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Background: Existing literature on the design of interventions and health policy about self-management have
tended to focus on individual-centred definitions of self-care and there is growing recognition of the need to extend
consideration beyond individual factors, which determine self-care, to examine wider influences such as the health
service, the family and the wider social context.

Aims: To explore the theoretical and empirical links between social networks, social capital and the self-care
practices associated with chronic illness work and management in the context of people’s everyday lives.
Method: A realist review method was used to search and appraise relevant quantitative and qualitative literature.
Findings: The review findings indicate that social networks play an important part in the management of long-term
conditions. We found that social networks tend to be defined narrowly and are primarily used as a way of
acknowledging the significance of context. There is insufficient discussion in the literature of the specific types of
networks that support or undermine self-care as well as an understanding of the processes involved. This
necessitates shifting the emphasis of self-care towards community and network-centred approaches, which may also
prove more appropriate for engaging people in socially and economically deprived contexts.

Keywords: Illness work, Inequalities, Long-term conditions, Social capital, Social networks

INTRODUCTION

Self-care® and the promotion of long-term
condition management (LTCM) are aspira-
tions within health policy which includes a
focus on the delegation of illness work to
patients in an attempt to manage demand on
health services and provide a better means of
managing chronic illness.® While social
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networks are in theory recognized as relevant
to supporting self-care in practice, the design
of long-term condition self-management
interventions has given little more than a
passing wave to social context, and the role
of others in shaping and supporting self-care
practices, producing resources relevant to
supporting self-care or in identifying points
where health inequalities might be perpetu-
ated or ameliorated.”

Self-care initiatives have in recent years
sought to engage patients in the
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management of their own condition through
a number of means. There has been a focus
on providing information, developing
empowerment and joint decision making at
the interface with health professionals.
There has also been a focus on improving
professional-patient communication and
developing self-efficacy.?> While such foci
are highly relevant for engaging individuals
in LTCM, arguably these factors have a
relatively limited role to play in comparison
to the accessing of resources and the orga-
nization of everyday life and relationships
outside of formal healthcare settings.
Moreover, the development and implemen-
tation of effective and appropriate self-
management strategies require an apprecia-
tion of the dynamic between the two key
fields of illness management work: the con-
sultation and the patient world. The nar-
rower agenda of self-care orientated to
individualistic outcomes has meant that
analysis of self-care has been relatively
divorced from a body of literature in the
last 30 years, which has focused on the role
of social networks, lay referrals, stigma,
processes of normalization, and the types
of illness-related work involved in LTCM.
At times, these have been wheeled out to
draw attention to the wider context within
which people manage and experience
chronic illnesses, but, while acknowledged
as relevant, they remain underexplored,
underdeveloped and therefore limited in
their application.

The focus of this review is on furthering
the understanding and developing the con-
tribution of notions of social networks and
social capital to self-management for long-
term conditions. The intention is to offer a
critique and platform through which a
broader agenda for health research could
be developed. We argue that theoretical and
empirical work on social nerworks and social
capital has a role to play in offering a more
specific socialized understanding of the pro-
cess of LTCM, and in demonstrating the sig-
nificance of social context for self-care and
its role in addressing inequalities in

the management of long-term conditions.®
In terms of implementation, this
approach offers the conceptual underpin-
nings for the possibility of developing
‘upstream’ community or population-based
interventions presenting a contrast with the
predominant individual-centred behavioural
approach to self-management interven-
tions.” Confining ‘evidence-based’ assess-
ment to individualized interventions tends
to disregard those that might address root
causes,” and lead to interpretations that
hold individuals responsible for their poor
health (and thus not acknowledging micro-
and macro-structural influences on health).
However, it is also important to avoid a
form of social determinism, where the
causes and solutions to poor health could
be deemed reducible to a ‘lack of social
capital’ and/or to ‘poor networks’. The aim
of a more socialized understanding of
LTCM is not about reframing health
inequalities as the inequalities of ‘network
support’ (rather than functional or dysfunc-
tional health behaviours), but is more about
using the study of networks as a way of
understanding how inequalities with rele-
vance to LTCM are produced and repro-
duced on the micro-, meso- and macro-
levels. This is in order to offer an alternative
set of assumptions, perspectives, questions
and conceptual frameworks within which
problems are defined and answers are
sought.

The aim of this article is to explore the
theoretical and empirical links between
social networks, social capital and the self-
care practices of chronic illnesses within the
context of everyday life and with a particular
focus on inequalities. This review draws on a
realist method in order to address the fol-
lowing questions:

e What are the social networks implicated
in LTCM?

e How are different networks implicated
and what are their functions?

e How do different networks work, what is
specific about them, and what are their
properties?
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e For whom do different networks work
and in what circumstances?

e Why do they work for some people and
not others, why under some circum-
stances but not others, and what are
the underlying mechanisms that are
implicated?

A REALIST CRITICAL
INTERPRETATIVE APPROACH TO
THE REVIEW

The review draws on critical realist philoso-
phy.®!° Critical realist approaches distin-
guish between three aspects of the world that
co-exist but are distinct—empirical (experi-
ences), actual (events), and real (generative
mechanisms). This distinction implies
notions of relativity—the same event can be
perceived differently, influenced by different
mechanisms, or the same underlying mech-
anism might lead to different events in
varying contexts. Rich er al.'' argued that
improvement in outcomes and patient satis-
faction may be achieved through a broader
understanding of illness in the social context
of patients’ lives because patients with com-
parable disease states have different illness
experiences, sometimes motivating behav-
iours that appeared inconsistent with the
management needs of the disease.
Consistent with this focus, Scambler!'?
argues for the causal importance of broader
social structures for grasping stigma relations
that typically interact with other factors such
as class and command. According to critical
realism, different generative mechanisms are
not necessarily equally comparable as they
operate on different levels of abstraction, and
thus a variety of concepts are necessary to
deal with relationships and mechanisms
operating on different levels.? The latter
means that the complex relationship
between empirical, actual, and real can
only be grasped through the development
of multiple perspectives, while the ultimate
test for conceptual and theoretical develop-
ments should be their practical adequacy’

for understanding the events or processes
under investigation.

In the field of health policy and practice, a
realist epistemology has been used for devel-
oping a method for the assessment of policy
interventions, the evaluation of theory'> and
for theory building.'* The main focus has
been explanatory in order to refine pro-
gramme theory by looking at what works
for whom and under what circumstances.
Realist synthesis method offers detailed pro-
cedural steps, whereby the assumptions of a
theory or intervention are identified, indi-
vidually tested in different contexts, and
finally recommendations are made for
changes to the design of future interventions.
In relation to this review, this is slightly
modified in so far as we are starting from a
situation in which there is currently no
overarching theory or a set of competing
theories regarding the relationship between
social networks and self~-management, and
studies rarely make an explicit link between
social networks, self- and illness manage-
ment activities. A broad aim of this review is
to interpret the categories under which
guiding themes can be summarized (social
networks, social capital, support and work)
as well as to assess relevant interventions and
practice. In this sense, the critical interpre-
tative synthesis approach developed by
Dixon-Woods et al.'* is appropriate because
it encourages a critique of literatures, ques-
tions taken for granted, assumptions, meth-
ods and concepts, and therefore is relevant
where the theorization of evidence in a
particular area is nascent and the synthesis
focuses on concepts (rather than on the level
of the set of theories implied in a specific
programme/intervention).  Drawing on
Noblit and Hare,!” Dixon-Woods er al.'*
distinguish between first-, second- and third-
order constructs. First-order constructs are
those that are in everyday use, second-order
constructs are interpretative constructs uti-
lized in the social sciences and applied to
first-order concepts and third-order con-
structs, are synthetic constructs, based on
interpretations  that build on the
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explanations and interpretations of constit-
uent studies. The process of synthesizing
evidence is understood here as developing a
‘more insightful, formalized and generaliz-
able ways of understanding the phenome-
non’.'* In this review, we are drawing
primarily on the latter approach; we also
slightly depart from it inasmuch as we
distinguish between different levels of
abstraction on which mechanisms and con-
cepts could operate, thus allowing the syn-
thesis to move simultaneously upwards
towards abstract-simple and downwards
towards concrete-complex synthesis. This
approach is in contrast to focusing exclu-
sively on developing third-order, synthetic,
constructs (abstract-simple) because the
latter run the risk of overemphasizing the
‘field’ of the evidence base at the expense of
the field of emerging phenomenon under
review. The latter point is critical to exam-
ples whereas in the case of this review, the
existing evidence (quantitative, qualitative
and theoretical work) is limited and a large
number of important questions have not yet
been addressed. Identifying key questions as
well as offering intuitive and non-evidence-
based explanations and hypothesis could be
as, or more important, than the synthesis
based on the existing evidence, and is likely
to be best suited for meeting the test of
practical adequacy.’

REVIEW STAGES

Stage 1 of this review was a scoping search of
the literature intended to familiarize the
reviewers with the range of relevant litera-
ture. At this stage, we selected papers from
an existing database on social networks and
social capital collected for the purposes of an
earlier study. The database contained 2637
papers that had been captured by a struc-
tured search strategy (using keywords
including ‘social networks’, ‘social capital’,
‘psychosocial support’, ‘community-based
support’, ‘chronic illness’ and ‘chronic dis-
ease’® to search specific databases including

Medline, Web of Science, and Sociological
Abstracts) combined with citation searches
of key papers identified for the earlier study.
IV and AR searched this set for relevant
papers for this review. A total of 250 papers
were selected. We were looking for key
theoretical papers as well as for exemplar
empirical studies (studies of mental health
were excluded). The abstracts of these
papers were selected out for further discus-
sion on the basis of mention of the terms
social networks and LTCM. In stage 2 of the
review, five further key themes were identi-
fied as relevant for subsequent searches to
social networks and LTCM: everyday work,
stigma, networks of place, patient—doctor
interactions and interventions deploying
social networks. Further searches were con-
ducted around the two key concepts, social
networks and social capital, and these five
themes. Initial searches and identification of
key papers were conducted by AR. After this
stage, further searches were conducted in the
Web of Science through keywords (social
networks, social capital, chronic illness, dia-
betes, chronic heart disease (CHD) and
chronic kidney disease (CKD)) which
returned 499 articles; a further keyword
(self-care) search returned further 17 hits
and with ‘self-management’ further 12 hits.
Medline returned 209 hits for ‘social sup-
port’, ‘diabetes’, and ‘self-care’; ‘social net-
works’, ‘diabetes’ and ‘self-care’ returned
further 11 hits. After clearing duplicates, 346
hits remained in the database. The same
keywords, ‘social support’, ‘diabetes’ and
‘self-care’, ‘social networks’, ‘diabetes’ and
‘self-care’, were used in order to search for
papers specifically looking at CHD and
CKD. Another search was conducted
around the notions of stigma and exclusion,
which returned 133 entries. These were
reviewed independently by IV and AR and
30 papers were selected for inclusion.
Further searches were undertaken through
following citations of key papers and addi-
tional 75 papers were added. A total of 61
papers were selected for in depth review
(Fig. Al).
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The 61 papers selected included theoret-
ical and empirical papers both of which
contributed to different aspects of the
review (Table Al). The findings of the
review are presented in five parts. First, we
distinguish between the types of social net-
works discussed in the selected studies.
Second, we discuss the emerging themes
around functions of social networks in rela-
tion to LTCM. Third, we discuss the prop-
erties of social networks. Fourth, we discuss
the valance of the different forms of support
through social networks. Fifth, we distin-
guish between different types of LTCM
outcomes. Finally, we discuss the findings
and offer some conclusions and an agenda
for further empirical research.

Defining Types of Networks

This section is concerned with distinguishing
between the types of networks implicated in
LTCM. For the purposes of this review,'® it
offers a useful distinction between social
networks and social relationships. This distinc-
tion problematizes the extent to which net-
works resemble a set of dyadic relationships
independent from each other (where ‘the
network’ becomes a cumulative reference for
the summary of these relationships) or as
relationships that have multiple points of
connectedness that are not solely mediated
by the individual located at the centre. In
cases where individual members of the net-
work are interconnected directly (i.e. know
each other, meet/get in touch, etc. indepen-
dently), ‘the network’ appears to have differ-
ent properties when compared to an
individualized network constituted of
dyadic relationships. For example, family
members can be viewed as a network consti-
tuted by both a set of relationships and group
memberships (e.g. friends, colleagues, etc.)
that overlap to a different extent. Thus, while
both individualized and community-like
types of networks are possible, most actual
networks would incorporate both elements
and in this sense (observed), networks can be
better understood as nerworks of networks.

We can extend the distinction between
relationships and networks to a three-way
distinction between networks as relationships,
affective communities, and networks of net-
works (or personal communities; see
Pescosolido'®). This three-way distinction
broadly reflects the ways in which networks
are most frequently used in the reviewed
studies, with the only caveats being that
‘affective communities’ are more broadly inter-
preted to include a variety of groups with a
different degree of cohesion (i.e. the extent to
which affective/emotional aspects are impor-
tant to members of these groups would vary).
In the studies that are included for review the
notions of ‘social networks’ and ‘social capital’
are not always explicitly mentioned. However
given that our main focus is not in assessing the
use of the notions but rather on understanding
the relationships that they stand for. We have
included studies where the importance of
networks and social capital are implied without
being explicitly mentioned.

1. Networks as(dyadic) relationships are cen-
tral for the majority of the reviewed
studies (z=44 studies), which reflect
the tendency in the broader literature.
Dyadic relationships include relation-
ships between partners, relatives,
friends, and neighbours.

2. Networks as affective communities: We can
distinguish between three types of social
networks as groups or (affective) commu-
nittes that are discussed in relation to
LTCM (n=24 studies). These are first,
pre-existing communities that are
assumed to be cohesive, primarily asso-
ciated in the literature with belonging to
family, religious or ethnic groups, but
also locality or neighbourhood, number,
and second, groups that have emerged
more recently and are primarily associ-
ated with specific interventions or local
initiatives. The latter could be further
divided into face-to-face groups and
virtual forums developed over the
internet.

3. Networks of nerworks (personal communi-
ties) are only discussed in seven of the
selected studies.
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Functions of Social Networks and the
Social Embeddedness of Self-care
Papers in this review demonstrate that net-
works are central to the discourses and
practices of self-care through: shaping illness
knowledge and narratives and shaping and
understanding the meaning of normalcy and
deviance. This impacts on how illness is
managed by others and how individual and
group responsibilities are negotiated as well
as the making of decisions to look for health-
relevant advice and support from profes-
sionals and/or non-professionals.

Shaping Knowledge, Discourses and Narratives
What people with LTCs know about an
illness and how they talk about it is shaped
by others around them. The form and con-
tent of illness narratives are constructed
within social networks.'”'® Furstenberg
and Davis'® argue that everyday discussions
of health problems lead to the transmission
to the sufferer of new information about the
condition, reinforcement of health actions,
and attempts to persuade or intervene
directly. Thus, symptoms are not there
simply to be evaluated but are the product
of and are constituted by the conversations
people engage with one another. The most
important conversations are those between
partners (strong ties).'”?° Lay advice is
shaped according to distinctive social char-
acteristics, for example influenced by
gender, stage in life course, level of inti-
macy,’” disruption to existing networks,
existence of chronic rather than acute illness,
and the extent of mutual suffering of diseases
shared by a sizeable proportion of their peer
group.'?

The role of social networks is also impli-
cated in the way in which knowledges and
discourses on chronic illness are mediated by
ethnicity,?">*? group history,?? and through
experiences within the family.?> In a study of
Aboriginal people in Canada, Sunday ez al.*!
argue that there are divergent causal and
moral stories for diabetes: biomedical that
emphasizes lifestyle and lifestyle change, and
traditional that emphasize genetic causes

and the need to return to health and purity
through traditional knowledge. Scollan-
Koliopoulos et al?> demonstrate that
patients’ recollections of experiences of
members of their families can affect their
own perceptions and behaviour. In a study of
white, Pakistani and Indian respondents,
Lawton ez al.>? argue that there were differ-
ent emphases on the role of external factors
and individual responsibility and lifestyle in
developing diabetes.

Stigma, and Defining Normalcy and Deviance
The role of others in defining normalcy and
deviance has been latent and the main focus
in the literature has been on stigma as a
personal experience. However, stigma is
necessarily construed and experienced in
relations with others, and therefore struc-
tural social position and social relational
elements of stigma are likely to have an
impact on how stigma is experienced’ and
how it co-shapes the everyday practices that
are relevant for illness management as well as
one’s sense of well-being.

Illness management can be affected by
stigma through the attribution of personal
responsibility for lack of control and/or for
poor management. Thus, Lawton er al.??
compared white and South Asian respon-
dents with type 2 diabetes and found that
whereas South Asian respondents tended to
externalize responsibility linking it to migra-
tion, white respondents tended to emphasize
lifestyle ‘choices’ and ‘personal failings’.® In
a study of patients with lung cancer and their
carers, Lobchuk er al.®** found that both
patients and carers placed the locus of con-
trol and cause of disease with the patient, but
both patients and carers attributed more
negative attributes to themselves and more
positive towards their partners. Carers also
tended to ascribe more responsibility, fault,
and guilt towards the patient. While stigma
tends to be associated with broader societal
processes, its experience is related to both
impersonal and generalized others, but,
potentially more importantly, to relation-
ships with significant others. Rogge et al.*®
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argued that those who are obese are
reminded about this during their everyday
encounters with family members, peers, and
healthcare providers. Obesity was commonly
discussed as a deviation from social norms
and those who were seen as obese as inferior
to those who were not. Stigma from intimate
members of one’s social network can be
associated with withdrawal from social activ-
ities.?® Indeed, Gallant ez al.,27 found more
negative influences from family than from
friends, and found that people with chronic
illness were able to talk to work colleagues
about their illnesses more easily than talking
to family members. Fiori et al.?® found that
networks where both family and friends were
present featured best in terms of psycholog-
ical health; however, when comparing two
‘restricted networks’: non-family and non-
friends, depressive symptomatolgy was the
highest for individuals in the non-friends
network.

Nerworks and How They Influence the Work
Related to LTCM

The management of LTCs involves the
negotiation and co-ordination of arrange-
ments related to the home, family, employ-
ment, leisure and friends. Strauss?® defines
the division of labour as a central question in
relation to LTC management, where ‘work’
is understood as the activities and knowledge
that are directly or indirectly relevant for the
management of LTCs.? This involves nego-
tiating individual and group responsibility,
and deciding who should do what work,
when and how, what Strauss®® calls division
of rights.

Most of the work related to the manage-
ment of LTCs is done in the home and is
negotiated between family members. This is
in terms of the extent to which family
practices would change in order to accom-
modate the needs of the person with the
LTC.”® Chesla and Chun’' in a study of
Chinese American families where one of the
partners had type 2 diabetes, found that
family members were trying to balance the
quality of life of the individual with that of

the family. This included negotiating disease
disclosure, protecting the family’s meals, and
maintaining ease in family relations despite
the symptoms of the illness, while adopting
indirect approaches to disagreements.
Beaulieu®” looked at the meanings of chronic
fatigue syndrome to family and friends and
argued that significant others weighted the
differences of dealing with the chronic illness
against the value of the relationship and
provided a broad circumvented support
rather than outrightly refusing to offer sup-
port to sufferers.

Some of the factors that have an impact on
the direction of family changes are associated
with household structure and configuration
(egalitarian or traditional),?® the presence
(or absence) of family conflict®®>* and the
expectations associated with specific social
roles (especially as related to gender,’®>”
cultural specificity,”! relationship between
partners>®).

Relationship Between Health Services and
Social Networks

Symptom management for most people with
chronic illness primarily takes place within
everyday life. However, it also necessarily
involves some degree of interaction with
formal healthcare services, making ‘illness
work’ a shared activity between patients and
professionals. This shared activity has impli-
cations for the construction of meaning as
well as the practical management of illness.
The need for referral is constituted through
conversations with lay others!”>° where it
can facilitate but also interrupt*® or encour-
age alternative help seeking.*!

Another element of illness care is related
to the ability of patients to understand and
transfer the advice of health professionals
into their everyday life, as well as being able
to explain the specific circumstances of their
illnesses within the context of the consulta-
tion. While the main emphasis in studies of
interaction during consultation has tended
to focus on the dyadic physician—patient
relationship, a number of studies also recog-
nize that the consultation is often attended
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by a patient companion (triadic)***® while in

other cases, consultations could be between
a physician and a group of patients. Within
consultations, companions act as mediators
in the articulation of concerns and negotia-
tion between doctors and patients and
improve each others’ understanding.*>*°
In both cases, the dyadic patient—physician
relationship is directly influenced by lay
perspectives developed within differently
constituted non-professional networks:
patient—-companion and patient groups.
The extent of involvement of both patient
and companion was related to age, education
and trust in the physician,** while the level of
satisfaction of companion involvement has
more to do with the right balance and
‘getting it just right’ than with the actual
amount of involvement.*”>*®

Substitutability of Lay and Professional
Nerworks

Patients with long-term conditions may
exhaust what is traditionally available from
services and may be reluctant to use services
again, while others may consult more in an
attempt to resolve their problem.* In con-
trast, some patients may primarily rely on
non-professional sources of information and
support, including peers, family friends, and
non-medical professionals, and may be
reluctant to use formal health services.
Illness work is shaped by professional and
non-professional networks, which raises pos-
sibilities for the substitutability between
these different sources; where access to one
form of network support is limited or absent,
their functions might be provided by alter-
native means. For example, professionals
may in some circumstances be a substitute
for the lack of locality networks. Thus,
Cocksedge and May’° argued that practi-
tioners can spot and attend (or decide not to)
to cues from patients during their interac-
tions. The potential involvement of practi-
tioners could go further extending the
‘listening loop>>® acting as a broker and for
facilitating informal social networks. In a
study by Adams et al.,”’ professionals were

seen as agents able to mobilize locality
networks and/or as an aspect of broader
social networks providing continuity and
links between professional and lay worlds.
Befriending interventions make an assump-
tion that professionals can substitute for
network and social support though the evi-
dence of this is equivocal. Non-face-to-face
interaction over the internet can also act as a
substitute to face-to-face social networks
although its functions and properties also
differ in some important respects. Other
alternatives include provision of services by
the state’? or paying for services.

Properties of Networks

While distinguishing between the function of
networks (previous section) is primarily con-
cerned with establishing the presence of a
relationship between networks and specific
outcomes, shifting the emphasis towards
understanding the properties of networks is
an attempt to look comparatively between
them. The selected papers allow us to dis-
tinguish between networks that have differ-
ent properties implicating potentially
different outcomes for LTCM. These are
different depending on whether we focus on
relationships, affective communities, or per-
sonal communities. In the case of relation-
ships and affective communities, the
properties of networks that are likely to be
relevant depend on first, the nature of
wnteraction within the dyad/group based on
face-to-face, mediated, or anonymous inter-
action, second, the degree and type of famil-
iarity, friendship, friendliness or intimacy,
and third, the degree of pressure to conform to
expectations. If we shift the focus towards
personal communities, the properties and
mechanisms involved are more complex as
we also need to take into consideration the
attributes of the network (in addition to the
properties of its constituent parts).

Properties of Relationships and Affective
Communities

Belonging to an affective communiry implies
the presence of cultural norms and social
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expectations that could prevent a change in
lifestyle,>® which is enforceable through
building consensus in everyday face-to-face
encounters. For example, study of British
South Asians with diabetes Lawton ez al.??
shows how social networks can prohibit and/
or facilitate physical activity. Thus, while
respondents reported awareness of the need
to change their lifestyles, there were practical
considerations such as lack of time, or health
problems that made physical activity diffi-
cult. Such practical issues were interwoven
with cultural norms and social expectations
that prevented a change in lifestyle.

In contrast, one of the specific properties
of virtual communication is that it offers
anonymity. Anonymity could be desirable at
times of uncertainty’> and for groups that
are stigmatized.’* Thus, Rasmussen ez al.>>
found that young women with type 1 diabe-
tes used internet communication with online
networks in order to create stability during
life transitions. Women valued their auton-
omy and being in control of when and to
whom they revealed their diabetic status
especially during times of uncertainty and
life transitions. Thus, access to internet
needs to be discussed within the context of
other forms of support that are available as
well as in terms of the form of interaction
that internet use is taking. Active engage-
ment with internet groups is more likely to
be associated with a sense of support and
well-being than off line support. Seeman’*
discusses the possibilities (for finding sup-
port, information, and advice) that new
three-dimensional ‘games’ imitating real life
can offer for patients with chronic condi-
tions, especially for greatly stigmatized
chronic health issues such as obesity and
mental health. Thus, while participation is
usually assumed to be a good thing these
examples demonstrate how the properties of
different networks can shape the meaning,
experience and outcomes of participation so
that participation could, under different cir-
cumstances (and depending on other inter-
vening mechanisms), lead to isolation,>>>°

help to overcome isolation or signal (be an
expression of) isolation.

Another property of virtual communities
is the accessibility of advice (mediated by
class®”), and the contextualized advice
offered through the shared experience of
other participants®® (as opposed to the
disembedded professional advice, thus
resembling to some extent patient-led sup-
port groups (e.g. EPP, expert patient pro-
gramme)). The translation of abstract
knowledge into practical knowledge before
this knowledge reshapes everyday practices
and becomes normalized®® as well as the
more specific focus on emotional support
forms the bases of studies on virtual
communities. However, Meier et al.®°
(2007) and Ravert ez al.’® report contradic-
tory findings and argue that participation in
virtual communities is most relevant soon
after diagnosis and of seemingly less value to
LTCM in the longer term. This might
explain why the use of virtual forums over
time does not significantly improve
outcomes.®!

Interaction in virtual forums is sustain-
able over time in cases when a sense of
familiarity is developed between partici-
pants, which could be associated with emo-
tional support and the ability to reciprocate
(thus making virtual communication resem-
ble more closely the familiarity in face-to-
face interaction). It is also plausible that
emotional support is sought within virtual
forums by people who feel isolated due to
limited social networks (as well as lack
of alternative support which professional
networks can sometimes also provide (see
section on health services)). Gender differ-
ences in the use of internet forums have
been reported by Ravert e al.>® and Seale
et al.,®? while Loader et al.’” found that
improved outcomes were mainly associ-
ated with well-informed participants, who
routinely used the media, which suggest
that social class is an important factor that
could account for differences in the use of
internet forums.
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Properties of Personal Communities

Only one of the studies in this review,
Gallant ez al.,>” discussed the properties of
personal networks within the context of
LTCM. Both studies found that the size
and the content of the network had an
impact on health outcomes. Thus, larger
networks and networks where there were
both family and friends present reported
most favourable outcomes, while small net-
works and networks where there were only
family members involved had the worst
outcomes. While these findings are only
based on two studies, they confirm the
findings of studies that focused on
ageing®®° and deprivation.®®

Valence of Networks: Positive and
Negative Aspects of Networks

Within the context of social capital literature,
social networks are often discussed as some-
thing good®” although there have been
acknowledgement that the notion could
also have negative aspects.®®®® The articles
in this review identified both positive and
negative impacts that different social net-
works could have on LTCM. Thus, while
most of the reviewed studies found that
partners, family, friends and colleagues/
schoolmates can affect positively
LTCM,719:30:3143,70-72 (hare was also evi-
dence for the opposite.?>?%>> Rasmussen
er al.”® also found that interaction with
professionals could have a negative effect
on LTCM. The evidence in this review is
insufficient to conclude unambiguously what
is the valance of the relationship between
types of relationships and LTCM. This is not
surprising and could be anticipated, given
the complex nature of inter-personal rela-
tionships, especially those with close people.
However, there is also an indication that the
distinction between positive and negative
aspects of support may not be sufficiently
able to capture this complexity of relation-
ships. In a study of older women experienc-
ing multiple chronic conditions, Roberto
et al.”® found that while appreciative of
support from family members, at times the

women received more help and advice than
they would have liked to. Further, excessive
support could also be seen as a problem;>’
indeed, getting the right amount of support
is important in all cases.”* In this sense,
‘getting it just right’ could be a more pro-
ductive way of conceptualizing positive sup-
port (rather than amount of support or an
opposition between positive and negative
aspects). Getting it just right suggests an
engaged approach to support where the
amount and nature of work that members
of the network do are inter-subjectively
negotiated. While this means that more
could mean less, it does not necessarily
imply that less is more, but rather points at
the  complexities of empowerment.
Entitlement is usually framed in negative
terms as an entitlement to not contribute or
to contribute less (paired with an expectation
from others to do more work and offer more
support). Entitlement, however, could also
be framed positively, i.e. as an entitlement to
contribute or to contribute more. Here
socialized work is aimed at enabling contri-
bution while social compromise may require
accepting contributions that might be more
expensive and less efficient than available
alternatives (e.g. it might be faster and easier
if I did the cooking myself). The latter aspect
of entitlement is particularly evident in the
central importance given by people with
LTC to the ability to ‘give something back’
both as a condition for further participation
(e.g. in self-help groups) and for their sense
of well-being. Thus, the division of rights, or
contributive justice,”> could pose the ques-
tion of contribution and entitlement differ-
ently by putting the main emphasis either on
addressing existing inequalities, or on
respecting individual autonomy, sense of
self-esteem and social worth.!

Outcomes of LTCM

The predominant number of the reviewed
studies defined outcomes in relation to pro-
fessionally defined priorities such as health
behaviours (7 =45) and bio-medical indica-
tors (n=12), and less so in relation to
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patient-centred outcomes such as happiness
and well-being (n=26). While such out-
comes are not necessarily contradictory,
there are obvious tensions between different
objectives and priorities. This is particularly
evident in relation to the emphasis on change
in lifestyle which implies a change in well-
established routines that are highly embed-
ded into the practices of everyday life, are an
aspect of individual and group identities, and
are also embodied and a part of one’s
habitus.>”®

Summary of Findings

The findings of the review are represented in
Fig. 1. The main thrust of the reviewed
literature is on relationships that are repre-
sented in the left-hand side of the figure and
those run primarily from top-to-bottom
linking dyadic relationships and group mem-
bership to professionally defined objectives
while demonstrating the importance of con-
text in a general sense. Links between more
complexly defined networks and objectives
defined in relation to everyday life, as well as

links between types of networks and the
recursive relationship between professionally
centred and everyday-centred objectives
(left-right on the diagram) are less frequent.

This review demonstrates that the use of
networks in relation to networks as relation-
ships and as affective communities is well
represented in most of the papers reviewed
and it is well demonstrated that self-care is
socially embedded; however the uses of the
network notion in to signify networks of
networks or personal communities is patchy
(only discussed in seven of the reviewed
papers). Discussions of social networks,
social capital and the involvement of others
with LTCM is extensively used in order to
question the dominant paradigm, but without
offering a well-developed alternative. Thus,
while the dominance of professional concerns
and definitions, and individual-(rather
than community)-centredness, is widely rec-
ognized as a problem, most of the literature
on LT Cs operates within a conceptual and (to
a lesser extent) thematic framework that is
professional-individual-centred. In this sense,

Social networks: dyadic
relationships

Social networks:
affective communities

Social networks:
networks of networks

Functions

* Shaping knowledge, discourses and
narratives

» Stigma and defining normalcy and
deviance

* Networks and how they influence the
work related to LTCM

¢ Relationship between health services
and social networks

 Substitutability of lay and professional
networks

Properties: dyadic
relationships and
affective communities
 Familiarity, friendship,
friendliness, intimacy

* Face-to-face,
mediated, anonymous
e Level of expectations
and pressure to
conform

Properties: networks
of networks

¢ larger networks
associated with better
health outcomes than
smaller ones

¢ networks where
there are both family
and friends are
associated with better
outcomes than family
only networks

Valence of networks: positive and negative
effects on LTCM

Valence of networks: balanced support
and ‘getting it right’

indicators, health behaviours

Professionally centred objectives: bio-medical

Everyday-centred objectives: happiness,
well-being, sense of normality

FIG. 1. Summary of findings.
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the potential of the notion of social networks
is not sufficiently developed. The latter
requires further unpacking of the types of
networks involved, as well as the better
understanding and conceptualizing of their
properties and the mechanisms through
which they are shaping actual LTCM prac-
tices and discourses.

Coming back to the five key questions,
which we wanted to address in the beginning
of this article, we could argue that it is only
the first, what social networks are implicated
in LTCM, and the second, how are different
networks implicated, and what are their
functions, of these questions that could be
answered through this review. The third
question, how do different networks work,
what is specific about them and what are
their properties, could only be partially
answered, while the reviewed literature
could not offer sufficient answers to the last
two questions, for whom do different net-
works work and in what circumstances, and
why do they work for some people and not
others, why under some circumstances but
not others, and what are the underlying
mechanisms that are implicated?

DISCUSSION AND CONCLUSIONS

In this review, we drew on critical realist
approaches in order to define the objectives,
method and analysis of the review. We dis-
tinguished between types of networks and
identified functions and properties of net-
works in relation to LTCM. The focus was
on exploring beyond the factors and influ-
ences most usually associated with support
for self-care to bring into view the way in
which relationships with others, particularly
in settings that are outside formal healthcare
organizations, offer potential for furthering
the understanding of shaping the patterns
and types of these relationships, how they
might be implicated in ameliorating or per-
petuating inequalities and how they might be
harnessed for developing new chronic illness
management support strategies. The review

demonstrated that social networks are widely
implicated in LTCM through shaping and
understanding normalcy and deviance,
knowledge and narratives, the locus of indi-
vidual responsibility, referrals, consultations,
and how illness is managed by others.
Drawing on the wider literature, it can be
argued that LTCM takes place simulta-
neously in different everyday worlds, where
meanings are created inter-subjectively and
where the participants share a common, but
mostly taken for granted (rather than reflex-
ively evaluated), ‘stock of knowledge’.”” The
latter is both the basis of common under-
standing and also informs action, and there-
fore everyday life worlds, where different
networks might be implicated, are built
around both interpretative frameworks and
frameworks for action. More specifically,
illness discourses and practices are
co-shaped by pre-existing material circum-
stances and (largely unreflexive) stocks of
knowledge, embedded in everyday life as
well as by professional knowledge, dis-
courses and (professionally endorsed) ideol-
ogies of the self, and by broader ideologies of
the self, intimacy, community and responsi-
bility. Justifications for actual choices or
states of affairs can operate within different
and often contradictory ideologies (e.g. per-
sonal responsibility and autonomy from
others), and connectedness to and responsi-
bility for individual and collective others
(e.g. family members, the state, health pro-
fessionals, etc.). These are rarely clearly
separated, but they co-exist in different
combinations within narratives in relation
to different situations. L TCs are managed
within different, primarily, but not exclu-
sively, non-professional contexts, where rela-
tionships are primarily patterned and
unreflexive, and therefore considerations
about interventions which might help sup-
port self-care support may need to consider
ways of reflecting on current network inter-
actions and re-negotiating these. More
broadly, within open systems changes in
existing practices and the introduction of
new ones are a process of a complex and

Downloaded from chi.sagepub.com at The University of Manchester Library on December 5, 2012


http://chi.sagepub.com/

72 VASSILEV ET AL.

multi-level negotiation between considering
what is desirable to be done, how people talk
about this collectively, why it is done in a
particular way and how responsibilities are
shared. In this sense, when changes are
taking place in open systems, the relation-
ship between material and discursive prac-
tices as well as the ideological and normative
frames within which they are expressed are
difficult to separate. This raises questions
such as what is ‘good’ and ‘bad’ LTCM (e.g.
sense of normality in everyday life, well-
being, good bio-medical indicators, appro-
priate health behaviours) and what is ‘posi-
tive’ and ‘negative’ support (how is this
related to outcomes)? Whose values are
and/or should be implicated? And given the
necessarily irreconcilable differences
between professionally centred and every-
day-centred objectives, how can those be
addressed analytically and within policy?

Limitations of the Studies Reviewed

The studies reviewed here reflect a broader
tendency in the literature on health where
the notions of social nerworks and social capital
are predominantly used as a way of demon-
strating the existence of an important link
between health and social contexts. The
notion of social networks has been narrowly
used within the reviewed papers and is
primarily defined as a single or a set of
dyadic relationships rather than discussed
within the networks (personal communities)
of individuals. Social networks are primarily
used as a way of acknowledging the signifi-
cance of the context within which illness
management is taking place, yet within what
remains predominantly individual-centred
and professional-centred perspectives on
health. Here, social networks are primarily
used as a metaphor for non-professional (as
opposed to professionally centred) or infor-
mal (as opposed to related to formal institu-
tions) relations (similar to studies on ‘lay
perspectives’, ‘lay advisers’, etc.). Thus the
notion of social networks is either operatio-
nalized in a generic sense (everything non-
formal) or as a specific form of relationships

(e.g. partner, family and friends). These are
rarely differentiated sufficiently and com-
pared to each other. Comparisons are pri-
marily in relation to one type of network
aspect (e.g. relationship such as family,
partner or community, such as ethnic
group, for example) and in relation to one
aspect of LTCM, and there are only few
studies that are looking across types of
networks and different aspects of LTCM.
This is in addition to LTCM being primarily
defined in medical terms, where there is an
assumption that health behaviours and bio-
medically defined priorities (symptoms and
measurements) are also the priorities in
everyday life (which is clearly not the case).
Other key notions such as ‘family’ also
tend to be used generically which are limited
as a heuristic devise for understanding and
analysis of LTCM. The predominant
assumption about the ‘family’ is that it is a
‘traditional’ family, which does not suffi-
ciently address the large number of non-
traditional households (cohabiting siblings,
friends sharing accommodation, and chil-
dren living with parents or relatives) or
single-person households. More generally,
relationships such as family, kin, friends,
neighbours and colleagues cannot be easily
and unambiguously associated with ‘strong’
and ‘weak’ ties,’®>’® especially when dis-
cussed within the context of open systems.
Furthermore, most of the relationships
that are explored as aspects of networks:
partner, family, friends, and health profes-
sionals, are ambiguous and can be either/or,
or both positive and negative when assessed
within everyday life. More generally, there is
a complex nexus between the role of partner,
family and friends, positive and negative
types of support, availability and acceptabil-
ity of support, social capital and social debt,
stigma and guilt and isolation and self-
isolation. The negotiation of boundaries of
care can be seen as embodied moral practice
where there could be different combinations
of blame, stigma, compassion, entitlement,
etc. The latter demonstrates the limitations
of the conceptual framework, which can only
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capture very extreme scenarios and builds
generalizations on narrow and unrealistic
premises. What is needed is the development
of the notion of ‘family’, which refer to sets
of relationships that could be about ‘close’
and ‘distant’ family, between ‘actual’ and
‘potential’ carers, and between ‘family’ as an
ideological discourse of intimacy, care and
responsibility and as actual sets of
relationships.

Thus, while the existing evidence suggests
that different types of communities and
relationships tend to have affinities with
specific functions in the organization of
LTCM these could not be explored in
much detail due to the limited evidence.
Furthermore, while there is evidence that
some types of networks could hold similar
functions (e.g. isolated individuals could in
some cases rely on professional networks to
be more closely involved with everyday
work), there is little evidence of the specifi-
cities and the limits of the substitutability of
different types of relationships. The existing
literature does not address in much detail
such questions, particularly in terms of the
affinities between types of networks and the
different types of work implicated in LTCM
as well as how these change over time and in
relation to illness and life-course trajectories.
The structure and significance of health-
relevant networks are embedded in and are
shaped by the health and social contexts of
specific countries as are the specificities of
different conditions, and the visibility and
stigma attached to the condition and its
symptoms. Thus, it is likely that the signif-
icance of social networks and or relationship
is going to be more important in some
institutional and cultural contexts than they
are in others. While LTCM network typol-
ogy and a typology of network change have
not been developed at present, a prerequisite
of developing such a typology requires a
fine-grained understanding of the types of
illness-relevant work involved with specific
conditions, the different mechanisms
implicated in illness management, and the

ways in which they interact within different
contexts.

Further Research

The findings from the review, are useful for
conceptualizing self-care within community
and everyday contexts and exploring
whether different configurations of networks
are more conducive than others to support-
ing self-care activities and are important in
shifting the emphasis of self-care from indi-
vidualized, behaviour-based interventions to
community and network-centred
approaches. The latter may prove more
appropriate beneficial in socially and eco-
nomically deprived contexts. In order to
address these questions, we have developed
a programme of empirical work where we
will draw on social network analy-
sis?7?88982 and define social networks as
‘networks of networks’. These have been
operationalized using an empirical approach
that has been applied to studies of the
family,®*> ageing®>®* and friendship,®> but
has not been applied to self-care of LTCs.
Second, we define self-care as consisting of
different types of work?**° 88 and as being
embedded and normalized into everyday
life,’® which further extends the empirical
approach developed by these earlier studies
of social networks.

End Notes

ISelf-care has been defined as ‘the care taken by
individuals towards their own health and well-
being: it comprises the actions they take to lead a
healthy lifestyle; to meet their social, emotional
and psychological needs; to care for their long-
term conditions; and to prevent further illness or
accidents’.%°

®Department of Health.®°

°An example of the latter might be policy inter-
ventions, which focused exclusively on improving
connections, building networks or stimulating
participation (at the expense of reducing material
inequalities). Notwithstanding some of those dif-
ficulties, these constructs open a rich conceptual
and theoretical field and thus constitute a relevant
starting point for unpacking the diverse processes
involved in chronic illness self-care.

Downloaded from chi.sagepub.com at The University of Manchester Library on December 5, 2012


http://chi.sagepub.com/

74 VASSILEV ET AL.

9Note that the distinction between empirical,
actual and real does not correspond to a distinc-
tion used in meta-synthesis where Noblit and
Hare'® distinguish between first-order (everyday
use) and second-order (as used in the social
sciences) constructs. This is discussed further in
relation to the critical interpretative synthesis.
°Full search strategy available from authors on
request.

Though a counter question of interest is the
structural position of those doing the stigmatizing
which has received little attention.

8For a discussion of the predominance of ideol-
ogies of individualism in explaining inequalities
among low-income rural whites, see Storrs;’° for
a cultural perspective on individualism and dia-
betes care for elderly Russian émigrés in US, see
Borovoy and Hine;’! however, Blaxter®? makes
the more general point that individuals
incorporate both individual and structural ele-
ments in their accounts of inequality, these
accounts are often contradictory, and they could
change over time and apply differently to oneself
and other.

hStrauss?®®%8  distinguishes between illness
work, everyday work, biographical work,3” and
articulation work.”> Illness work ‘consists of regi-
men work, crisis prevention and management,
symptom management and diagnostic-related
work’, while everyday work ‘refers to the essen-
tially daily round of tasks that keep the household
going’. It includes: housekeeping and repairing;
occupational work; marital work; child rearing;
sentimental work; and practical and social activ-
ities such as eating.®® Biographical work could be
defined in relation to the self, and is the work
related to the reassessment of personal expecta-
tions, capabilities and future plans (see also
Bury®®). Articulation work is the ability to deal
with contingency and is closely associated with
the need to be able to improvise. Here, articula-
tion work refers to the ‘work that gets things back
“on track” in the face of the unexpected, and
modifies action to accommodate unanticipated
contingencies’.?%%°

iContributive justice refers to ‘justice as regards
what people are expected and able to contribute
in terms of work. Complex, interesting work
allows workers not only to develop and exercise
their capacities, and gain the satisfaction from
achieving the internal goods of a practice, but to
gain the external goods of recognition and
esteem’.”” Contributive justice is about allowing

and enabling individuals their
potential.

¥Habitus refers to those deeply engrained dispo-
sitions which are products of socialization, parti-
cularly in early life, and which orient individuals
at a subconscious level toward the world around
them. The dispositions have a structure which
reflects that of the corresponding habitat in which
they are formed. The habitat is not merely a
milieu but a position within a wider field of social
relations, including relations of both similar and
different others, for example to members of both
the same and different gender and class.
Habituation to this location within structures of
social relations and material conditions produces
a corresponding structure of dispositions which is

attuned to them’.%®

to develop
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