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partnership working.

Patient or Public Contribution: Patients were involved in initial design of the study,

particularly ethics of ethnographic observation.

KEYWORDS
expertise, health-care professionals, knowledge sharing, long-term conditions, patients, self-

management

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,
provided the original work is properly cited.
© 2021 The Authors. Health Expectations published by John Wiley & Sons Ltd.

628 wileyonlinelibrary.com/journal/hex Health Expectations. 2021;24:628-637.


www.wileyonlinelibrary.com/journal/hex
mailto:﻿￼
https://orcid.org/0000-0002-7271-8180
http://creativecommons.org/licenses/by/4.0/
mailto:Sarah.brand@nuh.nhs.uk

BRAND anp TIMMONS

1 | BACKGROUND

In the UK, effective management of long-term conditions (LTCs)
is seen to be one of the greatest challenges facing health services.!
Individuals' health-related behaviours strongly influence the preva-
lence and course of disease and illness, and the associated requirement
for health-care interventions.?® One of the proposed solutions for the
challenge posed by increasing prevalence of LTCs is to support patients
to better manage their conditions themselves, thereby reducing uptake
of health-care services and progression of severity of disease.>** This
requires both patients and health-care professionals (HCPs) to share
knowledge and utilize it in order for supportive self-management to
take place. This paper seeks to explore how knowledge sharing takes
place within the context of LTC management by:

e Problematizing knowledge itself

e Taking an alternative perspective to view how knowledge is uti-
lized by social actors within health-care decision making

e [lluminating the influence of the social context in which knowl-
edge sharing takes place

Self-management is broadly understood to encompass actions
taken by individuals to recognize, treat and manage their own
health and is associated with improved health outcomes.®’ Self-
management programmes aim to build individuals' knowledge,
skills and confidence both in their condition and the management
activities associated with it.8! Self-management and the asso-
ciated engagement of patients in their health care are associated
with increased uptake and sustainability of healthy behaviours and
improved clinical outcomes.” ! The assumption is that knowledge
can be 'given' to patients; the main issue being ensuring that they
then use this knowledge to inform their behaviours.#112 This as-
sumption is contrary to much literature concerned with knowledge
within health-care contexts which highlight the difficulties of knowl-
edge sharing associated with organizational barriers, resource con-
straints, multi-professional working and the constant production of
new knowledge.*3*#

There is also an assumption that knowledge sharing is primar-
ily a unidirectional activity with HCPs 'transferring' knowledge to
patients. This is in contrast not only to the theory associated with
knowledge sharing >¢ but also to personalized care models in
which the lived experience of illness by patients is purported to be
equally valued.’ It has been suggested that an increased focus on
self-management introduces a new paradigm centred around the
patient-professional partnership * which necessarily involves multi-
direction knowledge sharing.

Shared decision making is implicit in the personalized care
agenda.17 It has been shown to have benefits for patients, carers
and HCPs, but also challenges in its practical implementation.ls’21
The shared decision-making literature tends to focus on communi-
cation and process; the knowledge involved is often unconsidered.
By foregrounding and problematizing knowledge itself, its influence

on sharing between social actors can be explored.
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Health literacy is a related concept which has been widely dis-

d 2272* and relates to the ability of patients to obtain, under-

cusse
stand and use information in order to make appropriate health-care
decisions.?> Lower health literacy has been associated with poorer
health outcomes and poorer utilization of health services.?® This re-
sults in less appropriate use of health services overall—increased use
of emergency services, reduced engagement with preventative care
and reduced ability to self-manage routine health needs.?® Rather
than considering how patients are able to obtain and understand
health-care information, this paper explores how easy it is for pa-
tients and HCPs to share this knowledge as social actors within in-
teractions. This alternative lens through which to view health-care
interactions allows elucidation of some of the cultural and social is-
sues at play within the health-care context.

There are a range of social factors which can make knowledge
sharing complex.?”-?8 These factors relate to how society is orga-
nized, such as the social constructs of patient, nurse and doctor
along with their associated activities and expectations. Social actors
sharing knowledge come from different worlds, occupy different
social roles associated with differential status and communicate in
unique ways.??3! It is these social factors in relation to knowledge
sharing which the current paper seeks to explore. This paper aimed
to illuminate the social context and the cultural norms associated
with it, in which knowledge sharing takes place. Cultural norms en-
compass the social behaviours accepted and perpetuated by society,
and can be exemplified by the patient and HCP roles.®? This context
and accepted norms associated with it can be so embedded as to be
imperceptible to the social actors operating within it, but neverthe-
less imperative to acknowledge in order to understand the setting in

which health care is enacted.

2 | METHODS

2.1 | Design
A qualitative approach underpinned by ethnographic principles®3-3°
was utilized to explore the behaviours associated with, and percep-

tions of, patients, carers and HCPs in relation to knowledge sharing.

2.2 | Participants

Participants were patients who were diagnosed with a LTC and their
carers, along with the HCPs who formed their immediate care team.
Inclusion and exclusion criteria are shown in box 1. Data were col-
lected from two large teaching hospitals in the UK East Midlands.
One site cared for patients with renal disease, and the other, for pa-
tients with bowel and liver disorders. These disorders were chosen
as they were conditions which affected both males and females of a
range of ages and are relatively under-researched in relation to other
LTCs such as diabetes. Data were collected in 15 months during late
2015 and 2016.
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Box 1 Participant inclusion and exclusion criteria

Patient inclusion criteria

Aged 18 or over

Capacity to give informed consent

Receiving treatment for target long-term condition at study
site

Patient exclusion criteria

Unable to give informed consent

Unable to communicate adequately in English to allow
participation in an interview

HCP inclusion criteria

Provided informed consent

Observed in interactions with patient participants

HCP exclusion criteria

Unwilling to provide informed consent for observation of
interactions with patient participants

21 patients and 2 carers, and 24 HCPs took part in the study. A
purposive sampling approach for patient participants was utilized.*3
The main theme used within this sampling approach was knowledge
and expertise. To self-manage, patients must have some level of
knowledge and expertise in the practices required to manage their
conditions. In addition, relationships with primary HCP were consid-
ered as it was conjectured that the character of these relationships
may have an influence on how knowledge was shared as a socially
situated activity. Carers were recruited to the study if they attended
routine health-care appointments with a patient, and their partic-
ipation was therefore driven by the patient participants. Sampling
considerations and demographics are shown in Table 1.

HCP participants were those who were involved in the care of the
patient participants and who were observed interacting with them.
HCP participant characteristics are shown in Table 2. Demographic

data were not collected on HCP participants.

2.3 | Ethical considerations

All participants were recruited to the study in compliance with ICH-
GCP requirements. This, and the process of ethical approval, ensured
that processes were in place to protect participants from potential
harm. In addition, all data were protected in line with General Data
Protection Regulations and information governance requirements of
both the academic sponsor of the study and the health-care envi-
ronment were chosen as study sites. None of the participants were
known to the researcher prior to their participation. Initial general
observation was undertaken within public areas such as outpatient
clinics or patient information sessions. The aim of this was to allow
the researcher to familiarize themselves with the general environ-
ment, key actors and processes in order to determine how more
focused observation should be undertaken, and with whom. The
researcher was identifiable and information regarding the conduct

of a research study was provided to individuals located in the area.

During general observation, the researcher conversed with patients
who were in the environment and if appropriate discussed further
participation in the research study which would involve observation
of confidential consultations and interviews. Written information
was provided to potential participants at this stage. Other potential
participants were approached by their usual care provider and pro-
vided with written study information. Written informed consent was
obtained prior to any further observation or interview. Four poten-
tial participants who were approached declined to participate.

East Midlands—Nottingham 1 NHS Research Ethics committee
granted ethical approval (Ref 15/EM/0442).

2.4 | Data collection

Data collection involved observations and ethnographic interviews.
Initial general observations were undertaken of the environment, as
detailed above, in order for the researcher to gain familiarity with
the wider context in which the study was set, the key actors within
it, and the specific environments in which further observation might
be undertaken with participants. Subsequently, once patient par-
ticipants had been selected and consented, observations took place
of routine health-care consultations, multi-disciplinary meetings,
patient-led events and patient information sessions both in the hos-
pital and at other locations such as patients' homes. Observations
were patient participant-led in that the schedule followed the pa-
tients' schedule of contact with the HCPs who were involved in their
care. Attempts were made to observe all routine contacts patient
participants had with specialist hospital services. 144 episodes of ob-
servation were undertaken covering 93 hours. Field notes were kept
contemporaneously with observation, as well as a reflective diary
which the researcher maintained after and between observations.
In addition, 33 interviews were undertaken with patients, carers
and HCPs. All patients and carers were interviewed save for one pa-
tient who became too unwell, and selected HCPs were interviewed
based on how much contribution they had made to the observa-
tional data as shown in Table 2. The interviews were semi-structured,
and whilst topics for interviews were common to both patients and
HCPs, the questions asked varied between the two groups. A topic
guide was developed by the researcher who also conducted the in-
terviews. Examples of questions are shown in Table 3. Interviews
were participant-led, so the topic guide was used as an indicative tool,
but the course of the interview was contingent on the participant.
Interviews lasted between 30 minutes and 1 hour 37 minutes were
carried out in the location of the participant's choice and involved the
researcher and interviewee only. All interviews were recorded and
transcribed verbatim. The transcripts, along with the field notes main-
tained during the observations, became the data for the analysis.
Data collection was undertaken by a single researcher. Selected
sites were unfamiliar to the researcher in order to minimize researcher
biases. The researcher had no knowledge of either the patients or staff
at eithersite. It was a requirement of ethical approval that the researcher

disclosed their role as a researcher and professional background, which
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TABLE 1 Patient/carer demographics

Participant number Gender Ethnicity Age
PNOO1 Male White British 26
PNOO2 Female White British 30
PNOO3 Male White British 28
PNOO4 Female White British 45
PNOO5 Male White British 52
PNO06 Male White British 55
PNOO7 Male White British 57
PNOO8 Female White British 53
PNOO9 Female White British 43
PNO10 Male White British 70
PLOO1 Male White British 53
PLO0O2 Female Mixed race 49
PLOO3 Female White British 74
PLO0O4 Male Asian 63
PLOO5 Female White British 48
PLOO6 Male White British 79
PLOO7 Male White British 61
PLOO8 Female White British 35
PLOO9 Female White British 71
PLO10 Female White British 61
PLO11 Female White British 54
PLO12 Female Indian 47
PLO13 Female White British 61

WILEY-—2

Rationale for selection

Extensive family history of similar conditions

Recently changed allocated consultant in order to get second opinion on
treatment options

Initially treated in paediatric service, recently moved to adult service and
requested change in allocated consultant

Newly diagnosed

Contracted viral iliness as a result of receiving contaminated blood products
as a child, politically active in patient support groups

Stigmatized viral ilinesses, works within health services management
Multiple co-morbidities, diagnosed for considerable period of time

Long-term relationship with consultant who recently retired, now under
new consultant

Impending change of current treatment

Long history of illness and co-morbidities, very active in patient groups
associated with condition, politically active

Selected by staff as 'expert patient' and participates in patient information
days

Selected by staff as 'expert patient' and participates in patient information
days, current treatment likely to be altered fundamentally as condition
deteriorating

Selected by staff as 'expert patient' and participates in patient information
days, current treatment likely to be altered fundamentally as condition
deteriorating

Has instituted himself as an 'expert patient' although this is not recognized
by staff, active in information giving to patients both within the service
and externally

Treated in 'satellite unit' away from main hospital site, likely to require more
intensive treatment as condition deteriorating. Considering transplantation
which requires co-operation of family members as potential donors

Likely to require more intensive treatment as condition deteriorating

Carries out intensive treatment independently at home

Daughter of PLOO7

Diagnosed for considerable period of time, active in fundraising and
community patient support groups

Carries out home treatment, identified 'expert patient’, treated out of main
centre, multiple co-morbidities

Carries out home treatment which is failing, impending change to
treatments

Active in patient groups, intensive treatment carried out regularly in
hospital, multiple co-morbidities, current treatment failing

Wife of PLOO7, involved in home treatment

is a qualified nurse, to all participants. This undoubtedly influenced the
data which were collected. This may have been beneficial in some re-
spects as patients were very open with the researcher and assumed
some level of knowledge about the practicalities of health care and
their disease which enabled them to move directly to discussing more
personal perspectives of their health-care experiences. Efforts were
taken to minimize influence however as the researcher was not in
uniform at any time, and data collected in organizations in which they

were unknown in their professional role. Ultimately, it was felt that the

position of the researcher enriched the data rather than restricted it,

but there is no doubt that it had an influence.
2.5 | Data analysis
Data were managed using NVivo software. Thematic analysis took

place concurrently with data collection, and initial analysis informed

subsequent data collection using the constant comparison method.3¢
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TABLE 2 HCP characteristics

Participant number Gender Professional role
SNOO1 Female Consultant
SN002 Female Specialist nurse
SNOO3 Male Consultant surgeon
SN004 Male Consultant
SNOO5 Female Consultant
SN006 Female Specialist nurse
SNO07 Female Consultant
SNOO08 Male Consultant
SNO09 Male Dietician
SN010 Female Specialist nurse
SNO11 Male Consultant
SN012 Female Specialist nurse
SLOO1 Female Specialist nurse
SL0O02 Female Specialist nurse
SLOO3 Male Consultant
SLO04 Male Consultant
SLOO5 Female Specialist nurse
SLO06 Male Consultant
SLOO7 Male Consultant
SLO08 Female Dietician
SLOO9 Male Consultant
SLO10 Female Dietician
SLO11 Male Consultant
SLO12 Female Specialist nurse

This is commensurate with the ethnographic approach where analysis
is an ongoing iterative process with constant movement between the
field, generated data and emerging ideas.3* The units of analysis were
the two groups of patients and health-care professionals. Analysis
was inductive, with open coding generating numerous categories
which then was followed by focused coding involving synthesis of
initial codes into categories.>” From 159 initial codes, 13 broad cate-
gories were formulated. A more abstract review of the data was then
undertaken, considering the larger narrative and its relation to cur-
rent theoretical understanding of knowledge sharing.3® The constant
comparative method ensured that existing data were constantly com-
pared with new data, resulting in categories being elaborated or inte-
grated within the process of analysis.36 The initial analysis and coding
was undertaken by one researcher, but then reviewed with two other
researchers who were part of the study team. Broader themes and
subsequent findings were discussed with all three researchers.

Data saturation was not an aim within this study; rather an attempt
was made to gain a breadth and depth of experience and perspective.
The limits to data collection were mainly pragmatic in terms of the num-
ber of participants a single researcher could adequately follow simultane-
ously, and the need for data collection to be concluded in the timeframe
required. Utilizing the constant comparison method did show, however,

that there were increasingly fewer amendments to existing codes as a

Rationale for interview selection

Oversight of entirely nurse-led service
Involved in nurse-led service

NOT INTERVIEWED

Refused interview

Observed with multiple patients

Observed with multiple patients

Participant in joint clinic

Not interviewed

Not interviewed

Not interviewed

Not interviewed

Involved in nurse-led telephone advice service
Not interviewed

Investigation of multi-disciplinary team
Observed with multiple patients

Observed with multiple patients, new to department
Not interviewed

Not interviewed

Observed with multiple patients, oversight of home therapy patients
Not interviewed

Works outside of main treatment centre
Explore different professions perspective

Not interviewed

Not interviewed

result of new data generated and that data could be explained using
existing codes and therefore data collection was discontinued.

3 | RESULTS
Reported here are three main themes emergent from the data which
illuminated how knowledge sharing was achieved between patients

and HCPs within routine interactions.

e Normative social roles which focus on how social actors' under-
standings of their identity and what is expected of them influ-
ences how they behave within interactions.

e How differing professional roles within the health-care sphere in-
fluence what knowledge is shared.

e Different types of knowledge prevalent in health care and the

value assigned to these by social actors.

3.1 | Normative social roles

It was evident that both HCPs and patients had clear understandings

of their identity within interactions and what behaviour was expected
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TABLE 3 Examples of interview questions

Areas for exploration

e Where, when & why is knowledge
shared?

information from?

1.3. If you felt that you needed more
information, where would you look? Who

would you ask?

1.4. How do you know when you need more
information about something?
1.5. How do you know when you have

enough information?

1.6. Do you think having more information is

always a good thing?

when occupying these roles. This influenced how they approached
knowledge sharing specifically. HCPs saw knowledge sharing as a key
element of their role, particularly in relation to ensuring that patients had
the essential knowledge required to understand and manage their con-
ditions. It was assumed that it was the HCP's role to provide knowledge

to patients who would know very little about their health conditions.

Just sort of assume that they know nothing. SLOO7
(Renal doctor) Interview

The patient role was also associated with a responsibility for knowl-
edge sharing, but this was primarily to allow HCPs to make diagnosis

and treatment decisions.

| think | tell them everything...it's always better to tell
them as much as you know, to help them diagnose you
or treat you. PN0OO9 (Gastro patient) Interview

It was apparent that part of the patient role was not only to share
knowledge, but also to follow the advice of the HCP. This was not ar-
ticulated, but was apparent in observed behaviours.

The patient catches sight of the dietician and says that
she hopes that she won't have to see her whilst she's
there. She says that she doesn't find the dietician very
helpful... so she just carries on doing her own thing. She
puts her eyes down and tries not to catch the eye of the
dietician. PLOO1 (Renal patient) Observation

It would appear that openly disregarding HCPs' knowledge and
advice was difficult for many patients and they understood that this
violated social norms. In contrast, HCPs did not find any difficulty in
disagreeing with knowledge offered by patients.

| can look into it and say oh, did you know that this
you know, this isn't quite right. SN002 (Gastro nurse)
Interview

Interview questions (patients)

1.1. Do you think that you know enough
about your condition to enable you to make
decisions about how to manage it?

1.2. Where do you get most of your
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Interview questions (staff)

1.7. How do you assess patient knowledge of their
condition?

1.8. What information or knowledge do you feel the
patient can contribute to illness management?

1.9. Do you think patients have increasing
knowledge?

1.10. Is this always a good thing?

1.11. How do you know when the patient wants
more information?

1.12. How do you know when patients have enough
information? Can you give me an example

1.13. Is some knowledge or information which
patients have more useful than others? Can you
give me an example?

It was clear that whilst both HCPs and patients felt that it was their
role to share knowledge with the other party, it was only incumbent on
patients to utilize the knowledge shared with them. HCPs could more
easily choose not to utilize the knowledge offered to them by patients.

3.2 | Differing professional roles

This responsibility to share knowledge belied the complexity of
knowledge sharing in practice however. It appeared that knowledge
sharing differed dependant on the professional role of the HCP in-
volved in the interaction. This was not only related to the knowledge
shared by the HCP (which might be assumed given the different core
knowledge bases of different professions) but also to the knowledge
which patients shared with HCPs. This appeared to be related to the
perceived empathy of the HCP with the patient perspective and the
likely response to sharing of particular knowledge, rather than the
knowledge which patients felt that individual would need to fulfil
their professional role. HCPs appeared to be aware of this and ac-

cepted it as an element of multi-disciplinary teamworking.

So many patients will tell the IBD nurses, tell her [the
consultant] I don't want to do it. I'm not going to do it. Or
tell her | don't do it. SNOO5 (Gastro doctor) Interview

This was corroborated by nursing staff.

| think they're [patients] much more honest with
the nurses than the doctors. SNO12 (Gastro nurse)
Interview

Nurses tended to be used as conduits through which 'difficult’
knowledge could be shared and communicated to other professional
groups, primarily medical staff. This relates to the difficulty highlighted
previously which patients found in disagreeing with some HCPs' prof-
fered knowledge and advice. The input of the multi-disciplinary team

in caring for patients with LTCs appears to offer opportunity for more
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comprehensive knowledge sharing to take place however, particularly
from patients to the HCP team.

3.3 | Value of knowledge

It could be seen that there were two main types of knowledge
prevalent in the health-care context—clinical biomedical knowl-
edge, mainly accessed by HCPs through training and accreditation,
and experiential knowledge, largely associated with patients' lived
experience of illness. It would appear that clinical knowledge and
experiential knowledge were valued differently within the health-
care context both by HCPs and patients. Routinely, clinical knowl-
edge appeared to be much more highly valued than experiential

knowledge.

I'm not medically trained.....and | don't have the knowl-
edge of anatomy and physiology to a level that an ex-
pert would have. PNOOS8 (Gastro patient) Interview

[A] patient that has a lot of information based on their
own pure experience, that's not really...everyone's

different really. SLOO7 (Renal doctor) Interview

The lower value of patients' experiential knowledge appeared
to be perpetuated within routine health-care consultations. Within
health-care consultations, patients' knowledge could be easily dis-
missed, being overridden by the clinical knowledge and decision-

making power of the HCP.

The doctor says that it is worth trying an additional
medication. The patient says she feels that her body
is just getting to the point where it is feeling better
and stronger. She asks if she can start the additional
immunosuppression later when her body has had time
to feel stronger still....The specialist nurse comes in
and the doctor discusses starting the new treatment
with the nurse....A plan appears to have been formu-
lated despite the patient not clearly agreeing to it.
PNOO2 (Gastro Patient) Observation

The patient tries to contribute her experiential knowledge of
how she feels and this is ignored in favour of a clinically focused
treatment plan. In fact, the knowledge which she contributes is not
even acknowledged. The value of clinical knowledge and the HCP's
decision-making power overrides the contribution of experiential
knowledge which the patient makes.

One of the reasons for this may be associated with the normative role
of the patient highlighted previously. It appeared that the role of patient
was not commensurate with contributing clinical knowledge to health-
care interactions—this was the remit of the HCP. Patients reported
experiencing issues if they attempted to contribute clinical knowledge

within routine consultations concerned with their own health.

Even if I've come to a conclusion - always a hugely
tentative conclusion - because | know it's not my line
of work.....but if | present that conclusion, my experi-
ence is that that kind of ends the, the whole conver-
sation. PNOO7 (Gastro Patient) Interview

Therefore, not only did clinical and experiential knowledge have
different value within clinical consultations, but each type of knowl-
edge was also closely associated with normative social roles; clinical
knowledge with HCPs and experiential knowledge with patients.
Patients attempting to contribute clinical knowledge to interactions
was problematic. These normative social roles were perpetuated
through routine practices of both HCPs and patients in order to en-
sure the smooth course of interactions.

Sort of respecting their [HCPs] position | suppose.
Then you get the best out of...as a patient you are far
more likely to get more out of that individual if you
take that approach than if you take an approach that
you know more. PN0O6 (Gastro Patient) Interview

Knowledge sharing was underpinned by normative social roles—
how knowledge was valued, what knowledge could be shared, when
and how— and itself perpetuated those roles within the practices
seen in interactions—complying with the role expectations. Whilst
patients recognized that it was their responsibility to share knowledge
with HCPs, on deeper exploration, it is clear that not all knowledge
to which the patient had access was shared, as they sometimes felt

restricted as to the type of knowledge which they felt able to share.

4 | DISCUSSION AND CONCLUSION
4.1 | Discussion

Despite being a knowledge—rich environment, knowledge sharing is
complex within health care and there are difficulties associated with
it.13 This paper has highlighted the influence of social and cultural
aspects of the health-care environment in this process.

Knowledge sharing is heavily influenced by the social roles of ac-
tors within health-care interactions. Broadly, there are differences
in expectations of what knowledge is shared and whether it is uti-
lized between HCPs and patients. These differences are associated
with the normative social roles of patient and HCP. These norms and
associated behavioural expectations are very embedded within the
health-care context and largely viewed uncritically. This study has
uncovered a more nuanced understanding of how these social roles
influence knowledge sharing however. Specific professional roles
appear to influence what knowledge is shared by patients. In addi-
tion, it would appear that particular knowledge is associated with
the roles of patient and HCP. The suggestion is that this association
of knowledge and role is also related to social norms, and becomes

problematic if violated.
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The contribution which this study makes is that these themes
appear to be common for all patients regardless of characteristics
such as age, gender, ethnicity, educational level or disease vintage,
and likewise for HCPs. Current health literacy literature 22°2° has
often focused on educational or socio-economic factors to explain
patients' ability to contribute to health-care decision making, but
this study would dispute this being the only perspective on this
issue. Likewise, the shared decision-making literature has often fo-
cused on lack of effective communication skills or insufficient use
of decision-making models and strategies to explain difficulties in
health-care decision making.®?! By foregrounding knowledge it-
self, this study has shown that some elements of knowledge sharing
required for health-care decision making transcend the influences of
socio-economic factors and are contingent rather on sociocultural
factors. It is not communication or decision-making strategies which
are required to move practice on, but a deeper understanding of the
cultural context in which these interactions take place.

Whilst knowledge sharing may transcend some of the conven-
tional influences such as education or communication skills often
identified in the literature, it appears that different professional HCP
roles do have an effect on how knowledge sharing is achieved. This
appears to occur independently to some extent of any specific per-
sonal relationships between social actors. Nurses in particular were
perceived to be more empathetic towards patients and therefore
were used as a channel through which 'difficult' knowledge could be
shared with medical staff. Again, this appears to be associated with
the cultural attributes of each social role and the normative expecta-
tions of their attitudes and behaviours rather than the professional
remit of their role as might be expected.

Asymmetry within doctor/patient interactions has been recog-
nized previously,®” but this has often focused on communication
skills and processes.*° One of the advantages of foregrounding
knowledge itself is that its influence on how it is shared has been
elucidated. It is clear that there are different types of knowledge,
these types of knowledge are assigned differential value, and spe-
cific types of knowledge are associated with particular social roles.
This is exemplified by higher value biomedical knowledge associated
with HCPs in comparison with less valued experiential knowledge
which patients contribute. The knowledge itself is therefore related
to, and contributes to, the normative social roles of HCP and patient.
Furthermore, violating these social norms in relation to knowledge
can be problematic in health-care interactions.

A deficit model of knowledge is common in health care which
assumes that patients have insufficient knowledge in order to self-
manage.*! The goal of health care is therefore to furnish patients
with the knowledge which they require to manage their conditions.
In contrast, this study would suggest that it is not necessarily a
lack of knowledge which is the issue, but rather an undervaluing of
the unique experiential knowledge which patients have and a cor-
responding lack of opportunity to effectively utilize it within the
decision-making process.

Understanding the challenges of knowledge sharing is crucial

to support multi-directional knowledge sharing between patients
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and HCPs. This ensures that not only do patients have access to
knowledge which allows them to self-manage, but that they are
able to feedback the success or otherwise of a programme of self-
management based on experiential knowledge. Only then can a
personalized plan of care be developed which allows for individu-
als' health to be effectively managed within their unique set of cir-
cumstances.!” Most discussions regarding self-management focus
almost exclusively on 'increasing' the knowledge which patients
have.? Little consideration is given to whether patients feel able to
utilize this knowledge within the routine interactions concerned
with health-care management and planning. Moreover, it has been
highlighted that knowledge and skills, and the confidence to uti-
lize them, decline over time unless supported in the longer term.3¢
Developing knowledge and skills and supporting in routine inter-
actions the confidence to utilize them would be a cost-effective
approach, thereby removing the need for additional ongoing sup-
port mechanisms for patients.

The converse can, however, easily occur as a result of common
practices within routine interactions. It has been identified in health
care how patients can be perceived to be cognitively unreliable or
emotionally compromised.*? This study has shown how this can mani-
fest itself in everyday practices where patients' experiential knowledge
is routinely perceived by HCPs and patients themselves, to be of lesser
value than biomedical clinical knowledge. This in turn underpins the
control which HCPs have over routine health care practices and the
decision making which takes place within them. Without uncovering
and acknowledging the incidences of this within routine behaviours,
and seeking to change practice, patients will continue to find it chal-
lenging to participate in their own health-care management in the way
in which health-care agendas purport to want them to.43

Multi-disciplinary working, whilst beneficial in many ways, has
been highlighted as being problematic in the arena of knowledge
sharing.}* Differential knowledge sharing between patients and var-
ious members of the health-care team can make it difficult for any
one member to ascertain a comprehensive picture of the patient's
self-care activities and the impact of these. This work shows that
possibilities for patients to share their unique knowledge with the
health-care team are increased by offering a range of interactions
and relationships within which this can occur. This allows for more
comprehensive knowledge sharing by patients when viewed from
the perspective of the multi-disciplinary team as a whole.

Whilst recent policy appears to endorse the value of patients'
unique knowledge gained from lived experience, this is not always re-
flected in practice.’” Embedded practices of both HCPs and patients
mean that the accepted value of different types of knowledge is often
unchallenged thereby making it more difficult for sharing of patients'

experiential knowledge due to its perceived lower value.

5 | LIMITATIONS

This study has some limitations in its design. Comprehensive de-

mographics including educational level, employment status and
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duration of illness were not collected on participants. As these
characteristics can have a bearing on individuals' ability to par-
ticipate in health-care interactions, this information would have
allowed additional elements of analysis to have been undertaken.
This does not influence the findings in as much as the themes iden-
tified were common to all participants regardless of these or any
other attributes, but the extent to which particular characteristics
influenced practices was not able to be explored. In addition, the
data were collected by a single researcher who had familiarity with
the health-care setting. Whilst this may have had advantages and
was accounted for in the study design and data analysis, a larger
study with more opportunity for inter-researcher discussion may
have strengthened the study.

5.1 | Potential for further study

There are further avenues of research suggested by these results,
one being to explore whether the issues identified are the same
in primary care or general practice where HCPs are less specialist
in particular areas of health-care practice. Power dynamics within
the relationships between HCP and patient may be different in this
context for a variety of reasons, as well as the value of knowledge
being shared within these interactions. In addition, there may be
some value in exploring whether carers mediate knowledge shar-
ing within health care. This was not possible in this study as there
was only one participant who had carers present at their consulta-
tions, but exploring this further may be an interesting avenue of

further study.

6 | CONCLUSION

Knowledge sharing is a socially situated activity. Understanding
the social context of knowledge sharing is crucial, as is understand-
ing the roles and perspectives of the actors involved. As we try to
encourage patients to take on more self-management activities, it
is essential to understand how this relates to their current under-
standings of their roles within health care and their relationships
with other actors. It is not enough for policy to endorse the value
of patients' unique knowledge unless there is support in practice to
make this a reality.

Accepted social roles of both HCPs and patients are part of
the culture of health care and exceptionally challenging to alter.
Recognition of these roles—their benefits and challenges—along
with an acknowledgement of practices which perpetuate them is
the first step in addressing some of the issues which they present.
Changes to practice can contribute to alteration of culture incre-
mentally over time. This requires work with both HCPs and patients
simultaneously as changes to the practices of one group will have
little impact if met by a lack of understanding of on the part of other

social actors.

The tension for patients in self-management is that within the
health-care context of the hospital, their unique knowledge is un-
dervalued, but once out of that environment, they rely on this to
manage their health conditions. This is a paradox which requires
addressing if patients are to feel empowered to manage their condi-
tions based not only on knowledge and advice from HCPs, but also
their own experiential knowledge. This could, and should, be rein-
forced through interactions in routine health-care consultations.
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