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“Pesa Sooname” is Northern Paiute for “good thought” and “good think.” 
We named our dementia-friendly group “Pesa Sooname” because we want to 

have good thoughts toward elders living with dementia and we want to protect 
our own good thinking. 
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Participatory Action Research

PAR is an approach to research that brings together researchers and 
community members to: 

• identify issues that the community faces (setting the research agenda) 

• empower community members to research and create solutions

• improve conditions within the community 

Research With
vs. 

Research On



This effort is currently also supported through funding from Nevada Division of 

Public and Behavioral Health (BOLD Public Health Program) and Nevada Aging 

and Disability Services Division (Older Americans Act)



• Community groups in seven (7) areas across the state aimed at transforming 

the culture of dementia and promoting brain health, enabling conversation 

and participation by all citizens, especially persons living with dementia.

−2017: Southern Nevada Urban, Winnemucca, Washoe County and Elko 

County

−2018: Pahrump and Pyramid Lake Paiute Tribe Reservation

−2021: Douglas County



Each community group is 
encouraged to have 
representation from 
persons living with 

dementia and family 
care partners, plus 

representatives from at 
least four (4) different 

sectors or tribal 
departments.



• Facilitate and mobilize community-driven change utilizing the 

Dementia Friendly America model. 

Phase 1: Convene a community group

Phase 2: Assess current strengths and gaps

Phase 3: Analyze community needs and develop goals

Phase 4: Act on your goals and identify ways to evaluate progress

• Each group initially received $10,000 to support their work, and have 

since received smaller awards. 



• Expand the reach of programs within 

the Nevada Dementia Supports 

Toolbox.

• In FY’15 (pre-DFNV), a total of 194 
people living with dementia were 
reported to have received ADSD-
supported services. In FY’19, service 
utilization increased to 1,924 
people, representing an 892% 
overall increase. 



Dementia Community Needs Survey – Dementia Attitude Scale (DAS)

N
DAS Overall
Mean (%)

Subscale 1: 
Comfort

Subscale 2:
Knowledge

Possible Range: 20 - 140 12 - 84 8 - 56

Elko County 163 102 (68%) 57 (63%) 46 (79%)

Humboldt County 119 101 (68%) 57 (63%) 45 (77%)

Washoe County 390 106 (72%) 60 (67%) 46 (79%)

Clark County 195 103 (69%) 60 (67%) 43 (73%)

Pyramid Lake 43 106 (72%) 60 (67%) 46 (79%)

Nye County 89 104 (70%) 60 (67%) 46 (79%)

Non-Participating County 67 112 (77%) 64 (72%) 48 (83%)

Statewide (Nevada) 1066 105 (71%) 60 (67%) 45 (77%)



Dementia Community Needs Survey

Pesa Sooname Advisory Group decided to address two gaps in Year 1:

Key strengths reported:

• Family support

• Clinical services

• General community support

Key gaps reported:

• Lack of support groups

• Lack of geriatric clinical services

• Lack of community-based services 
for people living with dementia and 
family care partners

• Lack of dementia education 
programs



Pesa Sooname’s Year 1 Goal: 

Provide formal and informal dementia 

education to families, elders, tribal 

departments, and neighboring tribes



Goal: Provide formal and informal dementia education

16 
participants



• Welcoming, small-group session; not a 

formal training

• Approximately 60 – 90 minutes

• Facilitated by a Dementia Friends 

Champion or a pair of Champions

• Covers the five (now 6) key messages 

about dementia through activities and 

discussion

• Dementia Friends are asked to commit 

to a dementia-friendly action

A program of the UNR Dementia Engagement, Education 
and Research Program 

June 2018: Trained 12 Dementia Friends 
and 4 Dementia Friends Champions



15 
participants

Goal: Provide formal and informal dementia education



Carla’s dream!



Tribal Summit Success:

• 114 people representing 14 
tribes participated

• National speakers included: 
Mike Splaine, Dave Baldridge, 
Dr. Peter Reed, and Dr. J. Neil 
Henderson

• Launched the CDC Road Map 
for Indian Country























Tribal Summit 
Evaluation







Circle 1: Discuss all Road Map questions, 
identify community strengths and gaps, and 
choose three questions to discuss in greater 
depth.

COVID-19 Pandemic and Stay-at-Home Order

Circle 2: Return to the three chosen questions, 
and collaboratively develop goals based on the 
strengths and gaps identified in Circle 1.

Circle 3: Chart a plan of action to meet the goals 
developed during Circle 2.

Post-Summit CDC Road Map Talking Circles





Talking Circle 1

January 29, 2020 | 5:00 – 8:00 PM

Nine Participants, including six Tribal Members

Strengths Identified

• Traditional cultural practices that support 
community and brain health

• Family support of people living with dementia

Gaps Identified

• No care partner dementia education programs 
developed in partnership with tribes

• Lack of awareness regarding brain health and 
dementia among professionals such as first 
responders and social services staff



Talking Circle 2

• “How could professionals who serve our community (like our 
doctors, senior centers, van drivers and first responders) 
better support our older adults who need care?” 

• “Do we have traditions about keeping ourselves healthy that 
include keeping strong our memories, ability to learn, and 
make decisions?” 

• “What kinds of information or training would help family and 
friends better support our older adults who need care?”

Postponed due to COVID-19, but still planned for whenever 

we can safely gather in-person!



Semi-finalists in the Robert Wood Johnson 
Interdisciplinary Research Leaders Program 

(pending)

• Carla Eben, Jennifer Carson, & Tessa Swigart

• Proposed project: Promoting health equity 
through the investigation of and solutions for 
modifiable risk factors for dementia among the 
Pyramid Lake Paiute Tribe



Questions and Discussion about Brain Health Initiatives in Indian Country 

Please feel free to reach out:

ceben@plpt.nsn.us

jennifercarson@unr.edu

dave@iasquared.org
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