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Abstract

Background A person-centred approach in the context of health

services delivery implies a biopsychosocial model focusing on all

factors that influence the person’s health and functioning. Those

wishing to monitor change should consider this perspective when

they develop and use guidelines to stimulate active consideration of

the person’s needs, preferences and participation in goal setting,

intervention selection and the use of appropriate outcome measures.

Objective To develop a position paper that promotes a person-

centred approach in guideline development and implementation.

Design, setting and participants We used three narrative discussion

formats to collect data for achieving consensus: a nominal group

technique for the Allied Health Steering Group, an Internet discus-

sion board and a workshop at the annual G-I-N conference. We

analysed the data for relevant themes to draft recommendations.

Results We built the position paper on the values of the biopsy-

chosocial model. Four key themes for enhancing a person-cen-

tred approach in clinical guidelines emerged: (i) use a joint

definition of health-related quality of life as an essential compo-

nent of intervention goals, (ii) incorporate the International

Classification of Functioning, Disability and Health (ICF) as a

framework for considering all domains related to health, (iii)

adopt a shared decision-making method, and (iv) incorporate

patient-reported health outcome measures. The position state-

ment includes 14 recommendations for guideline developers,

implementers and users.
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Conclusion This position paper describes essential elements for

incorporating a person-centred approach in clinical guidelines. The

consensus process provided information about barriers and facili-

tators that might help us develop strategies for implementing per-

son-centred care.

Background

Health service providers in clinical practice are

encouraged to adhere to evidence-based guide-

lines, which are considered important tools for

quality improvement and health outcomes.1

Evidence-based medicine is based on the con-

scientious, explicit and judicious use of current

best evidence in making decisions about the

care of individual patients,2 whereas evidence-

based practice is the translation of the evidence

into health services. Best-practice health ser-

vices also need to take into account the contex-

tual factors that affect the person’s health

condition. Contextual factors include internal

personal factors and external environmental

factors. Personal factors derive from the indi-

vidual and include gender, age and education.

Environmental factors make up the physical,

social and attitudinal environment of a person;

they include family support and the health ser-

vice system.3 Contextual factors may affect a

person’s functioning and can be either a barrier

to or a facilitator for the improvement of per-

sonal health outcomes within a health services

system.

Historically, health-care decision making has

been based on recommendations from quanti-

tative medical research and knowledge that

focus on medical diagnosis, impairments and

treatment. However, the understanding of

health conditions and a person’s functioning,

disability and health has changed from a medi-

cal perspective focusing on the individual’s

physical aspects to a biopsychosocial perspec-

tive that recognizes the relationship between

the individual and other related context.4 The

biopsychosocial model posits that biological,

psychological and environmental or social fac-

tors all influence the individual’s functioning

and health outcomes.5 From the biopsychoso-

cial perspective, health-care professionals

should consider not only disease processes and

the biomedical aspects of the person, but also

the environmental and personal factors, the

person’s quality of life (QoL) and participation

in all major life areas including making deci-

sions and the choice of and control over his/

her health and the use of health services. This

implies a paradigm shift in the awareness of

the roles of health professionals and persons

with a health problem. Health professionals

should understand their role as a health service

provider, and persons with (or at risk for)

health problems are service users. Needs and

expectations differ between persons, and it

takes time to change the paradigm from a

paternalistic approach and perspective of a

‘patient’ who can be viewed as a passive recipi-

ent of the health service to a user perspective

where there is choice and control. In this man-

uscript, we will use terms to reinforce this par-

adigm shift and use health rather than health

care, health service provider rather than

health-care professional and service user rather

than patient, except in circumstances where

these words are used in definitions, quotes or

specific references.

Person-centred approach

The terms ‘person-centred’ and ‘patient-

centred’ are often used interchangeably in

health services. In this paper, we have adopted

the term ‘person-centred’ to better reflect the

biopsychosocial model. In a person-centred

approach, a person (the service user) is valued

as an active participant of the health service.

Evidence-based interventions should be

adapted to meet individual needs and prefer-

ences where possible. This approach provides

insight into factors related to a disease and
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facilitates interventions congruent with per-

sonal values, beliefs and environmental condi-

tions of the health service user. The adoption

of a person-centred approach in a health ser-

vices system can influence personal factors such

as patient satisfaction, motivation, adherence

to therapy and thus health outcomes.6–9 Ele-

ments of person-centred care include communi-

cation and relevant information, as well as

shared decision making (SDM) and self-man-

agement support.10 The Institute of Medicine

includes patient-centred care as one of the six

essential aims for improving health care.11

Although person-centred care is advocated in

clinical practice, its implementation is con-

strained due to variation in definitions, per-

ceived barriers to valid and reliable outcome

measurements and the inherent difficulty with

shifting traditional patterns of interaction.10,12–

15

Clinical practice guidelines

Clinical practice guidelines are important tools

for synthesizing evidence and translating

research findings into practice. Their purpose is

to assist health service providers and service

users in health behaviour and decision making.

Clinical practice guidelines should specifically

aim at integrating the complex interplay of sci-

ence with the provider’s experience, reasoning

and judgment, and the person’s values and

preferences in conjunction with consideration

of both the context of the health service and

the person’s environment.16 Guidelines poten-

tially support a person-centred approach by

guiding the health service provider in consider-

ing all relevant domains of the person’s health,

facilitating individualized and meaningful goal

setting, recommending appropriate intervention

strategies and using outcome measures that

monitor change in the person’s health and

functioning.

Guidelines International Network

The Guidelines International Network (G-I-N)

is a global network that supports evidence-

based health care and improvement of health

outcomes by promoting the development,

implementation and use of clinical practice

guidelines internationally. Two of the aims of

the Allied Health Community of the G-I-N are

to promote person-centred health services and

to promote health-related QoL activities –
objectives for prevention, assessment, interven-

tion and evaluation – in multidisciplinary clini-

cal guidelines. The aims of our study are to

identify some of the key themes necessary to

make guidelines more person-centred and to

develop a position paper to promote these ele-

ments for a person-centred approach in guide-

line development and implementation.

Method

Study design

We adopted a consensus method, using a mix

of techniques to draft the position statement.

The method consisted of three stages for iden-

tifying key themes linked to person-centredness

for the position statement: (i) a nominal group

technique (NGT) used in the G-I-N Allied

Health Steering Group (three rounds) com-

bined with a focused literature search, (ii) an

Internet discussion board for G-I-N members,

and (iii) a workshop at the G-I-N 2011 annual

conference.

The NGT involves a structured approach with

discussion between the participants and prioriti-

zation of the themes.17,18 The G-I-N Allied

Health Steering Group participated in three

nominal group rounds in teleconference, which

lasted 1.5 h each. These sessions took place

between December 2010 and June 2011. The G-I-

NAllied Health Steering Group consisted of nine

members from four countries. Table 1 provides

an overview of the members’ characteristics.

We used similar approaches for each of the

three rounds. The modified NGT consisted of

the following stages: introduction and expla-

nation, silent generation of ideas, sharing of

ideas, group discussion and ranking of ideas.

The choice of the NGT directly involved the

participants in both data collection and
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analysis, which helped ensure that their find-

ings and interpretations accurately reflected

their thoughts. A topic guide was used for

semi-structured discussions in the stages of

sharing ideas and group discussions. In

between the nominal group sessions, we

explored the literature about the emerging

themes to develop clarity and definitions and

to see how we could fit these themes into

clinical practice guidelines. We searched the

PubMed, Cinahl, and EMBASE databases

using combinations of the following key-

words: biopsychosocial model; International

Classification of Functioning, Disability and

Health (ICF); shared decision making; health-

related QoL; outcome measures; clinical prac-

tice guidelines.

Before each succeeding session, PW and SD

provided an overview of the results of the pre-

vious session together with a summary of the

findings from the literature review. We used

the refined themes as the basis for further ques-

tioning, discussion and consensus development

with the broader G-I-N community. Given the

international character of person-centredness

research, we initiated an Internet group discus-

sion with pre-defined questions about the iden-

tified themes. The proposed methodology

facilitated joining the discussions in a rapid

and convenient manner. The targeted partici-

pants were the 180 G-I-N members. We used a

generic approach in inviting all G-I-N members

by email to join the Internet discussion board.

We asked the participants to respond whether

they had specific knowledge about one of the

themes. In addition, we invited 10 experts

external to the G-I-N who were knowledgeable

about the themes to contribute to the Internet

discussion. These experts were researchers and

health service providers with specific expertise

in the ICF, QoL research, SDM methods or

patient-reported outcome measures. All partici-

pants were asked to state whether they

endorsed the themes and to respond to the

related questions. The participants were

encouraged to add comments and suggestions

in contributing to the discussion about any of

the themes. The website was open for 2 months

(July and August 2011).

We organized a workshop at the annual G-I-

N conference in Seoul in August 2011. The 250

participants of the international conference

could choose from seven parallel programmes

at the proposed time of the workshop. The aim

of the workshop was to reflect on the themes

and to initiate further discussion. During the

workshop, an overview of the aim and method

was provided, followed by the information

about the themes, definitions and the ques-

tions. The participants were asked to respond

to questions identical to those for the online

discussion board to encourage further discus-

sion and consensus. The discussions at the

workshop were audio-recorded and tran-

scribed.

The G-I-N Allied Health Steering Group

used information from all stages of the devel-

opment to finalize the position statement by

Table 1 Characteristics of Allied Health Group members

and participants of the Internet discussion board

Variable

Members of the

Allied Health

Steering Group

Respondents on

the Internet

discussion board

Number of

participants

9 14

Sex male/female 1/8 7/7

Health-care background

Physical therapist 5 1

Nurse 2 1

Occupational

therapist

1

Health scientist 1

Human movement

scientist

1

Psychiatrist 1

Pharmacist 1

General internist 1

General

practitioners

2

Librarian 1

Unknown 5

Country

Netherlands 4 5

United Kingdom 2 4

Germany 3

Belgium 1

Canada 2

Australia 1 1
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providing recommendations for guideline

developers, guideline implementers and health

service providers. Figure 1 presents an over-

view of the study design.

Analysis

After the website closed, all comments from

the discussion board were merged with the

transcripts of the discussions from the work-

shop. We analysed the data to identify individ-

ual concepts of health professionals’

perspectives. Similar arguments from different

respondents were grouped, but individual

remarks and disagreements were pointed out as

well. One researcher (SD) selected key argu-

ments and essential elements within each

expert’s reactions, and a second researcher

(PW) validated all identified elements. The key

arguments or topics raised for each theme were

used to structure the results and to develop

draft recommendations. The Allied Health

Steering Group discussed and amended the

draft recommendations.

Results

Nominal group sessions and the targeted

literature search

The first nominal group session aimed at defin-

ing the scope of the position paper and topics

for inclusion. This resulted in the biopsychoso-

cial model for developing the position paper.

The participants then shared ideas about how

to integrate the biopsychosocial model into

clinical guidelines and about which themes

were relevant for incorporation in the position

paper. The group of participants agreed on a

shortlist of selected themes for further explora-

tion in preparation for the second session. The

selected themes were refined and grouped

within themes during the second session. At

the end of this session, we identified four

themes to enhance a person-centred approach

in guidelines: (i) health-related quality of life

(HRQoL), (ii) ICF framework, (iii) SDM

method, and (iv) HRQoL outcome measure-

ment. In the third session, we discussed the

Nominal group technique with 
the G-I-N Allied Health Steering 
Group (n = 9) 

On-line forum discussion 
of the questions  

Result: four themes, along with
definitions and questions for the on-
line discussion board 

Qualitative analysis of 
comments and preliminary 
recommendations 

Explorative literature search for topics to 
identify existing knowledge of the topics 
related to person -centredness in 
guidelines 

Workshop at the G-I-N 
conference to reflect the 
themes and questions  

Final 
recommendations

Discussion and adaptation of the 
recommendations with the 
Allied Health Steering Group 

Figure 1 Overview of the study design.
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selected themes and definitions and considered

whether they are essential to enhancing the

person-centred approach in guideline develop-

ment and implementation. This led to the selec-

tion of four key themes for further discussion

via the Internet discussion board. The partici-

pants then shared ideas about the content of

the Internet discussion board, for example

what information should be included in addi-

tion to the definitions, what questions should

be asked and who should be invited. This

resulted in a structure for the Internet discus-

sion board: provide a clear definition of each

theme with background information and ask

questions to initiate discussion for each of the

key themes. Box 1 shows the definitions and

questions for the discussion board.

Key themes

The Allied Health Steering Group identified

four themes that we considered essential to

enhancing a person-centred approach in guide-

line development and implementation. The

themes were as follows:

Use a single definition of QoL as an essential

component of guideline recommendations

Although QoL and HRQoL are often used

interchangeably, they are in fact different con-

structs.19 ‘Quality of life’ has been defined as

the capacity of an individual to achieve his/her

life plans, or as the difference, at a particular

point in time, between the hopes and expecta-

tions of an individual and his/her present situa-

tion.20 A generally accepted definition of

HRQoL is the person’s (patient’s) subjective

perception of the impact of his/her disease and

its intervention(s) on his/her daily life –
physical, psychological and social functioning

and well-being.21 In this paper, we use HRQoL

because, by definition, it reflects the biopsycho-

social model and a person-centred care

approach, and it seems to be the most appro-

priate in the context of health services.

Box 1 Themes and questions on the Internet discussion board

Theme Definitions and questions

HRQoL Definition: the person’s perception of the impact of his disease and its intervention(s) in his daily

life – physical, psychological, and social functioning and well-being.

Question: Should the concept of HRQoL be used in all guidelines?

ICF Definition: the ICF as a good classification and framework for functioning, disability, and health-related

domains. These domains are classified by body, functions, and structures; activities and participation;

and personal and external perspectives.

Questions: Do guideline developers, guideline implementers, and service providers generally accept the

ICF framework?

Does the ICF provide a good framework for promoting quality of life in guidelines?

SDM Definition: decision-making jointly shared by patients and their health service providers is a move

toward seeing patients as having a central role with the aim of strengthening and empowering them

to express their values and preferences, to ask questions, and to participate actively in their own

health.

Questions: Do guideline developers, guideline implementers, and health service providers generally

accept the SDM method?

Should decision aids be recommended in guidelines?

Quality-of-life

outcome

measurement

Definition: Quality-of-life measures capture patients’ perspectives of their diseases and interventions,

their perceived need for health services, and their preferences for interventions and outcomes. Such

measures are useful for goal setting and decision-making for the individual patient.

Questions: Do patient-reported outcome measures contribute to promoting quality of life in guidelines?

Should guideline developers aim at including measures related to quality of life in all guidelines?

HRQoL, health-related quality of life; ICF, International Classification of Functioning, Disability and Health; SDM, shared decision making.
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Use a construct that covers all domains related

to the person’s health

The World Health Organization (WHO) has

developed the ICF to provide unified, interna-

tional and standardized language to describe

and classify health and health-related domains.

This furnishes a common framework for health

and health-related outcome measurement.3,22

The ICF incorporates three main domains of

health and functioning: body functions and

structures, activities and participation, and

contextual factors (environmental and personal

factors) and is aetiologically neutral. The ICF

provides a framework for understanding

health, disability and functioning, as well as a

classification system for use in clinical practice

and research.23–27 Figure 2 provides an over-

view of the domains of the ICF. The ICF cre-

ates a foundation for considering all aspects of

the person’s health condition during clinical

assessment and for incorporation in guidelines;

it is useful for diagnosis, goal setting, interven-

tion selection and evaluation because it takes

into account the contextual factors.3,24,28–32

Promote the use of a SDM method

Shared decision making promotes informed

choices, ensuring that person–professional
interaction is responsive to individual needs,

values and priorities.33 It is a process in which

the health service provider and the person with

health problems as service user make a choice

jointly;34 SDM is pivotal to person-centred

care.35 User involvement at each stage in the

development of a clinical guideline is essential

to facilitate the adoption of SDM methods

within a guideline. Involving service users and

representatives in developing a guideline will

ensure that the views, experiences and interests

of users are considered in the guideline. The

guideline needs to promote SDM methods at

the level of the health service consultation. In

clinical practice, SDM promotes active partici-

Health condition – disorder or disease: 
kind, seriousness, course, treatment

Body functions and structure
- Mental functions 
- Sensory function and pain  
- Voice and speech functions/structures 
- Function/structure of the 
cardiovascular, immunological, and 
respiratory system 
-Neuromusculoskeletal and movement 
related functions/structures 

Participation
- Community life 
- Work and employment 
- Social life 

Environmental factors
- Products and technology 
- Natural environment 
- Support and relationship 
- Social attitudes 
- Services, systems, and policies 

Personal factors 
- Age 
- Gender 
- Education 
- Coping style 
- Social background 
- Character 
- Overall behaviour pattern 

Activity
- Physical activity 
- Mobility in home and community 
- General tasks and demands 
- Communication 
- Mobility 
- Self care 

Figure 2 Domains of the International Classification of Functioning, Disability and Health.
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pation in intervention decision making, self-

efficacy and self-management.

Monitor health outcomes

For comprehensive assessment of the benefits

of an intervention, it is essential to provide evi-

dence of the impact of the health services on

the person’s health condition in all domains of

health. Guidelines should therefore promote

monitoring of health outcomes in clinical prac-

tice. The HRQoL measurement refers to

aspects of the individual’s physical, emotional

and social well-being,36 and it reflects all

domains of health articulated in the biopsycho-

social model. Most HRQoL measurements are

based on patient-reported outcome measures

(PROMS), which are used in clinical practice

to gain more insight into the way a person per-

ceives his/her health and the impact of inter-

ventions on his/her QoL.37 Frequently used

instruments of HRQoL measurement are gen-

eric (e.g. the Short Form (36) Health Survey)

or disease specific (e.g. the Asthma Quality of

Life Questionnaire). The benefits of measuring

PROMS in clinical practice include facilitating

communication about issues that are important

to the patient as service user (which promotes

SDM), evaluating the response to the interven-

tion and enabling continuous assessment of

quality of care.38,39

Internet discussion board and workshop

We received 38 comments from 17 participants;

14 participants on the Internet discussion

board and three participants in the workshop.

There were comments on each theme within

the proposed framework.

General comments

All participants confirmed the importance of a

person-centred approach, and some partici-

pants acknowledged that a person-centred

approach is currently not routinely integrated

into guidelines and clinical practice.

The change from a medical perspective towards a

more biopsychosocial model has not been

achieved yet’ and ‘Patient perspectives are needed

in study designs, guideline development and

implementation in clinical practice.

Health-related quality of life

Most participants embraced the idea of includ-

ing the concept of HRQoL in guidelines.

If we purport to use evidence-based clinical prac-

tice and SDM, we must incorporate HRQoL as

a central feature of guideline development.

Engaging patients at the initial inception of the

guideline and then at all following stages is

critical.

Some participants suggested that improved

QoL should be addressed as an ultimate goal

in guidelines focusing on chronic diseases and

health conditions with a high HRQoL

impact.

The concept of HRQoL should be used in most

guidelines, certainly for guidelines about chronic

conditions and sometimes for non-chronic condi-

tions or problems too.

It is probably not relevant to include HRQoL in

guidelines dealing with acute conditions when it

can have but little long-term effect.

Several participants emphasized the impor-

tance of HRQoL in guideline development and

clinical practice in relation to goal setting for

the intervention and the person’s own responsi-

bility for his/her health, whilst cultural and

cost aspects should be taken into account.

The main goal is quality of life, but in clinical

reasoning, more goals can be formulated to reach

this main goal… this means that QoL measure-

ment should be related to the common goal of

both the patient and the provider.

Physicians themselves must adopt the patient’s

HRQoL as one of their major treatment aims

and discuss HRQoL issues with the same priority

as objective patient data.

When the concept of HRQoL is used in guideline

development, one should also pay attention to

the dimension of “culture”, “the spiritual level”,

and “economic aspects”, depending on the topic

or focus.
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Other participants noted the need for further

research for the usability and applicability of

HRQoL measures, which is a prerequisite for

incorporation in guidelines.

As guideline developers, we are also dependent

on whether the concept of HRQoL is being

used in the related healthcare and medical

research – and of course whether it is being

used by healthcare professionals themselves in

daily practice. Building up evidence and devel-

oping guidelines is only possible on the basis of

good research and implementation in daily

practice.

International Classification of Functioning,

Disability and Health

All respondents affirmed that the ICF frame-

work provides guidance in clinical practice for

considering all relevant dimensions of health,

and it takes into account the facilitators for

and barriers to recovery.

Personal and environmental factors are the most

important ones in client-centred care and shared

decision-making.

The ICF framework and coding system are

generally not used in guidelines, except for

some examples in the field of rehabilitation,

occupational therapy and physical therapy. A

few participants noted the dominance of dis-

ease-related clinical outcomes and the compli-

cated and time-consuming coding system as

reasons for the limited use of the ICF,

although the framework is appropriate for con-

sidering all domains of health.

Most questions developed by guideline teams

and researchers focus on the body functions and

activity because these are deemed easier and

more accurate measurement domains. This view

is often echoed in clinical assessments and treat-

ment plans. The ICF would be an excellent and

appropriate framework, but it may require fur-

ther “education” of peers to place it in its appro-

priate perspective.

Shared decision making

The participants perceived SDM positively as a

way to incorporate personal values and inter-

vention preferences because it will make per-

sons with questions and needs active members

in goal setting and empower them to take an

interest and responsibility for their health.

Healthcare providers increasingly recognize the

relevance of patient involvement in decision-

making and patient activation in care in general,

especially when self-management is required.

The participants noted increased recognition

of the facilitating role guidelines might have in

SDM by taking into account information

about consequences of interventions, but also

by considering whether decision aids and the

development of patient versions (service users)

were included in the guidelines.

Guidelines should move to a situation where

there are patient versions that act as if they are

decision support tools.

However, according to some participants,

SDM is not widely implemented in clinical

practice because health service providers lack

skills and use their own perceptions and defini-

tions about the involvement of patients as ser-

vice users in medical decision making.

Providers do not always have the skills to acti-

vate patients in decision-making.

Shared decision-making is not suitable for all

patients. Some of them will say, “Doctor, please

tell me what to do… You know what’s the best

option for me.”

However, other participants state that there

are barriers to the understanding of the SDM

method in the guideline develop team.

I’m not sure that SDM has already been imple-

mented in the minds of guideline developers’,

and ‘If it were accepted, then the concept of

declaring reasonable options would be common.

Comparative information in meaningful and

accessible format is a prerequisite for SDM,

which is still a challenge.

Comparative, unbiased information is often not

available, not even to the healthcare professional.

So how can we expect doctors to be able to

inform their patients correctly?
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If decision aids are produced by commercial

organizations (e.g. software companies) you need

to be particularly careful about bias.

Outcome measures of health-related quality-of-

life

The participants highlighted the relevance of

using HRQoL PROMS in addition to clinical

measures to facilitate the dialogue between the

person and professional about what is impor-

tant to them and to the relevance and effective-

ness of the intervention. Therefore, outcome

measures that are specific and relevant to the

targeted population must be incorporated into

the guidelines.

Outcome measures can certainly contribute and

should be included – but they should be linked

to the key clinical questions and the key mes-

sages of the guideline.

The participants emphasized the importance

of using evidence-based instruments that are

suitable for routine clinical practice in order

to incorporate HRQoL outcome measure-

ments into guidelines and to facilitate imple-

mentation in clinical practice. They also

emphasized the principle that measurement

results should be immediately available to the

individual.

For many conditions, there is no good evidence

whether one should use a disease-specific instru-

ment or a generic one and whether one of the

available instruments is preferable in the given

circumstances.

There needs to be an understanding of the tools

and knowledge of how to interpret the result; for

example, to know whether any change is mean-

ingful.

Discussion

This position paper describes four themes that

we perceived to be important for a person-

centred approach in guidelines. In guideline

development, person-centred care means pro-

moting the active involvement of the person in

taking an active role and responsibility for his/

her own health, ensuring better consideration

of the person’s needs, preferences and context

and evaluating relevant health outcomes. The

ultimate aim of health services should be to

increase or maintain the person’s HRQoL. All

domains within the ICF framework are poten-

tially relevant and should be considered for

incorporation in the guideline during develop-

ment. This framework is also important for

developing an understanding of the interactions

between all domains of the individual’s health

in clinical practice. The use of the ICF and

HRQoL measures will promote the use of

SDM methods and provide opportunities to

map scenarios for individualized person-

centred goals and realistic intervention strate-

gies. The personal perspective is incorporated

at various levels: by taking personal factors

into account at the ICF level, by involving the

service user at the SDM level and by consider-

ing the HRQoL PROMS for feedback from

the individual about his/her perceived health

and the effect of interventions.

The impact of a person-centred approach

We argue that person-centred care focuses

sharply on participation of the person in clini-

cal decision making by taking into account his/

her perspective and by tailoring health services

to the needs and preferences of the person.

This approach has important implications for

the outcome measures and the evaluation of

the effectiveness of person-centred interven-

tions. The implication is that outcome mea-

sures should be related to the perceived effect

on HRQoL.

Patient-reported outcomes may also have

benefits for improving problem detection,

defining intervention goals, user–provider com-

munication, SDM and assessing the effective-

ness of the intervention.40–43 This is especially

relevant for managing chronic diseases (where

evidence-based health services require increas-

ingly complicated and expensive interventions)

and for the on-going support for self-manage-

ment.44 Guideline developers must be aware of
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these benefits and should search for PROMS

that are relevant to the targeted population.

Challenges for a person-centred approach in

clinical guidelines

The translation of evidence into clinical prac-

tice guidelines has been widely adopted in

modern health services, although adherence to

guidelines is extremely variable.45–48 Evidence-

based medicine offers the best available evi-

dence for the most effective intervention,

mostly via randomized clinical trials. Clinical

trials typically use strict inclusion criteria and

outcome measures focused on specific diagnosis

and the biomedical condition, and it frequently

neglects relevant factors in decision making.49

Diverse barriers hinder translation of the

results of clinical trials into clinical practice.

These barriers include individual characteris-

tics, interventions and health service providers,

as well as environmental and practical issues,

which are embedded in everyday ‘real life’ fea-

sibility issues that prevent strict adherence to

guidelines.50–52

A person-centred focus has a holistic, bio-

psychosocial perspective: there is a sharp focus

on participation in the diagnostic procedure,

goal setting, intervention selection and prioriti-

zation of outcomes from both the provider and

the user. Health service providers perceive ten-

sion between the need to respect personal pref-

erences and the pressure to strictly apply

guidelines. It is a challenge for health service

providers to integrate both paradigms in clini-

cal decision making2,49 and to resolve what are

still sometimes seen as competing issues. The

participants pointed out the dominance of the

medical model in curricula and research as a

limitation of the biopsychosocial perspective.

The relative unfamiliarity of the framework of

the ICF in the results of this study and in the

literature confirms this.53 Providing more infor-

mation about the ICF framework might be a

good approach for making the shift from the

medical or social model to a solid application

of the biopsychosocial model in a SDM

approach.

Guidelines have yet to integrate evidence

and tools that could enable the health service

providers to consider personal values and pref-

erences and to discuss alternative interven-

tions.23 The use of HRQoL PROMS in clinical

practice is limited.37,54,55 Our study participants

recognize the benefits of these measures

because they add a unique value and can

inform person–professional decision making.

The HRQoL PROMS provide information

about how alternative interventions compare in

terms of their benefits and risks for goal setting

and about selecting the best intervention.42

Guideline developers should include outcome

measures in such a way that they facilitate the

translation of generalized, evidence-based rec-

ommendations into individualized preference-

based decisions for specific groups of people.

This means that HRQoL PROMS should be

included in guidelines, in addition to clinical

measures of biomedical status (e.g. laboratory,

radiographic and physical examination). The

participants noted guideline developers’ difficul-

ties in choosing the best measure (e.g. should it

be based on the best evidence or the goal of

including the outcome measure?) and barriers

in clinical practice such as time constraints,

interpreting results and the link to goal setting.

These and other barriers such as costs, applica-

bility to individuals, outcome measurement

skills and possible lack of motivation for col-

lecting and using PROMS must be consid-

ered.37,54,56–60 Training health professionals

may be necessary to overcome such barriers,

and this training should be part of the guide-

line implementation.

Involvement of service users is important not

only in clinical practice, but also in guideline

development. The AGREE Research Trust has

developed the Appraisal of Guidelines for

Research and Evaluation (AGREE II) instru-

ment for guideline development, reporting and

assessment. One of the quality criteria concerns

patient involvement as service users in the

development of the guidelines.61,62 Recently,

the G-I-N proposed a key set of components

for guideline development that emphasizes the

importance of including personal preferences of
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users in the rating of evidence and recommen-

dations.63 Our participants have reported that

SDM is not widely adopted in guideline devel-

opment and clinical practice. Active involve-

ment of patients as service users in the early

stages of developing the guideline is important

for addressing themes that are important to

these users64 and leads to the identification of

issues that may not have otherwise been con-

sidered.65,66 Engaging service users is essential

for recognizing the impact of the health condi-

tion or disease on functioning and QoL and

also to get insight into the possible options and

active participation in the intervention strate-

gies. Guideline recommendations at the deci-

sion-making level and decision aids for the

service user can make clinical practice guide-

lines more sensitive to the person’s preferences.

Decision aids increase people’s involvement

and empowerment, improve knowledge and

promote a realistic perception of outcomes.

They also appear to have a positive effect on

user–provider relationships.67–69

Limitations

This study has several limitations. First, there

was little response to the Internet discussion

board and at the conference. Whilst we invited

all G-I-N members, many may not have

considered themselves specific experts on the

themes, but it may also reflect the G-I-N mem-

bership. The focus of many G-I-N members

may be the content of clinical guidelines rather

than joining a meta-level discussion as we con-

ducted in our study. Another reason for the

low response could be the relatively short per-

iod (July and August) and the time of the year,

which is the period when many G-I-N mem-

bers in the northern hemisphere may have

taken their vacation. The participants were

mostly clinicians (e.g. physicians and allied

Table 2 Recommendations for guideline developers, guideline implementers and health service providers

Guideline developers

Explicitly describe HRQoL in the guideline for exploring the needs and values of the patient as a service user, goal setting

and outcome measures.

Use the ICF framework for the guideline to describe all relevant dimensions of the individual’s functioning, health, and

disability, and consider the interacting factors.

Define outcome measures that address the intervention’s effectiveness in the relevant ICF domains.

Incorporate service users as active members in developing the guideline.

Include decision aids in guidelines, together with the evidence-based information that underpins shared decision making.

Provide a service user version of the guideline or make information available in plain language and include information

about the advantages and disadvantages of interventions and possible choices.

Guideline implementers

Present tailored information about the professional responsibility to share information with service users, to ask about

their needs and values, to offer different intervention options if appropriate and to engage them in intervention and

outcome measures.

Provide accurate support tools based on the ICF to describe health factors explicitly.

Use adequate linking rules to connect health problems to intervention goals and outcome measures for HRQoL, related to

the ICF domains.

Health service providers

Recognize the individual’s HRQoL in diagnosis, goal setting and intervention selection.

Consider all relevant dimensions of the individual’s health functioning and disability and all interacting factors in line with

the ICF framework.

Use service user reported health outcomes, based on quality-of-life measurements, for shared goal setting, intervention

selection and user participation and evaluation.

Provide and share clear and evidence-based information with the individual and others who are involved in their

intervention decisions.

Tailor the information to the individual and include advantages and disadvantages of intervention options.

HRQoL, health-related quality of life; ICF, International Classification of Functioning, Disability and Health.
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health professionals), and their comments were

on the individual level of interaction between

person and clinician. The principles involved

may be applicable to a person-centred

approach in public health as well.

Second, whilst we focused our literature

search on key themes and definitions, it was

not an exhaustive or systematic review. As a

result, we may have missed relevant definitions

and interpretations of key themes beyond the

four identified themes for improving person-

centred care in guidelines. Despite this, the G-

I-N Allied Health Steering Group considers it

worthwhile to start the challenge to guideline

developers, users and implementers to incorpo-

rate and consider these four most relevant

themes identified in this study.

Recommendations

The G-I-N’s Allied Health Community seeks

to promote best practice by adopting a person-

centred approach in developing guidelines and

their implementation. This requires an inte-

grated approach that considers the complex

interaction of the relation of the underlying

disease with the functioning of the individual

in his/her social context and the inclusion of

individual values and preferences. Table 2 pre-

sents our final recommendations for guideline

developers, guideline implementers and health

service providers for enhancing a person-cen-

tred care approach throughout guideline devel-

opment, as well as during guideline

implementation. The next steps for further

research should be to analyse current guidelines

for evidence of person-centred care approaches

and to explore variations in guideline recom-

mendations regarding their integration.
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