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PHPC Group Read EP7: The evidence of the
importance of informal care networks

Rosemary Leonard and Debbie Horsfall

Formal network: networks among professional care providers
Informal network: patients, carers, and other people engaging with the health system



Informal social network: relationships with family, friends, colleagues, online connections,
neighbors, spiritual groups, and leisure clubs. Some overlap, while others remain distinct.
Social network or support network: typically includes family and friends, with a reciprocal
expectation of providing emotional and tangible support over time, creating a series of
nested dependencies.

Care network: emerging from support network to provide specific help and assistance due
to a particular need, such as in the case of dying.

Why are informal networks necessary?
There will continue to be a large and growing need for informal home- based caring

 Informal caring in Australia is extensive, valued at approximately $15 billion annually in
unpaid work. It is the second most common reason for early retirement, following
personal health needs.

« Institutionalized end-of-life care is often too expensive, uncaring, and sometimes
unsafe.
Nature of care work: complex, demanding, and emotional

« Community-based palliative care averages 119 days, with 117 provided by family,
friends, neighbors, and community members. 90% of care networks enabled dying at
home by supporting the primary carer and preventing social isolation and exhaustion.
An effective caring network can replace the burden of caring with positive
experiences

» Caring for the dying at home involves complex, demanding tasks in a highly emotional
atmosphere, with a lack of community knowledge about death due to
institutionalization. Competent, compassionate formal and informal care networks are
needed for physical, emotional, spiritual, and medical support. Primary carers are often
become a patients after caring, but caring can be positive experience if they are well
supported (improve outcome for carer).

+ Many tasks are everyday activities: taking children to school, shopping, paying bills,
providing food for visitors, and ensuring medications are available. These require no
special skills, just life experience and willingness to help.

« To comprehensively support informal carers, best achieved through combined formal
and informal care networks. Viewing care networks as communities of practice,
which come together to focus providing in-home care to a dying person and their
carers.

Caring networks can have flow-on benefits to the community

» Caring raises community awareness of death and dying, enhancing the capacity to
care. These networks grow over time, strengthening relationships and bringing
knowledge back to the community. After bereavement, care networks often continue,
with members using their experiences for further education, health advocacy, support



groups, or other networks, thereby enhancing community death literacy and future care
capacity.

Home-based networked caring, rooted in ethical and moral practices, improves overall
well-being and builds strong social bonds that increase social capital for various
community goals.

Networks can facilitate better use of formal services and assist with grief and
bereavement

Larger social networks, including friends, improve confidence in seeking assistance and
increase palliative care involvement. Informal networks usually continue after
bereavement providing ongoing support to the primary carer.

4 methods presenting care networks

Existing literature often focuses on primary carers, typically family members, this perspective

is limited. A network approach highlights the broader web of support from friends, family,

neighbors, and colleagues.

Care networks has 4 key dimensions:

the number of people involved,
relationship strength (density),
the types of people,

their activities

Descriptive maps drawn by researchers or clinicians

In Fig. 23.1a, the network map from Abel et al. (2016) is adapted to identify care
network weaknesses, asking key questions about network members, relationships,
tasks, and coordination. This approach ensures holistic and individualized care.

In Fig. 23.1b, Young et al. (2016) used a community of clinical practice map, including
both formal services and informal carers, to highlight their roles and importance.
However, it lacks details on the connections between network members, which
can lead to uncoordinated services. ldentifying these connections would help
address communication gaps.

Participatory network mapping

In Fig. 23.2, carers collectively draw maps by connecting names with colored markers
to indicate relationship strength.

Advantages include revealing interrelationships, describing activities, and providing
interpretive feedback.



» Disadvantages include potential group pressure to overstate relationship strength and
the risk of ignoring serious divisions.

» Clear guidance on tie strength and careful participant selection can mitigate these
issues.

Computer-generated maps

« with software like NetDraw, which visually represents relationship strengths through line
thickness or color and categorizes nodes by shape or color. This method places
individuals with more and stronger ties centrally, enhancing visual clarity of network
importance.

» Data is collected via individual questionnaires, and participatory maps can be converted
into NetDraw maps, as demonstrated in case studies.

Statistical analysis

Numerous statistics summarize key attributes of networks, with size, density, transitivity, and
the principal carer's betweenness being particularly useful:

: Number of individuals in the network.

. : Number of actual ties divided by possible ties, reflecting relationship
development. Can be integrated with strength of the relationship.

. : Balance and reciprocity among three individuals. High transitivity shows
egalitarian and cooperative connections, while low transitivity indicates that the
principal carer handles most communication, with others not connecting directly.

° : The extent to which the carer acts as a bridge
between others, with lower betweenness suggesting less need for sole coordination.
High betweenness may indicate gatekeeping to control information flow.

Case studies

3 case studies come from the CAEOL preliminary and main projects, showcases the
diversity of informal care networks.

» Preliminary study: Caring networks of 10 people supported by Home Hospice.

« Main project: 23 focus groups, 34 primary carer interviews, and 17 outer network
interviews.

1. Photo-elicitation



2. Focus groups with caring networks
3. Network mapping exercise using large sheets of paper and three colored pens
representing different strengths of relationships:
- Yellow: Weak tie
- Blue: Known person
- Red: Strong connection
Network Mapping Procedure

o Initial Mapping: Network members' initials were written in a large circle, indicating
connections with colored pens (yellow, blue, red) at time 1 (when caring began). This
was repeated on a second sheet for time 2 (the present time), adding new members or
peripheral connections.

» Variation for Main Project: Participants rated their connections (0 for no relationship,
1-3 for yellow, blue, red) on a sheet, then transferred these to the large paper. This
reduced social desirability bias.

Analysis

o First Level: Focus group discussions highlighted changes in number and strength of
connections between time 1 and time 2.

« Second Level: NetDraw in Ucinet quantified changes in network size, density, and
principal carer betweenness.

Case study 1: patient’s husband stressed the value of privacy

A common scenario. Immediate family provided care, risking burnout or conflict if prolonged.
Other family and friends offered emotional support remotely, with little practical help. They
had good social support but inadequate caring networks. When care became too
difficult, the patient was moved to a hospital to die, influenced by the household head's
concern for privacy.

Case study 2: principal carer was encouraged to accept help

Comparing case study 2 with case study 1, both networks were similar in size, but Jo had a
stronger network with higher density and transitivity. Importantly, while Lorraine and Laurie
bore most of the caregiving burden in case study 1, leading to high burnout, Jo's inner
network was more involved, with five people sharing similar caregiving responsibilities.

Case study 3: increasing strength of relationship with a service
provider

Focused on the relationship between informal care networks, the wider community, and
formal service providers. 8 out of 36 networks studied saw an increase in ties with service



providers from time 1 to time 2. Typically, these providers visited the home regularly.
Stronger ties formed with providers who offered support, empowerment, and system
navigation assistance.

Overall insights about caring networks

of the caring network varied, with a minimum of three and typically
seven to eight members. Smaller networks of carers are easier to organize and
communicate within. They included friends, family, neighbors, pets, colleagues, local shops,
community groups, and home health services, but rarely other medical service providers.
Each network was unique, often including someone with prior experience of hospital-based
death.

Caring networks had a core and an outer network, each with distinct roles and
tasks. The primary carer was usually a family member, though friends were equally central.
Outer networks, including service providers, were essential and competent in various caring
roles but were not central to the core caring work.

=> |eads to understanding the caring capacity of the informal sector.

» Each network's has unique formation, involving family, friends, neighbors, community
groups, and deliberate searches for help. Friends were as crucial as family. Belief in
capacity to organize care and proximity to social networks were key for effective
recruitment. Networks could be spontaneous or initiated, often a hybrid of the carer's
and the dying person's social support. Community groups, direct requests, and
personal initiatives all played roles in forming these networks. Family responsibilities
motivated some, while others helped out of a sense of "it's the right thing to show up
and help."

« Akey to forming informal networks was People needed to be aware
of someone in need. Various methods facilitated this, such as notices in local shops or
post offices and community inquiries about each other's well-being. Everyday
relationships and communication were crucial. was also
vital. In a preliminary study, a private family relied heavily on daughters for care,
although the patient maintained constant contact with her network via phone. This
network might have offered more support if allowed.

« A hallmark of a compassionate community is

encompassing a broader range of support. We hope for
future caring networks that are not just subsets of existing social networks.

Value is their with members performing various tasks as needed. These activities
fall into six main categories:



. Activities of Daily Living: Relieve principal carers by handling daily tasks, so they can
care for the patients.

2. Emotional Support for both the carer and patient.

3. Communication: Update others on the situation and source services.

4. Life Affirmation: activities that validate the patient's life and still the same person they

have been, such as rituals, fun, shared memories, and gatherings.

. Direct Care: Perform tasks requiring specialized knowledge or skills, like repositioning
the patient, administering medications, or obtaining equipment.

. Continuity of Support after death: Maintain support from dying through bereavement,
assisting with funeral arrangements and providing ongoing emotional support.

5. Where are care networks located?

hospices, hospitals, aged care facilities, patients' homes, or carers' homes.

The type of support needed depends significantly on the location.

Care in Patients' Homes: Keeps patients connected to familiar surroundings, which
provide pleasure and help retain their identities. It also helps maintain connections with
neighbors and social networks.

Challenges for Distant Carers: If the principal carer doesn't live locally, they may
struggle to obtain informal help from the patient's network and find it burdensome for
their own networks to travel. Additionally, they face difficulties managing their own
homes and families. Transferring the patient to the carer's home gives the carer better
access to their own networks but deprives the patient of the comfort and familiarity of
their own home.

In either home, the informal network can offer a full range of support activities, space
for visitors to relax, share and spend time with the carer and patient, and participate in
rituals or happy hour festivities.

Facilities provide direct medical care but limit visits, emotional support, and participation
in activities. Although the person’s body is cared for, their identity is difficult to
maintain. Effective communication with social networks and practical support for
primary carers is essential to allow more time with the patient.

Conclusion

Informal caring networks play crucial role in fostering compassionate communities. These

networks enhance community death literacy and acceptance of end-of-life care as a

collective responsibility. Community development initiative can expand the number of
capable carers, encouraging public support for their efforts.
As institutional care cannot replace home caring entirely, the focus should be on supporting

carers to transform the experience into one of connection and intimacy, rather than



burden and burnout. Shared end-of-life care can create powerful, collective experiences
that strengthen mutual connections.



