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Welcome from...

Elma Johnson, MPH, Coordinator

BOLD Public Health Center of Excellence on Dementia Caregiving
(PHCOE-DC)

Center for Healthy Aging and Innovation (CHAI)

University of Minnesota

Ashley Millenbah, MPH, Coordinator

BOLD Public Health Center of Excellence on Dementia Caregiving
(PHCOE-DC)
University of Minnesota




Land acknowledgement

The University of Minnesota Twin Cities is located on traditional, ancestral,
and contemporary lands of Indigenous people. We acknowledge with
gratitude the Land itself and the People. We take to heart and commit
through action to learn and honor the traditional cultural Dakota Values:

Courage, Wisdom, Respect and Generosity.




The BOLD Public Health Center of Excellence on
Dementia Caregiving (PHCOE-DC)

Designed to support state, tribal and local public health agencies nationwide in

developing their dementia caregiving-focused programs and initiatives, by...

@ Improving access to evidence-based programs and best practices.

@r Facilitating connections and collaboration among public health agencies and

a wide range of service organizations.

Providing technical assistance for identifying, selecting implementing Submit a TA request:
@ z.umn.edu/getassistance

effective public health interventions and strategies. °
ol



http://z.umn.edu/getassistance

We value your feedback!

*Please give us your feedback before you leave today’s
meeting!*

Scan the QR code

OR visit

https://z.umn.edu/b6hy



https://z.umn.edu/b6hy

Reminders for the Presentation Session

* Please, MUTE yourself and turn your VIDEO ON while the panelists are presenting.

* Display your name and organization in Zoom.

* Submit your questions for the speakers into the Q&A feature.

* During the Q&A time, please raise your hand if you wish to speak and only unmute if you are
prompted.

e Use the CHAT to share comments, resources, links, and ideas.

* Feel free to use your reaction buttons!

* The recording, slides and resources will be shared after the event.

* Please complete the survey at the end of this event (linked in chat). We greatly appreciate
your feedback!



Poll Question

In what capacity are you attending this event?

BOLD Public Health Agency

Non-BOLD Public Health Agency

Community organization/service provider
Person living with dementia

Interested caregiver and/or community member
Care/clinical professional

Other



Welcome to our speaker!

Elba Liz Gonzalez-Marquez

Coordinator of the Puerto Rico BOLD-ADRD Program
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Strengthening Dementia Caregiving
Infrastructure in Puerto Rico

Elba Liz Gonzalez-Mdarquez, MPH-Gero

BOLD Program Coordinator

Center for the Coordination of Services for Persons Affected by Alzheimer's Disease
Puerto Rico Department of Health

April 9, 2026



Session Objectives

+ Present the Center’s core programs as a model for
structured public health response.

« Share the lessons learned and data-driven strategies that
strengthen caregiver infrastructure at the community and
system level.

- Exchange ideas and best practices with the audience to

’aﬁ““ QALUD inform future directions in dementia caregiving support.
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Public Health Perspectives on Dementia:
The Puerto Rico Context

- 54,473 cases registered in the Alzheimer's Case Registry as of
December 2024

) 68.6% diagnosed with Alzheimer's disease

\

16.9% prevalence of ADRD in Puerto Rico vs. 13.2% in the U.S.

#4 cause of death in Puerto Rico since 2008, rising to #3 cause
of death among women 60+ since 2018




Public Health Perspectives on Dementia:

The Puerto Rico Context

28.5% of the population is 60+ (2020), projected to reach 39.8%
by 2050

~\

$64,914 estimated annual cost per person with dementia
(direct medical costs + productivity losses)

~53,929 people identified as caregivers of persons with
J{ Alzheimer's (2021-2022), representing 16.9% of all caregivers in
Puerto Rico




S' ALGD Puerto Rico

——— Public Health Context

Rapidly aging population + declining birth rate + outmigration =

growing care gap




Understanding the

Caregiving Landscape

Caregiver Profile

« Unpaid, family-based care
dominates

« Women carry a
disproportionate share of
caregiving

+ Heavy emotional, physical, and
financial toll

 Largely untrained and

unsupported
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.'Ii‘,.;:f S AlUD System-wide challenges related

to dementia

Limited respite Geographic Fragmented
and mental iInequities in referral
health services service access pathways

Elevated risk of Gaps in culturally
caregiver responsive
burnout support
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&~ servicesinPuertoRico

Laws governing the Center

 Law No. 13 of January 8,1998: Establishes the Center for the Coordination of Services for People
Affected by Alzheimer's Disease in Puerto Rico, to coordinate services among providers and
educate health professionals and the general public.

 Law No. 237 of August 15, 1999: Establishes the Registry of Cases of Alzheimer's Disease,
Huntington's Disease, and Other Dementias.

Regulation No. 9564 of July 5, 2024

- Update of the regulations of the Center for the Coordination of Services for People with
Alzheimer’s Disease and its general provisions.



https://www.salud.pr.gov/CMS/DOWNLOAD/6030

; ;éﬂf g aup centerfor the Coordination of Services for People

T~ Affected by Alzheimer's Disease

V.

Plan Estratégico

Alzheimer's
Center

Administrative

Advisory
Committee
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Audience

What challenges have you observed or
experienced in supporting dementia caregivers in
your community or organization?

(Telemundo, 2023)
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Systemic Model as
Framework

Caregivers and

A Care Coordination Model from a Social

Work Perspective

[The Reality of
Family Dynamics

A dementia

Intervention
Approach

Our interventions

~

[
The Role of the
Environment

Changeis hard,

~

persons with
dementia are
seen as part of an
interconnected
system, allowing
us to assess
needs, family
dynamics, and
support networks
holistically.

diagnosis shifts
family roles, and
as caregivers
witness
progressive
deterioration,
anxiety builds,
often leading
them to seek help
without knowing
exactly what they
need.

J

are built on active
collaboration with
caregivers and
patients, helping
us identify real
needs and use
educationasa
tool to drive
meaningful
change in their
quality of life.

and the
environment
shapes how
people cope. Our
role is to help
establish that
balance, whether
we're working with
one person, d
family, or the
broader
community.

J
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e, S ALUD Dementia Awareness &

Eductaion Initiatives

Education Modalities

Virtual and in-
person
caregiver
education

Professional

training for

healthcare
providers

Community
awareness
campaigns

Dementia
progression &
behavioral
management

Focus Areds

Caregiver self-
care and
resilience

Service
navigation
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& SALUD Care Coordination Model

td

Phone & Email Individualized Referral
Orientation Consultation Coordination
Initial outreach and Personalized Structured referrals and
service orientation for assessment and care system navigation
caregivers planning follow-up support

Impact: Reduced geographic barriers - Improved service access - Ongoing caregiver support



Question for the audience

Are there cultural, linguistic,
or structural adaptations
you have found effective in
supporting Spanish-speaking
dementia caregivers in your
work?
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Comprehensive
development of the
Strategic Plan

Coalition Launch
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ADRD PR Strategic
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Development of the
Implementation Plan




ADRD Strategic Plan

Strategic Plan 2026-2030
Addressing Alzheimer’s Disease and Related Dementias in Puerto Rico 1:“ S f\]_l J [ w,

Cankro pars ka Coordinackin de Servicics o Personas Alectados con ka Enlerrmedod de Alzholmes
Puarto Rico Department of Heolth
Full plan in Spanish, availoble ot www.salud.pr.gov | codpr@solud pr.gow | TH7-T68-2820 axt. 4147 & 4143
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This Strategic Plan serves as Puerto Rico's official

b KEY FACTS roadmap for addressing Alzheimers Diseose and

Plan Estratégico
para atender el Alzheimer y
Demencias Relacionadas

en Puerto Rico 2026-2030 M ¢

Related Dementios (ADRD) as a primary public
health prigrity from 2026 to 2030

Funded by tha CDC under the BOLD Infrastructure for
Alzheimers Act, this effort aligns with the Heolthy
Brain Initiotive (HB1) State ond Local Roadmap. It
represents o unified, multisectoral effort co-created
by the Puerto Rico Department of Health and the
newly estoblished Alzheimers and other Dementios
Coalition of Puerte Rice (CADPR), integrating
expertise from over 40 government oagencies,

acadamic institutions, and community
organizations to strengthen the islands dementio
$64,915 estimated annual ¢ care infrastructure.

person with
MISSION: Improve the quality of life of individuals

aftected by ADRD and their caragivers in Puerto Rico.
VISION: Strengthen ADRD infrastructure in Puerto
Rico focused on early detection, risk reduction,
prevention of ovoidable hospitalizations, caregiver
support, research, and education

TEGIC CONTEXT

Puerte Rico's ADRD incidence rate (5.4%) exceeds the US. natienal average (4.6%). The age-
adjusted mortality rate has risen from 40,8 per 100,000 in 2009 to 44.3 in 2023, While Alzheimer's
Disease s the most common type, vasculor dementia, Lewy body dementia, Parkinson's related
dementia, frontotemporal dementia, and Huntington's disease also represent a significant portion
of cases. The most affected regions are Mayaguez-Aguadilla, Caguas, and Bayamdn, with the
highest case concentrations in the municipalities of San Juan, Boyormén, Moyaglez, Caguas, ond
Ponce. ADRD alzo places a heavy burden on families and caregivers, who face high rates of stress,
depression, ond chronic iliness compounded by frogmented services and o shortage of
specialized professionals

Centro para lo Cootdmclén«a Serviclos o Personos
At dos con la Enfor A
Soccidn de Pravencion y Control de Condiciones Cronicas
Division de Prevencion y Control de Enfor

Secretario Auwdior de Sorviclos para la Salud integrol,
Doportamento de Salud de Puerto Rico

Coalicién do ! y otras ias de Puerto Rico

Cantrl:-puruh:{'a- srddinaciin de Servickos o Personas Afectodas con k Enfermedod de Alrhelmar© | Puerto Rico Deportment of Health
Full plan in Sponith, availoble o1 www sahsd IE‘ | eadl EMW | 787 =TE5=203 "H-:Ldld'-‘-ﬁdlql
ant BL HUSBDFOGEZE

Funtie by GO -
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Goal: Empower the general population to adopt Goal: Reduce delays in ADRD diagnosis by
brain-healthy lifestyles and reduce the risk of strengthening clinical capacity and community
developing ADRD. awdareness.

PREVENTION OF AVOIDABLE
HOSPITALIZATIONS

Goal: Improve the quality of life of ADRD
caregivers by addressing biopsychosocial needs Goal: Reduce unnecessary hospitalizations of
and promoting safe, sustainable care people with ADRD through improved emergency
environments. care protocols and caregiver support.



Lead organizations & key partners

PUERTO RICO GOVERNMENT ACADEMIC & RESEARCH W

» Department of Health
o Alzheimer's Disease
Coordination Center
o Healthy Aging Section
o Tobacco Use Control and
Prevention Program
o Diabetes Prevention and
Control Unit
« Department of Family (ADFAN)
- Department of Recreation &
Sports
« Mental Health & Addiction
Administration (ASSMCA)
« Department of Public Safety
« Office of the Attorney General for
the Elderly (OPPEA)

PRIVATE AGENCIES

« Hatimedik

« Sistema Integral de la Montana,
Inc.

« Bristol-Myers Squibb Co

Ana G. Méndez University -
Carolina Campus
Central University of the
Caribbean
University of Puerto Rico (UPR)
Medical Sciences Campus (UPR-
RCM)

o Audiology Program

o Geriatrics Program

o Gerontology Program

o School of Pharmacy
UPR - Rio Piedras Campus

o Social Sciences
UPR - Mayagulez Campus

o Industrial Engineering

Program

Pontifical Catholic University of
Puerto Rico

o School of Caregivers
Puerto Rico Science, Technology
& Research Trust
The Puerto Rico Alzheimer's
Disease Initiative (PRADI)

COMMUNITY REPRESENTATIVE

« Social Worker
« Nurse

« Pharmaceutic
« Engineer

« Physical therapist
« Caregiver

+ Alzheimer's Association of
Puerto Rico
AARP Puerto Rico
American Red Cross, Puerto Rico
Chapter
De Frente al Alzheimer
Dementia Friends PR
Esperanza para la Vejez
Huntington Foundation of
Puerto Rico
Pan American Health
Organization (PAHO)
Parkinson's Foundation
Pro-Alzheimer Care Organization
(OPAPA)
Proyecto Plenitud Inc.
Puerto Rico Association of Health
Educators
Puerto Rico Hospital Association
Puerto Rico Parkinson's
Association
Puerto Rico Psychology
Association

o Adult and Elderly Affairs

Committee

Psycho-pedagogical Institute of
Puerto Rico
Taller Salud, Inc.



-=='af QALUD Caregivers support
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Key Strategic Objectives from the ADRD Strategic Plan 2026 -2030

N

Caregiver Profile Caregiver Services Needs and Service Gaps
Dissemination Mapping Challenges Identification
Assessment
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Alzheimer’s Case Registry

& Data Use

How data drives our work:

Tracking Alzheimer's & dementia rates

Prevalence Monitoring ocross municipaiities

Using data to justify funding and support
long-term program continuity

Sustainability Planning

Understanding who is affected and where
caregiving needs are highest

Demographic Trends

Evidence to inform legislation, resource
allocation, and service design

Policy & Advocacy




Community Engagement

Strategies

Municipal outreach: direct engagement with
local governments and health regions.
Partnerships with community leaders, faith-
based, and community organizations.
Caregiver engagement at health fairs,
community events, and local gatherings.
Culturally and linguistically tailored materials
for Puerto Rican families.

Collaboration with promotoras and community

health workers.

EngagementLevels



). 'u” SALUD Lessons Learned
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Caregiver support must be continuous and system-based, not ocassional.

Education alone is insufficient; it requires paired service coordination.

Coalition building is essential for long-term sustainability.

Remote access models reduce geographic and socioeconomic inequities.

Data strengthens advocacy, accountability, and planning capacity.



222 SALUD  Future Directions

- Develop and expand respite
care and mental health support
services for caregivers

Respite &
~ Mental
Health
Data
- Integration

« Improve interoperability of
data systems to enable real-
time tracking and planning.

D

N—
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Rural
Outreach

Funding
Sustainability

.

« Strengthen infrastructure and )
services access in

underserved rural

municipalities.

« Sustain dementia care
infrastructure beyond current
federal funding cycles.

_
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Connect with us!

Visit us online at https://bolddementiacaregiving.org
to...

v Find today's slides and recording.

v' Request Technical Assistance to support your

public health work in dementia caregiving.
v/ Access resources and materials.

v’ Stay up to date with PHCOE-DC activities.

Follow us on X @PHCOE_DC
Email us at: phcoe-dc@umn.edu
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