
Family caregivers face various challenges in assisting older 
adults experiencing pain and difficult symptoms. Living in 
rural areas poses additional obstacles to their caregiving. The 
purpose of this study was to explore family caregivers’ lived 
experiences in caring for older adults with pain and discom-
fort in rural communities. A qualitative research design was 
adopted to capture the common essence of participants’ ex-
periences through a phenomenological method. Purposeful 
sampling was used, and the participant criteria was: age 18+, 
have good thinking skills, resident of Alabama, provide un-
paid assistance to a family/relative who has chronic/serious 
health conditions and experienced pain/discomfort in the last 
3 months. Ten participants were recruited from rural coun-
ties of Alabama. Individual semi-structured interviews were 
conducted via phone and were recorded and transcribed 
verbatim. Inductive, thematic analysis of the data revealed 
themes in five categories: 1)  impact of pain (physical and 
psychological/emotional toll), 2)  coping strategies (faith/
contentment with life/logistical adaptation), 3)  impact of 
Covid-19 (physical health/social interaction/mental health/
added caregiving), 4) challenges in pain treatment (transpor-
tation (time/distance/driver/cost) and non-transportation re-
lated problems (healthcare provider issues/health insurance/
financial burden)), and 5) suggestions (transportation-related 
(more transportation options/tailored services) and non-
transportation-related support (home-based services/better 
health insurance coverage)). Findings of this study highlight 
rural family caregivers’ unique experiences in assisting older 
adults’ access to pain treatment, particularly during the Covid-
19 pandemic. Policy- and program-level intervention is called 
for to increase individualized transportation options, improve 
health insurance coverage, and expand financial support for 
rural older adults experiencing pain and their caregivers.
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Pain is prevalent among persons with dementia (PWDs), 
yet often goes underrecognized and undertreated. Exploring 
caregivers’ pain mental models may provide valuable insight 
into how they conceptualize pain, and how such conceptual-
izations affect their identification of and response to PWDs’ 
pain. We identified and described the pain mental model(s) 
of spousal caregivers of community-dwelling veterans with 
dementia and pain through a secondary qualitative thematic 
analysis of recordings of a psychosocial intervention aimed 
at preventing aggression in PWDs with pain. Thirty female 
spousal caregivers (11 Black, 10 non-Hispanic White, and 9 
Hispanic) comprised the present sample. Two themes were 
identified: Pain Assessment Beliefs and Knowledge (PA) 
and Pain Management Beliefs and Knowledge (PM). In our 
proposed mental model framework, PA and PM affect the 

ways caregivers answer two PA-related questions (Is there a 
problem?, Is this problem pain?) and three PM-related ques-
tions (Is the pain treatable?, Is it worth treating?, How do 
I prefer to treat it?). Caregivers are moved to action when 
they “connect the dots” by identifying a problem in PWDs’ 
behavior, labeling the problem as pain, and identifying a 
response (i.e., a treatment approach) they consider worth 
trying. Disconnects in caregiver understanding of PWDs’ 
behavior are common in this sample, and predictably lead 
to inaction. The proposed mental model provides further 
explanation about how caregivers do or do not synthesize 
and apply pain knowledge and experience, allowing for the 
identification of potential areas of intervention (e.g., pain 
psychoeducation) to improve pain treatment for the PWDs 
under their care.
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People who experience persistent pain often require help 
from a family member, partner, or friend. These caregivers fre-
quently have pain, but are often not included in interventions. 
Caregivers and care-receivers who both experience pain are 
more likely to be socially isolated, experience communica-
tion conflict, and have decreased quality of life. Interventions 
should target caregiving dyads to help them manage their 
pain together. Feasibility studies that include manual devel-
opment, intervention evaluation, and refinement of interven-
tion manuals support randomized controlled trials and help 
move interventions from research to practice. Thus, the pur-
pose of this qualitative study was to explore (a) the needs of 
caregiving dyads, (b) input from medical and allied health 
experts, and (c) feedback from intervention facilitators 
and evaluators, informing the development and refinement 
of an intervention manual for people with persistent pain. 
A total of 16 caregiving dyads and one individual (caregiver 
couldn’t participate) experiencing pain participated in focus 
groups. Eight experts then participated in a focus group or 
one-on-one interview. Lastly, after the intervention ended, 15 
intervention facilitators and fidelity evaluators participated 
in one focus group. Data were uploaded into NVivo software 
and analyzed using constant comparison. Findings identified 
the importance of interventions to focus on pain interfer-
ence, novel and modifiable approaches to managing pain as 
a dyad, and addressing the emotional and psychological ef-
fects of experiencing pain. Using qualitative approaches to 
develop, test, and refine an intervention manual enhances the 
relevancy, acceptability, and translation of our intervention 
to meet the needs of caregiving dyads experiencing pain.
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