
Approaching Dementia from Left Field:

A 20-Year Perspective

G. Allen Power, MD, FACP

Schlegel Chair in Aging and Dementia Innovation

Schlegel-UW Research Institute for Aging

FLGEC Grand Rounds, February 22, 2023



Disclosures

The presenter has no affiliations that 

would constitute a conflict of interest.



Evidence-Base

 Much of the approach discussed is evidence-
informed, but has not been subjected to 

prospective research trials, for reasons which 

will be discussed

 The presenter will disclose any areas in which 

a formal evidence base has not been 

generated through research (e.g., the BPSD 

framework)



Outline

 “A brief history of Al”

 Components of a proactive, strengths-based 

approach (involves rejecting the BPSD concept!)

 Barriers to research

 Evidence from practice

 Other provocative topics (as time allows):

- Dementia doesn’t cause “sundowning”—we 

do!

- Why most “psychotic symptoms” are not

 Discussion



A brief, 35-year lookback

 Late ‘80s: Internist, sat in RGH Grand Rounds and didn’t 

think I’d ever know enough about something to lecture to 

other docs

 1990: Looked at a LTC position and Bill Hall advised I “go 

for it”

 1991: Moved to LTC and realized how much most doctors 

(including me) didn’t know about geriatric medicine

 1998-99: Involved in “culture change” movement (Eden 

Alternative, Pioneer Network, later, Green House Project)

 1998-2000: Gave three Grand Rounds talks at RGH

- Drug Choices in the Elderly: The Good, the Bad & the Ugly

- Hold the Haldol: Non-Pharmacological Approaches to 

Dementia

- The Ties that Bind: Keys to Restraint Removal



The past 20 years

 2000: Moved to St. John’s, helped introduce The Eden 

Alternative and The Green House Project

 2007: Submitted a paper to JAGS on using PCC/culture 

change processes to unmedicated people with dementia; 

good response, but not “evidence-based,” so not 

published

 2007: Went to Bill Hall again, he suggested a book

 2010: Dementia Beyond Drugs (2nd ed. 2017)

 2014: Dementia Beyond Disease (Rev. ed. 2017)

 2011-2019: created several courses based on work

 2010 – 2022: Lectures and seminars worldwide



And now…



First “problem”:
(McKnight’s, 1/26/2023)

(YES)

(YES & NO)

(NO!)



Second “problem”:
(NY Times, 9/11/2021)



My Key 
Message

Set aside systems and 

rules about dementia 

pathologies, stages, or 

living environments.

The most important 

factor is the overall 
mindset we adopt.



Step 1:

Redefine Dementia

“Dementia is a shift in 

the way people 

experience the world 

around them.”



Where This “Road” Leads…

 From fatal disease to 
changing abilities

 A path to continued 
growth

 An acceptance of a “new 
normal”

 A challenge to our 
interpretations of 
distress

 A challenge to many of 
our long-accepted care 
practices

 A radical re-shifting of 
“expertise”



Step 2:

Adopt a “different ability” mindset

 Assumes capability, not 
incapability

 Focuses on retained and emerging 
strengths

 Moves from medications to 
“ramps”—accommodations for 
cognitive and experiential changes

 Creates an imperative to help fulfill 
universal human needs

 Brings issues of rights and 
inclusion to bear



Step 3:

Reject the BPSD framework

BPSD = “Behavioral and Psychological Symptoms 

of Dementia”

(Also = “Biomedical Paradigms Support Drugging”)



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,” 

get bored and leave

“Wander,” “elope,” “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”



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 

modulate 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!!)



Or…to put it musically…

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



Step 4: 
Focus on Enhancing Well-Being

 Proactive, strengths-based

 Fulfills universal human needs

 Provides an accessible, pragmatic 

framework for approaching challenges, 

along with a useful process for 

navigating the complexity of individuals 

and their unique life situations

 Does not depend on type of dementia, 

“stage,” living environment, functional 

status, or personal background

 Builds reserve and resilience in the 
face of illness and adversity



One well-being framework:

The Eden Alternative Domains of Well-Being®, 

adapted by Power (2014)



Murray Alzheimer Research and 

Education Program (MAREP) 
DuPuis, et al. http://dx.doi.org/10.5040/9781492595588.ch-012 

 Being Me                         (Identity)

 Being With (Connectedness)

 Seeking Freedom                    (Autonomy)

 Finding Balance                      (Security)

Making a Difference                (Meaning)

 Growing and Developing         (Growth)

 Having Fun                              (Joy)



Well-Being Approach

1) Can use proactively in history taking, 

move-in documentation and 

interdisciplinary care plans

2) Can apply in a case conference format 
for distress not related to acute 
medical illness or obvious 
environmental triggers



The Key (and it’s not easy)…

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



Challenges with generating an 

“evidence base” for a well-being 

approach

 Research methodologies, measurement tools and funding 
are all steeped in the dominant paradigm for viewing 
dementia (look at NIA/NIH grant opportunity lists)

 Focus on discrete “interventions” (often reactive), BPSD, 
scales for “challenging behaviors,” etc.

 Few good tools for measuring well-being and other desirable 
endpoints

 Difficult to measure outcomes from a mindset/philosophy, 
with multiple operational and interpersonal components

 Organizational commitment to try such an in-depth 
approach is difficult (especially since the pandemic began)

 Best chance is to enlist one or more communities to embrace 
the approach and follow their progress, c/w other matched 
homes



Arkansas initiative adopting 
the Well-Being Approach
(Led by Dr. Angela Norman and colleagues)

 Instructional seminars and in-home coaching

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

 Hotline/telehealth for challenging situations

 Antipsychotics cut 50% to an average of 6.7% 
across 92 care homes over 2 years by 2019

 No increase during the pandemic

 AR antipsychotic ranking from 2015: 47th


11th (initiative used in ~41% of state’s homes)

 Discharges to acute Geri-psych units cut by 
74%



Arkansas 2021-2022 Update 
(92 LTC homes)



Just “semantics”??

 US National Institute of Aging $11.2M grant 

to five centers to administer electroconvulsive 

therapy 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 established

 Subjects enrolled from geri-psych units

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



Step 5: Transform systems of 

care



Step 6:

Take Care of Yourself!!



And…sharpen 

communication skills!

(and beware of

the “nonverbal connection”)



Concluding thoughts

 I believe that the overuse of antipsychotics is 
mainly attributable to two factors; (1) the 
BPSD mindset, and (2) care systems that do 
not prioritize relationship or have the 
flexibility to individualize approaches to 
living fully

 Inappropriate drug use cannot be curtailed 
within the BPSD paradigm, as it fuels the 
rationale for their use

 A far better approach is to move away from 
both medications and typical “non-
pharmacological interventions,” and instead 
focus on the proactive support of various 
aspects of well-being, shifting care systems 
to better accommodate individual ways of 
living



…and a musical tribute…

https://www.youtube.com/watch?v=pcoROq17quc

&list=RDpcoROq17quc&start_radio=1



Thanks for all you do!!!

Questions?
alpower12@gmail.com

www.alpower.net

mailto:alpower12@gmail.com
http://www.alpower.net/


Bonus 

Topics



“Sundowning” and 

“Psychosis”

Reframing both concepts 

requires the recognition that the 

person’s brain is very active and 
engaged, assessing the 

environment, making sense and 

problem solving as well as able.



“Sundown Syndrome”

 As with the BPSD argument, consider the changes 

of dementia as modulators, rather than the root 

cause

 I make attendees “sundown” in my day-long 

seminars all the time (some of you may be doing 

so now, and it’s not even 9am!)

 Being forced into others’ rhythms and needing to 

concentrate for long periods without rest can cause 

mental fatigue, which along with dementia, 

increases the risk of confusion and distress

 Environmental, operational and interpersonal 

triggers can also confuse those who struggle to 

hold onto a sense of time



Two examples of 

“sundown cures”

 Beatitudes campus, Phoenix, AZ: 

Removing triggers and “rest as needed” 

policy

 Enhanced Support Neighborhood at Erin 

Mills Lodge, Mississauga, ON (opened 

2021 to decompress acute care system 

of its most “challenging” residents): 

effects of 12-hour shifts (7-7)



“Psychosis”

 Experiential view of dementia contends that 

most “hallucinations” and “delusions” are 

misdiagnosed and are rather the brain’s way 

of understanding the world, albeit with 

limited information, language barriers, 

hyperattention to nonverbal cues and 

reactions to imposed operational challenges.

 As such, these are not truly psychosis, 

biochemically or phenomenologically

 Dementia is virtually always a condition of 

brain dopamine depletion (unless we are 

prescribing it for Parkinsonian forms). 

Therefore, dopamine blockage has no 

rationale.



“Psychosis,” (cont.)

 At least one neurologist supported this view, 

saying that many of the “hallucinations” of 

dementia are “embedded in a complex 

matrix of sensory deceptions, confusion, 

disorientation, and delusions” (Sacks,

Hallucinations, 2012).

 In Lewy body dementia, the the visual cortex 

is damaged, causing various visual 

phenomena. Once again, this is not 

psychosis and not amenable to dopamine 

blockade.

 But even the notion of “delusions” can be 

largely refuted with an empathic application 

of the well-being approach.



Al’s “Wheel of 

Fortune” 

explanation of 

“delusions”



Wheel of Fortune

 Imagine a board with this puzzle:

S _ _ _ _ _   OF   L _ _ _ _ _ Y

 A relaxed contestant may solve it 
immediately (Statue of Liberty), but one who 
is nervous and less able to work it out on the 
spot out might say, “Stacks of Laundry” or 
“States of Lunacy.” Those are incorrect (and 
rather humorous), but not delusional.

 Risperidone will not help the contestant solve 
the puzzle!!

 With dementia, people are trying to fill in 
gaps in memory/information as best they 
can, using environmental cues. They often 
come to a different conclusion. That is not 
the same as a delusion.



Don’t jump to conclusions about 
those delusions!



Find Experiential Causes

 “They don’t like me here”

 “Someone stole my purse”

 “I hear voices at night”

 “My children will be home from school 

soon.”

 “I was raped”

 “They’re poisoning the food”



A few non-pharmacologic 

approaches

 Investigate and Interview (at relevant 

time/place) 

 Consistent care partners, relationships

 Maximize day-night cues

 Optimize lighting and hearing

 Quiet night-time environment

 Eliminate overhead pages, intercoms

 Avoid conversations outside the room

 Minimize polypharmacy


