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General practice and patients’ views
of the social networks of patients with
multimorbidity

Eileen McKinlay MA(App);' Jessica Young MPhEd;? Ben Gray MBHL'

ABSTRACT

INTRODUCTION: For patients with multimorbidity to live well, they need the support of not only
health professionals but family, friends and organisations. These social networks provide
support, potentially enabling the formation of a Community of Clinical Practice approach to
multimorbidity care.

AIM: This study aimed to explore general practice knowledge of the social networks of
patients with multimorbidity.

METHODS: Social network maps were completed by both patients and general practice. The
social network maps of 22 patients with multimorbidity were compared with corresponding
social network maps completed by general practice staff.

RESULTS: In 60% (13/22) of the patients, general practice staff held a high or moderate knowl-
edge of individual patients’ social networks. Information on social networks was recalled from
staff memory and not systematically recorded in patients’ electronic health records.

DISCUSSION: Social network information is not routinely collected, recorded or used by
general practice to understand the support available to patients with multimorbidity. General
practice could take an active role in coordinating social network supporters for certain patient
groups with complex multimorbidity. For these groups, there is value in systematically record-
ing and regularly updating their social network information for general practice to use as part
of a coordinated Community of Clinical Practice.

KEYWORDS: Communities of clinical practice; general practice; multimorbidity; patients; social
networks

Social support networks are essential for peo-

ple living with long-term conditions.”® These
networks are self-defined and typically include
family, friends, community-based supporters and
organisations.'*? Ideally, social networks are dy-
namic and respond to patients’ changing health
needs’ by boosting self-management strategies'
or by undertaking on their behalf, illness work,
everyday work and emotional work."? Although
health professionals believe they are important in
providing care for people with long-term condi-
tions," patients value them for a discrete range of

Introduction

Health is defined as the ‘ability to adapt and to
self-manage in the face of social, physical and
emotional challenges’.! This definition is relevant
for the health of patients with long-term condi-
tions, including patients with multimorbidity.?
However, the burden of self-care is considerable
for these patients,’* and if they are to live well,
self-manage and thus be ‘healthy’, they need
more support than health professionals alone can
provide.””’
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actions such as providing access to medications
and for information and monitoring. In con-
trast, patients perceive 85% of the support they
need is given by social networks of family, friends
and community organisations.'®

Some social networks include general practice
and other health professionals.'”'® These networks
are akin to Communities of Clinical Practice
(CoCP), whereby a group of people, both profes-
sional and lay, commit to providing support for
particular patients.'>"**! General practice teams
believe they are the health-care anchor to coor-
dinate care for patients with long-term condi-
tions.”* As such, they are expected to know a lot
about patients with multimorbidity, particularly
when these patients are enrolled in a formal
multimorbidity programme.”>?¢ Despite this,
little is known of how much general practice or
individual staff members know about the social
networks of support for patients with multimor-
bidity.”

This study aimed to explore general practice
knowledge about the social networks of individ-
ual patients with multimorbidity by comparing
what they know with the patient’s own view of
their social network.

Context of research

Social network theory and tools

Various theoretical and methodological ap-
proaches are used to investigate social support
networks, including Social Network Theory and
Communities of Practice Theory.*'»!*1¢28 Social
Network Theory allows a ‘broader considera-
tion of all the resources available to help sup-
port someone with a long-term condition’’ This
broad consideration of support aligns with the
CoCP model proposed by Egan and Jaye," an
adaptation of Wenger’s Community of Practice.”
CoCPs can also include student-learners who
join temporarily in pursuit of their

education.!82130

Social network researchers often use mapping
tools for people to record their supporters,
including patients with long-term conditions or
multimorbidity.®*'*!¢ Mapping tools typically

WHAT GAP THIS FILLS

What is already known: Patients with multimorbidity have social net-
works including family, friends, community and health profession-
als. Social network supporters are an effective source of patient
self-management support.

What this study adds: General practice can accurately identify the
social network supporters of approximately 60% of patients with
multimorbidity. This information is not systemically recorded in
the Electronic Health Record and not used to coordinate support
or bolster patient self-management.

include a template with concentric circles
indicating the relative importance of supporters
to the person, who is in the centre. Some tools
have colour-coded groupings of supporters

and can also indicate people who have been
excluded.'®?"** An adapted mapping tool*

has been found to enhance student learning
regarding people with multimorbidity.*’

Models of New Zealand (NZ) general
practice care for multimorbidity

General practice service delivery models for
patients with multimorbidity vary internation-
ally.*»* NZ has had the CarePlus multimorbid-
ity programme since 2002, with a government
subsidy to reduce general practice patient
co-payments. The programme supports people
with multimorbidity to seek 3-monthly, gener-
ally nurse-led, proactive health care and fosters
self-management support, ideally accompanied
by a personalised care plan.** More recently, and
since this study was undertaken, the introduction
of the Health Care Home model into NZ general
practice has widened the focus on long-term
condition management with the aim of having
clearer care plans, a workforce with expanded
roles and integrated care for patients with com-
plex needs.*

Context of data collection

The General Practice component of the NZ medi-
cal degree includes a long-term conditions man-
agement module. In the module delivered by the
University of Otago, Wellington, students visit
patients with multimorbidity who are recruited
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by primary health-care nurses from local general ~ data, and then focus on asking patients about

practices. Nurses purposefully recruit patients their experiences of having multimorbidity, what
from the patients they work with most closely, matters most (regarding life and wellbeing) and
who they judge will fulfil the module learning who supports them to live well.* They are also
objectives. These patients are usually enrolled asked to “...use the social network mapping tool to
in CarePlus or a similar multimorbidity pro- prompt the patient to talk about who is involved in
gramme. Student pairs undertake a home visit their support and who they rely on most for their

and gather brief demographic and illness profile wellbeing. Ask the patient to complete the tool -
they may want to do this themselves or you may
need to help them’. Student pairs then develop a
PowerPoint presentation (Microsoft Corporation,

Figure 1. Data, sequence of analysis and outputs Redmond, WA, USA) including patient demo-
1 Data: Students’ PowerPoint presentations graphics, illness profile and the social network
1a. Scan of network maps to determine inclusion in analysis map

(Two maps were removed from the 24 as students did not accurately use the social network maps
and neither contained sufficient detail).

In 2015, half of the annual intake of fourth year
medical students into the University of Otago
Wellington programme (48 students or 24 pairs)

1b. Patient details

Analysis and primary healthcare nurses from four general
Output: Patients’ demography and illness profile compiled (see Table 1). pra ctices ( one univer Sity stu d ent—h e alth, two
l suburban and one central-city) took part in this

study. Ethical approval was given by the Univer-
sity of Otago (No: 12/223).

2 Data: Set of patient social network + 2 Data: Set of General Practice social
network maps
maps
l Methods
Analyss Mixed methods were used. Students’ PowerPoint
2a

presentations (Microsoft Corporation) were

retained until the end of the teaching year when

patients’ demographic and illness profiles were

compiled and patients’ social network maps

l assembled. Then, general practices who had

recruited the patients were asked to complete

a fresh social network map for each patient by

l recording on the network map: who is involved

in the patient’s support and who does the patient

3b . . .

Supporters in the patient map and the Alignment of the paired maps rely on most for thell‘ Wellbelng' Asa practlcal
respective general practice map independently judged ([author 1] measure, in three of the four practices, the nurse

Range and commonality of supporters in each set.

Output: From each set an agreed y plate was developed (see Table 3)

‘ Data: Matched pairs of patient and general practice maps (22 pairs#)

Analysis Analysis

3a

independently compiled ([author 1] and [author 2]) and moderated who had recruited the patients completed the

and [author 2]). N [author 3] social network map. In the fourth practice, the
practice nurse and general practitioner who were
Output: Summary template Output: Alignment summary for most involved with the patients completed their
maps. All the general practice maps were treated
the same way in the analysis, irrespective of who
l completed the maps. Field notes and observa-

tions were kept about how the staff completed

2 Data: Field notes and observations recorded at general practices the maps. During completion of the general
practice maps, a researcher sat alongside the
staff member(s), observed the process and took
notes of what was said and the process adopted to
recall the network information.

completed for each pair. the dataset

Analysis

Analysed for context and themes

Output: Summary of recall of supporter data
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Data analysis

Typically, social network analysis involves a
mixed-methods analysis of quantitative and qual-
itative data.”” In this study, the analysis followed a
defined sequence (Figure 1). Summary categories
of supporters were family, friends and communi-
ty supporters, and health and other professionals;
this was similar to categories developed in other
social network research.® Alignment of general
practice and patient social networks was judged
to be high when E. McKinlay and J. Young agreed
that most individuals or organisations were iden-
tified by both patient and the general practice;
moderate when half were similarly identified; and
low when less than half were similarly identified.
When E. McKinlay and J. Young did not initially
agree, this was discussed and consensus reached.
B. Gray independently reviewed the pairs of maps
judged as moderate.

Results

This section describes: patient characteristics;
social network supporters; degree of social
network map alignment (patient and general
practice); and general practice recall of supporter
data.

Patient characteristics

Participants had a wide range of co-occurring
conditions and, typical of people with multimor-
bidity, many were aged <65 years (Table 1).*

Social network supporters

Table 2 shows that most patients recorded diverse
social network maps, including supporters in
each of the three categories, with up to 14 (mean
8.2) individuals or organisations identified. Gen-
eral practice recorded comprehensive maps for
each patient with up to 11 (mean 6.9) individuals
or organisations identified. In eight instances,
general practices recorded more individuals or
organisations than the patients. These tended to
be suburban practices where patients had been
enrolled for many years.

Within the three categories, there was a wide
range of support (Table 3). The patients were
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more likely to record family, friends and commu-
nity supporters. Pets, food suppliers and recrea-
tional interests were noted by patients and not
recorded by general practice. General practice
recorded a higher number and wider range of
health professionals.

Degree of social network
map alignment

The degree of alignment in the pairs of so-

cial network maps (patient’s view and general
practice view) was High for 4 of 22 pairs (18%);
Moderate for 9 of 22 pairs (41%); and Low for 9
of 22 pairs (41%). Examples of maps showing the

Table 1. Participant characteristics

Age 21 — 91 years; mean 61 years
Gender 12 males, 10 females
Ethnicity Cook Island (1), Croatian (1), Fijian Indian (1), Maori (1), New

Zealand European (12), Niuean (1), Samoan (1), United
Kingdom (1), United States (3)

Number of long- 2-9,mean 3.3

term conditions

asbestosis, asthma, atrial fibrillation, cancer, cataracts,
congestive heart failure, depression, diabetes type

1 or 2, diverticulitis, endometriosis, esophagitis,

fatigue, gout, heartburn, heart disease, hypermobility
syndrome, hypertension, hypothyroidism, ischaemic
heart disease, juvenile nephronophthisis, kidney failure,
lactose intolerance, obesity, obstructive sleep apnoea,
osteoarthritis, polycystic ovaries, polymyalgia rheumatica,
post-traumatic stress disorder, stroke, systemic lupus
erythematosus, vertigo

Types oflong-term
conditions

Years attending
general practice

3 — 18 years; mean 11 years

Table 2. Categories of support*

Family The descriptor(s) ‘Family’ or one or more first or second
degree family members (eg ‘daughter’, ‘brother’, ‘grandson’)
were considered to be synonymous and given one count.
Extended or third degree family or family out-of-country were
given additional separate counts.

Friends and (a) Each paid supporter (eg support worker/care worker/

Community cleaner) was given a separate count.

Supporters (b) Each unpaid supporter (eg friend, neighbour, bowls club,

service club such as Probus, non-governmental organisation
such as Blind Foundation) was given a separate count.

Health and other
professionals

Each different health and other professional was given a
separate count.

* Summary included similar categories to those developed in other social network research.’?
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Table 3. Supporters that patients and general practice teams included in their social networks

Friends and Community Supporters (and nominated Health professionals

strong interests)
First or second degree: eg wife, Community supporters: eg book club, queer community. Allied Health: eg counsellor,
husband, daughter, son, mother Cultural: eg Niuean community, Samoan massage. pharmacist.
sister, grandchildren. Food supplier: eg butcher, fruit and vegetable delivery Doctors: eg GP, psychiatrist.
Third degree or extended: eg people. Nurses: eg district nurse; pacific
daughter and son-in-law in Niue; Friends, house mates and neighbours nurse.
family in distant town, extended Religious: eg mosque, priest. Hospital services: eg ambulance,
family in Australia, children in Fiji, Physical activity: eg bowling club, hydrotherapy pool worker.  respiratory outpatient clinic.
family in Cook Islands, family in UK; Support organisations or workers: eg Blind Foundation
extended family in Samoa. (& non-government organisation for vision impaired); Enable

(a non-government organisation who assesses and
undertakes home modifications).

Public services: eg buses; Work and Income New Zealand
(a government income support agency).

Workplace: eg previous co-workers, employer.

Pet: cat.

Strong interest: gardening, bowls.

Figure 2. High alignment
Patient’s view

General Practice of Social Network
view of Patient’s
Social Network q Transactional
Transactional Hospital bas ¢ ]

Peripheral

community
cp&

Niueanw LTC

Community Nurse

Wearbyv ™

famil Husban

Occasional

Sister
Husband &

immediate
family Church

w
Daughter & son-

in-law in Nuie

LTC nurse-
long-term conditions
nurse

LTC nurse-
long-term conditions nurse

three different levels of alignment are shown in social network and recorded this information on
Figures 2-4. the map. Most also attempted to look up addi-
tional information from the patient’s electronic
health record (EHR). Each commented (some

General practice recall ] ) ]
with frustration) there was no straightforward

of supporter data ] )
way to do this because there are no designated

General practice staff actively recalled from fields in the EHR to record this information.
memory what they knew of each patient and their ~ They also noted it was not possible to tell if
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Figure 3. Moderate alignment

Transactional General Practice view Patien!’s view
Hospital based of of Social Network

Peripheral Patient’s Social
Network

Family (wife,
daughter, son,
grandchildren)
“Good health
is for me and
them”

Faded
colour =
not active

Excluded

Opthalrhologist

Southern Cross

“Long term relationship”

Figure 4. Low alignment

Patient’s view

General Pl;afctice view of Social Network

Patient’s Social
etwork

Transactional
Hospital based

vt CAl i i Peripheral

Occasional ‘ HOSDl ased

Faded
colour =
not active
Excluded

Excluded:
dad, counselling,
neighbours (racist)

social network information had or had not been their patients with multimorbidity, with a high
recorded and if it had been, where it was located. ~ or moderate amount of knowledge in 60% of the

Some looked in several different fields and most
times could not find the information. Some also
attempted to retrieve social network information
from the EHR daily consultation notes field, but
this proved impossible as staff could not recall
dates when information may have been written,
with the daily consultation notes not searchable
by keyword.

Discussion

This study showed that general practices have
substantial knowledge of the social networks of

chosen patients and more limited information
recalled for the remaining 40%. Because stu-
dents were going to interview patients, general
practices likely recruited patients they knew
well, perhaps because of involvement in a formal
multimorbidity programme. All patients had
attended the practices for at least 3 years and
some for considerably longer.

Given most support provided to patients with
long-term conditions is by family, friends

and community supporters,'® there are oppor-
tunities for general practice to work with social

VOLUME 10 - NUMBER 3 - SEPTEMBER 2018 JOURNAL OF PRIMARY HEALTH CARE
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network supporters to provide more compre-
hensive support for patients with complex
multimorbidity.'*'** When general practice is
aware of these supporters, they could take a role
in actively encouraging patients to draw on their
help, or actively coordinate supporters, thereby
promoting self-management.'**! Involving social
network supporters in boosting patient self-
management support counters the criticism that
self-management focuses on individual patient
action,">* particularly as many patients with
multimorbidity struggle to self-manage alone.”

This study showed that patients expected family
members to be supporters. This aligns with NZ’s
broad concept of family support that is influ-
enced by the Maori and Polynesian population*®*
and verified by a qualitative study of patients with
multimorbidity where ‘nearly all participants
spoke of needing care and support from family

and friends to manage their health’.® Similar to
international research, this study shows that pa-
tients also rely on community groups and public
services, especially when they are unwell.?>4>-** In
the future, it is likely that community organisa-
tions will become more involved in supporting
self-management, especially if they are adequate-
ly resourced.' Ideally, this expanded model of
support will be complementary and additive to
traditional health care and social support. Other
studies show there is potential to work in col-
laboration with organisations to better support
patients with complex multimorbidity if barriers
such as sharing information are overcome.**-*8

However, to use social network information, it
needs to be readily recorded and retrieved, and
in this study, social network supporters were
infrequently recorded in the EHR and typically
only recalled from memory. If recorded, it could
have been in several different fields and not
readily searchable or retrievable. This suggests
that for social network information to be used
by general practices, it needs to be intention-
ally and systematically collected (and updated)
and recorded in designated EHR fields. Using a
social network mapping tool could provide an
overall view of the network, including the extent
of and relative importance of people involved,
and including the importance of participants not
traditionally expected to be in social networks

such as pets.” In practical terms, this information
could then be used within a coordinated CoCP to
support a patient’s self-management goals, tem-
porarily provide additional support when health
care needs upscaling, locate an uncontactable
patient, identify gaps and duplications in care,
and highlight if a key supporter goes away for an
extended period of time, or is ill or dies. It could
also be used to flag upcoming complexity if the
network is extremely limited or troubled, and to
identify supporters who may be under stress due
to providing untenable levels of care and support.

General practices could consider which groups
of patients with multimorbidity would benefit
most from routine collection of social network
information (as pragmatically, it probably could
not be collected for all patients) and also where in
the EHR it could be stored. We suggest that social
network information be recorded for patients
with high numbers of long-term conditions,
complex biosocioeconomic and environmental
influences,” polypharmacy, patients who are
isolated, with increasing morbidity or frailty, or
who have mental health problems or dementia

in the multimorbidity profile. New enrolees

with multimorbidity, patients with frequent
emergency department attendances or repeated,
frequent hospital admissions, or entering the
end-of-life phase could also be considered. These
patients are likely to be in formal multimorbidity
programmes with an associated active inter-
disciplinary care plan. Social network informa-
tion could be recorded when patients enter the
multimorbidity programme and then updated
frequently by any staff member working regu-
larly with the patient. Patient consent should be
sought to share information between designated
social network members and to be able to tailor
the information shared according to the patient’s
need. Similarly, when social network information
was recorded, patients could be asked if support-
ers knew of their importance in the patient’s care
and whether they could be approached if needed,
in the same way that next of kin information is
currently collected, recorded and used.

Limitations

This is a small study and the four practices will
not be representative of all NZ general practices.
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There was no attempt to purposefully sample
patients, although patients with diversity of ages,
genders, ethnicities, social complexities and long-
term conditions seem to be represented.

Asking student-pairs to collect information about
a patient’s social networks has limitations. The
student-pairs were required to explore several
areas with patients, including collecting informa-
tion about their social network. Students may
not have had the time to adequately encourage
patients to self-complete or collaboratively com-
plete the social network map, although the mean
number of individuals identified on the map was
more than eight, indicating discussion must have
taken place about each one. If patients asked the
students to complete the map on their behalf, the
students may not have recorded the information
accurately or may have re-interpreted what the
patient said or prompted the patient to mention

a particular category, such as health or social
professionals. Patients may not have successfully
engaged with the student-pairs and only revealed
limited information.

In three out of four general practices, the
primary health-care nurse who recruited the
patients completed the social network maps on
behalf of the practice, and they may not have
known all the collective practice information
about each patient’s social network. Asking oth-
ers in the practice may have expanded the social
network information. Despite this, when the
nurses completed the social networks maps for
patients, their conversation indicated they knew
social network detail about all patients, likely
through their involvement in the multimorbidity
programme, and this was reinforced by having
initially chosen and recruited these patients for
the student-pairs to visit. It is possible the Health
Care Home model of general practice care, with
its wider range of professionals with expanded
roles, may enhance the ability to collect and use
social network information.

Conclusion

General practice teams know considerable and
broad information about the social networks of
patients with multimorbidity. Even when known,
this information is not uniformly recorded in

the EHR in a way that could be used. As a result,

supporters are not actively included in a CoCP to
jointly support patients along with general prac-

tice staff. Systematically recording and updating

the social network information of certain groups
of patients with multimorbidity would mean the

general practice, with permission, could use this

information more effectively.
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