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The Dementia Action Alliance is a 501(c)3 charitable organization incorporated
in the Commonwealth of Virginia.

…from the
Executive Director

The real voyage of discovery consists not in seeking new
landscapes, but in having new eyes.
~ Marcel Proust
Marcel Proust’s quote above is a powerful reminder about the value of having a fresh view rather
than assuming an answer lies in a new horizon. This is especially apt for dementia. Billions and billions
of research dollars have been spent pursuing a cure for Alzheimer’s, the most prevalent form of
dementia. While finding a cure is a valuable and needed endeavor, in the United States it is done at the
expense of the needs of individuals and families already affected. It is time to have new eyes to better
understand the symptoms of the major forms of dementia and how best to support, manage and
accommodate the symptoms for the nearly 6 million Americans currently living with it.
The dominant societal doom and gloom narrative has created a culture of learned helplessness and
isolation rather than proactive support. Learned helplessness and isolation often starts at diagnosis
when most people are told to get their affairs in order and come back in six months for monitoring.
There is a term for this dynamic – the Pygmalion Effect when one person’s expectation for another’s
behavior becomes a self-fulfilling prophecy (American Psychologist, 58.3, November 2003, p. 839).
The medical community often only considers medications to mitigate symptoms. For some
symptoms this may be what is needed, but for the majority of symptoms medication is not the answer.
Two longitudinal, population-based studies, the Cache County Study in the U.S. and the IDEAL Study in
the United Kingdom, have yielded many important evidence-based insights and understanding about
living with dementia symptoms that support the anecdotal experiences widely described by many
around the globe. Some of the best ways to address symptoms don’t require medical intervention.
Besides eating healthily, getting good sleep, reducing stress, and daily exercise, these studies have
provided empirical evidence about the importance of using a proactive, problem-solving mentality to
living with symptoms, being engaged in stimulating and interesting activities, and maintaining strong
social networks including peer support.
Individuals living with dementia are not dying from a fatal disease, rather they are living with a
chronic condition. Our society needs a moral and ethical imperative to cease practices that exacerbate
symptoms of dementia and focus instead on ways that enable and best support their changing abilities.
The Dementia Action Alliance is fully focused on this imperative and even more can be accomplished
through collective impact! We welcome your support and involvement. Warmly,
Karen Love
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Dementia Action Alliance is a non-profit national advocacy and education organization of
people living with dementia, care partners, friends and dementia
specialists creating a better country in which to live with dementia.

Our Strategic Goals
1. Promote purpose and hope for individuals and families living with dementia.
2. Champion the full inclusion of individuals living with dementia and care partners so
their experiences and knowledge inform a truer, stronger understanding about living
with dementia.
3. Educate about the negative and damaging impact the status quo of stigma and
misperceptions about dementia have on the well-being of individuals and families
living with it.
4. Promote recognizing dementia as a disability and advocate for support and
compensatory strategies to accommodate changing abilities.
5. Advocate for person- and relationship-centered practices to support and optimize
well-being.
6. Identify beneficial technologies and innovations that enhance the quality of life and
well-being of individuals and families living with dementia.
7. Increase the Dementia Action Alliance’s visibility and impact.
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GOAL 1 – Promote Purpose and Hope
 Hosted a weekly online discussion, Dementia
Discussions, facilitated by individuals living with
dementia that cover topics of specific importance and
interest to individuals and families living with
dementia.
 Hosted a Dementia Arts Fest in Atlanta, GA of
artworks created by individuals living with dementia to
showcase their many abilities, creative talents and the
capacity for vibrant expressions while living with
dementia. [See a few additional pieces of artwork
from the Arts Fest on page 7.]

Mike Belleville, “Steve,”
Watercolor

GOAL 2 - Inclusion to Better Inform about Dementia
 Hosted two monthly podcasts, This

Dementia Life and Professional Insights,
fully managed and produced by individuals
living with dementia, providing a unique
platform for informed, valuable information
about living with dementia.
 Through the DAA’s Speakers Bureau,
individuals living with dementia spoke at
Cynthia Huling Hummel, J.R. Pagan, Ed
Patterson and Brian Van Buren speaking at a
over 20 events including the 2019 Milken
National Academies of Sciences meeting
Institute Future of Health Summit, a National
Quality Forum webinar, and a North Carolina Area Health Education Center conference
reaching large audiences to broaden understanding about living with dementia.
 Three members of DAA’s Advisory Board (comprised of individuals living with dementia)
are serving as advisors for The National Academies of Sciences, Engineering, and Medicine
Decadal Study on Dementia.
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GOAL 3 – Move From Stigma to Understanding &
Empowerment
Status
Quopublic
of Stigma
Change
Providedthe
interviews
to many
media outlets,
including The Atlanta Journal-Constitution, Kiplinger’s,
Quartz, and The New York Times.
 Convened a Corporate Leadership Council of
progressive leaders committed to creating a better
society in which to live with dementia.
 Began a collaboration with Brighthouse Financial to
educate its extensive network of advisors about
dementia.

Cynthia Huling Hummel being filmed
for a Brighthouse Financial educational
video

“Being a member of the DAA’s Corporate Leadership Council has been a tremendous value
both professionally and personally. I look forward to hearing what new things are
happening and learning how to be a more purposeful part of the solution to destigmatizing
dementia.”
~ Neal Buddensieck, MD, CMD - Chief Medical Officer, Benedictine Health Systems

GOAL 4 – Accommodate Dementia as a Disability
 Developed and published online, What Matters To Me
(https://daanow.org/resource-center/resources-center-apps/), a
free tool to collect individualized information about how
best to support and provide accommodations for someone
living with dementia.

5

GOAL 5 – Optimize Well-Being




Partnered with Community Ideas Station, a PBS affiliate,
on the documentary, Revolutionizing Dementia Care,
released nationwide May 2019 that details how using
person- and relationship-centered practices best
support well-being of individuals living with dementia.
The documentary has been shown on over 250 stations.
In partnership with The Eden Alternative, finalized the
writing and development of the Assisted Living Practice
Guide with plans to publish in early 2020. This is the
first guide in a series of five setting-specific operational

Brian LeBlanc, the
documentary’s narrator who is
living with dementia

guides in Raising the Bar: Creating a Better Society in Which to Live with
Dementia. The series provides the first detailed, how-to tools to support person- and
relationship-centered practices for providers of assisted living, memory care, home
care, adult day, and nursing homes.
“After viewing the film, I believe that even viewers well-informed about…dementia
may
be forced
to revise their
expectations of ‘possible
self’ capabilities still available
GOAL
5 – Beneficial
Technologies
and Innovations
to individuals living with dementia.” Rick J. Scheidt, PhD, The Gerontologist,
Vol 59, 2019.

GOAL 6 – Leverage Beneficial Technologies and Innovations
 Hosted the Living Well Tech Expo as part of the 2019
DAA conference to showcase some exciting technologies
and innovations that are beneficial to individuals and
families living with dementia.
 Convened a monthly online forum so people creating new
innovations and technologies can gather to discuss them
with diverse stakeholders including individuals living with
dementia.

GOAL 7 –

 Facilitated four ON THE MARK group sessions for
companies to get direct feedback from individuals and care
partners on developing technologies and innovations that
provide
support
for livingand
with dementia.
Increase
DAA’s
Visibility
Impact
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GOAL 7 – Increase DAA’s Visibility and Impact


The DAA conference in Atlanta, GA June 20 – 22,
2019 brought together hundreds of diverse
stakeholders interested in supporting a better
society in which to live with dementia.
o
o
o



“Hands down, it was the best conference I
ever attended.”
“The conference was life changing.”
“Listening to individuals living with
dementia speak at the conference changed
my whole understanding about living with
dementia. What a powerful experience!”

Operated a highly traffic website including an
online Resource Center.

A few additional pieces of artwork from the Dementia Arts Fest.

Jim Gray, “Joy of Life Parade,” Giclee from
Oil on Canvas

Lester E. Potts, Jr., “Lester and
Albert,” Watercolor

Peggy Sevier and Linda Keleishik, “End
of a Beautiful Day,” Acrylic and
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Pouring Medium

Dementia Action Alliance
Advisory Board Members
Living with Dementia
Mike Belleville
Lives in Massachusetts
Diana Blackwelder
Lives in the District of Columbia
Barb Cole
Lives in Virginia
Paulan Gordon
Lives in Arizona
Cynthia Huling Hummel
Lives in New York
Brian LeBlanc
Lives in Florida
Chuck McClatchey
Lives in Nevada
John Richard Pagan
Lives in Virginia
Laurie Scherrer
Lives in Pennsylvania
Brian Van Buren
Lives in North Carolina
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Dementia Action Alliance
Board of Directors
Jan Bays, PT

Director of Program Development and Education,
Jill’s House

Mike Belleville
Dementia Advocate Living with Lewy Body Dementia

Sandy Douglass, Vice Chair
Principal, Douglass Consulting

Paulan Gordon

Dementia Advocate Living with Vascular Dementia

Jay Layman

Dementia Advocate Living with Lewy Body Dementia

Karen Love, Executive Director
Dementia Action Alliance

Chris Perna

Former CEO & President of The Eden Alternative

Jackie Pinkowitz, M.Ed., Chair

Advisory Council, Rutgers University School of SW

Lon Pinkowitz, M.A.,Treasurer
Sr. Vice President, FuturAge

G. Allen Power, MD

Geriatrician, Advocate, Author & Educator

Regina E. Sofer, DM, MPA, Secretary
Principal, The Sofer Consulting Group

Teepa Snow, OTR/L, FAOTA

President, Positive Approach to Care
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