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Caregiving in rural areas

of Global
Public Health

* 40% of North Carolinians live in rural areas

* Most long-term care in rural areas is provided by
caregivers

- Rural caregivers report accessing services as the
most common unmet need

- Barriers: Major regional variation in infrastructure,
fragmentation between specialty and primary care,
and limited direct care/ home health

* Facilitators: Great resilience, strength, geographic
communities, faith-based systems of support

NAC, NCI, CSC. 2016; NAC & AARP, 2025; L'Heureax et al., 2022; Kent et al., 2024; Kent et al. 2023




Unique aspects of cancer caregiving

* Rapid deterioration of health

 High levels of emotional stress

* Multi-modal therapies

* More and more outpatient/home care
* Recurrence, and fear of recurrence

 Fear of complications

- Managing complicated, even hazardous medications
» Monitoring and error detection

» Coping with information overload

* Navigating a complex, fragmented healthcare system
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Adapted conceptual model for the impact of cancer
caregiver stressors on well-being

Context
Individual — Sociocultural — Economic — Geographic

Stressors Appraisal Responses Health and

: Well-being
Primary Burden + Coping

e Cancelr. Capacity * Planning + Physical health
» Caregiving demands Future outlook « Self-care * Mental health

Secondary/Spillover e « Health behaviors * Meaning-making
* Roles/relationships e Adjustment
» Schedule/lifestyle *  Growth

Recurrence/ End-of-life
Second cancer

Cancer diagnosis/
initial treatment

Remission

Cancer trajectory

Fletcher et al., 2012



Can a supportive care
intervention improve coping
and reduce distress among rural
cancer caregivers?




Supportive care intervention: enCompass i
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enCOMPASS

Public Health

Supportive care (coaching and psycho-
educational) program designed to help
identify social support needs and connect
caregivers to people and resources.

Adapted for caregivers living in rural areas and
supporting loved ones undergoing cancer
treatment

Adapted from CARING a lay navigator-
delivered social support mapping intervention
designed by Maija Reblin.

Funding from the UNC UCRF, The Duke
Endowment, and the Humana Foundation
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AF enCompass: Phase 2, 2023-2024 single arm feasibility study

Caregiver coaching sessions,

8 weekly sessions
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Assessment1, BL

Caregiver:

Coping Self-Efficacy,

Distress, Burden, Social
support

Patient:

Distress, Healthcare utilization

Assessment2, T= 4w
Caregiver:

Coping Self-Efficacy,
Distress, Burden, Social
support

. .Qualltatl.ve
Exit Interviews

N=11

Assessment 3, T=8w

Caregiver:

Coping Self-Efficacy, Distress,
Burden, Social support

Feasibility, acceptability, usability

appropriateness

Patient:
Distress, Healthcare utilization



Accrual — enCompass Carolina single arm pilot (Nov 2023- May 2024)

Screened PTs as potentially eligible
N =320

v

Not Approached (n=49)

* Health Deterioration (n=2)

e Left clinic prior to contact (n=15)

* In Remission (n=12)

* Incorrect Address (n=1)
* Asleep (n=4)
* Other (n=15)

A 4
Approached patients
N =271

A

Approached Caregivers

Caregiver not present (n=54)
No Eligible Caregiver (n=32)
Declined (n=48)

* Not interested (n=32)

* Not relevant (n=6)

* Logistics (n=10)

Caregiver participation rate
(consented & participated in 1+
coaching session / approached):

59/137 = 43%

Caregiver retention rate (completed

N =137

Consented: N=111
e 59 caregivers

Declined (n=26)

* Too busy (n=6)

* Don’t need help (n=7)
* Not interested (n=11)

* Intervention too long (n=0)

* Risk of distress (n=0)
e Other (n=2)

* 51 patients

Completed baseline & 8-week assessment:
e 44 caregivers
e 38 patients

N=82

8-week assessment/ participated):

44/60 = 73%

*From Song et al., 2023 review of
psychosocial behavioral intervention
studies of cancer patients and caregivers,
(n=55), average enrollment rate = 33%;
retention rate = 69%)



Preliminary Results: Caregiver outcomes for single-arm enCompass pilot trial 0

enCOMPASS

Coping Self Efficacy (CSES) Caregiver Burden (Zarit) Social Support (FSSQ)
230 28 38
220 * % 27
26 36
210 * 25 34 *
200 24
32
190 23
22
30
180 21
170 20 28
Baseline Week 4 Week 8 Baseline Week 4 Week 8 Baseline Week 4 Week 8

e Acceptability: 4.55 out of 5

Anxiety (HADS) Depression (HADS)  Significant improvements from
: . Z baseline to mid-point (4 weeks) &
7 * 7 . end-point (8-weeks) in coping self-
: : %\F . efficacy, anxiety, and depression.
4 4
3 3 ‘} e Social support improved from
’ Baseline Week 4 Week 8 ’ Baseline Week 4 Week 8 baseline to through mideint then
stayed steady through endpoint
*Significant change from baseline- 4 weeks * No significant changes in caregiver

**Significant change from baseline- 8 weeks burden.
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Next Steps
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2025-2026

Testing enCompass for
caregivers of patients with
cancer and diabetes

Randomized feasibility
study, enCompass vs.
enhanced usual care, 3
sites: UNC, U of Vermont,
Moffitt Cancer Center
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