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ystematic reviews have found that older adults with

multimorbidity (multiple chronic conditions) are at

increased risk for depression and poorer quality of life.
Furthermore, the presence of multimorbidity results in substan-
tial health care spending.? Older adults with multimorbidity who
are transitioning home after a hospital admission are particularly
vulnerable to fragmented care, as they typically receive services
from numerous providers who lack a common system for
coordination and communication. There is limited evidence on
how best to provide well-coordinated transitional care to older
adults with multimorbidity and depressive symptoms.3-*

The Community Assets Supporting Transitions (CAST) study, a
pragmatic effectiveness-implementation randomized controlled
trial (ClinicalTrials.gov NCT03157999), is designed to test a support
program for older adults living with multimorbidity and depressive
symptoms who are being discharged from hospital to home. It
builds on pilot feasibility and effectiveness work,’ and aims to
improve care transitions in older adults with multimorbidity and
depressive symptoms through adapting and testing a six-month
support program. Estimated enrolment across study sites is
216 participants. The trial’s intervention is delivered by a regis-
tered nurse through home visits and phone calls tailored to indi-
vidual patient needs. Core components include care coordination
and system navigation, medication review, assessment of needs
and risks, problem-solving therapy, and patient and caregiver edu-
cation, in addition to usual care. Control participants receive usual
care. The study explores program effects on health outcomes and
costs for older adults and their caregivers; how the program is
adapted and implemented in three Ontario communities (Hamil-
ton, Burlington and Sudbury); and what will be required to sustain
and scale up the program in other communities.

This integrated knowledge translation study, in which multi-
ple stakeholders are involved in designing, implementing and
evaluating the intervention, is based on the Knowledge-to-Action
Framework.” Our approach to patient engagement is aligned
with this framework, relying on meaningful engagement of key
stakeholders and valuing the integral role that patients play.
Patient and caregiver partners have been integrated throughout
the study’s governance structure and strategically engaged using
multiple mechanisms,® including serving as co-investigators and
members of the local community advisory boards.

KEY POINTS

® The Community Assets Supporting Transitions study, a
pragmatic effectiveness-implementation randomized
controlled trial, is designed to test a support program for older
adults living with multimorbidity and depressive symptoms
who are being discharged from hospital to home.

® Incorporating the experiences and skills of patient and caregiver
partners in hospital-to-home transitional care research can
inform and enhance all stages of the research process and
enrich researchers’ understanding of the topic.

® Inworking with patient partners with multimorbidity, and those
caring for them, researchers have needed to be mindful of the
potential burden of research-related requests, and have learned
the importance of maintaining contact during study quiet times.

The patient-engagement approach in this study was guided
by the Canadian Institutes of Health Research Patient Engage-
ment Framework,? strategically engaging patients and caregivers
to ensure research alignment with patients’ values and priorities;
reflect their experiences with the health system; situate the inter-
vention within local resources and address gaps; and identify
patient- and caregiver-relevant health and system experience
outcomes. Older adults and caregivers have been recruited from
all study sites, with the assistance of local stakeholders, as
patient and caregiver partners. Patient and caregiver partners
have informed adaptations to the study intervention, identified
patient- and caregiver-relevant outcome and experience mea-
sures, informed recruitment and consent processes, and contrib-
uted to the study’s knowledge translation plan and products
(e.g., presentations, videos and journal manuscript).

Patient and caregiver partners have also helped researchers
and trainees to better understand issues that older adults face
with transitional care. Patient and caregiver partners have
expressed value in the opportunity to “share experiences in a
meaningful way to help others” and have expressed the impor-
tance of “knowing that someone is addressing these problems”
(i.e., managing multimorbidity and gaps in communication and
service coordination).

An important contribution of the CAST study is the engage-
ment of vulnerable older adults as patient and caregiver partners,
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an understudied subgroup in the patient-engagement literature.®
Patients’ complex, and sometimes fragile, health status can
make engagement challenging, as can the demands placed on
their caregivers. We have gained many valuable insights regard-
ing the engagement of older adult patients and their caregivers
as research partners. One patient partner expressed, “when
starting to partner, it is important to clarify roles; that the
[patient] is a partner in the research team, which is different than
if patients or caregivers have been research participants in the
past.” Several partners have identified the importance of
researchers investing time to understand their stories, ensure
clarity of purpose and expectations (i.e., what is being asked of
partners), and ensure partners do not feel rushed or inhibited in
any way. Having an identified contact within the team and build-
ing personal connections have also been important.

Patient partners who are members of the research team have
identified the benefit of having researchers help them to under-
stand how their role and experiences can inform the research. In
working with patient partners with multimorbidity, or with those
who are caring for them, researchers have needed to be mindful
of the potential burden of research-related requests. At the same
time, it is important not to make assumptions about what contri-
butions patient and caregiver partners can make. Thus, it is
important to communicate regularly with patient and caregiver
partners and tailor their engagement based on their individual
needs and preferences. For example, determining preferences
for communication approaches (in person v. telephone meet-
ings, email v. postal mail) and being flexible to accommodate
changes in health status or caregiving demands is important.

This pragmatic trial, coordinated from and supported by the
Aging, Community and Health Research Unit, is currently being
implemented in three study communities. Time delays associ-
ated with slower-than-anticipated recruitment and delayed eth-
ics approval have challenged us. Strong early engagement and
enthusiasm were achieved with our patient and caregiver part-
ners; however, delays have created challenges in maintaining
engagement during study “quiet” times. Patient and caregiver
partners have provided valuable feedback about continuity of

communication to keep the study “fresh” in their minds, includ-
ing the value of sharing updates about challenges, as it is some-
times hard to get back up to speed about the study when there
have been substantial delays. Ensuring ongoing, mutual under-
standing is key to effective collaborations.

A formal evaluation of the implementation and impact of the
study’s patient-engagement strategy is in its early stages; how-
ever, the value of partnering with patients and caregivers in
research has been seen in terms of strengthening study
approaches and positive impacts on researchers. The CAST study
engages in a variety of activities to understand diverse patient
and caregiver partner perspectives. Patient and caregiver part-
ners have expressed feeling that their contributions are heard and
valued by the research team. As our patient-partner coauthor
stated, “We’re all [as older adults] running into similar situations
but may differ based on particular health situations ... that’s the
beauty of the research ... bringing those perspectives together.”
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