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Introduction
Finger Lakes Center of Excellence in Alzheimer’s Disease (NYS-funded), Director

◦ To increase the region’s capacity to provide state of the art evaluations
◦ To increase awareness of AD/D and the benefits of early diagnosis
◦ To train more medical providers in primary care practices to screen for, diagnose, and treat cognitive 

impairment 
◦ Reduce health care disparities
◦ To promote participation in clinical trials 

URMC Memory Care Program, Clinic Director
◦ Specialty care; multidisciplinary; 
◦ Assessment/diagnosis/treatment/care management

Embedded LMFT
◦ Since 2012; Worked with 700+ patients/families

Family Consultation Service in a Long Term Care Facility, Director/Supervisor/LMFT



Experience has taught me that…
There are many models of dementia care

Dementia care approaches and philosophies differ by setting

Most models add value and improve quality of care

Most models are not implemented with fidelity

Models with financial incentives are most likely to be implemented

There are many opportunities for systemic therapists but they are 
not clearly identified



Learning objectives
Based on the content of this session I am able to …..

◦ Provide a general overview of the similarities and differences among person-
centered, family-framed, and age-friendly models of care 

◦ Describe how the care settings and profession-specific perspectives influence 
how models are adopted

◦ Explain how a relational, systemic perspective can be applied to find the 
intersection and confluence among care models



What is dementia?



What is Dementia?
…a general term for loss of memory, language, problem-solving and other thinking abilities 
that are severe enough to interfere with daily life (https://www.alz.org/alzheimers-
dementia/what-is-dementia/ )

Alzheimer’s disease is the most common cause (60-80%)

Vascular dementia is second

https://www.alz.org/alzheimers-dementia/what-is-dementia/


Dementia is more than memory loss
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https://twitter.com/rushalzheimers/status/1326209129434796040/photo/1

https://twitter.com/rushalzheimers/status/1326209129434796040/photo/1
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Alzheimer’s Disease

Those with dementia Those who care for them

= 1 Million



Dementia is a family disease

Duration 3-20 years; average 7-9

Most caregivers are family

Ripple effects across the family life cycle

Care decisions affect EVERYONE





THE DEMENTIA EXPERIENCE 
IS RELATIONAL



Dementia Care
A TIME OF DISCOVERY, PERSON -CENTERED TREATMENT, AND HOPE



Alzheimer’s disease has been…
… the only disease in the top 10 leading causes of death that cannot be …

 Prevented

 Cured

 Slowed

… but there have been advances that offer hope



On the cusp of person-centered treatment



Person-Centered Care



Patient-centered care

“Providing care that is respectful of, and responsive to, 
individual patient preferences, needs and values, and ensuring 

that patient values guide all clinical decisions.” 

Institute of Medicine (US) Committee on Quality of Health Care in America. Crossing the Quality Chasm: A New 
Health System for the 21st Century. National Academies Press (US), 2001. doi:10.17226/10027



Person-centered care
4 key components:

 Valuing and respecting persons with dementia and those who care for them

 Treating people with dementia as individuals with unique needs

 Seeing the world from the perspective of the person with dementia
 To understand the person’s behavior and what is being communicated

 To validate the subjective experience as perceived by the individual as their reality

 Creating a positive social environment in which the person with dementia can experience relative 
well-being through care that promotes the building of relationships.

Brooker, D.(2004).What is person centred-care for people with dementia? 
Reviews in Clinical Gerontology,13,215–222. doi:10.1017/S095925980400108X



Person-centered care
Key indicators of individualized care:

 Developing and regularly reviewing care plans that reflect strengths and needs

 Allowing use of personal possessions

 Accommodating individual preferences and daily routines

 Learning about individual life stories

Brooker, D.(2006).Person-centred dementia care: Making services better. London:Jessica Kingsley Publishers.



Fazio, Sam et al. “Alzheimer's Association Dementia Care Practice 
Recommendations.” The Gerontologist vol. 58,suppl_1 (2018): S1-S9. 
doi:10.1093/geront/gnx18

Model is 
often

used in 
residential 

care



Sam Fazio, Douglas Pace, Janice Flinner, Beth Kallmyer, The 
Fundamentals of Person-Centered Care for Individuals With Dementia, 
The Gerontologist, Volume 58, Issue suppl_1, February 2018, Pages 
S10–S19, https://doi.org/10.1093/geront/gnx122

https://doi.org/10.1093/geront/gnx122




Evidence-based models of care



https://www.cms.gov/priorities/innovation/innovation-models/guide

Model intended for 
community-dwelling 

beneficiaries 

CG service 
use is often 

low

Care delivered by APPs and 
BSWs w/ MD supervision



Age-Friendly Health System



AFHS Aims
 Follow an essential set of evidence-based practices

 Cause no harm

 Align with What Matters to the older adult and their family 
caregivers

AFHS is intended for use 
with older adults across 
services throughout the 

health system





4 Ms are used to…
Identify core issues that should drive all decision making in the care of older adults

Organize care and focus on the older adult’s wellness and strengths rather than 
solely on disease 

Are relevant regardless of an older adult’s individual disease(s) 

Adapted from: Tinetti M. “How Focusing on What Matters Simplifies Complex Care for Older Adults.” 
Institute for Healthcare Improvement Blog. January 23, 2019.

http://www.ihi.org/communities/blogs/how-focusing-on-what-matters-simplifies-complex-carefor-older-
adult

Special considerations 
for dementia?

http://www.ihi.org/communities/blogs/how-focusing-on-what-matters-simplifies-complex-carefor-older-adult


Physician-led but all disciplines play a role



So…what can matter to a person with 
dementia?

 Where they live

 Who cares for them

 Not burdening family

 Which activities they do

 Which decisions they make

 Minimizing pain

 Feeling safe

 Feeling connected

 Foods they enjoy

 Quality versus quantity of life

Some of “what 
matters” is specific 

to the stage of 
dementia and 
living setting



Ask the older adult what matters

Think about how 
many 

preferences here 
may rely on the 

resources of 
others



Stanford Letter Project
"2.6 million Americans die every year, 
and very few of them get to talk to 
their doctor about their end of life 
wishes." 

She urges every adult to tell their doctors 
about how they want to spend their last days; 
she suggests engaging in end-of-life 
discussions each time you reach a milestone in 
your life such as getting married, having a baby 
or being diagnosed with a chronic illness.

VJ Periyakoil, MD
Professor of Medicine 

Stanford University









Significance of the AFHS



What drives the proliferation of new 
models of dementia care?



US Aging Population





Realization that Family Caregivers Matter

HOWEVER…..The 
perceived value of family 

caregivers differs by 
stakeholder group and 

care setting



Government mandates/incentives

 Use of psychotropic medications

 Minimum staffing levels

 Hospital readmissions

 Quality metrics



Increased awareness of disparities

These factors have 
changed workforce 
considerations (e.g., 

CHWs, patient 
navigators, etc.)



Reflections on dementia care
The experience of dementia differs for each person and each caregiver

A person’s/family’s early experience with dementia can shape the future 
trajectory

Health and human service professionals typically see family members primarily 
as in service to the person with the impairment

Caregivers do not stop being caregivers when a loved one enters residential care

A family systems, relational perspective is sorely lacking in dementia care



RELATIONAL, SYSTEMIC CARE



Photo by Denys Nevozhai on Unsplash

Finding a 
lane for the  
relational, 
systemic 
therapist

https://unsplash.com/@dnevozhai?utm_source=unsplash&utm_medium=referral&utm_content=creditCopyText
https://unsplash.com/photos/7nrsVjvALnA?utm_source=unsplash&utm_medium=referral&utm_content=creditCopyText


Family-Framed Approach
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What’s missing?

ACKNOWLEDGMENT OF 
THE FAMILY CAREGIVER’S 
BIOPSYCHOSOCIAL NEEDS

ASSESSMENT OF HOW 
FAMILY RELATIONSHIPS, 

BEHAVIORS, HEALTH, 
RESOURCES, ETC. MAY 

AFFECT THE PWD’S WELL-
BEING
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Biopsychosocial-Ecological Family-Framed Approach to Dementia Care
Podgorski, Anderson & Parmar (2021) Frontiers in psychiatry, 12, 744806

Community



Family-Framed Dementia Care Goals
For medical, healthcare, and human service providers to know and understand the PWD and 
FCG(s) within the context of their family relationships in order to develop a plan of care that:

Meets the biopsychosocial needs and wishes of the PWD

Considers the needs, wishes, and resources of the FCG(s)

so that the care plan will:

Be feasible

Likely to be implemented

Promote the safety and well-being of the PWD and FCG(s)



Family-Framed Dementia Care Principles
Because dementia is progressive, degenerative, and has a duration of approximately 10 years 
the needs of the PWD, FCG(s), and other family members develop and change over time.

As a result those in need of intervention can include:
◦ PWD

◦ FCG(s)

◦ Other Family Members or CGs

◦ PWD and FCG(s)

◦ The whole family



Family-Framed Dementia Care Skills

A general understanding of how family systems, relationships, and dynamics affect the lived 
experience of dementia for those with the diagnosis and those who care for them

 Don’t assume close, trusting relationships

Proficiency in administering a comprehensive family assessment to understand the strengths, 
and resources 

 Family/social history is more than smoking status

Knowing when to refer the patient and/or family caregiver(s) for behavioral health services or 
family therapy

 Clarify reason for referral

Evaluating the needs of the family caregiver(s) to determine if they are willing, capable, and 
have the resources needed to provide the required support while maximizing their own health 
and well-being 

 Don’t assume the “informant” is the “caregiver” or “HCP,” etc.



Need for systemic therapists



Through integration, collaboration …
 Perform biopsychosocial assessments of persons with cognitive 
impairment and those who care for them

 Share relevant information for inclusion in care planning

 Support caregivers throughout the course of dementia and 
advocate for their needs as appropriate

 Facilitate important patient/family conversations (e.g., what 
matters, advance directives, addressing discrepancies between what 
matters and what is possible)



MFTs will be 
eligible to become 

Medicare 
providers in 2024



https://www.aspe.hhs.gov/reports/hhs-
roadmap-behavioral-health-integration

https://www.aspe.hhs.gov/reports/hhs-roadmap-behavioral-health-integration


carol_podgorski@urmc.rochester.edu

mailto:carol_podgorski@urmc.rochester.edu


Questions for reflection
Is person-centered care sufficient for those with dementia 
throughout the disease?

Can an AFHS promote dementia care that is “person centered” and 
relational and systemic (i.e., “family framed”)?

How can we promote efforts to reconcile patient care preferences 
with the preferences and capacity of the patient’s family to honor 
the patient’s wishes?


