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Perspectives

“The only true voyage of discovery . . . would 
be not to visit strange lands, but to possess 

other eyes, to behold the universe through the 
eyes of another, of a hundred others, to 

behold the hundred universes that each of 
them beholds, that each of them is . . .’”     

- Marcel Proust



What do we mean by 
“reframing” dementia?

• We do not invent anything new
• We do not deny the existence of brain disease or injury
• We learn to look at the condition through different lenses, and 

expand our view beyond narrow structures, rules and 
approaches
• We emphasize the importance of learning from people living 

with the condition and trying to appreciate each person’s 
unique perspective
• In doing so, we can find new solutions for living better, BUT
• At the same time, our insights will challenge many long-held 

views about dementia and supporting people who live with the 
diagnosis



During this session…

• I will share information that is agreed upon by the 
majority of specialists in dementia
• I will let you know when I am sharing an idea of 
mine that challenges or diverges from the 
“conventional wisdom” of more traditional 
approaches, and
• I will back up my views with evidence or examples



What is Dementia?

What we know:

• Dementia is a syndrome with over 100 causes

• Brain changes identified as “Alzheimer’s” are seen most commonly

• There are problems with several types of thinking, and they are 
permanent and severe enough to affect daily life

• Dementia is progressive in the majority of people and death often 
occurs due to complications of dementia

• There is currently no way to cure, reverse, or stop the progression of 
dementia

• BUT, there are many things we can do to live more fully with the 
diagnosis



What (IMHO) we still don’t know:

• The causes of Alzheimer’s

• If Alzheimer’s is truly a single “disease”

• What role amyloid plays (vs. many other abnormalities)

• Whether reducing amyloid is beneficial

• How “MCI” is related to dementia

• Why we spend so much money on trying to find a cure while 
spending so little on addressing the many underlying risk 
factors



The upshot of all these questions

• The brain is incredibly complex (100 trillion nerve 
connections—more than stars in the known universe!)

• People are complex and unique too
• None of the above medical information tells us about 

the person, or about their strengths
• None of the above truly helps us to help people to live 

better today; and that is the primary role of those of us 
who are not doing drug research!

• Furthermore, a narrow biomedical view of dementia has 
many deleterious effects on people living with the 
diagnosis



The Biomedical Model of Dementia



Fallout from a Narrow Biomedical View

Looking to pills 
for well-being

Myths & Stigma Disempowerment 

“Dementia Care” “BPSD”



The problems with cognitive scores 
and staging systems

• They reduce people to a number

- Is a person with dementia just their cognitive score? Are you 
just your school grade point average??

• They pigeonhole and stereotype people

• They do not recognize many intact strengths and 
characteristics of people

• They sell people short 

• They lead to unhelpful practices

- Should you only live with other people who had your GPA? 
Should you only be offered activities with those people, and will 
you all like doing the same things??



Myths and stereotypes

• People with dementia cannot make decisions

• People with dementia cannot learn or grow

• People with dementia become like children again, and 
we must “parent” our parents

• People with dementia are fading away



Are people living with dementia 
really fading away??



Steven Sabat, PhD (DAI Webinar, 2015)
Traits often preserved into 

advanced dementia

• Experiencing pride and maintaining dignity, as well as 
experiencing shame and embarrassment

• Feeling concern for others

• Communicating feelings with assistance from a facilitator or by 
using nonverbal aids

• Maintaining self-esteem

• Manifesting spiritual awareness



Other things that people with 
significant cognitive changes can do

• Learn new information—implicitly and explicitly

• Access memories and language with the proper stimuli (music, 
art, etc.)

• Read a book to a child

• Sing and play music

• Create art

• Teach a recipe

• Create stories (e.g. TimeSlips)



And…many people with dementia can…

• Teach others about what it’s like to have dementia

• Give input into care plans

• Advise on dementia education programs

• Give input into design and renovations

• Lead and engage in peer conversations

• Survey homes through “other eyes” (Agnes Houston)

• Participate in volunteerism

• Etc., etc., etc.



Reframing “Behaviors”



Do We Hold People Living with Dementia 
to a Higher Emotional Standard 

than Ourselves??
You and I People with Dementia

Walk, explore, do our 
“steps,” or just get bored 
and leave

“Wander,” “elope,” or 
“exit-seek”

Get restless when forced 
into others’ rhythms

“Sundown”

Shop in bulk “Hoard”

Get angry, sad, anxious or 
frustrated

Exhibit “challenging 
behaviors”

Don’t like being locked up, 
bossed around or touched 
by strangers

Are “resistive,” “agitated,” 
or “aggressive”



“A Moment of Irony” 
COVID-19 and dementia presentation, 

March 2020 

• People with dementia were said to have several “BPSDs” arising 
due to the pandemic, including “anxiety, irritability, agitation”

à Recommendations for “behavior management,” “try 
non-pharmacological interventions first” before drugs

• Caregivers said to have several “psychological effects” of the 
pandemic, including “anxiety, irritability, agitation, anger, panic”

à Recommendations for “psychological support”     



The Problem with “BPSD”
(“Behavioral and Psychological Symptoms of Dementia”)

• Relegates people’s expressions to brain disease

• Ignores relational, environmental and historical contexts

• Pathologizes normal expressions

• Creates a slippery slope to drug use

• Does not explain how drug use has been successfully 
eliminated in many care homes

• Misapplies psychiatric labels, such as psychosis, delusions and 
hallucinations

• Has led to inappropriate drug approvals in some countries



Is Dementia Really the Root Cause 
of the Person’s Actions??

• Note: The brain changes are very real! People can especially 
experience difficulties with:

- Retrieval of information and memories

- Verbal communication

- Coping skills and “social filters”

- Executive function

• As a result, the changes of dementia can modify a person’s 
response to a situation, but that is very different from saying that 
brain disease is the root cause



Words and Actions May Represent:

• Unmet needs / Challenges to well-being*

• Sensory Challenges*
• New communication pathways*
• Expressions of agency*
• New ways of interpreting and problem solving*

• Response to physical or relational aspects of environment*
• May be perfectly normal reactions, considering the 

circumstances!*
(*NO medication—or “non-pharmacological intervention”—
will help these!)



A few more examples

• Trying to exit a living area is not abnormal. What is abnormal is 
locking people in and not letting them leave!

• Resisting being undressed by someone you don’t recognize is 
not abnormal! (What would you do??)

• Wanting to do things your way, at your pace or on your terms is 
not abnormal!

• Being angry if you’ve expressed a concern to someone and they 
try to correct you, distract you, redirect you or lie to you is not 
abnormal!



Or, to put it musically…

https://www.youtube.com/watch?v=eiolJQ4Kgws 



Shifting Paradigms:
How would you respond 

if you were told:

• "Over 90% of people living with dementia will 
experience a BPSD during the course of their illness.”

VS

• “Over 90% of people living will dementia will find 
themselves in a situation in which their well-being is 

not adequately supported.”



A NEW DEFINITION

“Dementia is a shift in the way 
people experience the world 

around them.”



Where This “Road” Leads…

• From fatal disease to changing abilities

• From psychotropic medications to “ramps”

• A path to continued growth

• An acceptance of a “new normal”

• A directive to help fulfill universal human needs

• A challenge to our interpretations of distress

• A challenge to many of our long-accepted care practices

• A radical re-shifting of “expertise”



Biomedical vs. Experiential View

Biomedical Model Experiential Model

Dementia defined Progressive,
irreversible, fatal

Shift in perception of
world

Brain function Loss of neurons and
cognition

Brain is plastic,
learning can occur, 
retained strengths

View of dementia Tragic, costly,
burdensome

Continued potential for
life and growth

Research goals Almost entirely focused
on prevention and cure

Find ways to improve 
people’s well-being



Biomedical vs. Experiential View
Biomedical Model Experiential Model

Environmental goals Protection, isolation,
disempowerment

Maintain well-being and
autonomy

Environmental
attributes

Disease-specific living
areas

Inclusive living areas

Focus of care Programmed activities;
Tasks and treatments;
Less attention to care
environment

Diverse engagement;
Relationships;
Care environment is
critical

Staff/family role “Caregiver” “Care partner”



Biomedical vs. Experiential View
Biomedical Model Experiential Model

View of expressions Confused, purposeless;
Driven by disease and
neurochemistry

Attempts to cope, problem
solve, and communicate
needs

Response to expressions “Problem” to be
“managed”;

Medication, restraint

Care environment is
inadequate;

Conform environment 
to the person

Behavioral goals “Normalize” behavior;
Meet needs of staff and
families

Satisfy unmet needs;
Focus on individual
perspective

Nonpharmacologic
approaches

Focus on discrete
interventions

Focus on supporting 
well-being

Overall result High use of meds;
Continued suffering; 
Decreased well-being

Rare use of meds;
Attention to spiritual needs; 
Improved well-being



Focusing on Strengths



What Are “Strengths-Based 
Approaches”?

• “The strength-based approach has its foundation in 
social work and builds upon the client’s strengths, 
specifically seeing the client as resourceful and resilient 
when they are in adverse conditions. . . . A unique 
characteristic of this approach is that it is client led and 
is centered on outcomes using an individual’s future set 
of strengths.”

- USNIC



Applications to Dementia

• Our traditional view and approach to dementia is 
overwhelmingly deficit-based
• Is it really possible to find strengths-based approaches 

to dementia??

• The definition on the last slide came from USNIC: US 
National Institute of Corrections. It advocates for using 
such approaches for convicted felons

• So, yes…I think we can find better approaches for people 
living with dementia!!



A strengths-based framework

The Eden Alternative Domains of Well-Being®, 
adapted by Power (2014)



Why Use a Well-Being Approach?

• Well-being needs are universal, regardless of age, culture, 
nationality, faith tradition or the presence/absence of illness

• People who are chronically ill or have dementia have difficulty 
fulfilling their own domains of well-being without assistance

• Most care partners do not learn about well-being, and therefore 
are unaware of the need to to actively support it, and…

• Furthermore, many of our usual daily operations and interactions 
may actually erode people’s well-being



Therefore…

• We believe that much of the distress we see among 
people with dementia has its root cause in this lack of 
well-being

• This happens wherever people live, because well-
being is not adequately supported in most living 
environments





Where can well-being be discussed?

• When gathering information upon moving in

• At routine care plans

• At case conferences held due to distress or other concerns

• At daily shift huddles

• In the community for any professional, family care partner 
or any worker in a public facility who is trying to 
understand a person in distress



Advantages of a 
well-being focus

• It is proactive and strengths-based

• It can be helpful regardless of a person’s diagnosis or 
level of ability

• It provides resilience and reserve for people who live with 
chronic conditions or in challenging situations



What a well-being 
approach is NOT:

• It is NOT: Only reacting to distress in the moment, or 
providing a temporary intervention to calm someone.

• It IS: A series of supports that are implemented 24/7 to 
build an environment supportive of the well-being 
domains.



How do we measure well-being 
in a case conference?

• Look at each domain of well-being as a drinking glass ranging from 
empty to full

• Try to look through the person’s eyes, see what they see, feel what 
they feel, without judgment

• Estimate how full each glass is currently for the person, ranging from 
0 – 100%

• Draw a corresponding level on the glass to get a picture of each 
domain



The Key (and it’s not easy)…

Turn your backs on the “behavior,” 
and build the “ramps” to well-being!



True Stories…

Angela Norman, D-NP



Arkansas initiative using 
the well-being approach

• Instructional seminars and in-home coaching

• Well-being domains used proactively in care plans, as 
well as case conferences

• Hotline for challenging situations

• Antipsychotics cut 50% to an average of 6.7% across 
92 care homes in 2 years
• No increase during the pandemic

• Discharges to acute Geri-psych units cut by 74%



Just “semantics”??
• US National Institute of Aging $11.2M grant to five centers 

to administer electroconvulsive therapy (ECT) to people 
living with dementia with “severe BPSD”

• ECT is a highly invasive procedure; data on long-term safety 
in people with pre-existing dementia is not known

• Subjects were chosen from Geri-psych units

But… what if those people had lived in Arkansas??



Thank you!
Questions??


