Alzheimer’s Disease:

Walking the Path of Science, Medicine, and
Caregiving



The Science

What is Alzheimer’s Disease?
What is Dementia?
Causes for Dementia

Plagues and Tangles



https://www.alz.org/braintour/blood_vessels.asp

Alzheimer’s Disease is the
most common form of
dementia and is the slow
decline of cognitive
abilities affecting memory,
thinking and behavior.

60 to 80% of dementia cases are
diagnosed as Alzheimer’s Disease and
mostly affect individuals who are 65 or
older. Increasing age is the greatest risk
factor and is not considered a normal
part of aging.

Alzheimer’s is a progressive disease. As
time passes, symptoms will gradually
worsen from mild memory loss to the
inability to function and respond.

Though Alzheimer’s Disease affects
mostly older individuals, around 200,000
people in the U.S. have been diagnosed
with early-onset Alzheimer’s.


https://www.alz.org/alzheimers_disease_what_is_alzheimers.asp

Dementia is a general
term for the decline in
mental faculties to the
point where it interferes
with daily life.

“Dementia is not a specific disease.
It's an overall term that describes a
wide range of symptoms associated
with a decline in memory or other
thinking skills severe enough to
reduce a person's ability to perform
everyday activities.”

Damage to brain cells is the cause of
dementia. These brain cells then can
no longer function or communicate
properly with each other. “When
brain cells cannot communicate
normally, thinking, behavior and
feelings can be affected.”


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

“The brain has many distinct
regions, each of which is
responsible for different
functions (for example,
memory, judgment and
movement). When cells in a
particular region are damaged,
that region cannot carry out
its functions normally.”

Scientists are not completely certain how
Alzheimer’s Disease originates in the
brain. Made up of billions of neurons, a
normally functioning brain is able to give
and receive signals. Alzheimer’s seems to
be the direct effect of the disruption of
these processes.

“In the Alzheimer's brain... the cortex
shrivels up, damaging areas involved in
thinking, planning and remembering.
Shrinkage is especially severe in the
hippocampus, an area of the cortex that
plays a key role in the formation of new
memories. Ventricles (fluid-filled spaces
within the brain) grow larger.”


https://www.alz.org/what-is-dementia.asp
https://www.alz.org/braintour/healthy_vs_alzheimers.asp

This image shows the marked
difference between a health
brain and a brain with
advanced Alzheimer’s. This
difference is the direct result of
extensive loss of healthy cells
in the brain.
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https://www.alz.org/braintour/healthy_vs_alzheimers.asp

PLAQUES AND
TANGLES

“To do their work, brain cells operate like
tiny factories. They receive supplies,
generate energy, construct equipment,
and dispose of waste. Cells also process
and store information and communicate
with other cells. Keeping everything
running requires coordination as well as
large amounts of fuel and oxygen.” It is
believed that Alzheimer’s develops when
this normal flow of information is
disrupted by the build-up of plagues and
tangles.

Under the microscope, scientists see
distinct changes in cells.

https://www.alz.org/alzheimers disease what is alzheimers.asp#tangles



https://www.alz.org/alzheimers_disease_what_is_alzheimers.asp#tangles

“Though autopsy studies show
that most people develop
some plagues and tangles as
they age, those with
Alzheimer’s tend to develop
far more and in a predictable
pattern, beginning in the areas
important for memory before
spreading to other regions.”

As these proteins build up, they block
communication and vital processes
that are necessary for cells to survive.
Nerve cells begin to die off, “causing
memory failure, personality changes,
problems carrying out daily activities
and other symptoms of Alzheimer’s
disease.”


https://www.alz.org/braintour/plaques_tangles.asp

PLAQUES

Plaques are a type of protein called “beta-
amyloid” (BAY-tuh AM-uh-loyd) that
accumulates between brain cells.

Formed from the fatty membrane
surrounding nerve cells, Beta-amyloid “is
chemically ‘sticky’ and gradually builds up
into plagues.”

Groups of beta-amyloids that are made up of
several pieces are suspected to be more
damaging than the plagues themselves. “The
small clumps may block cell-to-cell signaling
at synapses. They may also activate immune
system cells that trigger inflammation and
devour disabled cells.”

https://www.alz.org/braintour/plaques tangles.asp 9



https://www.alz.org/braintour/plaques_tangles.asp

Tangles, shaped like
twisted fibers, are
another type of protein
called “Tau” that develop
inside brain cells.

Tangles destroy a vital
cell transport system
made of proteins.

Tangles are forming ‘

’ Healthy area ‘
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https://www.alz.org/braintour/plaques_tangles.asp

Another way Alzheimer’s Disease ’
affects brain function is by
disrupting the activity of
neurotransmitters and the way
electrical charges travel within cells.

Signals that form memories and
thoughts move through an
individual nerve cell as a tiny
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Nerve cells connect to one another at synapses. When a charge
reaches a synapse, it may trigger release of tiny bursts of chemicals
called neurotransmitters. The neurotransmitters travel across the
synapse, carrying signals to other cells.

https://www.alz.org/braintour/synapses neurotransmitters.asp 11



https://www.alz.org/braintour/synapses_neurotransmitters.asp

All of these actions result in nerve cell death and tissue loss
throughout the brain. As time passes, “the brain shrinks dramatically,
affecting nearly all its functions.”
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https://www.alz.org/braintour/severe_stage.asp

A Public Health Issue

What is Public Health/ Why Alzheimer’s is a Public Health Issue
Quick Facts

Alzheimer’s in Vermont

Impact on Families and Caregiver Health

Social and Work Impact

Doctors Making a Difference in Our Community
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PUBLIC HEALTH

Public health works on a population level to protect and improve the health
and safety of an entire community or group of people. Public health promotas
healthy lifestyles, prevents illnesses and injuries, and detects and controls
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What makes a HEALTH PROBLEM a PUBLIC HEALTH issue?

l The impact is
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There are ways to
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The burden is
LARGE }i‘ =

alzheimer’s QY association’

WHY ALZHEIMER’S IS A
PUBLIC HEALTH ISSUE

While Alzheimer's has traditionally been seen as an aging issue.

ALZHEIMER’S is a PUBLIC HEALTH ISSUE because:

e - 259
5mi||ionm Eillion

is LARGE
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and growing larger Alkheimer’s, two-thirds of whom are women;
the number of people with the disease is projected
to triple to as many as 16 million in 2050

Annual costs excead quarter of a million
dollars ($259 billion in 2017) and costs are
expected to rise to 51.1 trillion in 2050
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QUICK FACTS

ALZHEIMER’S DISEASE IS THE

6TH LEADING CAUSE

OF DEATH IN THE UNITED STATES

BY 2050, THIS

NUMBER COULD someone in the
RISE AS HIGH AS United States
16 MILLION develops the disease

15 MILLION AMERICANS
provide unpaid care for people with
Alzheimer’s or other dementias

these caregivers provided
an estimated
18.2 BILLION HOURS

of care valued at over

$230 BILLION

In 2017, Alzheimer’s and other
dementias will cost the nation
$259 billion

3 50 of caregivers for people with
(o] 2 5 .
Alzheimer’s or another dementia

report that their health has gotten worse

due to care responsibilities, compared to

1900 of caregivers for older people
without dementia

2 2 @

Since 2000, deaths
from heart disease have
decreased by 14%

seniors dies
with Alzheimer’s or
another dementia
while deaths from
Alzheimer’s disease have
increased by 89%

breast cancer 5 = &
and prostate cancer ol S

COMBINED
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e a]zheimer’s%association'
cognitive
decline in vermont

DATA FROM THE 2016 BEHAVIORAL RISK FACTOR SURVEILLANCE SYSTEM

nt, 9.8 percent of those
rt they are exp t with memory problems who have
not talked to a health care provider

More than half of th
health care profe:
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tional difficultie
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Percent of Those Aged 45+ with Subjective Cognitive Decline

Al Gender Educational Attainment
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Percent with
memory proble
36.9% who live alon

30.4%

N.9%

For mere information,
view the 2017

Alzheimers Disease

ALZHEIMER'S STATISTICS alihetmers QY assoctation:

V E R M O N T THE BRAINS BEHIND SAVING YOURS!

NUMBER OF DEATHS FROM
ALZHEIMER'S DISEASE IN 2014

266

5th

th

NUMEER OF ALZHEII "5 AND DEMENTIA CAREGIVERS,
HOURS OF UNPAID CARE, AND COSTS OF CAREGIVING

Facts and Figures report 30,000 34,000,000 $430,000,000 $23.000,000

at alz.org/facts.
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More than 15 millicn people provide unpaid
care for Alzheimer’s or other dementias

43.5 million caregivers are giving
care to a person at least 50 years old

B60%

Along with old age, Alzheimer’s Women Emploved
disease is one of the top reasons full or part time
recipients need care

More than 15 million people provide SR e e e B
unpaid care to individuals W|th = About 80 parcant ara -;umpln:r-..'gnr-lfull of part tims.*
Alzheimer’s disease or other

dementias.

Alzheimer’s Disease, Elder Care and the

Care totals 17.4 billion hours of
Workplace

unpaid caregiving, valued at $216
billion.

WorkplaceFactsinfoSheet_061013



Impact on work

100%

80%

60%
Caregivers of Alzheimer’s patients ~
reported having to make major |
changes to their work schedules 0%
because of caregiving responsibilities 0% m E3 K
Had to go in late, Had to take a Had to go from Had to quit work &
Caregivers commonly experience high it S s
levels of emotional stress and
depression
Caregivers, on average, provide care Working and Providing Care for Individuals

for people with Alzheimer’s for longer
amounts of times than those who care
for other older adults

with Alzheimer’s Disease

WorkplaceFactsinfoSheet_061013 18



Article: Ongoing Medical Management to Maximize Health
and Well-being for Persons Living With Dementia

This article, published in The Gerontologist, Dr. Michael
LaMantia, in collaboration with colleagues, addresses the
complex care needs of individuals with dementia and stress
the importance of “person-centered care.”

“This article provides eight practice recommendations
intended to promote understanding and support of the role
of nonphysician care providers in educating family caregivers
about ongoing medical management to improve the
wellbeing of persons living with dementia.”

Dr. LaMantia was just recently named the Director of the
UVM Center on Aging and is an associate professor of
medicine and neurological science, as well as the head of

Michael LaMantia, M.D. M.P.H. . .
geriatric medicine.

Mary Guerriero Austrom, PhD Malaz Boustani, MD, MPH Michael A LaMantia, MD, MPH Ongoing Medical Management to Maximize Health and Well-being
for Persons Living With Dementia, The Gerontologist, Volume 58, Issue suppl_1, 18 January 2018, Pages S48—S57,
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https://doi.org/10.1093/geront/gnx147

William Pendlebury, M.D.

Professor Emeritus, Department of Pathology and
Laboratory Medicine

Professor, Department of Neurological Sciences
Larner College of Medicine

“Since | began my career as a faculty member in the
Departments of Pathology and Neurological Sciences at the
University of Vermont 35 years ago, my professional life has
been rewarded by and focused on research, clinical practice,
and community service related to Alzheimer's disease (AD). |
have been fortunate to witness and be part of the explosion
of knowledge that we have witnessed during that time as we
gained insight into the possible etiologies and pathogenesis of
this disorder. In the 1990s, | was part of the research team
that led to the approval of several pharmaceutical agents that
are currently used to treat AD. In 1991, together with my
colleague Dr. Janis Peyser, | founded the UVM Medical Center
Memory Program, currently located on the Fanny Allen
Campus in Colchester. Our staff has grown to include 14
dedicated professionals who strive to provide evidence based
clinical care to patients with AD and their families. | have also
been privileged to lecture locally, regionally and nationally to
lay and professional audiences on more than 200 occasions
about various topics related to AD, and in that way have
disseminated the latest, up-to-date information regarding AD
clinical care and treatment. In 2012, | was honored to receive
the Community Leadership and Activist Award from the
Alzheimer's Association. | continue to have enthusiastic
dedication to education and clinical practice for AD patients
and family caregivers.”
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Research, Initiatives, Movements, and Programs

The Longest Day

The Walk to End Alzheimer’s
Health Brain Initiative

Trial Match

Virtual Library

Services in the Community

21



This initiative helps raise awareness and
funds for Alzheimer’s disease by asking
participants to set aside time on the longest
day of the year, the summer solstice in
support of funding and research. Based on
the idea that there are not enough hours in
the day to best care for those with
Alzheimer’s disease, participants pick any
activity that is meaningful to them, raise
money, and do this activity on the summer
solstice. Go to the Alzheimer’s Association
Website to get ideas on how to participate:

BRAIN AWARENESS MONTH SPECIAL SECTION
’:ﬂ‘-ﬂm :

. Alzhenner S- p,ges
*’1 o 'ﬂ g

:&‘,H'ope Payel.f. o L = )

IT'S NOT A ROLLER COASTER IN THE DARK ANYMORE - Page 21
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The Walk to End Alzheimer’s

Every year, in more than 600 communities in the U.S., the
Alzheimer’s Association Walk to End Alzheimer’s raises awareness
and funds for care, support and research. It is the world’s largest
fundraiser for Alzheimer’s disease.

2018 Champlain Valley Walk: Shelburne Museum, Shelburne, VT

Sunday, September 16, 2018
For more information:

23


http://act.alz.org/site/TR/Walk2018/VT-Vermont?fr_id=11594&pg=entry

THE HEALTHY BRAIN
INITIATIVE

The Alzheimer’s Association, in
partnership with the Centers for
Disease Control and Prevention, in
their Healthy Aging Program, have
published a Road Map “to advance
cognitive health as a vital, integral
component of public health.” This
Road Map “identifies 35 specific
action items that public health
agencies can do over the next five
years to promote cognitive
functioning, address impairment,
and help meet the needs of
caregivers.”

alzheimer’s Qb
association

bC
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https://www.alz.org/publichealth/road-map.asp

The
Healthy Brain
Initiative

The Public Health Road Map for State
and National Partnerships, 2013-2018

24



TrialMatch is a service that
assists in connecting
Alzheimer’s disease patients,
caregivers, healthy volunteers,
and physicians with free
clinical studies throughout the
country and online.

To assist in the search for
better treatments, prevention
and a cure, clinical trials and
studies are crucial. To learn
more, visit

or call 800.272.3900

alzheimer’s Q) association"

ALZ.ORG Research Center Alzheimer’s Association International Conference ISTAART Journal Grants TrialMatch Press Donate Contact

alz.org®| research center . s o

e B
advancing alzheimer’s research worldwide T ./

HOME SCIENCE & PROGRESS = CLINICAL TRIALS = FUNDING & COLLABORATION = YOU CAN HELP = STAY CURRENT = VIDEO AND RESOURCES

alz.org >> Clinical trials >> TrialMatch Text Size [N ¥ I

* About TrialMatch

* What are trials

&nerg/'/'l;’?;f.?
alzheimer’s Q_') association
* How trials work

trial

* Why participate

* Talk to your doctor .
Don't just h

op

f

e for a cure. Help us find one.

I tudi atct

* Myths vs. Facts

* How to include a study

MAKE A DONATION

250 studies, including both
conducted at sites across the
country and online.

We need your help to advance research

Indiy f s and healthy volunteers with
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Languages

a]z. T ®| alzheimer’s % association® T [swumt

The Alzheimer’s Association
has a virtual library devoted v yourcraie. 2| GEID
specifically to enhancing s
knowledge about '““i‘g“"”y
Alzheimer’s Disease and

related dementias. Visit the ——

Resource Lists

library at =

Publications

Welcome to the Virtual Library

The Field Library, located at the national office of the Alzheimerié ¥
Favorite Links Association in Chicago, IL, is the nation's oldest and foremost library and

resource center devoted to increasing knowledge about Alzheimer's disease and
Go Mobile related dementias.

Social Media Tools Search our Collection

About the Library Find materials in the Green-Field Library collection by searching our

Catalog. Once you find what you need, learn how A

Contact the Librarian

For Librarians

Questions?

ASK THE

There's new stuff all the time!
LIBRARIAN

Check out Li ing to build a cool catalog of your own books. Download the

26


https://www.alz.org/library
https://www.alz.org/library

alzheimer’s Q_')

association

Vermont Telephone Caregiver Support Group
Presented by: Alzheimer’s Association, Vermont Chapter

Join us for a new caregiver support group from the comfort
of your own home or office.

Held monthly on the 2nd Tuesday 4:00-5:30PM.

Facilitated by:
Nan Rogers and Eileen Lawson,
Volunteer Facilitators

Space is limited. If you are interested in learning more or registering for
this support group, please reach out to Pamela Beidler, Director of
Programs and Outreach: pbeidler@alz.org or 802.316.3839 x8011.

Build a support system with people who understand.

Alzheimer’s Association®” telephone support groups provide
emotional, educational and social support for caregivers through
regularly scheduled meetings. Held via telephone to accommo-
date individuals who are unable to travel to a meeting site, these
groups help participants develop coping methods and encourage
To extend your network of support, them to maintain their personal, physical and emotional health.
call our 24/7 Helpline: 800.272.3900
or visit ALZConnected®.

24/7 Helpline: 800.272.3900 | alz.o
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alzheimer’s QQY) association®

LGBTQ Phone
Support Group

Join other LGBTQ spouses and partners to support one
another while receiving information and resources on
Alzheimer’s disease and related dementias.

Held the first Monday of every month beginning in March,
for partners and spouses of people living with dementia.

For more details on timing and call-in information,
please contact the facilitator, Barb Meehan at 508.291.0660
or bamscats@gmail.com

alzorg® + eservices@alz.org alzheimer’s % association®

e-Services

‘mcon'nected You are not alone.

alrconne cted.org

ig-_ah"' Map out a plan to approach Alzheimer’s.

. L. alr.org/alzheimersnavigator
alzheimer’s Q) association®

ion plan
and fina

Find Alzheimer’s disease-related services in your area.
alr.org/CRF
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https://www.alz.org/documents/montana/EServicesSheet_NoCrops_041113.pdf
https://alz.org/we_can_help_24_7_helpline.asp

Aliceheimer’s: Alzheimer’s Through the Looking Glass
A Graphic Medicine Book by Dana Walrath

About Dana Walrath
Aliceheimer’s (excerpts)
What is Graphic Medicine?
Artwork from Aliceheimer’s
Other Work by Dana Walrath
Thank you to...

Citations
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Dana Walrath is a medical anthropologist, writer, and artist who lives in
Vermont. Until 2008, she taught medical students at the UVM College of
Medicine.

She grew up in New York City interested in art and science, spending
more time outside running and playing than inside reading and writing.
She started teaching at a young age, studied at Barnard College and
Columbia University, drawn to both visual art and biology, and earned a
PhD in the anthropology of childbirth from the University of
Pennsylvania. Anthropology was a means for her to connect creativity
with her interests in life, science, and writing.

“Since moving to the mountains of Vermont with my husband and three
sons in the summer of 2000, I’ve used stories and art to teach medical
students at the University of Vermont’s College of Medicine. Creative
writing and artwork was done mostly during hours stolen from sleep and
squeezed between other responsibilities. The balance tipped toward
creative work shortly after my mother, Alice, and dementia moved in
with us. Alice had always wanted me to be a doctor. When she stood in
my kitchen in early 2008, admiring the cabinet knobs | had hand painted
and said, ‘You should quit your job and make art full time,” | listened, and
| haven’t looked back. When Alice lived with us, | had the great pleasure
of earning an MFA in writing from Vermont College of Fine Arts.”

http://www.danawalrath.com/about/ 30



Dana Walrath with her mother,
Alice, in 2013. Courtesy of Dana
Walrath

Aliceheimer’s is an exploration of Dana’s
experiences caring for her mother, Alice
Mashoian Walrath. It is a navigation through
Alzheimer’s, the rituals that ground Alice, the
stories and memories that transport her to
different times, the childlike understanding
while grappling with a present world she can’t
remember. It is a circuitous, fluid journey
between the present and the past, following
the meanderings of Alice’s Alzheimer’s, from
seeing her late husband up in a tree outside
Dana’s Vermont farmhouse to trips back to
World War Il and food rationing. Dana puts
her expertise to work to help deal with her
mom’s memory loss, time traveling,
emotions, and sense of security.
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“Aliceheimer’s found me rather than the other way around. In February of 2008,
for the second time in the space of six months, my mother, Alice, had just been
kicked out of her apartment. The reason? Her Alzheimer’s disease. My sister and |
looked for alternatives around New York City, her life-long home. We were hoping
to keep her near the relatives to which she was the closest, near to her friends.
Instead, she moved hundreds of miles north to live with me and my family in the
Vermont woods. Vermont winters are long and cold. She hated snow. | was the
daughter who got on her nerves. The feeling was mutual...

If Alzheimer’s disease brought humor and clarity into our lives, does this mean
that our lives were utterly crazy beforehand? Perhaps it was a bit of insanity that
led me to move Alice, into our home just as our nest was about to empty, just as
she was losing her marbles. But with a community of help that included pirates,
EOOd neighbors, a cast of characters from space-time travel, and my dead father

overing in the branches of the maple trees that surround our Vermont
farmhouse, Aliceheimer’s let us write our own story daily—a story that, in turn,
helps rewrite the dominant medical narrative of aging.”
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The official definition of Graphic Medicine is “the use of comics in
medical education and patient care.” Graphic Medicine novels have
recently been recognized as a useful tool in the medical field spurred
by a resurgence in comic popularity. Dr. lan Williams, comics artist

and physician, comments that graphic medicine plays an important
role in:

Reflecting or changing cultural perceptions of medicine

Relating the subjective patient/carer/provider experience
Enabling discussion of difficult subjects

Helping other sufferers or carers
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https://www.graphicmedicine.org/why-graphic-medicine/

GRAPHIC MEDICINE

“Graphic storytelling captures the

complexity of life and death, of sickness and

health. Going back and forth between the
subconscious and conscious, between the
visual and the verbal, lets us tap into our
collective memory, an essential element of
storytelling.”

“Graphic medicine gives us ways to see the
world through the eyes of others. We can
better understand those who are hurting,
feeling their stories, and redraw and
negotiate those social boundaries. Most of
all, it gives us a way to heal and to fly over
the world as Alice does.”

—Dana Walrath
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Nancy Bianchi, for acting as consultant and for always being so
supportive

Kate Birnbaum, for her hard, diligent work

Pamela Beidler, for her guidance and for the wealth of information
provided by the Alzheimer’s Assoc. of VT

Dr. William Pendlebury, for his enthusiasm and contribution

Dana Walrath, for her story and creativity
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