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Key Implications for Decision Makers

Planning and provision of dementia services must respond to the nature of the illness and to the
unique needs of and relationship between a care recipient and caregiver.

Individuals with dementia and their caregivers are a high-risk population. Over 54% of care
recipients and 25% of caregivers reported poor health days, and entry into the formal health care
system is generally precipitated by a crisis.

Dementia care networks enable the exchange of information about care recipients and caregivers.
They also facilitate the development of new initiatives.

Care recipients’ and caregivers’ perceptions of the effectiveness of dementia care networks are
influenced by the availability of specialized services and the scope of services in the local
community. In communities where specialized services are developed and agencies work together,
networks are perceived to have changed the delivery of services through information sharing.

The three most significant factors determining care recipients’ and caregivers’ satisfaction with
care are coordination of care, awareness of services, and family physician care.

The planning and provision of dementia care must:

= Deal with the difficulty that care recipients and caregivers sometimes have accepting that a
problem exists;

= Provide care that addresses the physical, social, emotional, and financial status of caregivers
and care recipients;

= Help identify the most appropriate assistance required in consultation with different care
providers, family members, and friends; and

= Provide services in ways that allow for easy entry into and exit from the service system as care
recipients’ and caregivers’ needs change.

The greater the extent to which care recipients received emotional and informational support from
members of their social support network, the more likely they were to report that they were
satisfied with the processes of care.

The more a caregiver is supported by in-home services, the more likely they are to report
satisfaction with awareness and coordination of services. Lack of support for caregivers at risk may
lead to the premature institutionalization of care recipients, thereby entailing higher costs to the
health care system.

At Community Care Access Centres in Ontario, the shift in policy away from providing
homemaking and personal care will lower care recipients’ and caregivers’ satisfaction with care
and increase costs for them.

Where network members share multiple ties with members of different groups within the network
they are more likely to perceive that the network has been effective in sharing facilities, joint
training, shared administrative and client information, and the offering of joint clinical programs.



Executive Summary

Networks of care are seen as a way to overcome the fragmentation of services that can result from
involving many different providers, types of care, and varieties of specialization. The Dementia Care
Networks’ Study investigated four community-based dementia care networks located in Ottawa,
Toronto, Hamilton, and the Niagara region. Our research focused on the evolution, structure, and
processes of the networks and on how these networks served the needs of care recipients and
caregivers who were using community-based or ambulatory care services provided by acute-care
agencies. A model of network effectiveness guided the study. The findings have implications for care

recipients, caregivers, health and social service professionals, and government policy makers.

Though we studied each network as a whole, we also examined the relationships that existed among
groups of agencies within them. The types of relationships we examined were based on activities
related to administrative functions (e.g., shared programs) and service delivery functions (e.g., referrals
received and sent). General findings indicate that members perceived higher administrative and service
delivery effectiveness when network members shared multiple ties with members of different groups
within the network (clique overlap) as opposed to the sharing of ties across the network. The
centralization of network structure (i.e., the extent to which a network is dominated by a few agencies
in terms of service delivery activities) was also found to be related to the perception of service delivery

effectiveness.

Three major outcome variables were identified as they pertained to the care recipient/caregiver dyad:
satisfaction with coordination of services; awareness of services; and satisfaction with family physician
care. Care recipients’ and caregivers’ assessment of network effectiveness as measured by perception
of and satisfaction with processes of care indicated that when care recipients receive emotional and
informational support from members of their informal network, they are more likely to be satisfied
with the care they are receiving. Caregivers, meanwhile, are more satisfied when the health care

system increases the in-home services provided to the people for whom they are caring.
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Specific findings related to network processes and outcomes included:

Service delivery indices of “case coordination” and “shared client information” were positively
correlated with service delivery effectiveness. This suggests that care providers perceive service
delivery to be most effective when case coordination and sharing of client information is concentrated

within a few agencies.

The number of cliques in the “referrals received” activity was negatively correlated with both
administrative effectiveness and service delivery effectiveness. This suggests that overall service
delivery effectiveness decreases when agencies receive referrals only from the cliques in which they

are involved.

Administrative effectiveness was positively correlated with clique overlap in the “shared
administrative information” activity. This finding suggests that a high number of agencies involved in
a high number of cliques facilitates the exchange of administrative information, which, in turn,

enhances administrative effectiveness at the network level.

Clique overlap indices of “shared client information” and “joint clinical programs” were positively and
significantly correlated with both administrative and service delivery effectiveness. This finding
suggests that the degree of influence within cliques advances administrative and service delivery

effectiveness.

Specific findings related to care recipients’ and caregivers’ perceptions of processes of care included:
The frequency of in-home services was positively related to satisfaction with coordination and
awareness of services — the more in-home services a dyad received, the higher the level of satisfaction.
The more hours a caregiver spent meeting the personal care needs of a care recipient, though, the less
satisfied a dyad was with coordination. If a dyad was receiving help with personal care, both parties

were also satisfied with the family physician’s awareness of services available for dementia patients.
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Emotional support available to care recipients was positively related to both satisfaction with
coordination and awareness of services; it did not influence assessment of physician services. Physical
companionship available to care recipients was correlated with assessment of coordination; it did not

influence opinions of awareness or physicians.

Satisfaction with coordination decreased with the hours of care provided by a caregiver, and increased
with the emotional support received by a care recipient and the frequency of in-home services received

by a caregiver.

Satisfaction with awareness increased with the age of a care recipient, assistance provided to a
caregiver with personal care, emotional support given to a care recipient, and frequency of in-home

services offered to a caregiver.

Satisfaction with physicians’ care increased with a care recipient’s age, when a caregiver and a care

recipient were female, and when a caregiver received in-home help.

Method

We conducted a Care Provider Survey to evaluate service providers’ perceptions of administrative and
service delivery effectiveness, and a Steering Committee Survey to determine steering committee
members’ perceptions of the processes and outcomes of network management. A Care Recipient and
Caregiver Survey gauged perceptions of and satisfaction with care processes. We supplemented this

research with literature reviews as well as interviews and focus groups held with key stakeholders.
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