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BACKGROUND PAPER 

Patient involvement in general practice 
care: a pragmatic framework 

Michel Wensing, Richard Baker 

This paper presents a pragmatic framework to guide 
decisions on involving people in general practice care. 
Patient involvement may be defined as: enabling 
patients to take an active role in deciding about and 
planning their healthcare. It can be located at different 
levels of care, including the patient-clinician contact or 
episode of care, and the patient population served by a 
care provider, or the regional or national population. 
The involvement of patients depends on considerations 
that include the aim of patient involvement, the type of 
health decision, and the type of patient. With respect 
to the aims, the fundamental question is whether 
involvement is seen as desirable in itself, or whether it 
is expected to result in favourable consequences. We 
suggest that patients' ability and willingness to be 
involved should determine the level of involvement. 
The concept of involving patients is relatively new, and 
new approaches are required to overcome obstacles for 
its implementation in healthcare. 
Eur J Gen Pract 2003;9:62-5. 
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Iii trod tiction 
It is increasingly accepted that people should be in- 
volved in decisions about their healthcare, and about 
the design and delivery of their healthcare services.' 
The case for patient involvement is based on evidence 
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that lack of involvement can have adverse conse- 
quences such as non-adherence to treatment: in- 
creased involvement and information can improve the 
process and outcomes of medical care,3 recognition of 
the fundamental importance of patient dignity and au- 
tonomy,-' and a growing expectation among patients 
that they should be involved.' However, general practi- 
tioners can find that responding to patient requests for 
investigations generates negative feelinp6 A study 
from the United States showed that informed decision- 
making was often incomplete.' When faced with con- 
flict between the patient's right to self-determination 
and the need to promote health, they tended to give 
health promotion higher priority.E This paper aims to 
present a pragmatic framework to guide decisions on 
involving people in general practice care. 

Wh'it i s  patient in\olveiiirnt? 
In attempts to define patient involvement, different 
terms have been used to describe similar concepts, such 
as patient participation, patient involvement, patient 
partnership, patient centredness, patient responsiveness 
and shared decision-making. The concept of patient- 
centred medicine is characterised by a biopsychosocial 
perspective, a focus on the patient as a person, shared 
power and responsibility, a therapeutic alliance and ac- 
knowledgement of the doctor as a p e r ~ o n . ~  Shared de- 
cision-making implies a two-way exchange of inform- 
ation, expression of preferences by both doctor and 
patient, and mutual agreement on the decisions to im- 
plement.LOJ1 The concept of informed choice implies a 
flow of information, mainly from the clinician to the 
patient, while all deliberations and decisions are the re- 
sponsibility of the patient.'OJ1 Its outcomes can be con- 
sidered equivalent to the perfect agency relationship 
described in the economics literature.I2 

These different concepts share the fundamental idea 
that patients' needs and preferences influence the 
process of healthcare provision and its organisation. 
They all depart from the paternalistic model in which 
the doctor takes the decisions in, as judged by the doc- 
tor determining them, the best interests of the pa- 
tient.IOJ1 Informed choice and shared decision-making 
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differ with respect to the extent that decision-making is 
the responsibility of the patient. Also, exploration of 
patients’ needs (a key feature of patient-centredness) 
and involving patients in clinical decisions are different 
concepts.I3 In this paper we use the global term ‘pa- 
tient involvement’ to refer to concepts of ‘enabling pa- 
tients to take an active role in deciding about and plan- 
ning their healthcare’. 

How can these theoretical concepts be translated into 
observable activities? Patient involvement can be lo- 
cated at different levels, including the patient-clinician 
contact or episode of care, and the patient population 
served by a care provider, or the regional or national 
population. 

Within the patient-clinician contact, patient involve- 
ment refers to activities of the doctor to enable the pa- 
tient to be more actively involved in the consultation, 
and to activities of the patient to increase his or her in- 
volvement in the consultation. Such activities include 
the identification of patients’ views on his or her health 
problem and treatment options, the provision of addi- 
tional information or changed delivery of information 
according to the patient’s expectations, and more ac- 
tive participation in the decision-making.I4 An example 
is shared decision-making on surgery, medication or 
watchful waiting with an older male patient with 
lower urinary tract symptoms. Active involvement in 
the consultation may be regarded as the prerequisite to 
the creation of concordance between patient and doc- 
tor on the diagnosis and the most suitable treatment.I5 
Within the episode of care, patient involvement implies 
that the patient has a high level of self-management of 
the health problem. For instance, asthma patients or 
diabetes patients can be instructed to monitor their 
symptoms on a daily basis. Approaches include train- 
ing programmes which enhance self-management and 
patient-held records.L6 

While involvement during the patient-clinician contact 
or the episode of care focuses on individual patients in 
their actual care, other approaches are directed to in- 
volving patient populations in the improvement of the 
quality of healthcare. A range of approaches aim at in- 
volving the population of patients served by  a specific 
general practice, which implies that patients can influ- 
ence the organisation and process of care provided in a 
specific healthcare organisation so that these better 
meet their needs and preferences. This may be based 
on surveys among patients, patient groups or commu- 
nity participation1’ and may extend to the development 
and monitoring of standards of care by patients.I8 At a 
regional or national level, patient involvement refers to 
the influence of patients or their representatives on 
healthcare policy-making. This can be either participa- 
tion in institutional or regional boards, professional 
regulation or as external pressure groups. Patient in- 

volvement in the development of clinical guidelines is 
another approach.19 

Con~idcr,itioii\ on paticnt in\ oil ciiiciit 

Patient involvement depends on considerations that in- 
clude its aims, the type of decision, the type of patient, 
and societal implications of decisions. 

The effects of patient involvement in decision-making 
can be assessed in terms of different measures.z0 With 
respect to the aims, the fundamental question is 
whether involvement is seen as desirable in itself or 
whether it is expected to result in favourable conse- 
quences. In the first case, the process of involving pa- 
tients should comply with ethical standards or pa- 
tients’ expectations of involvement, depending on the 
viewpoint taken. The focus is on the type of involve- 
ment rather than its consequences. This focus reflects a 
needs-based ethical approach.21 In the second case, in- 
volvement is expected to result in better process or 
outcomes of care. At the level of populations, equity of 
access to healthcare can be regarded as a relevant out- 
come of involving patients. This focus on consequences 
of involving patients reflects an outcome-based ethical 
approach.2‘ In both cases, research evidence is needed 
to justify the claims. 

Should the significance of the healthcare decision be 
taken into account? For example, the consequences of 
choice of antibiotic for a chest infection are likely to be 
of less significance than the choice between treatment 
options for cancer, or the decision about long-term 
care following a severe stroke. Decisions on opening 
hours of the surgery may be less significant than deci- 
sions on design or continuation of specific services (e.g. 
programmes for breast cancer screening). Decisions 
vary in urgency, complexity, and availability of rele- 
vant research evidence about the benefits and risks re- 
lated to options. It can be argued that patient involve- 
ment is more likely if the decision is not urgent, if evi- 
dence is lacking or conflicting, and if treatment has 
small benefits and considerable risk for the patient. 
Although these factors influence the likelihood of pa- 
tient involvement, they do not indicate whether in- 
volvement is desirable. The exception is the urgent 
health problem when the patient is not able to express 
his or her preferences and the care provider should 
treat according to professional standards. 

Also, patient characteristics are relevant to the process 
of involving patients. Crucial are the patient’s ability 
and willingness to be involved in healthcare provision, 
although these are not black-and-white concepts. 
Patient involvement requires a range of skills, such as 
the ability to identify needs for healthcare, to appreci- 
ate the likelihood or consequences of adverse out- 
comes, or evaluate healthcare received. The ability de- 
pends on a range of factors, such as the difficulty of 
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appreciating the risks of different outcomes, personal 
factors that make different health problems or poten- 
tial outcomes more or less important to the individual, 
health status, educational level, health literacy, prob- 
lems with sight or hearing, or support from a carer 
with whom to talk through the decisions to be made. If 
the patient is unable to be involved, positive effects on 
process or outcomes cannot be expected. The willing- 
ness to be involved and preferences about the degree of 
involvement are related to the ability, and also to past 
experience of care, cultural factors and attitudes re- 
garding health and healthcare. A problem might be 
that care providers and patients disagree on the ability 
and willingness to be involved. 

Finally, societal implications of involving patients 
more actively in healthcare should be considered. In 
many countries general practice has a crucial role in 
finding a balance between efficiency and equity of 
healthcare systems, because decisions in general prac- 
tice have major impact on the total demand for health- 
care services. If individuals have insurance for health- 
care expenses, as in most industrialised countries, they 
may demand more services than they would have done 
without that insurance.12 This behaviour may result in 
a loss of societal welfare, rising costs of healthcare and 
threats to the equity with respect to financing and ac- 
cess of healthcare services. 

Whcn h o u l d  (and should not)  patient5 be involved? 
If we focus on non-urgent decisions which constitute 
by far the majority of clinical decisions in general prac- 
tice, we suggest that the aims of patient involvement 
should guide decisions to involve patients in decisions 
(table 1). These aims may be grouped into five broad 
categories. First, if patient involvement is seen as valu- 
able in itself, patients should be involved as much as 
possible. Second, in contrast, if involvement is intend- 
ed to meet patients’ preferences to be involved, then in- 
volvement is only recommended if patients indeed wish 
to be involved. Third, if involvement is intended to 
promote clinical decisions on the basis of evidence, all 
patients capable of employing information about evi- 
dence in making decisions should be involved. Fourth, 
if patients are involved in order to improve process or 
outcomes of medical care, involvement would depend 

on ability to be involved. Fifth, if the aim is to attract 
customers in a competitive healthcare market, we 
think patients should only be involved if they are will- 
ing and able to. 

In practice, patient involvement has a variety of aims. 
It can be difficult to assess whether patients are able 
and willing to be involved in decisions, and patients 
and doctors may sometimes disagree about the desir- 
ability of involvement. A problem may arise when a 
patient wishes to receive treatments or services, which 
are unlikely to be effective or which conflict with the 
professional’s viewpoint. In such cases, involvement 
should not be taken as implying that the preference of 
the patient should prevail, but that the health profes- 
sional provides full and detailed information to ensure 
the patient fully understands the professional’s view- 
point. Thus, involvement does not automatically mean 
agreement. The professional and patient can agree to 
disagree. Involvement does not require the abrogation 
of the professional’s responsibilities. 
Involving patients may not always be the preferred 
choice, particularly if involvement is sought to improve 
processes or outcomes of medical care. There is a case, 
however, for promoting the involvement of those who 
do not wish to be involved if the consequent impact on 
outcomes is beneficial. If involvement has proven ef- 
fects on the health status of individuals or populations, 
but patients do not want to be involved, it may be ap- 
propriate to challenge patients’ preferences. For ex- 
ample, if there is convincing evidence that the involve- 
ment of the patient in the management of a chronic 
condition such as diabetes or ischaemic heart disease 
improves disease control and survival, the professional 
should make every effort to involve the patient. 
A problem might be that patients’ preferences have un- 
desired societal implications. In particular, patients’ 
desires may have significant consequences for the use 
of resources, particularly in systems with full health in- 
surance. The choice of some patients may eliminate 
options for other patients, because the resources that 
had been available have been consumed. For instance, 
a large-scale use of statins to reduce risks for cardio- 
vascular diseases may result in too few resources for 
competing health needs.l.’ There is no simple solution 
or blueprint for dealing with such difficulties. At the 
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level of the patient-clinician contact, the general practi- 
tioner should negotiate such desires with the patient, 
balancing between patients’ trust, societal needs and 
professional opinion.24 
At the regional or national level, the problem may be 
addressed by increasing patient involvement rather 
than overruling it. Thus, involvement of a wider group 
of representatives of the public in allocating priorities 
for the use of scarce healthcare resources may lead to 
decisions that are more acceptable to the population. 
The role of the National Institute for Clinical Excel- 
lence (NICE) in England and Wales presents one 
example of an attempt to share difficult choices about 
healthcare funding with the public.2” In taking cost 
impact into account in making recommendations, and 
involving representatives of patients and public in its 
deliberations, NICE represents an approach to patient 
involvement at the national level. It is too early to 
judge whether this approach is successful, but it does 
signify another step towards greater patient involve- 
ment in healthcare. 

~ ‘ o n c ‘ l u \ l o n  
Involving people more actively in general practice care 
is an important challenge to general practitioners. 
General practitioners and policy makers should cons- 
ider why they want to involve patients in specific deci- 
sions on their treatment and primary care services. The 
aims of patient involvement should guide decisions on 
whether or not to involve patients, and tailoring the 
level of involvement to the preferences and abilities of 
the patients is desirable. If patient involvement is 
sought, more effective interventions to enhance patient 
involvement in primary care need to be deve10ped.l~ At 
present, the level of involvement is less than some pa- 
tients would like, and growing numbers of people will 
expect involvement in the future. The framework pre- 
sented in this paper helps to guide decisions on how to 
respond to such expectations. 

..I c‘ k I1 ( ) \\ I cd gc 111 c I1 t \ 
This paper is based on preparations made for a study 
of the involvement of older people in general practice 
care in Europe (the IMPROVE study). We wish to ac- 
knowledge the team of researchers involved in IM- 
PROVE, since their discussions have helped us refine 
the ideas we have expressed in this paper. 
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