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The Care Ecosystem is a collaborative care model 
for dementia

 Trained care team navigators are 
the primary point of contact

 Clinical team with dementia 
expertise provides supervision

 Care navigation includes 
- Comprehensive care planning
- Continuous monthly phone calls 

with personalized information,  
resources, and support



Caregiver Education & Support in GUIDE5

How is the original Care Ecosystem model 
different from the GUIDE model?

GUIDE additional requirements 
(not included in Care Eco research)
+ 24/7 access
+home visit for patients in moderate to 
advanced stages
+CMS will pay for caregiver respite services, 
$2,500 per year for those who are eligible

Care Ecosystem Model
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What are the minimum GUIDE 
requirements for caregiver 
education and support services? 
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Caregiver support is based on the caregiver assessment

 Caregiver assessment requirements: 
- Identify caregiver and assess their ability and willingness to be the 

beneficiary’s caregiver
- Assess caregiver’s knowledge, needs, and social supports as well 

as their well-being, stress level, and other challenges

GUIDE Participant Agreement, Appendix C, Section 1
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Minimum Caregiver Education & Support Requirements
GUIDE Participant Agreement, Appendix C, Section 8

 Skills training requirement may be provided via 1:1 monitoring and 
support calls or group format.

 Education about dementia diagnosis must be provided in writing 
and discussed in a 1:1 encounter at program entry.

 Support group services must be offered. It is okay to refer to 
support group services that are available for free in the community.

 Ad hoc one-on-one support calls requirement is met through tier-
based minimum contact frequency for ongoing monitoring and 
support. 
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Skills training and dementia education topics

 Dementia diagnosis 
- Including cognitive, behavioral 

and functional changes 
 Resources
 Emergency services
 Accessing care across 

settings 
 Coordinating healthcare and 

social services

 Home safety 
 Recreational activities 
 Supporting daily function or 

IADL/ADL care
 Behavior management
 Caregiver self-care & stress 

management 
 Advance care planning

GUIDE Participant Agreement, Appendix C, Section 8
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In summary, to meet minimum requirements: 

Provide written dementia diagnosis information upon 
program entry

Provide ongoing monitoring and support per tier-based 
frequency and include skills training during these calls

Offer caregiver support group services that are available 
for free through your program and/or a community-based 
organization
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How do navigators provide 
caregiver education and support? 
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Dementia diagnosis
Written information about cognitive, functional, behavior changes & resources

https://ucsf.box.com/v/DiseaseSpecificInfo
https://pro.alz.org/resources/  

Diagnosis Links to written information

Alzheimer’s • https://www.alzheimers.gov/alzheimers-dementias 
• https://www.alzinfo.org/understand-alzheimers/clinical-

stages-of-alzheimers/

LBD Symptom Checklist • https://www.lbda.org/comprehensive-lbd-symptoms-
checklist/ 

FTD, PPA, & PSP 
Diagnostic Checklists

• https://www.theaftd.org/what-is-ftd/ftd-diagnostic-
checklist/ 
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Emergency services
Consider referring to or 
partnering with a 
hospital-at-home 
service: 
 https://www.dispatchh

ealth.com/locations/ 
 https://www.conduithp

.com/solutions/hospit
al-at-home/ 

Resources: 
 https://ucsf.box.com/v

/crisisplanning 
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Accessing and Coordinating Health Care Related Needs

2024 Alzheimer’s Disease Facts and Figures Special Report: 
Mapping a Better Future for Dementia Care Navigation 
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Caregiving skills training
Try to understand a problem or situation before trying to solve it

https://ucsf.box.com/v/BehaviorEscalationTool https://www.dementiacarecentral.com/videos/ 

https://ucsf.box.com/v/BehaviorEscalationTool
https://www.dementiacarecentral.com/videos/
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Caregiver self-care & stress management

https://ucsf.box.com/v/caregiver-self-check 

https://ucsf.box.com/v/CaregiverWellbeing 

Family Caregiver Alliance tipsheets: 
• Controlling Frustration 
www.caregiver.org/resource/dementia-caregiving-and-controlling-frustration/ 
• Ambiguous Loss
www.caregiver.org/resource/caregiving-and-ambiguous-loss/ 
• The Emotional Side of Caregiving 
www.caregiver.org/resource/emotional-side-caregiving/  

Mindfulness Resources: 
• Self Compassion Break 
https://self-compassion.org/exercises/exercise-2-self-compassion-break/ 
• RAIN https://www.tarabrach.com/rain/ 
• Greater Good in Action https://ggia.berkeley.edu 
• https://presencecareproject.com/resources/meditations/ 
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Advance Care Planning
https://pro.planforclarity.org/ 

https://pro.planforclarity.org/
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Advance Care Planning 
https://prepareforyourcare.org/en/prepare/ 

https://prepareforyourcare.org/en/prepare/
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Topics navigators talk with dyads about
 Any immediate concerns or needs
 Dementia education and what to expect in 

the future
 Medication review & monitoring for 

changes, challenges, and questions
 Health promotion for the PLWD and for the 

caregiver
 Safety risks like falls, wandering, or poor 

judgment
 Ideas for coping with the stress and 

emotional challenges of caregiving
 Communication and relationship changes

 Strategies for helping the PLWD do as 
much as they still can

 Managing behavior symptoms
 Recreational or purposeful activity 

ideas
 Support services, respite care, and 

public benefits
 Paying for long term care 
 Information about medical, legal, 

and/or financial planning
 Care transitions & crisis or back-up 

caregiver planning
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How can new navigators learn to 
provide caregiver education & 
support? 
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Open-source Care Ecosystem training, education, and 
support tools at memory.ucsf.edu/care-ecosystem
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Monthly virtual support and collaborative 
learning community—use QR code to join us! 

Sideman et al., JAGS, 2025
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Do you use smart phrases or templates to… 

Help guide calls with scripted questions, 
prompts and/or tips?
 Link to information and resources that are 

commonly referred to?
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Thank you, colleagues and collaborators! 
 Kate Possin
 Alyssa Sideman

 Jennifer Merrilees

 Winston Chiong
 Kirby Lee

 Shalini Lynch

 Jim Kahn
 Elan Guterman

 Andrew Wood

 Isabel Elaine Allen
 Anna Chodos

 Caroline Prioleau

 Lauren Hunt
 Elena Tsoy

 Kelly Atkins

 Bruce Miller
 Christine Ritchie

 Xavier Lopez

 Chloe France
 Chris Chow

 Harli Grant

 Nhat Bui
 Elena Tsoy

 Serggio Lanata

 Charles Windon
 Daniel Pound

 Natalie Young

 Robert Zimbroff
 Mukund Premkumar

 Laura Hill-Sakurai

Multi-site Research Collaborators: 
 R. John Sawyer (Ochsner)

 Hillary Lum (U of Colorado)

 Nick Olney (Providence)
 Mailee Hess (DPHLA)

 Leah Hanson (HealthPartners)

 Michael Rosenbloom (UW) 
Funders: 
 NIH 

 ACL 
 NDCC, Alz Association

 Merck Foundation, Lilly





McLean GUIDE
Caregiver support
Marie Clouqueur, LICSW
Program Director
GUIDE Clinic and Caregiver Services 
McLean Hospital

NDCC– January 2026
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Delivery of Caregiver Support in GUIDE
Care team challenges and solutions

Triaging caregiver offerings

McLean Caregiver Support Framework
Psychodynamic approach to caregiver support

Caregiver wellness spectrum
Caregiver levels of engagement
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McLean Caregiver Support Framework
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Psychodynamic Approach 
to Caregiver Support

Psychodynamic approach: 
Utilizes the therapeutic alliance (between provider and caregiver) to 
surface emotions and to gain insight

A psychodynamic approach provides a framework for addressing the 
“hidden” factors in caregiver decisions – e.g., feelings of grief, guilt, 
inadequacy, lack of control, disappointment, etc. – that often 
complicate the creation and implementation of care plans for the dyad 
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Caregiver Wellness Spectrum

Caregiver Behavioral Psychological 
Symptoms of Dementia (C-BPSD)
• Emotional dysregulation
• Inflexibility
• Indecision
• Isolation
• Despair

Wisdom
• Emotional regulation
• Acceptance of uncertainty
• Self-reflection
• Decisiveness
• Advising others
• Seeing larger connections 

and meaning in life

High Risk High Resilience

Thomas ML et al. Abbreviated San Diego Wisdom Scale (SD-WISE-7) and Jeste-Thomas Wisdom Index (JTWI). Int Psychogeriatr. 2022 Jul;34(7):617-626. doi: 10.1017/S1041610221002684.
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Caregiver Levels of Engagement
1. Pre-Contemplation

• CG bx = “Everything is ok” “She just doesn’t listen”
• What would make this better?
• Discuss how interventions help both PLWD and CG

2. Contemplation
• CG bx = Trying to understand the diagnosis
• What are you thinking/feeling at this point?
• Discuss how interventions help both PLWD and CG

3. Preparation
• CG bx = Wants to take action, listens and asks q’s
• Problem solve integrating strategies into routine
• Role play, practice new strategies

4. Action/Maintenance
• CG bx = can generalize strategies to new challenges
• Validate what & why strategies work; plan for future 

Stage content adapted from Gitlin and Piersol 2015 Caregiver Readiness to Change New Ways for Better Days
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Delivery of Caregiver Support in 
McLean GUIDE Program
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Program Director
LICSW

Care Navigator
BA-level

GUIDE Caregivers

1hr/wk  indiv supervision
• “Feel” of CG support
• Resources
• Level of Engagement
• C-BPSD
• Dementia grief/loss

  1hr/wk Team Huddle

Care Navigator
MSW intern (2)

Care Team Challenges and Solutions

The Living Well with Dementia Toolkit – Ariadne Labs: https://www.ariadnelabs.org/wp-
content/uploads/2025/10/The-Living-Well-with-Dementia-Toolkit-Implementation-Guide_FINAL_Sept-2025-1.pdf
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Program Director
LICSW

Care Navigator
BA-level

GUIDE Caregivers

Care Navigator
MSW intern (2)

Triaging Caregiver Offerings

Caregiver interventions
• “Living Well with Dementia” Toolkit
• Savvy Caregiver
• Therapeutic 1:1 support

• with MSW intern
• with Prog. Dir. LICSW

• Short-term GUIDE support group
• Caregiver Therapy group

The Living Well with Dementia Toolkit – Ariadne Labs: https://www.ariadnelabs.org/wp-
content/uploads/2025/10/The-Living-Well-with-Dementia-Toolkit-Implementation-Guide_FINAL_Sept-2025-1.pdf
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THANK YOU
Guide Program
McLean Hospital
mclguide@mgb.org



Other Resources
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 CDC BOLD Center of Excellence for Dementia Caregiving
 https://bolddementiacaregiving.org/programs-for-caregivers 

 Family Caregiver Alliance
 https://www.caregiver.org/caregiver-resources/all-resources 

 Best Programs for Caregiving
 Find a program near you at: https://bpc.caregiver.org 

 National Institute on Aging
 https://www.nia.nih.gov/health/alzheimers-caregiving 
 Alzheimers.gov 

 Health in Aging
 https://www.healthinaging.org/medications-older-adults 

 Alzheimer’s Association
 https://www.alz.org/help-support/caregiving 
 https://www.alz.org/help-support/resources/publications 
 https://www.alz.org/help-support/community 
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 AARP
 https://www.aarp.org/caregiving 

 National Alliance for Caregiving
 https://www.caregiving.org/guidebooks 

 ACL Eldercare Locator
 https://eldercare.acl.gov/home 

 ARCH National Respite Network and Resource Center
 Find a respite program near you at: https://archrespite.org 

 National Adult Day Services Association
 Find a Center near you at: https://www.nadsa.org/about/about-adult-day-services 

 UCLA Azheimer’s & Dementia Care – Caregiver Education
 https://www.uclahealth.org/medical-services/geriatrics/dementia/caregiver-education 

 Care Ecosystem
 https://ucsf.box.com/v/CurriculumFINAL
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 Veterans Affairs Caregiver Support Program
 https://www.caregiver.va.gov/

 Resources for Black / African American Caregivers
 Email phcoe-dc@umn.edu for information

 Resources for Latino Caregivers
 Email phcoe-dc@umn.edu for information

 Resources for Intellectual Disability & Dementia Caregivers
 Email phcoe-dc@umn.edu for information

 Resources for American Indian / Alaska Native Caregivers
 Email phcoe-dc@umn.edu for information
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• Next Session: Wednesday, January 28th  11am ET/10am CT

• Topic: Training and Education for Direct Care Workers

GUIDE Affinity Group
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Please complete the webinar evaluation

Thank you for attending!
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National Alzheimer’s and
Dementia Resource Center
(NADRC) 

Filter for IDD to find a number of training 
materials and programs for supporting 
caregivers of people with IDD and ADRD.

https://nadrc.acl.gov/resources 

Tailoring, Targeting, and
Addressing What Matters:
Supporting People with IDD
Living with Dementia

There is currently little research about 
interventions to support caregivers and care 
for people living with IDD and ADRD. However, 
there are some programs designed for 
dementia caregivers that can be amenable for 
supporting caregivers of people with IDD and 
ADRD: COPE, DICE and TAP (Tailored Activity Program). 

To learn more, watch “Tailoring, Targeting, and Addressing What
Matters: Supporting People with IDD Living with Dementia”

https://youtu.be/yZ-eVLYLxvY?si=Ftu3PSZsya3l1IpJ 

Intellectual Disability and
Dementia: A Caregiver’s
Resource Guide for Rhode
Islanders

A full resource guide is available on the Health 
Matters™ resource webpage.

https://healthmattersprogram.org/wp-content/
uploads/2020/10/SHRI-IDD-ADRD-Resource-Guide-1.pdf

ONEcaregiver Resource
Center 

A centralized platform to support caregivers and 
adults with intellectual and developmental 
disabilities who may be at risk of, or are living with, 
Alzheimer’s disease or related dementia.​

https://onecaregiverresourcecenter.org/

Adapting Evidence-Based
and Informed Caregiver
Interventions to Support
Caregivers of People with
Intellectual and
Developmental Disabilities
and Dementia 

Through the Alzheimer's Disease Programs 
Initiative (ADPI) grant from the Administration on 
Community Living, the city of Chicago 
commissioned Dr. Philip McCallion (Temple 
University) to create and present this training 
video, designed to help individuals support caregivers of people
with intellectual and developmental disabilities and dementia.

https://youtu.be/T-7W2ZZjHsQ?si=sdYmnLUv7S6jOG3X

Email us at phcoe-dc@umn.edu for a copy

Resources for Intellectual Disability & Dementia Caregivers: 



The Savvy Caregiver In
Indian Country: Trainer’s
Manual

Designed for caregivers working with American Indian and
Alaskan Native caregivers who care for an elder with memory loss
and thinking problems, referred to as dementia.

Part 1: Introduction to Indian Country

Part 2: Class Sessions

National Resource Center on
Native American Aging: 
Native Elder Caregiver
Curriculum (NECC)

NECC online modules are tools that can assist 
family and community members, as well as 
Community Health Representatives, who have the 
responsibility of caring for their Elders in their home, 
in the community.

https://www.nrcnaa.org/native-elder-caregiver-curriculum

Indian Country ECHO

A resource for health departments working with their 
local Geriatrics Workforce Enhancement Programs 
and the AI/AN communities.

https://www.indiancountryecho.org/resources/
brain-health-in-indian-country-march-10-2022/

Indian Health Service
Community Health
Representative (CHR)
Program

CHRs are frontline public health workers who improve 
access to healthcare in AI/AN communities and build 
community capacity. 
https://www.ihs.gov/chr/

National Indian Council on
Aging, “Caring For Those
Who Care: Meeting the
Needs of Diverse Family
Caregivers” 

A curriculum that facilitates the development of 
training and educational programming for 
healthcare and social service providers,
policymakers and family caregivers.

https://www.nicoa.org/programs/family-caregiving-needs/

Email us at phcoe-dc@umn.edu for a copy

Resources for American Indian/Alaska Native Caregivers: 

https://nicoa.org/wp-content/uploads/2014/04/Savvy-Caregiver-Part-1.pdf
https://nicoa.org/wp-content/uploads/2014/04/Savvy-Caregiver-Part-2.pdf


UsAgainstAlzheimer’s
Center for Brain Health
Equity: Promoting Brain
Health Equity in African
American and Latino
Communities

A resource designed to share tailored brain health 
information through social media in simple and 
tailored messaging for the local community.

https://www.usagainstalzheimers.org/sites/default
/files/UA2_SocialMediaToolkit_Jan2024_FINAL.pdf 

Telenovela Recuerdos
Perdidos

A bilingual telenova (soap opera) created by 
Alzheimer’s Los Angeles to educate Latino families 
about Alzheimer’s disease.

https://www.alzheimersla.org/videos/telenovela/

Alter Dementia

Alter partners with faith communities to develop a 
supportive environment that enhances the well-
being of African American families affected by 
dementia, with the goal to give places of worship 
and faith leaders tools welcome all members of 
their congregation.

https://alterdementia.com/ 

Brain Health Center for
African Americans, a
Program of The Balm In
GIlead

The Brain Health Center for African Americans equips 
Black faith communities to respond to racial health 
inequities related to brain health.

https://brainhealthcenterforafricanamericans.org/

Alzheimer’s Los Angeles

Provides free education and support for people 
living with Alzheimer’s and other dementias and 
their caregivers.

https://www.alzheimersla.org/ 

Email us at phcoe-dc@umn.edu for a copy

Resources for Black/African American and Latino Caregivers: 
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