doi: 10.1111/hex.12234

Achieving patient-centred care: the potential and
challenge of the patient-as-professional role

Rebecca L Phillips PhD,*t Alison Short PhD,} Annie Kenning MPH,§ Paul Dugdale PhD
BMBS FAFPHM,**q Peter Nugus PhD,f1 Russell McGowan BAfi and David Greenfield PhD§§

*Postdoctoral Fellow, §Research Assistant, YDirector, Centre for Health Stewardship, The Australian National University, fVis-
iting Fellow, Institute for Governance and Policy Analysis, University of Canberra, Canberra, ACT, {Visiting Fellow, §§Associate
Professor, Centre for Clinical Governance Research, Australian Institute of Health Innovation, The University of New South
Wales, Sydney, NSW, **Director, Chronic Disease Management Unit, ACT Health, Canberra, ACT, Australia, {tAssistant Profes-
sor, Department of Family Medicine and Centre for Medical Education, McGill University, Montreal, QC, Canada and {{Mem-
ber, Health Care Consumers’ Association of the Australian Capital Territory, Canberra, ACT, Australia

Abstract

Correspondence

Rebecca Phillips

Visiting Fellow

Institute for Governance and Policy
Analysis

University of Canberra

Canberra

ACT 2601

Australia

E-mail: rebecca.phillips@canberra.edu.

au

Accepted for publication
16 June 2014

Keywords: client, engagement, expert
patient, health care, health
professional, informed patient,
patient, qualitative, self-management

2616

Background The patient-as-professional concept acknowledges the
expert participation of patients in interprofessional teams, including
their contributions to managing and coordinating their care. How-
ever, little is known about experiences and perspectives of these teams.

Objective To investigate (i) patients’ and carers’ experiences of
actively engaging in interprofessional care by enacting the patient-
as-professional role and (ii)) clinicians’ perspectives of this
involvement.

Design, setting and participants A two-phased qualitative study.
In Phase 1, people with chronic disease (n = 50) and their carers
(n = 5) participated in interviews and focus groups. Phase 2
involved interviews with clinicians (n = 14). Data were analysed
thematically.

Findings Patients and carers described the characteristics of the
role (knowing about the condition, questioning clinicians, coordi-
nating care, using a support network, engaging an advocate and
being proactive), as well as factors that influence its performance
(the patient—clinician partnership, benefits, barriers and applica-
bility). However, both patients and carers, and clinicians cau-
tioned that not all patients might desire this level of involvement.
Clinicians were also concerned that not all patients have the
required knowledge for this role, and those who do are time-con-
suming. When describing the inclusion of the patient-as-profes-
sional, clinicians highlighted the patient and clinician’s roles, the
importance of the clinician—patient relationship and ramifications
of the role.

Conclusion Support exists for the patient-as-professional role. The
characteristics and influencing factors identified in this study could
guide patient engagement with the interprofessional team and
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support clinicians to provide patient-centred care. Recognition of
the role has the potential to improve health-care delivery by
promoting patient-centred care.

Introduction

Self-management is an integral aspect of
chronic disease management.' Its success, by
definition, is dependent on the active engage-
ment and empowerment of patients in the
planning and provision of their care.® The
importance of empowerment is based on the
idea that if patients feel confident in managing
their condition they will be successful in doing
so.* In addition, patients who understand their
condition and work in partnership with clini-
cians are more likely to follow their treatment
plans.’ Patient engagement and empowerment
can be supported by the involvement of carers
in interactions with the health-care system.
People with chronic disease often have
multiple clinicians involved in their care across
multiple care settings. Consequently, patients
and their carers may receive conflicting advice,
or clinicians may not have access to current
care plans, reports and test results at appoint-
ments.® This situation can leave patients
vulnerable to diminished safety and quality of
care if, or when, there is poor communication
between providers. The impact of these circum-
stances may be overcome or minimized by
supporting people with chronic disease and
their carers to more actively engage in manag-
ing their care.® Patient engagement has been
driven by the moral imperative that patients
should participate in decisions about their own
health and those who do experience increased
satisfaction and health.” To achieve these
potential benefits, it is increasingly expected
that patients actively participate by contribut-
ing knowledge, skills and motivation.®
Health-care consumers, encompassing both
patients and carers, are known to fit into
distinct groups based on how they engage in
their health care.”'® These groups vary from
consumers who actively seek information and
make decisions, to passive recipients who

© 2014 John Wiley & Sons Ltd
Health Expectations, 18, pp.2616-2628

regard themselves as being dependent on their
clinicians.”'® Understanding the profile of each
group can assist in engaging individuals in a
way that will be most meaningful to them.’

Informed and expert patients illustrate the
active engagement of people in their care. The
emergence of the informed patient has been
supported by increasing access to information
on the internet.'""'* However, patients report
that clinicians often dismiss the information
they present.!' This is possibly because
informed patients can challenge clinicians’
knowledge and they need to spend additional
time discussing information that the patient
brings with them.'?

Moving one step further, the expert patient
is one who makes the day-to-day decisions
about their health and works in partnership
with their clinicians.'” The partnership is valu-
able to the planning and delivery of care
because both parties bring complementary
expertise. Patients bring expertise related to
their experience of illness, social circumstances,
attitude to risk, values and preferences.'®'®
Clinicians contribute knowledge relevant to the
diagnosis, disease aetiology, prognosis, treat-
ment options and outcome probabilities.'® By
combining this knowledge, clinicians and
patients tailor management options to meet the
needs and preferences of the patient and there-
fore achieve a successful outcome.'®

The informed and expert patients demon-
strate the increasing involvement of patients
in their care. We propose the ‘patient-as-
professional’ role, which progresses these roles
to describe patients and carers who are collab-
oratively involved in their interprofessional
care teams, contributing to the management
and coordination of their care. Interprofession-
al care teams have overlap of professional
roles, communicate formally and informally,
and participate in shared problem-solving to
develop integrated and cohesive responses to
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the needs of the patient.'” > The willingness of
patients and carers to participate in their inter-
professional team is a key aspect of this team.?!
The patient-as-professional role acknowledges
the time and effort which patients spend manag-
ing their health and their valuable contribution
to the interprofessional team.** It provides an
avenue for validating the knowledge that
patients, and their carers, bring about their
everyday experiences of living with their
conditions.?

Scant literature exists as to how patients, ca-
rers and clinicians perceive the involvement of
patients in interprofessional teams. Existing
evidence describes the barriers to patient and
clinician involvement in interprofessional teams
as including, intrapersonal, interpersonal and
cultural factors.*>**?” Further information is
required to understand patient, carer and
clinician perspectives of the usefulness of
patient engagement in interprofessional teams;
strategies for enabling such engagement; and
experiences of enacting collaborative interpro-
fessional care teams. This knowledge will
identify the characteristics of enacting the
patient-as-professional role and identify where
supports and services can be enhanced to
promote this role in interprofessional teams.
Therefore, the aim of this study was to under-
stand patients’, carers’ and clinicians’ perspec-
tives and experiences of, and strategies for
actively engaging in, interprofessional care by
enacting the patient-as-professional role.

Method

Evidence to address the research aims were
drawn from two phases of a larger cross-
sectional study investigating perspectives on
chronic disease self-management.”® In Phase 1,
people with chronic disease and carers partici-
pated in focus groups® or semi-structured
interviews® and in Phase 2 clinicians were
interviewed. The two phases occurred between
August 2010 and January 2011. Ethics
approval was gained from the Human
Research Ethics Committees at the Univer-
sity of New South Wales (2009-7-13), the

Australian National University (2010/349) and
ACT Health (ETHLR.10.274). Informed writ-
ten consent was obtained from participants.

Participants

In Phase 1, purposive sampling was used to
recruit participants who identified themselves
as having or caring for someone with a chronic
disease. Multiple methods were used to recruit
participants: (i) recruitment letters were mailed
to people enrolled in a community-based self-
management education course (the Stanford
Program)®' through ACT Health (the local
health service) over the previous 18 months;
(i1) emails were sent to people with a chronic
disease who participated in the development of
a specific community-based chronic discase
self-management training package; and (iii) the
distribution of flyers and personal invitations
at community organizations and activities, for
example, a gymnasium and a pre-existing phys-
iotherapy group. These community groups
were sourced via contacts from a previous
project.™*

In Phase 2, purposive sampling was used to
recruit a range of clinicians [including nurses,
physiotherapists, exercise physiologists, fitness
instructors, social workers and general practi-
tioners (GPs) — also known as family doctors]
who self-reported experience in supporting
patients to self-manage.*® Twenty-four eligible
clinicians were approached by the chronic
disease self-management Clinical Nurse Con-
sultant and through professional contacts of
the research team. A flyer describing the pro-
ject was also distributed with the monthly
newsletter of the local academic unit of gen-
eral practice. Clinicians interested in participat-
ing contacted the research team for further
information.

Materials

Semi-structured interview guides were developed
based on knowledge gained from the literature
and discussion with clinicians who ran self-
management services.”” The guides covered
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perspectives on chronic disease self-manage-
ment, self-management support (findings
reported in Phillips ez al.*®), the patient-as-pro-
fessional role and health literacy. This article
reports on the themes and analysis relevant to
patient engagement and the patient-as-profes-
sional role. The questions included to collect this
data are listed in Table 1.

Data collection

In Phase 1, people with chronic disease and ca-
rers participated in either a focus group®’, face-
to-face or phone interview®® depending on
location, availability and health needs. The
research team endeavoured to involve all
interested people in the study and sought
opportunities to enable this. For example,
one participant with a hearing impairment
requested to complete the interview via
email. In Phase 2, face-to-face interviews were
arranged at a time and place convenient to
participants.

Written notes and audio recordings were
taken at interviews and focus groups with
patients and carers. Only written notes were
taken in interviews with clinicians. This was
intended to maximize the engagement of

Table 1 Interview guides
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clinicians who may be concerned about having
a recording made of their perspectives about
the care they provide.>® In their notes, the
interviewers indicated when exact words were
captured and could be used as quotes.'

Members of the research team, with back-
grounds in allied health and public health,
undertook the focus groups and interviews.
The diversity of backgrounds enabled alterna-
tive perspectives to be discussed and considered
during data collection and analysis. We
ensured consistency and quality between team
members by conducting initial training, using
consistent materials and processes (for exam-
ple, a data collection workbook and guidelines
for transcribing) and regular meetings to iden-
tify and resolve issues.

Data analysis

Thematic analysis was used to identify patterns
emerging from the data across the different
interviews and focus groups.’* The researchers
first became familiar with the data by reading
the transcripts.”® Emergent coding was then
used by two researchers (RP and AK, who also
collected data) who independently developed
coding categories using an iterative process and

Patient and carer interviews

Clinician interviews

2619

1. To what extent do you think that patients have knowledge that
is useful to share in decision making with clinicians? If so,
what types of knowledge and how?

1. To what extent do you think that patients have
knowledge that is useful to share in decision-
making with clinicians? If so, what types of
knowledge and how?

2. There is a concept called the patient-as-professional
that is similar to the idea of being an expert or
informed patient. The patient-as-professional sees
the patient as a member of the healthcare
professional team and is involved in shared
decision making. What are your thoughts on this
idea?

3. In your experience how do patients contribute
knowledge to the decision-making process?

(@) What are the good aspects of this?
(b) What are the bad aspects of this?

4. If a patient is taking on the patient-as-professional

role, how would this change the care they receive?

2. There is a concept called the patient-as-professional that is
similar to the idea of being an expert or informed patient. The
patient-as-professional sees the patient as a member of the
health-care professional team and is involved in shared
decision making. What are your thoughts on this idea? Good
and bad things?

3. How much do you like to be involved in your care?

4. If you took on the patient-as-professional role, do you think
the care you receive would change?
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identified preliminary themes.’> Subsequently,
the researchers met to compare, discuss and
integrate the themes. An additional researcher
(AS) attended this meeting and assisted in the
discussion and resolution of discrepancies gen-
erated.®® The data collected from patients and
carers were combined for analysis because the
same themes were emerging from both groups
in initial analysis.

Findings

Perspectives and experiences of, and strategies
for actively engaging in, interprofessional care
by enacting the patient-as-professional role are
first described for patients and carers, and then
clinicians.

Phase 1: Patient and carer perspectives

A total of 55 participants were recruited to
Phase 1 comprising people with a chronic dis-
ease (n = 50) and carers (n = 5). Three of the
carers identified that they also had a chronic
disease. Participants typically reported having,
or caring for someone with, more than one
chronic disease. See Table 2 for detailed partic-
ipant characteristics. Data were collected via
seven focus groups (ranging in size from two
to 11 people, median = 6) and 11 interviews,
varying in length between 70-90 and 20—
120 min (mean = 85 min), respectively.

Most participants stated that being part of
the interprofessional team, in the patient-as-
professional role, is something that they try to

Characteristics of the patient-

Table 2 Participant characteristics

Characteristics Participants

Age in years (mean, range) 63 (36-89)
Gender (1)
Male 17
Female 38
Chronic disease (n)
Heart condition 11
Lung condition 8
Musculoskeletal condition 20
Neurological condition 12
Renal condition 2
Mental health condition
Sensory condition 2
(e.g. hearing or vision problems)
Autoimmune disorder 1
Chronic pain 1
Chronic fatigue 3
Obesity 2
Cancer 2
Diabetes 11
Not specified 7
Number of years chronic disease 18 (1-57)

present (mean, range)

do as part of self-managing their conditions.
They described the strategies used to enact the
patient-as-professional role, as well as factors
that influence this involvement (see Fig. 1).
Each of the characteristics and factors are
described in the following sections.

Characteristics of the patient-as-professional
role

Participants explained that part of participating
in the interprofessional team was knowing
about their conditions so that they could

as-professional role:
«  Knowing about the condition

*  Questioming clinicians

«  Engaging an advocate
Bemng proactive

Factors influencing
performance of the role:
* The patient—clinician

*  Coordinating care partnership
*  Using a support network * B““'-_‘““
* Barriers

* Applicability

Figure 1 Characteristics of the patient-
as-professional role and influencing
factors.
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contribute valuable information. This included
learning about their condition, its symptoms
and management, as well as educating family
and friends about the condition. Generally,
people with chronic disease also reported moni-
toring their own symptoms so that they could
present an accurate summary at their next
health-care appointment. They also emphasized
their role involved relentlessly following up the
cause of symptoms that had not yet been ade-
quately addressed.

I told the doctors I knew my body and that
when the tests showed nothing that they should
have looked elsewhere. I had to keep nagging to
get follow-up. If I hadn’t kept at them, nothing
would ever have happened (Interview 2, female
patient with complicated migraines)

Proactive engagement with clinicians was
identified as a strategy for participating in the
interprofessional team. Patients elaborated that
proactive engagement involved informing clini-
cians about their current health, agreeing or
disagreeing with their clinician’s advice and
asking questions if unclear about information
provided.

I have to keep the GP informed all the time and
I am always questioning him about medication
(Interview 2, female patient with complicated
migraines)

Coordinating one’s care was another activity
identified as part of the patient-as-professional
role, with some participants stating that it is
their role to lead and coordinate the interpro-
fessional team. As part of this, participants
emphasized the importance of keeping a hand-
held record of their medications, medical
appointments and test results. These records
enabled them to coordinate the multiple clini-
cians involved in their care and provide infor-
mation that clinicians may not have access to.
Participants often reported that their clinicians
did not work together as a team. As a result,
they felt it was their responsibility to summa-
rize the overall context of their condition and
its treatment to each clinician, to ensure all
team members working towards a
common goal.

WEre
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The patient sees the ‘big picture’ and the whole
team. This is because he or she is constantly
dealing with one person after another (Interview
5, female patient with Type 1 diabetes and
chronic fatigue)

Part of coordinating one’s care was also
identified as finding clinicians to be part of the
interprofessional team. Some patients reported
needing to go to several different clinicians to
find one who met their expectations in terms of
the level of information that they provide and
their willingness to engage in discussion about
management options. It was identified as
important for clinicians to provide care in a
partnership approach that engages patients in
the interprofessional team.

Participants highlighted the need for a sup-
port network, such as family and friends, to
assist in participating in the interprofessional
team. They explained that at appointments
they may be unable to absorb all the informa-
tion or remember to ask the necessary ques-
tions. Therefore, taking a friend or family
member assisted them to gather the informa-
tion they needed to engage with the team in
making decisions about their care. In addition,
participants described the importance of net-
working with other people who have a chronic
disease to learn about different management
strategies that they could use or present to the
team.

You should make visits with another person, a
partner or someone, so one person is talking to
the doctor and the other one’s listening and
assessing and says ‘oh you’ve forgotten some-
thing’ or ‘what about this?” (Focus group 3, male
carer and patient with lumbar spondilosis and
post-traumatic stress disorder)

Linked with the need to have a support net-
work was the necessity to find a clinician, fam-
ily member or someone else to advocate for
their needs within the interprofessional team
when they are unable to. They explained that
this was necessary because having an active
collaborative role in one’s care can be complex
and tiring, particularly when unwell. The role
of the advocate was described as focusing on
the person’s overall health by ensuring that the
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information and recommendations received
from different members of the team is consis-
tent and works towards common goals.

You need an advocate for your health. They [the
advocate] need to look at the big picture, rather
than the individual aspects, such as increasing
one drug (Interview 10, male patient with a car-
diac condition)

Influencing factors

The experience of engaging in the interprofes-
sional team to enact the patient-as-professional
role was reported by participants to be shaped
by the patient—clinician relationship; benefits;
barriers; and applicability. The patient—clinician
relationship was identified as essential to
enabling the patient-as-professional to be part
of the interprofessional team. Participants
explained that they needed to find a doctor who
would involve them in decision making by
communicating openly and taking a holistic
approach to providing health-care advice and
treatment options.

Interaction between patient and professional is
very important because just to say ‘you take this
pill, etc’ that really does you no good at all
(Interview 6, male patient with diabetes, Parkin-
son’s and congestive heart failure)

Participants identified factors impacting on
the development of a strong patient—clinician
relationship, which supported the patient’s
inclusion in the interprofessional team. In par-
ticular, it was thought that clinicians’ time con-
straints and the lack of coordination between
clinicians were barriers.

The benefits of engaging in the interpro-
fessional team by enacting the patient-as-
professional role were perceived as increased
patient awareness of care possibilities and
improved care coordination. Participants
explained that they could bring valuable
knowledge about the impact of their condition
on their life to the decision-making process. By
sharing this information and engaging in a col-
lective decision-making process, participants
believed their capacity and confidence in man-
aging their chronic disease increased. They also

described that the coordination of their care
improved by being actively engaged in the deci-
sion process when they developed a clear
understanding of the care received from all the
clinicians with whom they worked. This was
seen to enable them to be the link between
their clinicians and, in a sense, to manage their
health-care team.

The patient sees all the professionals dealing with
them as a team and they have a broad awareness
of how each professional fits into the team. The
patient kind of manages the team (Interview 5,
female patient with Type 1 diabetes and chronic
fatigue)

Concerns were raised that if patients engage
in the interprofessional team, clinicians may be
unrealistic and expect that all patients would
have a high level of involvement in their care.
Participants also wondered whether clinicians
would have time and the willingness to support
higher levels of patient engagement.

Not all doctors have the time for it, or they don’t
respect the patients enough (Interview 8, female
patient, chronic condition not specified)

Some participants questioned the applicabil-
ity of the patient-as-professional role. They
believed that as clinicians have completed for-
mal training that they should be responsible
for managing the health-care team and
determining the best treatment option. It
should not be necessary for patients to be part
of this team. Conversely, it was argued that
patients should not always have to ask
questions, but clinicians should proactively
share information.

People say that you need to ask more questions
of practitioners, but really, sometimes you don’t
have a chance to or you don’t feel up to it. I
believe that it is their role to share information;
you shouldn’t always have to ask (Interview 5,
female patient with Type 1 diabetes and chronic
fatigue)

Other participants were in favour of the
patient-as-professional role. The knowledge
about their own experience of chronic discase
was recognized as valuable to share with the
interprofessional team.

© 2014 John Wiley & Sons Ltd
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There’s two levels of knowledge, one of them is
that you’ve done all the research and you know
what all the options are and you have some
opinions about it. That’s one sort of knowing or
professionalism. But the other one is just know-
ing about your own body. So that even if you
don’t have any solutions, if you can go to a doc-
tor and articulate your own experience, then
that’s an input which you can call, in a sense,
patient-as-professional (Focus group 7, female
patient with diabetes, arthritis and chronic
fatigue)

Participants believed that not all clinicians
nor all patients may support the inclusion of
the patient in interprofessional teams. It was
considered important that clinicians recognize
and respect the decision of patients and carers
who may not desire this level of engagement.

Phase 2: Clinician perspectives

Fourteen clinicians working in hospital and
community settings interviewed (see
Table 3 for participant characteristics). Inter-
views varied in length between 40 and 120 min
(mean = 62 min).

Analysis of clinician experience and perspec-
tives of the inclusion of patients in interprofes-
sional teams identified four major themes.

were

Table 3 Clinician characteristics

Characteristics Participants

Gender (1)
Male 2
Female 12

Profession (1)

Nursing

GP

Physiotherapy
Exercise physiology
Fitness instruction
Social work

Length of time working in health industry
0-5 years
6-10 years
11-20 years
21 years and over

Length of time supporting self-management
0-5 years
6-10 years
11 years and over

= L SN

AN B P W

v N
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These comprised the patient’s role, the clini-
cian’s role, the importance of the clinician—
patient relationship and ramifications of the
patient-as-professional role (see Table 4).

The patient’s role

Clinicians stated that part of the patient’s role
in enacting the patient-as-professional was con-
tributing knowledge. In particular, information
related to the patient’s experience of their
chronic disease and its management, as well as
their priorities for care, were described as valu-
able contributions.

They know their journey and the whole story.
They can shed light on aspects that may be
unknown by us and the medical team (Interview
19, female, exercise physiologist)

Clinicians highlighted that it is the patient
and carer’s responsibility to determine the level
of engagement they have in their care. They
explained that this decision may vary over time
and some patients may choose not to be actively
involved or follow their clinician’s advice. It was
emphasized that patient’s preferences for level
of involvement in their care and the informed
decisions they make need to be respected and
considered when identifying treatment options.

Health professionals can advise and advise and
advise — but at the end of the day it is the patient
who chooses whether to follow through with the
advice or not (Interview 26, female, nurse at a
GP practice)

The clinician’s role

Clinicians identified three areas in which they
believed that they supported patient engage-
ment in the interprofessional team. Participants
reported supporting patients to solve problems
and follow up with clinicians. It was considered
especially important that this support was pro-
vided long-term, not just on a single occasion.

Self-management is the way it should go but for
it to be successful the person needs support and
advice (Interview 16, female, physiotherapist)

The need to target information to the level
desired by each individual patient was
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Table 4 Clinician perspectives of the patient-as-professional role

Theme

Sub-theme

The patient’s role

The clinician’s role

Importance of the clinician—patient relationship

Ramifications of the patient-as-professional role

Contributing information

Determining level of involvement

Providing on-going support, guidance and management
Targeting information to the individual patient
Encouraging patients to be involved in their care
Working together

Maintaining relationship with GPs

Acknowledging patient’s experiences and preferences
Positive and negative outcomes

Makes consultations more difficult

Too much responsibility for patients?

Factors influencing the achievement of positive outcomes

identified as important for supporting patients
to engage in the interprofessional team. Partici-
pants explained that some patients and carers
treat clinicians as experts and expect them to
have the required knowledge to guide them in
solving patient problems, whereas others desire
minimal information. Nevertheless, clinicians
described it as important to support all
patients and carers to participate to some
degree in decision making because this contrib-
utes to the treatment’s success.

If the patient is not involved in the decision-
making then the program [no specific program, the
self-management approach in general] will not be
successful (Interview 16, female, physiotherapist)

Participants reported encouraging patients to
be actively involved in their care and the inter-
professional team by supporting them to ask
questions; keep information about their
chronic disease and care received; and be
involved in decision making. Participants
emphasized the need to remind patients and ca-
rers, particularly older patients, about how
they can be involved and actively manage their
chronic disease.

But with the elderly they require encouragement
and reminders (Interview 13, female, nurse in a
clinical care coordinator role)

Clinician—patient relationship
Clinicians emphasized the need to develop a
strong clinician—patient relationship to support

patient engagement in the interprofessional
team. Specifically, they described the impor-
tance of working collaboratively with patients
and carers, as well as developing a strong rela-
tionship based on trust.

It is all about the client developing trust in
the relationship (Interview 20, female, fitness
instructor)

Some clinicians admitted that the relation-
ship between patients and GPs is often poor
and impacts on the ability of patients to
engage in their care. This was thought to be
partly due to the lack of time patients and GPs
spend together. It was claimed that other clini-
cians working with the team often had to facil-
itate communication between the GP and the
patient, as well as support patients to engage
in the interprofessional team.

There is not enough time with the GP and often
patients have a poor relationship with the GP
(Interview 13, female, nurse in a clinical care
coordinator role)

It was viewed as ‘normal practice’ for non-
GP clinicians, such as physiotherapists or
nurses, to work in partnership with patients,
and therefore support their engagement in
care processes. Clinicians frequently reported
acknowledging the experiences and preferences
of patients.

It’s a given that we will treat patients as experts.
(Interview 25, female, social worker)

© 2014 John Wiley & Sons Ltd
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Ramifications of the patient-as-professional role
Clinicians explained that the involvement of
patients and carers in the interprofessional
team supports them to become more assertive,
confident and knowledgeable. In addition,
patients and carers may be able to participate
more in discussion and decision-making.

The more education they are given, the more
actively involved in their healthcare they can be
(Interview 19, female, exercise physiologist)

However, some clinicians were concerned
that patients who take on the patient-as-
professional role would result in the need for
longer consultations, impacting on busy profes-
sionals and clinics. Additionally, clinicians
needed to be up to date with the breadth of
information available on each condition,
including those management strategies that do
not have an evidence base. They explained that
consultations may need to be longer because
patients would want to discuss information
that they have located and ask more questions.

It can make it trickier actually, in the sense that
when the patient comes to the consultation they
have more preconceived ideas. The consultation
tends to go on for longer as you need to discuss
the evidence and their understanding (Interview
22, male, GP)

Whether or not this engagement translated
into increased compliance with care plans
remained an unresolved point. There was the
experience that patients and carers who were
less engaged were generally more compliant
with medication regimes. Additionally, some
participants  believed that the patient-as-
professional role is too much responsibility for
some patients and carers. Clinicians worried
that the role may encourage some patients to
think that they have to be in control of their
care and the interprofessional team and this
may be overwhelming.

Over the years we have been expecting more and
more from our clients. I think it has gone too far
actually. .. she [a patient] felt that not only was
she managing the emotional aspect of her condi-
tion, but also she had to manage all the more
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medical sides too. She didn’t want her family
doing it either as she wanted her family to be her
family not her carers (Interview 25, female, social
worker)

Finally, several factors underpinning effective
patient engagement were identified. These
included the need for patients to have an
appropriate level of medical knowledge and
understanding of the health-care system. Com-
munication skills and the capacity to negotiate
with a variety of health professionals were also
necessary, as well as the motivation to do so.
It was thought that such skills and capacities
were not present in many patients.

Patients generally don’t have the technical or
medical knowledge to contribute [to decision-
making]. That’s what they look for from us
(Interview 13, female, nurse in a clinical care
coordinator role)

Discussion

This study identified characteristics of enacting
the patient-as-professional role, outlining how
patients actively engage in interprofessional
care. The study also considered the perspec-
tives and experiences of patients, carers and
clinicians in relation to this type of engage-
ment, highlighting where supports and services
can be enhanced to promote the patient-
as-professional role in interprofessional teams.

Characteristics of the patient-as-professional
role

The ideal patient-as professional is an individ-
ual who is educated about their condition(s)
and symptoms and able to articulate their
health experiences; keep a health record; iden-
tify a support network and health advocate;
discuss, negotiate and decide on care plans for
themselves with clinicians from a range of
professional backgrounds; and coordinate, as
necessary, the interprofessional team. Imple-
menting this role in practice is influenced by
the patient—clinician relationship, changes in
the patient’s health status, realization of
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benefits, overcoming of barriers and individual
applicability. Characterized in this way, it high-
lights the high expectations and complexity of
the task (including the high level of health liter-
acy required), and the on-going challenge asso-
ciated with its realization. However, if we are
to realize patient-centred care and the benefits
of patient empowerment,* > this is what we are
seeking to implement.

Support for the patient-as-professional role

The majority of participants indicated support
for this role, explaining that including the
patient-as-professional  in  interprofessional
teams would promote the delivery of context-
appropriate and patient-centred care. As has
been described in the literature, it was recog-
nized that patients and carers could contribute
valuable information about the lived experience
of their condition and play an integral role in
care planning.® In fact, many patients and ca-
rers described striving to engage with the inter-
professional team and, at times, the barriers
that they encounter.

However, it should be noted that not all par-
ticipants were supportive of the inclusion of
the patient-as-professional in the health-care
team. Some reported that it was the clinician’s
role to manage their care. In addition, some
clinicians expressed concern that the patient-as-
professional concept places too much responsi-
bility on some patients. How to allow time,
within busy clinics, to provide information and
answer questions from those actively involved
remained an unresolved issue.

The fact that not all patients desire the same
level of involvement in their care is reflective of
current literature describing that patients
engage in their health care at different levels,
ranging from active to passive, informed to
uninformed and positive or negative partici-
pants.”!'® This suggests that methods, acknowl-
edging the varying levels at which individuals
may wish to be involved in their care, need to
be continually considered and discussed with
individual patients. There is not one answer
that fits all patients in any one clinical area.

Discussing with patients the patient-as-
professional role is an avenue to assist patients
to effectively engage with the interprofessional
team. Such discussions might also identify
where supports and services could be enhanced
to overcome the barriers to the patient-as-
professional role. This will support patients,
who desire so, to be empowered to participate
in the management of their health and
achieve the described benefits of patient
empowerment.*>

Strengths and limitations

A strength of this study was the sample size of
patients, as well as the inclusion of both patients
and clinicians to understand the involvement of
the patient-as-professional in interprofessional
teams. However, the small number of carers
may be considered a limitation for capturing the
perspectives of this group.

It may be viewed as a limitation that this
study predominantly recruited participants
from a self-management programme. However,
the purposive selection of these participants
enabled a rich understanding to be obtained of
the experiences of, and strategies for actively
engaging in, interprofessional care by enacting
the patient-as-professional role.

Three researchers were involved in the analy-
sis, ensuring that different perspectives were con-
sidered and discussed throughout the process.
These researchers also collected data, which
assisted them to become familiar with the data.

Conclusion

This study has advanced the understanding of
how patients engage in interprofessional
health-care teams by enacting the patient-as-
professional role and the findings demonstrate
that support exists for acknowledging the role
in interprofessional teams. The characteristics
of the role and factors that influence its enact-
ment could be used to guide patient engage-
ment with the team and could be used by
clinicians to support the delivery of patient-
centred care.

© 2014 John Wiley & Sons Ltd
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The inclusion of the patient-as-professional
role has the potential to improve health-care
delivery by promoting the delivery of context-
appropriate and patient-centred care. To
achieve the full potential, patients and carers
require support from clinicians to identify the
most effective strategies they can use to partici-
pate in the interprofessional team and in doing
so also build their health literacy as required.
It is important that this support be tailored to
the level of involvement that the person wishes
to have in their care. Supporting the patient-
as-professional will enable time-poor clinicians
to tap into an under-used resource.
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