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Introduction

* At 8.5%, prevalence of ADRD is lowest among Asian American older adults of
all racial/ethnic groups (Alzheimer’s Association, 2023; CDC, 2018).

* Asian American and Pacific Islanders (AAPIs) are at higher risk for under-
detection of cognitive impairment in addition to delayed diagnosis and
suboptimal management of ADRD (Lee et al., 2014; Lim et al., 2020).

* AAPIs are twice as likely to assume caregiving roles for an older adult family
member compared with the general population (AARP, 2020).

* AAPI caregivers of persons with ADRD face multiple barriers in accessing
ADRD care such as lack of tailored cognitive assessments and support
interventions.




Planning Early for Aging and Caregiving with Ease: Meeting
the Information Needs of Dementia caregivers’ (PEACE of
MIND)

Goal: To develop and disseminate
informational materials on dementia care
for AAPI caregivers

PEACE & MIND




Focus groups with 27 AAPI
community leaders and

Consultation with Community
aemeed Advisory Board (n=5) and

caregivers of persons with Academic Experts (n=5)

ADRD

Adaptation of the ‘Dementia
Caregiving Series’ curriculum

developed by the Michigan
Department of Health and
Human Services




FOCUS GROUP THEMES

Caregiver Concerns:

* Unsafe Behaviors
* Managing Dementia Behaviors

Caregiver Impact:
* Mental & Emotional Stress
e Lack of Personal Time

Caregiver Needs (Cutrona & Suhr, 1992):
* Informational Support
* Tangible/Logistical Support
* Esteem Support

Future Planning
* Caring for the person at home
* Communicating with healthcare providers
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CURRICULUM ADAPTATIONS



SURFACE ADAPTATIONS

Categories Asian American

Language

Metaphors

Persons

Translation to preferred language by a bilingual
translator with native level proficiency and cultural
knowledge

“Stress” as a broad metaphor for mental health
impact of caregiving

Presence of a cultural insider in the team, preferred
Difficult with some AAPI communities



SURFACE ADAPTATIONS

Research Study Title: “Planning Early for Agmg and Caregiving with Ease: Meeting
the Information Needs of Dementia caregivers’ (PEACE of MIND)
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DEEP STRUCTURE ADAPTATIONS

Concepts and Goals Retained from the original curriculum:
* Increase dementia knowledge
* Increase caregiver efficacy
* Decrease caregiver perceived stress, burden, and isolation

Methods * Minimize lectures; maximize multimedia content
* Incorporate hands-on activities, make learning fun
* Keep the messaging positive

Content Customization in response to focus group themes
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Caregiver Needs

Focus Group Theme Curricular Content

Emotional Support Session 1 of curriculum (building a support

(listening support, comfort, knowing you’re not network)

alone) Opportunity for sharing and mutual support
throughout all sessions

Tangible Support Resource Guide

(respite care, financial assistance, adaptive aids)

Informational Support Session 2 of curriculum

(what is dementia? Dementia versus normal aging) Short educational video about dementia and 10
signs of dementia

Esteem Support Session 3 of curriculum (managing dementia
(caregiving competence and efficacy) behaviors)

Short educational videos on Dos and Don’ts

Four Rs of dementia care (Fridge Magnet based on
Budson & O’Connor, 2021)



Caregiver Needs

The 4 R's of Dementia Care

1.Reassure your loved one that everything 3, Redirect your loved one to an activity they
is okay when they feel overwhelmed or enjoy or an environment that calms them.
agitated. 4. Relax and remain calm when faced with

2.Reconsider your loved one’s perspective. problem behavior. Practice good self-care.
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Caregiver Concerns (Current)

Focus Group Theme Curricular Content

Caregiving Concerns
(managing dementia
behaviors)

Caregiving Concerns
(unsafe behaviors)

Session 3 of curriculum (managing dementia
behaviors)

Short educational videos on Dos and Don’ts
- Resistance to Hygiene Habits

- Repetitive Questions and Stories

Session 3 of curriculum (managing dementia
behaviors)

Short educational videos on Dos and Don’s

- Wandering and Elopement

- Financial Scams



Caregiver Concerns (Current




Caregiver Concerns (Future)

Focus Group Theme Curricular Content

Planning for advancing needs Session 2 of curriculum

(Don’t know what to expect. Need a - Dementia Roadmap Activity

roadmap)

Impact on Caregiver Session 1 of curriculum

Mental Health Impact — stress, guilt, - Identifying signs of stress

depression, loss of networks - Managing stress in the moment and long-term

- Practicing self-care — goal planning worksheet

Alternatives to nursing home Session of curriculum
placement - Planning for ongoing care, animated video



Dementia Roadmap:

A Guide for Family and Care Partners

» Qccasional

trouble with
finding the right
word to use
Misplacing things
from time to time
Occasionally
missing
appointments or
deadlines

Losing things
often

Forgetting to go
to important
events or
appointments
Having trouble
coming up with
words

Loss of sense of
smell (in some
people)
Movement
difficulties (in
some people)

Memory lapses
Trouble
remembering
names

Difficulty
performing tasks
Inability to
remember
material just read
Increasing trouble

with planning

Difficulty
expressing
thoughts and
performing
routine tasks
Increased
forgetfulness and
confusion

Need help
choosing proper
clothing

May have bladder
or bowel issues
Changes in sleep
patterns
Wandering
Behavioral
changes

Need full-time,
round-the-clock
assistance with
daily personal care
Losing awareness
of recent
experiences
Losing ability to
respond to
surroundings
Decrease in
physical abilities:
ability to walk, sit,
and swallow
More frequent
infections,
especially
pneumonia




Caregiver Concerns (Future)

Focus Group Theme Curricular Content

Planning for advancing needs Session 2 of curriculum

(Don’t know what to expect. Need a - Dementia Roadmap Activity

roadmap)

Impact on Caregiver Session 1 of curriculum

Mental Health Impact — stress, guilt, - Identifying signs of stress

depression, loss of networks - Managing stress in the moment and long-term

- Practicing self-care — goal planning worksheet

Alternatives to nursing home Session of curriculum
placement - Planning for ongoing care, animated video



Caregiver Concerns (Future)

Measuring Your 'Stress Temperature’




Outcomes

* Number of community sites: 5

* Number of participants to date:136
* 20% formal caregivers; wide ranging relationships for formal caregivers
* 74% female
* 68% employed full or part time

* 37% providing 1-4 hours of daily care; 24% providing 5 or more hours of
daily care

* Avg caregiver age: 49.8 years (SD 16.8)
* Avg care recipient age: 78.2 years (SD 13.0)



Outcomes

Perceived Caregiver Stress Perceived Stress Scale (10-items) 0.4V
Perceived Caregiving Burden Zarit Burden Interview (12-irems) 1.02 V¥
Perceived Isolation UCLA Loneliness Scale (3 items) 0.071

Dementia Knowledge Custom-generated (16 items) 0.32 v



Outcomes

The most helpful was the video where it
was shown how the person with dementia
kept repeating that they wanted to go
home and how the caregiver diverted her
attention by saying that let me eat first
and then | will take you home. Now | am
using those strategies with my clients.

/When we were in the car going home, We\
reviewed two videos, and it helped [son]
tremendously. The one video that stood out
was how to affirm the clients understanding
and not dismiss their perspective. My son
has been practicing this with my wife when

he comes to visit us.

The stress management scale has helped me to manage daily life. It has
helped my family to manage stress in the moment. The thermometer
allowed us to notice the distinctions between us as individuals and to see
that different people would be at different levels of stress in the moment
about the same situation.

~
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Questions



