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Abstract

A number of trends, pressures and policy shifts can be identified that are promoting greater patient involvement in

health care delivery through consultations, treatments and continuing care. However, while the literature is growing fast on

different methods of involvement, little attention has been given so far to the role which patients themselves wish to play,

nor even of the conceptual meanings behind involvement or participation. This article reviews the current models of

involvement in health care delivery as derived from studies of professional views of current and potential practice, prior to

examining the empirical evidence from a large-scale qualitative study of the views and preferences of citizens, as patients,

members of voluntary groups, or neither. Individual domiciliary interviews were carried out with 44 people recruited from

GP practices in northern England. These respondents were then included in a second phase of 34 focus groups in 6

different localities in northern and southern England, of which 22 were with individuals unaffiliated to any voluntary/

community groups, 6 related to local voluntary/community groups with specific interests in health or health care, and 6

related to groups without such specific interests. A final set of 12 workshops with the same samples helped to confirm

emergent themes.

The qualitative data enabled a taxonomy of patient-desired involvement to be derived, which is contrasted with

professional-determined levels of involvement identified from the literature. Participation is seen as being co-determined by

patients and professionals, and occurring only through the reciprocal relationships of dialogue and shared decision-

making. Not everyone wanted to be involved and the extent to which involvement was desired depended on the contexts of

type and seriousness of illness, various personal characteristics and patients’ relationships with professionals. These levels

are seen to provide basic building blocks for a more sophisticated understanding of involvement within and between these

contexts for use by professionals, managers, policy-makers and researchers.

r 2006 Elsevier Ltd. All rights reserved.
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Introduction

The inclusion of patients in health care decision-
making, whilst not new, is a current policy
imperative in many countries and health systems
around the world. The belief in patient participation
e front matter r 2006 Elsevier Ltd. All rights reserved
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as a desirable goal of health policy has longstanding
antecedents at a broad level (WHO, 1978). Strongly
worded directives or normative statements favour-
ing participation are to be found in a plethora of
supranational (WHO, 2005), national and sub-
national government policy documents. In the
UK, neo-liberal administrations since 1979 have
made citizen dependency on the State and the
.
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paternalism of health care practitioners a target for
reforms to encourage a more active consumerist
ethos within welfare services (Winkler, 1987).
Patient choice in service delivery was central to the
White Paper ‘Working for Patients’ (Department of
Health, 1989) and further reinforced in ‘The

Patient’s Charter’ (Department of Health, 1992),
which included patients’ right to make informed
choices. In 1996, the Government launched the
Patient Partnership Strategy (NHS Executive,
1996), which explicitly recognised the need for
patient involvement in decisions about their own
care.

Since 1997, the New Labour Government could
be viewed as in the vanguard of promoting citizen
involvement through its modernisation agenda of
inclusiveness, stakeholder engagement and partner-
ship working (Department of Health, 1997, 1998).
The expected benefits of involvement were laid out
in Patient and public involvement in the new NHS

(Department of Health, 1999), including improve-
ments in service quality, care outcomes and
population health. In England, the strategic NHS

Plan (Department of Health, 2000) emphasised the
need for a health service responsive to the needs of
patients, lay carers and the public, expecting those
on the receiving end of care to take an active part.
Better opportunities for patient and lay carer
involvement in health care delivery and access to
relevant information were key recommendations of
the critical Bristol Royal Infirmary Inquiry Report
(UK Parliament, 2001a). Subsequently, the Health

and Social Care Act (UK Parliament, 2001b) made
it a legal requirement to involve patients and the
public. Recently, patient choice of hospital and
treatment has been made central to the market-
isation of health services in England (Department of
Health, 2003).

Two distinct approaches to the involvement of
patients can be discerned that reflect contrasting
political values, one espousing individual freedom
to make choices and the other a more collective
freedom to achieve inclusiveness and equity. The
former, consumerist model places health service
users in the role of mimicking customers in market-
style relationships (Mullen & Spurgeon, 2000),
exemplified in the current emphasis on patient
choice of hospital in England. Williams and Grant
(1998) believe that this contradicts the meaning of
person-centredness, while Thompson (1995) argues
that it negates their role as co-producers of their
own health and health care, not to mention their
democratic role as co-owners in the British NHS.
The latter approach emphasises the democratic
dimension of quality (Pfeffer & Coote, 1991),
requiring a developmental process of engagement
over time, such as involving the voluntary sector in
hospital boards. However, individual actions are
not necessarily consumerist, nor collective actions
necessarily democratic (Lupton, Peckham, & Tay-
lor, 1998). Both approaches lay stress on patient
empowerment, in the former case resting on the
power of ‘exit’ when dissatisfied, or the making of
complaints with compensatory redress when there is
no alternative, and in the latter case relying on
‘voice’ to exert change more directly (Hirschman,
1970). Emanuel and Emanuel (1997) see these
models as exemplifying the conflict between an
economic and a political model of health care,
although in essence they are both politically driven.

We can identify other influences on the patient–
professional relationship within health care encoun-
ters. One is a notable increase in lay knowledge
about health care and forms of self-help. Olszewski
and Jones (1998) identify the steady growth of
information outside formal health services, through
voluntary group books/leaflets, help-lines, and,
more recently, use of the Internet (Eysenbach,
2000). In tandem with recent scandals and negative
media reporting, this may be fuelling an increased
awareness of health professionals’ fallibility and
uncertainties in diagnoses, linked to increasing
scepticism towards medicine and science (Beck,
1992). In part this also reflects increasing acknowl-
edgement of wider influences on health (Acheson,
1998), as well as increasing evidence of disparities in
clinical practise for similar conditions (Wennberg,
2002). A further important contributory factor has
been the shift within post-industrialised countries
from a focus on acute conditions to chronic health
problems requiring continuous and complex
management (Holman & Lorig, 2000; McEwan,
Martini, & Wilkins, 1983). This has led to policy
recognition in the Expert Patients Programme

(Department of Health, 2001) of the important
contribution made by people with chronic condi-
tions to the management of their own health care. It
is this perceived ‘partnership of equals between

patients and professionals’ that encourages Hunter
(2004, p. 52) to see potential change in the power
imbalance between ‘repressed’ citizens and the
‘dominant’ professionals or ‘challenging’ managers
(Alford, 1975). There is also pressure to increase
accountability (Barnes, 1997) and to democratise
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1The term ‘consultation’ will be used hereafter to refer to any

actual health care delivery, whether it is a consultation, provision

of treatment, or continuing care.
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publicly run health systems (Hogg, 1999), although
some cynically view participation as a device to co-
opt patients into unpalatable rationing decisions
(White, 2000). Finally, there is a discernible shift
towards incorporating patients’ perceptions, values
and preferences into a more subjective medicine,
moving health care goals towards quality of life and
patients’ perceptions of health (Sullivan, 2003).

Models of involvement and participation in

consultations

The terminology describing patients taking an
active part in their consultations with professionals
includes ‘involvement’ and ‘participation’. These
concepts are often used synonymously, without a
clear understanding of their difference, despite being
problematised individually (Elwyn, Edwards,
Kinnersley, & Grol, 2000; Jones et al., 2004). In a
notable exception, Cahill (1996) distinguished pa-
tient participation from the precursor concepts of
involvement (basic, often delegated tasks) and
collaboration (intellectual co-operation) and the
ultimate concept of partnership (joint venture).
Patient participation requires a narrowing of the
information/competence gap between professional
and patient, with some surrendering of power by the
professional which conveys benefit to the patient,
even if there is no consensus.

Early conceptualisation of the patient–doctor
relationship outlined a hierarchy of patient control
from passivity to participation (Szasz & Hollender,
1956), since when ideas of shared decision-making
and patient autonomy have come to the fore
(Coulter, 2002). Arnstein (1969) derived an eight-
rung ladder of citizen participation, which spawned
many similar frameworks in contrasting applica-
tions, including government health programmes
(Feingold, 1977), community participatory health
research (Cornwall, 1996; Rifkin & Pridmore, 2001)
and NHS R&D agenda setting (Oliver et al., 2004).
Charles and DeMaio (1993) developed it to include
treatment decisions, in which patient involvement is
identified as occurring at one of three levels of
increasing patient power: consultation, partnership,
or lay control. These levels are reflected in four of
the currently most discussed models of treatment
decision-making: paternalism, where the profes-
sional knows best and patient involvement is limited
to being given information or giving consent; shared

decision-making, where both the process and out-
come of decisions about treatment options are
shared between patient and professional; profes-

sional-as-agent, where professionals possess the
technical expertise, but patient preferences are
incorporated into their decision-making; and, in-

formed decision-making, where the technical exper-
tise is transferred to the patient, who makes the final
decision (Coulter, 1997; Charles, Gafni, & Whelan,
1997). Combining these 4 levels with the exclu-
sionary levels of manipulation/therapy identified by
Arnstein (1969), we can conceive of professional-
determined patient involvement along the following
power continuum:
High level of patient

power
Informed decision-
making
Shared decision-
making
Professional-as-agent

Paternalism
Consultation
Information-giving
Low level of patient

power
Exclusion
While there is some agreement about different
models of patient involvement and the different
conditions that would appear to favour each, much
research has been limited to certain types of patient
in consultation with doctors, often focussed on
treatment decisions, rather than broader considera-
tions of citizens (as past, current and potential
patients), health care professions, or purposes of
consultations. Moreover, the impression gained is of
a normative perspective driven by professionals.
However, (and see Rogers (1989)), it is important to
reflect current meanings as embodied in patients’
own understandings of these concepts within
specific contexts. As Guadagnoli and Ward (1998,
p. 337) conclude, ‘‘participation should be defined by

whatever level the patient is most comfortable with’’.
In recognition of these trends, pressures and

policy shifts, this article aims to explore the extent
and contexts in which patients themselves are
desirous of greater opportunities for voice, rather
than exit, within health care consultations,1 centred
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on an empirical study of patient and citizen views of
their preferences. From a synthesis of this material
with existing literature on professional views of
patient involvement, a taxonomy of involvement
and participation within consultations will be
constructed to offer conceptual clarity and as a
means of enabling health care practitioners and
managers to understand the dynamics and realities
of patient-centred policy.

Methods

This is an exploratory, qualitative study based on
a deliberative design, with the same individuals
asked to discuss their views more than once, during
2000–2001. The sampling design was as follows:
(i)
Table

Study

Unaffi

Volun

Total

Respo

aTa
Phase I: Forty-eight individual, domiciliary,
semi-structured interviews, recruited from 3
GP surgeries in northern England (inner city,
suburbs and rural north east), reflecting age
(18–25, 35–55, 70+), gender and presence/
absence of chronic disease. Forty-four of the 48
interviews (92%) subsequently took place.
(ii)
 Phase II: Thirty-six focus groups with three
different types of citizens in 3 areas in northern
England (as above) and 3 areas in southern
England (inner London, London suburbs and
rural south east). Of the 36 focus groups
proposed, 34 (94%) were achieved:
(a) Twenty-four homogeneous groupings of

individuals, unaffiliated to any voluntary/
community groups, reflecting combinations
of age (as above) and gender, with pre-
sence/absence of chronic disease distribu-
ted across each. Of the 22 focus groups that
1

desi

liate

tary

nse

ble s
gn and samplea

Phase I

Interviewed

individuals

d individuals Northern areas only 44

All areas

/community groups Health

Non-health

44

rate Individuals 92%

Groups

howing the response rates to each phase of the research (n ¼ 208)
took place, those interviewed in Phase I
were included here in 6 of their own
groups, with a further 16 groups recruiting
interviewees from the same areas and other
parts of the country;

(b) Six groups of citizens affiliated to local
voluntary organisations/community groups
with a specific interest in health or health
care (hereafter referred to as health volun-
tary groups);

(c) Six groups of citizens affiliated to local
voluntary organisations/community groups
without a specific interest in health or
health care (hereafter referred to as non-
health voluntary groups).
.

(iii)
 Phase III: Twelve workshops with the same
groups as in Phase II: all unaffiliated citizens
together (age and gender) and, separately, all
voluntary/community group members together
in each of the 6 areas.
Table 1 shows the actual response rates, generat-
ing 208 individuals in total. While nearly all the
groups met, the recruitment of individuals was
difficult and declined over the phases.

The geographical areas and GP surgeries were
chosen to reflect social class differences within
different types of physical environment (as a proxy
for access): two rural areas that contrasted relative
wealth (south east) and poverty (north east); two
suburban areas with mixed levels of wealth and
deprivation; and two inner cities characterised by
high levels of deprivation. Access was negotiated
with each GP surgery (5 multi-practitioner and 1
single-handed) and ethical approval was given by
relevant ethics committees.
Phase II Phase III

Individuals Focus

groups

Individuals Workshop

groups

29 6
o

63 6

82 16

43 6
o

58 6

36 6

190 34 121 12

58% 37%

94% 100%
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Sampling was theoretically driven to derive a
broad range of opinions, with age, gender, ethnicity,
social class, health needs and experience chosen as
the most discriminating variables. For pragmatic
reasons participation in this research was limited to
adults who could communicate in English, irrespec-
tive of ethnicity, with signing made available for
deaf people in the focus groups (albeit unused).
Having a chronic condition was believed to offer the
best proxy for the presence of health needs and
NHS experience. The only adults excluded would be
those whom GPs deemed to be too ill or unable to
participate for clinical reasons. Individuals opted in
by confirming agreement to an invitation letter from
their GP. Some individuals who turned out to be
current/recent members of voluntary/community
groups were asked to speak only on behalf of
themselves or their dependants.

One member from 8 local voluntary/community
groups in each area was invited to attend. Groups
representing minority ethnic populations were given
priority in selection, where possible. Those who
were members of several voluntary groups were
asked to speak on behalf of the group from which
they had been invited. Paid workers employed in
any voluntary group were specifically excluded.

All focus group discussions and workshops were
held either in the local GP surgery or a location
neutral to the participants, with times arranged to
suit the majority and participants receiving remu-
neration for each meeting they attended to cover
travel expenses and care for dependants. All inter-
views and focus group discussions were tape-
recorded and verbatim transcriptions were made
Interviews

•  Extent want to be involved in consultation/tre

•  Whether would like to change or improve hea
          -  or defend them (if deemed to be good)

•  Any motivation to exert influence -  have gre

Focus Groups

•  Whether you think patients should be involve
    decision making

-  if so, to what extent

•  Extent to which you want to be involved in  c
    yourself, about your own treatment or of depe

-  why or why not want to be involved
-  what generally happens in practice wit
    treatment
-  what helps/hinders the process, why 

Fig. 1. Prompts about involvement used w
for entering into qualitative software (Nud*ist 4)
prior to analysis.

Within a broader set of issues for discussion, all
respondents were asked to consider their desired
type of involvement and that of the public in general
at the service delivery level of decision-making.
Additional personal and group information was
recorded (via self-completion questionnaires for the
focus groups).

The combination of individual interviews and
focus groups allowed a more deliberative under-
standing to develop among the respondents, as well
as offering the benefits of group dynamics and more
personal reflections to form a blend of public and
private accounts to inform the analysis (Morgan,
1997; Silverman, 1993). Individuals were chosen
from voluntary/community groups, some with
greater experience of the NHS, to learn of their
collective organisational perspectives on involve-
ment. Unaffiliated individuals were put together to
encourage the less experienced to feel safe to explore
ideas and opinions through working in groups of
similar personal characteristics, thus avoiding, for
example, conflicts between genders or age-groups.

The transcripts were thematically coded and
analysed by incorporating a combination of cate-
gories derived initially from the topic guides for
the interviews and focus groups (see Fig. 1) and
supplemented or refined with those that emerged
spontaneously within these meetings. Due to the
voluminous quantity of data, a small sub-sample of
text was coded and checked by two researchers.
Cross-cutting comparative analyses were conducted
by several members of the research team, which
atment decisions

lth services

ater say, more responsibility etc

d in health care consultation and treatment

onsultation and treatment decision making
ndants (e.g. children, elderly)

h decisions about your care &

ithin the interviews and focus groups.
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helped to triangulate the findings. The evidence
presented below is drawn from individuals’ views, as
past, current or potential patients, of involvement in
consultations only, from Phases I and II, with
respondent face validity confirmed through gauging
responses to feedback of initial results in Phase III.
Evolving understanding of the concepts and their
contextual conditions were discussed and refined
within the research team and after various seminar
presentations.2 Quotations have been selected ac-
cording to three criteria: illustrative of a particular
theme; offering a range of views where there was
heterogeneity; and, being focussed and succinct.

Overall views of involvement

Unaffiliated individuals’ views emanated from
direct experiences of self/dependants; second-hand
experiences of family, friends, or community con-
tacts; and the media. Involvement for them included
one or more of: information, explanations, open-
ness, communication, shared knowledge, emotional
care, exploration of choices, dialogue and decision-
making. In addition to the above sources, voluntary
sector representatives drew from members of their
group or cause. Health voluntary groups especially
had clear views of the meaning of involvement,
including, in addition to the above list, building
partnerships and access for all.

Participation in consultations was broadly under-
stood as involving patients in discussions about
their condition, providing them with relevant
information, asking for their opinion on possible
treatments, and involving them in the decision-
making process, should they so wish. Many noted
that not everyone aspires to being involved at all
times and in all situations. This emphasis on rights
rather than obligations parallels participation lit-
erature in other contexts (UNICEF, 2001).

The findings are presented to illustrate the range
of degrees of involvement which participants
desired, depending on their own context.

Expressions of desire for involvement

Various reasons were advanced as to why some
people could not be involved, including emergency
conditions, psychological distress and level of
2Including the Economic and Social Research Council’s

‘Patient participation in health care’ seminar series, of which

the author was a core member.
cognitive ability, for which relative youth, dementia
and head injuries were examples. Many respondents
specifically mentioned lay carers, who were deemed
to offer substitute or complementary involvement
on occasions. The wide sample range of types
of citizen presents a rich diversity of views on
involvement, which for reasons of space cannot be
fully explored here. However, there appeared to be a
high degree of unanimity about the existence of
different levels of involvement and participation,
whatever the personal proclivities. These levels are
now presented in relation to patients’ relative power
to influence decisions.

Non-involvement

Some, often with limited experience of health
care, expressed trust in professionals to do the best
for them, showing faith in their knowledge and
abilities derived from years of education and
training:

yin the past I’ve always, even with the kids,
tended to leave it up to the doctor because at the
end of the day he’s the one who makes the
decision and you’ve got to trust his decision, but
I’ve never had a case where a doctor’s suggested
something and I’ve had to turn round and say
‘Not a cat in hell’s chance.’

(Middle aged man, little experience, northern
suburbs, interview)

However, as the following extract reveals, greater
experience of a negative kind leads to a contrary
position:

RESPONDENT 1: I think it depends a lot on
how much trust you’ve got in the medical
establishment and like from my personal [and]
family’s experience y there’s been a lot of
mistakes and things made by doctors that have
resulted in like my dad, for one, dying. y So y

it forces you to have an opinion of the medical
profession, I suppose.

RESPONDENT 2: Do you think that’s made
you want to get more involved with any
treatment, that experience?

RESPONDENT 1: Yeah, definitely. And well
not just that but not to trust doctors so much as
if y they’re always right y but to just be a bit
more wary about anything.

(Younger men, northern inner city, focus group)
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For others it was more a case of wanting to trust,
as a way of coping with fear and reducing anxiety:

I would just like to trust me doctor y I don’t
want to know what’s wrong with us you know.
No I don’t, I really don’t, cos I’m terrified y so I
would sooner just think to meself ‘Well, me
doctor’s y trustworthy y to put us right.’
(Middle aged woman, rural north east, focus
group)

Part of the explanation for trusting professionals
appears to reflect a lack of medical knowledge in
patients, suggesting low self-confidence or relatively
low valuation of their own knowledge:

y people don’t know y; they’re not educated in
the things that can go wrong with you y we put
our faith in the doctors and we accept everything
that they tell us and I think y we can only be
involved to an extent, because if the doctor tells
us something and it’s y very high-faluted, or
something that’s very technical that we don’t
understand, then y there’s not really a lot of
point in telling us as far as decision-making.
(Younger woman, rural south east, focus group)

There were many indications that the responsi-
bility of involvement could be burdensome, which
probably explains why choice of being involved has
been strongly emphasised:

He was diagnosed ten days before he died, right.
Well he didn’t know he had it and, to me, for
someone who thinks they know best to go and
tell him that he had it, did he want, was he
responsible? Was he in a fit state for it to be
thrust on him? y To take responsibility for this
it’s enormous.
(Health voluntary groups, northern inner city,
focus group)

Some clearly saw this responsibility as either life-
shortening or requiring unwarranted effort:

I know that when my husband was very ill we
never talked about the illness, never and he lived
about four years longer than he should have done
quite happily.
(Older woman, rural south east, focus group)

RESPONDENT: ylike I say, if it works and
stuff, cool; if it doesn’t, go back to the doctor and
say that’s not working.
MODERATOR: But you don’t really want to
know any more than that?
RESPONDENT: Not really.

MODERATOR: Why not do you think?

RESPONDENT: y laziness.

(Younger man, northern inner city, focus group)

Others were referred to, often including younger
people, who felt alienated from the NHS (and other
official bodies) and had difficulties relating to the
concept of involvement:

y alcoholics or people like that y the fact that
they may have some say in their own treatment is
completely alien to them y cos they’ve been
pushed around and downtrodden by every single
official body that they come across y The fact
that they could have a say, will have some kind of
input to their own health issues, hasn’t really
dawned on a lot of them; they haven’t even
thought of it as a concept.

(Non-health voluntary groups, inner London,
focus group)

Information-seeking/information receptive

The following person expressed the view that
being given information is a normative expectation
and that receptivity to such information is an
elementary stage of involvement:

y you’re involved by actually being told what
they think the diagnosis is, what the options, the
side effects is. In the end there may be no option
as it were but at least the fact you’ve been told y

as opposed to y twenty years ago you were
lucky if you came out clutching a prescription
not knowing what the hell it was going to do y

(Middle aged man, northern suburbs, focus
group)

However, for many this did not contain the vital
ingredient of involvement:

They could always just give you a leaflet and say
‘You know that’s what’s wrong with you, that’s
what we’re giving you, blah-de-blah, and you can
go’, but you know there’s no contact there. I
wouldn’t say they’re involving a patient. They’re
just informing them. It’s not really what you
want here y

(Younger man, northern inner city, focus group)

Understanding the presenting illness or condition
was a core requirement:
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I’d want to know all the information, but I don’t
know about me necessarily playing much of
an active role in it cos I’m a bit sort of trusting
really. So, if a doctor gives me medicine, I’ll
take it.

(Middle aged woman, northern inner city, focus
group)

Furthermore, many felt that information pro-
vided a means to maintain some control over their
lives:

y I think that the key to anything, in terms of
being ill or needing treatment, is your own ability
to control that situation and so, therefore, I think
you have to have a part to play in that y I think
that’s crucial to the doctor-patient relationship
that you play a role and I know I personally
would be unhappy with just being told what to
do. That’s not to say that I don’t defer to the
professionalism and the skills, but generally I’m
happier if somebody explains things to me or I
feel the environment is conducive to actually
asking things I don’t understand and asking the
possible consequences of something that’s wrong
with me.

(Middle aged woman, northern inner city, focus
group)

It was also clear that information was a basic
building block for decision-making:

It’s very difficult because one has to be, to a
certain degree, knowledgeable about the variety
of treatments that are available and well versed in
the complications of the condition that you may
be suffering from. Then you can make a
judgement. y I think that there should be more
information y freely available y in health
centres which deal with the understanding of
illness rather than treatment of illness.

(Middle aged woman, inner London, de facto
interview3)

Information-giving/dialogue

Greater confidence in self-knowledge and the
need to be listened to and heard exemplify this level:

I think that they should treat you as if you do
know what you’re talking about. You’re the one
that’s feeling ill and they should actually y
3Focus group with 1 attendee.
‘Well, how are you feeling and do you think that
it could be something, or something else?’

(Middle aged woman, London suburbs, focus
group)

The chance to explore choices was recognised as
requiring discussion, even if it did not lead on to
making decisions:

To have, I suppose, informed choice. To be able
to have that choice whether to make the decision
and to discuss it with somebody who knows all
the information and knows the consequences and
the risks and to say ‘Well, if it comes down to it, I
trust you’. And I suppose they’d have overall say,
because they know more about it than I do, but I
would like to be involved with that and be given
as much information myself to at least say ‘No, I
don’t want that’, rather than just saying ‘Yeah,
I’ll do whatever’y

(Younger woman, little experience, northern
suburbs, interview)

Linked to this discussion was a need for greater
openness and honesty from professionals:

y more open and much more honest. But in the
end I don’t want them to hide behind their
professional competence, that I am just as
competent at what I do as they are with what
they do, so in furtherance of this discussion more
honesty, more information and, if it is of a highly
technical nature, surely they are intelligent
enough to explain it to me. And if it’s beyond
my understanding, please write it down and I will
get it translated.

(Non-health voluntary groups, northern inner
city, focus group)

Where professionals were prepared to be open to
two-way communication, there was recognised to be
a greater chance of rapport and reciprocity in the
relationship:

You’ve got to feel like you’re going in and having
a discussion rather than them telling you and
asking questions and you’re just sat there
answering. Yeah, you’ve got to get some form
of rapport, haven’t you?

(Younger woman, northern suburbs, focus group)
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Shared decision-making

Here respondents wished to exercise an informed
choice, being guided and allowed to express
opinions in partnership with professionals:

y I think we’re talking about informed choice,
so if people are going to be involved in their own
health care then it does mean that somebody else
has got to take the time to explain to them what
is actually wrong with them and what y choices
there are for putting it right and then some
people get involved in it and feel a part of a team
deciding their own future. So I think it’s a team,
which might be just you and the GP, or it might
be you and a wider group of people y but the
key to me is the person feeling that they
themselves and their opinions are valued in
decision making.

(Health voluntary groups, inner London, focus
group)

This sharing of decisions was believed to lead to
better decisions being made:

y the last two serious occasions I’ve gone into
the doctor’s I’ve actually told him what I think is
wrong. One occasion he’s disagreed with me and
then been proved that I was right, which is bad
news, and on the second occasion he was
fabulous, you know, and it was great, ‘We’ve
got to do this X, Y and Z’ and it’s because you’re
sharing the same information.

(Middle aged man, rural south east, focus group)

Whilst it can be viewed very positively, reasons
for desiring involvement at this level can also be an
expression of mistrust:

MODERATOR: Do you think that patients
should be involved in decisions about their own
care and treatment?

RESPONDENT: Yes y because, very often, I
believe that the medical profession and hospitals
in particular are very structured societies and
they’re more interested with the kind of world
that they’ve built up and the control that they
can exert than the care of their patients.

(Middle aged woman, inner London, de facto
interview)
Autonomous decision-making

While there appeared to be relatively little
support for independent decision-making, probably
related to concerns about the high degree of
concomitant responsibility, there were some who
believed they had equal or even superior knowledge
about their condition, typically those living with
chronic illness:

With my diabetes they tell me one thing and I’ll
do something else. Because if you’re living with
diabetes you know yourself when your sugar’s
gone and you know when your sugar’s too high
y I don’t tell her [diabetic nurse] nothing y She
doesn’t listen y I told her the other day I had
two hypos in one day and she told me to higher
up me insulin. You know you just don’t do that.
So I stayed to what I was taking anyway y cos I
know when I feel good y

(Middle aged woman, northern inner city, focus
group)

Some preferred to be able to manage their
condition themselves:

You know I made a decision to have surgery and
radiation but not chemotherapy y I’d read
around it a lot and found various advice agencies
and I was quite informed y There’s a lot of
people who’s having a really hard time with
chemo and stuff like that y because they see the
doctors as the experts y rather than managing
their own disease.
(Middle aged man, northern inner city, focus
group)

y I think I want y an advised choice y I just
generally go and have a chat and we sort of say
‘Well, do you think we should do this?’ and y I
don’t leave it to the doctor. I have an input
definitely and in the end I make the final decision.
I have been known to sort of play around with
my doses with my asthma things as well without
consulting a doctor, just because I think I know
and it seemed to work.
(Younger woman, much experience, northern
suburbs, interview)

Some respondents had an even broader view of
health care that extended beyond the traditional
reaches of professionals:

Health care isn’t y purely about managing
health problems because it has a knock on effect
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into social aspects of people’s lives. y[P]eople
should have a large amount of say in how they
conduct their lives in view of the disabilities, or
despite the disabilities in a lot of cases.

(Non-health voluntary groups, rural north east,
focus group)

Developing a taxonomy

Through linking positive and negative opinions
about how citizens would like to be involved, it has
been possible to develop a taxonomy with five
discrete levels of patient-desired involvement in
consultations, as shown in Fig. 2. Those levels that
can be achieved through self-determination are
hereafter labelled as patient-determined involvement.
While this suggests an active role, the amount of
involvement that patients wish to have might be
more subtle and reflect an internalised set of
normative expectations about their right to receive
information, whether demanded or not. Patient
involvement in this scenario might depend on how
much effort they perceive it to require and how
much they are prepared to exert to satisfy those
expectations. In other words, apparently passive
positions adopted by patients can belie a potential
for more assertive articulation of involvement
should it be deemed appropriate and worthwhile.
The taxonomy also recognises that some may not
wish to be involved due to vulnerability, lack of
interest, or apathy, although even for these patients
it may represent a deliberate act of detachment, or
even defiance, in the face of perceived social or
personal exclusion.

By comparing this taxonomy with existing
theories of patient involvement, five parallel,
although meaningfully different, levels of profes-

sional-determined involvement can be aligned with it,
representing how professionals attempt to position
patients within consultations. These begin from two
paternalistic positions of excluding patients (level 0)
or simply giving them information considered
necessary by professionals (level 1). Consultation
Patient-
Desired
Level

Patient-Determined

[
Autonomous decision-making

 
Information-giving

Information-seeking/receptive
Non-involved

4
3
2
1
0

Sha

Fig. 2. Levels of i
(level 2) is used in the Arnstein (1969) sense of
lacking any requirement to reflect the patient’s
agenda or to act on the findings. The professional-
as-agent model (level 3) denotes the incorporation
of patients’ views and preferences with their own
expertise to make the final decisions, which necessi-
tates some prior consultation or dialogue, while
informed decision-making (level 4) involves profes-
sionals giving their expertise to patients to decide
themselves.

Where patients desire to be involved in dialogue
or the sharing of decisions, this can only be effected
through a matching willingness by professionals,
labelled here as co-determined involvement, or,
reflecting the overall views outlined earlier, partici-

pation. Dialogue, although occurring at the same
level as patients wanting to give information, or
professionals asking patients what they think,
requires the added component of two-way commu-
nication within conditions of openness and mutual
respect. Dialogue is seen to underpin the possibility
of shared decision-making, although it may be that
patients would rather the professional (as agent)
took the final decision, based on knowledge of their
views and preferences. Participation does not,
therefore, necessarily include the sharing of deci-
sions or, by implication, a consensus.

Each level represents a relative position of patient
power between the extremes of non-involvement or
exclusion (notwithstanding the possible powerful
intent of self-exclusion) and full autonomy. This is
not to say that more power is necessarily more
desirable, since there is a concomitant increase in
responsibility for the outcomes, which some would
find insupportable. It is assumed that moving up
each level beyond non-involvement is typically
dependant upon each preceding level having been
sufficiently achieved for a particular situation,
although this could easily alter when faced with
different professionals, settings or illnesses. It is
conceivable that patients might make the jump from
level 1 to 4, should they wish for any reason to
make decisions without recourse to professionals.
PARTICIPATION]

Professional-Determined 

Informed decision-making
Professional-as-agent

Consultation
Information-giving

Exclusion

decision-making
Dialogue

Co-Determined

red

nvolvement.
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However, since use of NHS services requires
professional sanction, this could effectively exclude
them from formal health care and would be unlikely
without much experience at other levels. None-
theless, full autonomy, it is believed, can mean that
patients act with or without any information
derived from professionals. The resultant position
in which patients are located will depend on their
relative power and the willingness of professionals
to adapt to them.

Moving between the levels

Despite respondents having clear views about
their desired level of involvement, it was usually
qualified by a number of determining character-
istics, reflecting three distinct contextual dimen-
sions. Firstly, there are two attributes which reflect
the nature of the health care need itself: the type of
illness, whether it is acute or chronic, with the latter
offering greater possibilities for involvement due to
prolonged experience:

y a chronic disease like say, diabetes, as you
grow up your knowledge increases so y you
know your diabetes probably as well as any
doctor y that way they don’t have to trust
somebody else so much y because they can take
control of it. But y acute illness information can
be given, but the patient doesn’t have a chance to
develop y the knowledge that the doctor has, so
then you know involvement is going to be more
limited y

(Younger man, London suburbs, focus group)

and the seriousness of the condition, which is
related to degree of expert knowledge:

Well y things that aren’t life-threatening in my
view would be something that you have a say in.
If something’s life-threatening you have to hope
that you’d be told what to do and it would be the
right thing to do y It’s really, in my view, about
if you’ve got a choice that can be made on a sort
of personal, social level, as opposed to on a
medical level, then you should be involved in it
y Involvement reduces [for serious illness] but I
would say information needs to increase.
(Younger man, London suburbs, focus group)

Secondly, there are the personal characteristics of
patients, which in part are likely to reflect socio-
demographic variables, linked to knowledge and
experience, and personality:
yit has to beya balance between what the
individual’s personality and character wants and
what the overall service should be doing in
recognising individual choice, but being open to
thatychanging, so the person who showed no
interest might then say, ‘Hang on, now I actually
want to engage much more seriously’.

(Health voluntary groups, inner London, focus
group)

Thirdly, there is the patient–professional relation-
ship, characterised by trust, which gives confidence
to allow others to act on our behalf:

Throughout my life I’ve always had competent
GPs and they’ve always been really helpful y we
get on well and that sort of thing. So it’s easier to
trust someone and trust their decision y But if I
was in a new situation where I didn’t know my
GP, or a new area, that sort of thing, then I
would want to know a lot more about what was
going on and what was being said y

(Younger man, London suburbs, focus group)

Trust features where there is little patient
experience or knowledge, or where seriousness
increases the possibility of decision-making regret.
Situations which question or shake this trust can
be the spur for greater involvement, until trust can
be established or restored, at which point it is
conceivable that continued demand for involvement
would be less strong. However, trust which emerges
through greater involvement may create the condi-
tions for a sustained desire for involvement, as self-
confidence and competence grow and mature.

The demand for involvement appears to reflect
a combination of these dimensions, as outlined in
Fig. 3.

Discussion

Amid the extensive range of views in this study,
we can identify five distinct levels of patient
involvement in consultations. These levels provide
a set of building blocks between basic demands for
more information and the ability to share or control
decisions about health care, whilst acknowledging
that some patients in some contexts would prefer
not to be involved at all. The main distinguishing
feature between patient involvement and patient
participation concerns the degree to which patients
take part in the decision-making process, connoting
a degree of transfer of power from the professional
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Reduced demand Increased demand

Need for health care
Type of illness

Seriousness
acute
high

Personal characteristics
Knowledge/experience

Personality
(variable)
passive

Professional relationship
Trust high

chronic
low

low

(variable)
active

Fig. 3. Dynamic dimensions of involvement.
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to the patient in the form of increased knowledge,
control and responsibility. The same patient may
wish to be involved at different levels in relation to
different circumstances and it may change over time
for the same person in the same context. Patient
involvement is, therefore, a complex, multi-faceted
and dynamic concept, for which this taxonomy
offers a necessary simplification to assist profes-
sionals, managers, or policy makers to respond
appropriately.

While there are clear parallels with the work of
Arnstein (1969) and others, those levels reflect a
concern and perspective that emanates from profes-
sionals, rather than patients themselves. This study
combined individual interviews with focus groups to
generate a rich, narrative understanding of how
citizens view involvement and participation in
health care delivery. Evidence of construct validity
is indicated by the study issues reflecting much of
what is already known, while the breadth of the
sampling has allowed greater insight into the
similarities and differences between and within
the ‘activists’ and ‘non-activists’ in a way that
broadens and deepens our understanding of the
complexity of the concept. Those who participated
may not have been typical of the general public and
they may have been more in favour of involvement.
Nonetheless, we have been able to discern a wide
variety of viewpoints that enable us to establish the
likely range of opinions, including those opposed to
involvement. A more quantitative approach would
be required to determine the distribution of views
across the various publics.

For some purposes a more sophisticated delinea-
tion of levels of involvement may be required, such as
disaggregating the stages involved in the information
process, or incorporating the time dimension within
and between various episodes of care (Gafaranga &
Britten, 2003). There is also a need to see how such a
taxonomy would work with different kinds of
therapeutic relationship, contrasting those of the
conventional allopathic variety, largely explored here,
with other forms that emphasise patient-constituted
relationships, such as psychoanalysis (Peräkylä &
Vehviläinen, 2003). Despite the broad scope of this
study, a consequential limitation has been a lack of
attention to in-depth analysis of specific conditions or
contexts. The literature partly addresses these, but
there is a dearth of evidence from many health care
encounters. It is also clear that, despite identifying
some socio-demographic differences, significant gaps
exist in our understanding of how different ethnic
groups perceive involvement. The impact of person-
ality, particularly the emotional disposition to illness,
also needs further research.

Hoggett (2001), in warning of the dangers of
typologies that characterise individuals, suggests the
use of continuums of agency and reflexivity, which
explore relative powerlessness and the complexities
of choice, to see how roles change over time. We
also need to study the social and political contexts
that give power, morality and meaning to patient
involvement (Glenister, 1994). Reflecting these, this
taxonomy offers a way of identifying the contexts
that enable patients to determine their own desired
level of involvement, as an expression of voice
within consultations.

In conclusion, many patients support greater
involvement in service delivery, but they want
professionals to recognise that this needs to be
optional and varies according to the context and
probably over time too. Maintenance of trust
appears to be crucial, with its erosion likely to lead
to increased demand for involvement, although it
might also lead to self-exclusion. Participation,
when it is the ideal form of relationship, requires
professionals to engage in two-way communication
and effectively share the power they undoubtedly
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have with their patients on the basis of mutual
respect and openness.

The proposed taxonomy identifies the different
perspectives on involvement and offers a means to
link the two. In this way, this study enables an
understanding of how involved patients wish to be
within different aspects of a consultation and why,
alongside professional preferences, offering the
possibility of a mutually acceptable arrangement,
facilitating more effective communication from
professionals and satisfying patients as a result.
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