service and doctors as sell-
ers, reversing the old pattern where doctors gave directions and
patients followed instructions.' The patient is now more in-
formed about health issues, and the competence gap between
patient and physician has narrowed.' The nature of general prac-
tice is therefore changing, and there is increasing emphasis on
working with patients rather than working for them. Patients are
being encouraged to participate in the clinical decisions made
and the services provided. As the power relationship between
doctor and patient changes, health care is seen increasingly as a
contract between doctor and patient in which both sides are
equally powerful.'
The National Association for Patient Participation was estab-

lished in 1978 to foster patient participation and to provide a link
between groups. In general, the role of such groups has included
planning, dealing with patients' complaints, providing health
education, organizing voluntary care and feeding back informa-
tion on patients' needs to health care providers.2

General practitioners have varying reasons for encouraging
participation. Some see it as a way of providing help to their
patients and emphasize health education and voluntary activities.
They see patients as 'an enormous resource'.2 Some are keen to
encourage self care, and point to doctors' limitations in curing or
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preventing illness, while others are concerned to create a mecha-
nism for consumer feedback about their practice. Other perspec-
tives range from a concern about their relationship with patients
to a commitment to much wider political ideals.2

Marylebone health centre
The Marylebone health centre is based on a holistic, primary
health care model which emphasizes the need to empower
patients and enable them to take more control of their health and
well being. Complementary therapies are provided alongside
general practice and in-house counselling is available. Patients
can also be referred to a christian counselling service. Patients
are encouraged to participate in health education and community
activities and to provide ideas and feedback on health centre ser-
vices and management. The general practice is supported by the
family health services authority in the usual way. The 'extra' ser-
vices were funded initially by a five year grant from the Wates
Foundation, and are now supported by a charity, the Marylebone
Centre Trust, donations from patients and various fundraising
activities.

Patients can attend various classes including self care, stress
management, massage, meditation and yoga. Alongside the team
of doctors, complementary therapists, a social worker and admin-
istrative staff, a health educator is employed part-time to run the
education and community programmes and to promote patient
participation.

Patterns of patient participation
Users group
When the health centre was established in 1987, patients were
invited to join a users group. The aims of the group were:
* To promote dialogue about current provision of primary

health care and to encourage suggestions for improvement.
* To plan and run jointly a health education and self care pro-

gramme with the aim of improving patients' health and
increasing their responsibility for maintaining their own
health.

* To develop a voluntary, mutual self help scheme.
The invitation to patients to attend the introductory meeting of
the users group stated that 'the name users groups has been cho-
sen rather than patient participation group to emphasize health
and partnership.'
The users group, which met every eight weeks, consisted of

eight patients, the social worker, health educator, one general
practitioner and a representative from the church. The group
made recommendations about how the new health centre should
be run, including how long appointments should be and when
surgeries should be held. The education programme was largely
driven by the education officer, but the group was asked for its
ideas and opinions. Classes included yoga, meditation, reminis-
cence groups, exercise groups, and a general health discussion
group.

Volunteers
During the next two years, a successful volunteer scheme was
established. Patients were encouraged to provide practical help to
other patients, to support the health centre administratively, and
to run some of the self help groups, courses and social events.
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Volunteers offered a range of services including letter writing,
escorting/transporting patients, shopping, childminding, sitting
with frail adults and reading. Potential volunteers were asked to
complete an application form and to provide two referees. These
references were taken up and the'volunteer was interviewed
before being accepted.3 This scheme continues to be a useful
resource, and a database of volunteers is now held on the practice
computer system for access during consultations.
A separate group of volunteers became 'befrienders', offering

emotional support to isolated, usually elderly, patients referred
by the practitioners. The volunteers themselves were supported
with monthly meetings facilitated by the centre's social worker
and a health researcher who was registered with the practice.

Other patients volunteered to help with the practice newsletter
and to undertake administrative tasks such as typing, correspon-
dence and filing. One patient initiated and taught a movement to
music class (subsequently funded by the Adult Education Insti-
tute), others started a creche one afternoon a week. All of these
activities are still taking place.

Ideas group
After two years, key issues about the day to day running of the
centre had been resolved and there seemed to be little left for the
'users group to discuss. Staff and patients' energy and enthusiasm
in the group dwindled. At the same time, evaluation of the edu-
cation programme showed that most of the 385 participants came
from outside the practice - only 1% were registered at the
health centre. More energy was needed to develop programmes
specifically for patients at the practice. Thus, the users group was
disbanded and an 'ideas group' formed. This would continue the
work of the users group, but its main function would be to plan
and promote a patient education programme.
The ideas group was introduced at an evening meeting to

which all patients were invited. Most of the users group chose to
continue their involvement, but new faces also appeared. About
25 patients attended the introductory meeting, and eight of them
opted to meet regularly as the ideas group. The group was
chaired by the health educator. It was decided that no doctor
should attend meetings unless invited, since it was felt that
patients could speak more freely if doctors were not present.

Feedback from the ideas group was channelled into a manage-
ment group, which consisted of two patients from the ideas
group, the practice director (a general practitioner), practice man-
ager and health educator. A separate fundraising group, with the
same members of staff but two different patients (members of the
ideas group), also met regularly. This group concentrated on
bring and buy sales, car boot sales and on recruiting 'friends of
Marylebone' who each paid £15 a year. A total of £9000 was
raised in the first year which has been repeated in subsequent
years.

Following an initial burst of energy, the ideas group had a sim-
ilar experience to the users group and other patient participation
groups.2 Once a patient education programme had been estab-
lished and means for more effective patient feedback (a sugges-
tions box) provided, there were not enough issues to keep the
group discussions going every six weeks. As one member of the
group said, 'There's nothing to get our teeth into any more.'
As services increased, the practice was under pressure to raise

funds, and discussion of fundraising activities began to take over
the meetings. This was frustrating for patients who had joined
the group out of an interest in health, and wanted to be involved
in policy making. However, staff felt that it was difficult to
involve the group in decisions on policy issues which might
require medical knowledge.
The decisions the group did make were small but useful. For

example, they decided where the patient suggestions box should
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be sited, and ways in which information about classes and activi-
ties could be more widely disseminated. But there was a feeling
- not unique to Marylebone2- that the doctors were not inter-
ested in the group and its views. Minutes of meetings were dis-
tributed to staff, but one patient commented, 'I don't think they
know we exist.' Others in the group excused the doctors: 'They
were so busy, no more could be expected from them.' The
groups' comments that they felt they were not being heard were
greeted with bewilderment by the doctors, who felt that the
group had not suggested much, and when it had, its ideas had
been acted upon, exemplified by the practice director's comment,
'When have I ever said "no"?' In a national survey on patient
participation, few staff said they had ever refused to do some-
thing they had been asked to do.2
The health educator who was running the programme became

a go-between for patients and staff. The patients could say things
to the health educator that they felt unable to say to the doctors.
While this enabled them to say more, it also meant that they felt
they were not always 'heard' and did not receive information
direct from source. There was a tendency on both sides to doubt
the feelings being relayed by the go-between (the member of
staff coordinating the befrienders group had a similar experi-
ence).
The ideas group has now been dissolved, by mutual consent. It

has been replaced by evening meetings twice a year to which all
staff and patients are invited. The meetings provide an opportuni-
ty for staff and patients to get to know each other socially, and
provide a forum for direct discussion between professionals and
patients. A fundraising group continues to meet and a steering
group to implement the patient's charter has been established.
Patient representation at staff meetings is also under discussion.

Working towards solutions
In many instances, staff and patients at the Marylebone health
centre had different expectations of patent participation. Staff
were concerned about confidentiality and the patient-profession-
al boundary, volunteers were sometimes unclear about their role
and patients were disappointed that they had not been involved in
'real' decision making. In the end, only a handful of patients had
participated. Was it really worth the effort? How could these dif-
ficulties be resolved and more patients be encouraged to partici-
pate?

Is volunteering a gift or a contract?
The schemes which have succeeded most at the health centre are
those which provide patients with clearly defined tasks and regu-
lar support. For example, the befrienders group, which meets
once a month, has increased in size and continues to provide an
important service for isolated patients.

Professionals and patients frequently have different criteria for
success. For patients, these criteria usually depend upon why
they became involved in the first place. Professionals comment
that patients who volunteer have particular needs which are met
through volunteering. But many patients maintain that they vol-
unteered because they wanted to give something back to the
health centre, having benefited from its services themselves.
Others want to be 'part of the team' and are interested in being
involved in the 'different' model of health care Marylebone
health centre offers.
Some volunteers are professionals in their own right, and offer

their professional services free to the health centre. If the service
offered is turned down, the volunteer can feel rejected and unval-
ued, particularly if he or she feels that it is a service which the
health centre should be offering.
Do these volunteers give their services expecting no recom-

pense, or do they give their skills and time expecting something

British Journal of General Practice, August 1993AA')



P Pietroni and H D Chase

in return, in other words, is there a hidden contract? As Webber
and colleagues point out, 'Schemes must provide for reciprocity:
those who help must get something out of the scheme, and those
who receive must have something to give in return.'3

Feedback and professional involvement
Volunteers must feel that the doctors value their opinions and
judgement. Feedback mechanisms are important. For example,
doctors referred patients for befriending, but sometimes appeared
uninterested in any feedback. Befrienders felt nervous about
going in to the doctor to report information about the person they
had befriended. The befrienders had to fit in with the profession-
al's agendas. To redress the power balance, one of the general
practitioners now attends the befrienders meeting at regular inter-
vals.
The involvement of professionals is important. To patients,

doctors are still the kingpins in general practice, and patients
need direct contact with them to feel that they are participating. It
does not seem to be enough to have an intermediary member of
staff as go-between. Despite the fact that the ideas group had
decided not to have a doctor at the meetings, in retrospect the
group would have felt more powerful if a doctor had been there.
Equally, if patients are to organize fundraising events, it is
important that professionals from the practice attend, join in, and
thank and congratulate the volunteers involved.

In an attempt to clarify the role of volunteers at the health cen-
tre, anyone - patient or non-patient - who volunteers at
Marylebone health centre is now given a brief job description.
This is negotiated with the volunteer and describes the task they
are expected to complete and what they can expect from the
health centre in return. One member of staff is allocated as a sup-
port/supervisor for each volunteer. A full-time patient liaison
officer, who is not registered with the practice, has also been
employed to coordinate and support the volunteers.

Professional boundaries and confidentiality
Working alongside patients as volunteers raises issues of profes-
sional boundaries for the staff involved, particularly the clini-
cians. It was confusing for doctors if volunteers asked them
about their own medication or treatment when they met in recep-
tion; doctors felt that such discussions should be dealt with in the
consulting room. Volunteers were sometimes hurt by this attitude
and such situations are also difficult for doctors.

Issues of confidentiality, particularly with befrienders, have
also caused concern. The patients who are befriended are not
referred to by name at the monthly meetings. Patients are not
allowed to deal with the patient filing system or patient corre-
spondence.

Professionalization: who has thefinal say?
Perhaps the biggest issue for professionals is how to involve
patients in decisions which require 'medical knowledge'. For
example, can patients be involved in decisions about budgeting
or allocation of resources? Who should decide which comple-
mentary therapies are made available? As Adams points out, pro-
fessionalization is a problem, 'not because professional judge-
ment and skills should be undervalued, but knowledge must be
shared and made available, not used to have undue influence
over others. Professionals have one kind of knowledge and abili-
ty and citizens have another - both are valid and should be uti-
lized.'4

There may be an inherent reluctance on the doctors' part to
take patient participation groups seriously: 'It was not so much
that doctors actively hindered the progress of the group, but they
did not do so very much to help it along.'2 It is important that the
group should be proactive and reactive - as well as commenting
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on suggestions made by professionals, the group must be encour-
aged to make suggestions of its own, and these suggestions
should be considered seriously by staff.

Professionals must be wary of creating expectations which are
unrealistic. They may feel that creating an environment in which
issues can be raised and discussed is an achievement in itself and
that the process is as important as the end result. But this is not
necessarily the perception of the patients involved.
One of the biggest challenges to patient participation is how to

bring doctors and patients together in a 'neutral' setting where
both groups feel equal and can discuss their needs and visions
without becoming defensive.

A group is not necessarily the answer
A patient participation group may work well in the early stages
of establishing a health centre. But as the number of issues to
discuss decreases, it is difficult to sustain interest particularly
when the group feels peripheral and uninvolved in major deci-
sion making. An established group taps into the same few people
time and again and those outside the group may feel excluded: it
is difficult to introduce new voices.
The newly introduced twice-yearly meetings at Marylebone

health centre should enable more patients to participate. Patients
are invited to come and meet staff informally, out of office
hours. The meetings provide an opportunity to build relation-
ships, to discuss both staff and patients' expectations, to encour-
age each other and consider suggestions for change, and to make
key decisions. They also provide a regular opportunity for
review.

Nevertheless, it is important not to under-rate what has been
achieved despite the difficulties encountered. Attitudes and val-
ues are difficult to measure, but they have inevitably been altered
by the practice's commitment to patient participation.

New models for evaluation
If patients are to participate in planning and implementing ser-
vices, they should also be involved in evaluating them. A
patients' satisfaction study, undertaken by the Marylebone
Centre Trust, has tried to allow patients to participate in evaluat-
ing the health centre. Unstructured interviews with patients set
the agenda for a questionnaire which was circulated throughout
the patient population. The results of this study will be reported
elsewhere.

Conclusion
As Brownlea points out, 'Participation may be seen as a way of
broadening the range of inputs to a decision, but in fact may rep-
resent a kind of tokenism. The input is received, but very quickly
discarded as of little or no consequence. The motions have been
gone through. The democratic ideal has been observed, but there
is little power behind the participants' input.'5 The expected dif-
ference that participation is supposed to achieve might well vary
between those drawn into the system to participate and those
already in the system and who have the ultimate decision-making
power. Rather than influencing a decision, participation may pro-
vide a platform for the acceptance of a decision made elsewhere
in the system. As such, participation may validate or legitimate
the status quo rather than promote change.5

There are clearly many lessons to be learnt from the Mary-
lebone health centre experience. Patients are most able to partici-
pate when there are clearly defined roles for them to undertake
and when they have a specific member of staff to whom they are
responsible and with whom they can work. Beyond this specific
voluntary activity, patients and staff must meet regularly to nego-
tiate the role that patients are to have. The hopes and expecta-
tions of both parties must be discussed and taken into account.
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Opportunities to take stock and assess progress together must
also be created.

Participation is ultimately about moving away from a 'them
and us' mentality towards a partnership which, as reported in a
National Association for Patient Participation newsletter, can be
of mutual benefit to all parties.

References
1. Haug M, Lavin B. Practitioner or patient- who's in charge?

J Health Soc Behav 1981; 22;: 212-230.
2. Richardson A, Bray C. Promoting health through participation.

Research report 659. London: Policy Studies Institute, 1987.
3. Webber V, Barry V, Davies P, et al. The impact of a community care

project in a primary health care setting. J Soc Work Pract 1991; 5:
83-90.

4. Adams L. Healthy cities, healthy participation. Health Educ J 1989;
48: 179-182.

5. Brownlea A. Participation, myths, realities and prognoses.
Soc Sci Med 1987; 25: 605-614.

Useful address
National Association for Patient Participation, Vine House, 60 Park Street,
Kingscliffe, Peterborough PE8 6XN.

Acknowledgements
The authors acknowledge the useful comments and encouragement from
Vivien Webber and Dr Peter Davies. They are also grateful for the finan-
cial support of the Wates Foundation.

Address for correspondence
Dr P Pietroni, The Research Unit, Marylebone Centre Trust, 33 Queen
Anne Street, London WIM 9FB.

RCGP
Scholarships INTERNATIONAL TRAVEL
and SCHOLARSHIPS AND
Awards THE KATHARINA VON

KUENSSBERG AWARD
The Royal College of General
Practitioners invites applications for
international scholarships to enable
general practitioners from this

country to travel overseas to study aspects of health
care relevant to this county's needs or to help other
countries develop their own systems of primary care.

The scholarships are also available to doctors from
overseas who wish to visit this country to study an
aspect of health care relevant to their own county's
needs. This year applications are particularly being
sought from overseas doctors.

The outstanding international travel scholarship appli-
cation submitted each year is eligible for the Katharina
Von Kuenssberg Award.

The value of each scholarship will not normally exceed
£1000.

If you would like further details or an application form
please contact: The Clerk to the International
Committee, Royal College of General Practitioners, 14
Princes Gate, Hyde Park, London SW7 1PU. Telephone:
071-581 3232, extension 233.

The closing date for applications is Tuesday 31 August
1993.

RCGP Publications
TEAMWORK

Education for Cooperation in Health and Social Work
(Occasional Paper 14)
Reports an interdisciplinary conference of social workers,
nurses, health visitors and GPs: how they can co-operate
and the difficulties involved. £3.00

Promoting Prevention (Occasional Paper 22)
Practical ways of carrying out prevention through team-
work in the practice and partnership with other health ser-
vice organizations. £3.00

Working together - Learning Together
(Occasional Paper 33)
This reports the successes and failures of courses run over
several years to promote teamwork in general practice.

£3.00

Preventive Care of the Elderly (Occasional Paper 35)
Based on papers given at a national workshop, this doc-
ument describes case-finding and screening pro-
grammes for the elderly, with special emphasis on team
care. r £5.00

The Work of Counsellors in General Practice
(Occasional Paper 37)
This study, based on interviews with 17 counsellors, shows
that although there are problems involved in counselling
attachment, there are advantages for doctors, patients and
counsellors. £3.50

Prevention and the Primary Care Team
The report of a multidisciplinary working party looks at
some of the difficulties and delicate issues in prevention
and makes practical recommendations. £3.00

Healthier Children - Thinking Prevention (Report 22)
Covers many principles involved in childcare: examinations,
doctor-patient relationship, teamwork, remuneration, moni-
toring and training.' ...a forward looking report. I have not
read anything in recent years so heartening' Archives of
Disease in Childhood. £5.50

Care of Old People: A Framework for Progress
(Occasional Paper 45)
This report of a College working party with multi- pro-
fessional authorship tackling the problems facing people
with mental handicap with important recommendations
about improving their care. £7.50

Interprofessional Collaboration in Primary Health
Care Organizations (Occasional Paper 52)
Reports a study of collaboration between GPs and district
nurses and GPs and health visitors. £6.50

All the above can be obtained from the Sales Office, Royal
College of General Practitioners, 14 Princes Gate, London
SW7 1PU (Enquiries, Tel: 071-823 9698). Prices include
postage. Access and Visa welcome (Tel: 071-225 3048, 24
hours).

344 British Journal of General Practice, August 1993


