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CONFERENCE AGENDA
7:45 am

MARCH 27, 2019

REGISTRATION
CONTINENTAL BREAKFAST AND EXHIBITOR VISITS

8:30 am

WELCOME
Dan Lawler, Executive Director, Alzheimer’s Association Desert Southwest Chapter

8:45 am

KEYNOTE
“Partners in Care: Strategies Across the Care Continuum“
David W. Coon, PhD, Arizona State University, College of Nursing and Health

10:00 am

BREAK

10:15 am

BREAKOUT SESSIONS
“An Unexpected Journey: Navigating Aging and Disability Resources and Services"
Brandon Baxter, AAA-NACOG
"Personal Advocacy Today and For Your Future"
Bonnie Shimko, CSA, Arizona Care Management Solutions

11:15 am

BREAK

11:30 am

GENERAL SESSION
“Fact or Fiction: The Truth about Alzheimer’s disease”
Heather Mulder, Banner Alzheimer’s Institute

12:30 pm
1:15 pm

LUNCH
BREAKOUT SESSIONS
“Put Your Oxygen Mask On First: Self-Care Practices for the Caregiver"
Kinsey McManus, Alzheimer's Association Desert Southwest Chapter
“Planning For the Future: Diﬃcult Conversations”
Tommy Montanarella, MS, Alzheimer's Association Desert Southwest Chapter

2:15 pm

BREAK

2:30 pm

GENERAL SESSION
“How Healthy Is Your Brain”
Katurah Hartley, Cleveland Clinic Lou Ruvo Center for Brain Health

3:30 pm

CLOSING REMARKS
Lesley Jenkins, Regional Director, Alzheimer’s Association Desert Southwest Chapter

3:45 pm

CONFERENCE ADJOURNS

DESERT SOUTHWEST CHAPTER

MARCH 27, 2019

OUR VISION
A world without Alzheimer’s disease

OUR MISSION
To eliminate Alzheimer’s disease through the advancement of
research; to provide and enhance care and support for all aﬀected;
and to reduce the risk of dementia through the promotion
of brain health.

OUR PURPOSE
In alignment with our Nationwide Mission, to empower and support
individuals, families, care partners and communities aﬀected by
dementia in Arizona and Southern Nevada.

DEDICATION
This Annual Education Conference is dedicated to the people of
Southern Arizona with Alzheimer’s and related dementias; their
families, friends and care partners
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Executive Director
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Executive Assistant
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Development Director
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Regional Oﬃce Manager
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The Desert Southwest Chapter Southern Arizona Region wishes to thank the following
individuals for their generous contribution of knowledge to our 2019 conference.
We are grateful for their help in making this conference a success.
Our keynote speaker, David W. Coon, PhD
Brandon Baxter
Bonnie Shimko
Heather Mulder
Kinsey McManus
Tommy Montanarella
Katurah Hartley
Dan Lawler
We would also like to thank our conference volunteers for their time and care to ensure
our conference was a memorable experience for all.
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Bonnie Shimko

Bob Ellis

Christine Clements-Stein

Patty Gourley

Jill Storms

Kathy Marzec

Dawn Temple

Catherine McMillan

Karen Valenza

Melodie Merino

Kris Wang

Yvonne Napolitano

Carol White

Jim Schutz

Pennie Weise
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The Desert Southwest Chapter, Northern Arizona Region wishes to thank the following
2019 sponsors for their generous support of our annual education conference.
We are grateful for their help in making this conference a success!

SALUTATORIAN

CUM LAUDE
AARP
Home Care Assistance
United Healthcare
DOCTORATE
CarePatrol of Northern Arizona
Right atHome
The Peaks Senior Living Community
BREAKFAST & SNACKS UNDERWRITER
Adult Care Services

CONFERENCE SPONSORS

GET THE
FAMILY CAREGIVING
SUPPORT YOU NEED,
WHEN YOU NEED IT
Your caregiving journey can be
challenging in all kinds of ways.
You never know where it might lead you next.
At AARP Family Caregiving, we're here to help you
get answers, connect with other family caregivers
and find resources online and close to home. So
you can take care of what matters most.
To learn more, visit aarp.org/caregiving.

 /aarparizona
 @AZ_AARP

MARCH 27, 2019

Alzheimer’s
Affects Us All
Home Care Assistance
Can Help

Our caregivers are trained in the
Best FriendsTM Approach to Dementia Care
Based on the belief that what a person with
Alzheimer’s needs most of all in their
caregiver is a “Best Friend” who:
• Ties activities into their past
• Builds a relationship with
skills and interests
their client through respect,
empathy, support, trust and • Empathizes with their
feelings of being lost and
humor – the elements of
lonely due to forgetfulness
friendship
and confusion.
• Knows their client’s Life Story
to help them recall memories

Call to learn more.

928-771-0105

HomeCareAssistancePrescott.com

Discover the 37 Year Old Nonprofit
Difference for Your Loved One with
Alzheimer’s or Dementia and You
at the Programs of Adult Care Services~

The Susan J. Rheem Adult Day Center
Where Socialization is an
Integral Component of our
Medical Care.
The Margaret T. Morris Center
Northern Arizona’s ONLY
s
20 Year
19
0
2
9
9
9
Assisted
Living Exclusively
1
for Persons with
Alzheimer’s Disease and Dementias.
928-771-2335
www.AdultCareServices.org
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PARTNERS IN CARE:
STRATEGIES ACROSS THE
CARE CONTINUUM
David W. Coon, Ph.D.
David W. Coon, Ph.D., is Associate Dean, Research Initiatives, Support, & Engagement
and Professor College of Nursing & Health Innovation at ASU. After receiving his Ph.D.
from Stanford University, he was the Associate Director of the Older Adult Center of
the VA Palo Alto Health Care System and the Stanford University School of Medicine
and Research Scientist at UCSF/Mt. Zion Institute on Aging.
Dr. Coon designs and evaluates interventions, such as CarePRO and EPIC, that focus on
culturally diverse groups of midlife and older adults facing chronic illnesses
(e.g., dementia, cancer, depression) and their family caregivers. Several of these
empirically based treatments have been recognized by the American Psychological
Association, the Substance Abuse and Mental Health Services Administration, the
Administration on Aging’s Alzheimer’s Disease Supportive Services Program, and other
entities.
A fellow of the Gerontological Society of America and a PLuS Alliance Fellow,
Dr. Coon has had his work funded through federal and foundation grants. In addition, he
and his community partners received The Rosalynn Carter Institute’s 2013 National
Leadership Award in Caregiving for CarePRO as well as the ASU President’s Medal for
Social Embeddedness.

People….
Partners in Care:
Strategies across the
Care Continuum
David W. Coon, PhD
College of Nursing & Health Innovation
Supported by the U.S. Administration on
Aging; National Institute on Aging; the
National Institute of Nursing Research;
MGIA; and the State of Arizona- AARC

Method To My Madness


Parallel journeys
 Informal (family, friends, neighbors) &
Formal (professionals) Caregivers
 Parallels – let’s see how this journey rolls
 Tools for caregiving – tools for life



There are four kinds of people in the
world. Those who
 have been caregivers,
 are currently caregivers,
 will be caregivers,
 will need caregivers.
-Rosalynn Carter

Caregiver - The Hidden Patient
AT RISK FOR:
 Depression (>50% depressed)
 Extreme fatigue, stress, anger/
frustration
 Anxiety, upset, feeling overwhelmed
 Guilt
 Financial loss
 Social isolation
 Physical health problems/Morbidity
 Mortality??
Alzheimer’s Association, 2017; Coon et al., 2003; 2012; Ory et al., 1999; Schulz, et al, 1995;
Schulz & Beach, 1999; Vitaliano et al., 2003

1

Caregiving is Beyond
the Critical Tipping Point


Family caregivers must…
 Care for patients discharged “sicker and quicker”
 Navigate health care systems that lack care
coordination
 Deal with “information overload” and choices
 Manage difficult medication schedules and
sophisticated technology in the home
 Juggle competing demands of work and care
 Often provide/coordinate caregiving long distance
 Locate, access, and monitor quality paid help

What’s Successful?
Implementing Caregiver Interventions


Education alone.



Care Management.



Respite.



Support Groups.



Environmental.



Technological.



Education & Skill Training (CR, CG, both).



Psychotherapy/Counseling.



Multi-component.

Coon, D. et al. (2102). Family Caregivers of Older Adults. In F. Scogin, Evidence-based Psychological
Treatments for Older Adults. American Psychological Association.
Gallagher-Thompson, D. & Coon, D.W. (2007). Evidence-Based Psychological Treatments for Distress
in Family Caregivers of Older Adults, Psychology and Aging, 22, 37-51.

Addressing Burnout,
Stress, & Distress


Doing Tools
 Pleasant Events Scheduling
 Assertive Communication
 Mindful Breathing/Relaxation Strategies



Chronic Stress Trajectory
of Caregiving

Thinking Tools
 Self-talk to Challenge Unhelpful Thinking
 Care Values & Care Task Preferences for
Future Care Planning

Caregiver/CR
Trajectory

Psychological
Appraisal

Health
Effects

Placement
Initiate
IADL CG

Expand
ADL CG

Benign?

Distress

?

?

Minor?

Psychiatric/
Physical
Morbidity

?

?

Death

Death

Caregiver
Intervention
Research
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Key Outcomes at 3 Months

CarePRO:
Care Partners Reaching Out

Arizona (n = 448)

Coon et al., 2016



ES

p value

ES

Depressive symptoms

<.001

1.17

<.001

.50

Negative coping

<.001

.26

<.001

.49

Caregiver bother

<.001

.49

<.001

.53

Negative social support
interactions

<.001

.18

<.001

.23

Positive coping

<.001

.25

<.001

.34

Satisfaction with
received support

=.003

.17

<.001

.36

10 Weeks
 Alternating Weeks of Psychoeducational/
Skill-building Groups & Coach Calls
•
•
•
•
•



Nevada (n = 189)

p value

Mood management
Stress management
Effective communication
TBR & Problem solving
Pleasant Events

Over 600 Arizona and Nevada family
caregivers over 3 years.

Social Validity

Quality of Life Indicators at 3 Months
Arizona (n = 448)

Nevada (n = 189)

p value

ES

p value

ES

Memory & behavior
problems

<.001

.26

<.001

.32

Target complaint stress

<.001

1.21

<.001

1.60

Leisure time satisfaction

<.001

.46

<.001

.35

Positive aspects of
caregiving

<.001

.22

<.001

.38

Caregiving self-efficacy

<.001

.45

<.001

.50

Caregiver prep (self)

<.001

.51

<.001

.68

Caregiver prep (CR)

<.001

.48

<.001

.69

Knowledge of formal
care services

<.001

.79

<.001

.89

Arizona (n = 448)
%
% great deal

Nevada (n = 189)
%
% great deal

Overall benefit

99.4

85.0

100

87.2

Memory loss

97.8

74.5

98.1

78.0

Confident behavior
prob.

98.7

74.4

99.4

82.9

Life easier

96.9

57.7

96.3

70.7

Ability to care

96.9

62.4

98.8

75.6

Improve CR’s life

89.3

41.1

93.0

65.6

3

Case Example

Depressive Symptoms
CES-D (10-item score)



14

CES-D Score (range: 0-30)

12

11.68

10
8.60

8.54

8.53

• Baseline vs. 3 mos
t = -11.71, p < .001

8

• 3 mos vs. 6 and 12 mos
t = -0.72, p = .474

6
4

Intensive

Maintenance

2
0
Baseline

3 months
6 months
Assessment Time Point

12 months

Strategies Caregiver Can Use to
Prevent the Problem Behavior

Behavioral Chain
Trigger

Behavior

Reaction

The only thing that you as a caregiver have
control over are TRIGGERS and REACTIONS.
Occasionally, however, we can’t change the
TRIGGERS. During those times, changing how
you REACT to the behavior could keep the
situation from getting worse.

Valeria is a 57-year-old Latina who has been
caring for her 64-year-old husband Ernesto.
The couple has an 18-year-old grandson living
with them who provides minimal assistance
with Ernesto’s care. She came to the group
stating that after 25 years of marriage, she was
having a difficult time understanding her
husband’s behavior: he was diagnosed with
Alzheimer’s disease a little over a year ago, and
in this short period of time, had his driver’s
license revoked and lost contact with many of
his friends.

1.

Set out fresh clothes for him and reward him when he
wears them; give him a compliment on how nice he looks
or make him his favorite breakfast.

2.

Hide the outfit he really likes where he cannot find it.

3.

Buy him several pairs of the same pants and shirt so that
he thinks he is wearing his favorite outfit

4.

When he goes to bed, take his clothes and put them in the
laundry machine. Set the machine on the soak cycle so
that if he looks for them and notices they are wet, he will
need to find something else to wear.

4

Mood Management




Thought Record

Learn new forms of “self-talk” so that
you can be encouraging yourself
mentally as you go through the day.
Three steps to managing your feelings:
1. Stop and identify current thoughts.

Situations

Current
Thoughts

Feelings

Challenge &
Replace

New Feelings

My neighbors and
children will see
my husband in the
same clothes.

Everyone will think
I don’t care about
my husband.

Stressed.
Guilty.
Sad.
Embarrassed.

I told my
neighbors. They
asked for
information about
Alzheimer’s. I
took my daughter
with me; they all
told me how much
they believe I do
for Ernesto.

Less trapped
and less guilty.
Happier.
More relaxed.
Less
embarrassed
with those who
know me.

Everyone will still
think he is dirty
and his clothes are
dirty.
My children will
think I have given
up.

2. Challenge & replace unhelpful
thoughts.
3. Pay attention to how you feel.

My children say
“You are smarter
than ever”; “You do
a great job”; “We
hope our spouses
love us as much as
you love Papa”.
He is clean; he is
happier; We are
not arguing.

Chronic Stress Trajectory
of Caregiving

EPIC: Early Stage Partners in Care


Caregiver/CR
Trajectory

Psychological
Appraisal

Health
Effects

Placement



Initiate
IADL CG

Expand
ADL CG

Benign?

Distress

?

?

Minor?

Psychiatric/
Physical
Morbidity

?

?

Death

Death

Caregiver
Intervention
Research

Little evidence supporting early stage interventions
to date; only 1 RCT reported impact on some EP
outcomes
(Logsdon et al., 2010)
Developed EPIC

 EPIC Group based dyadic intervention (Early stage individuals
& care partners)
 Builds off SHARE
 Education, skill building, stress inoculation

Communication

Relaxation

Problem solving

Self-care Activities (Pleasant Events)
 Care Values & Preferences
 Preparedness
Coon & Whitlatch, 2013
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EPIC Project Results

EPIC Project Results: Social Validity

Coon & Whitlatch, 2013
EP

Measure

PROJECT EVAL (42 dyads/84 individuals)

CP

p

Effect size

p

Effect size

Dyadic strain
negative

< .01

.48

< .05

.31

Care
Preparedness
CES-D/
Depressed Affect
DQoL Negative
Affect
QoL total

< .05

.34

<.001

.56

< .01

.28

< .05

.32

<.001

.43

<.001

.73

< .01

.33

< .05

.36

DQoL (self
esteem)
Problem Solving
Self Efficacy
Knowledge- EP’s
LTC wishes

<.001

.54

<.001

.83

EP (% agree)

CP (% agree)

Overall benefit

94.4

100

Understand memory loss and its effects
on people

94.4

100

More confident in dealing with CR’s
memory problems

94.3

100

Make your life easier

96.9

97.3

Enhance ability to care for yourself

81.8

89.7

Enhance ability to care for your partner

100

100

Four Pleasant Events a Day
Keep the Blues Away


Care Values &
Care Task Preferences
Exercises



Don’t have to be huge pleasant
events.
Must be Consciously Chosen, and
Deliberately Done to experience
control.
1. Events Control Mood.
2. To some extent you can control events.
3. Therefore, you can control mood.

6

Tracking Pleasant Events:
Learning To Put Pleasure into One’s Life
Days
Pleasant Events

1

1. Working on Computer



2. Reading Religious Books



2

3

4



5

6







7




3. Attending a Good Movie


4. Going for Walks













5. Browsing in Library




Music & Memory



An Interprofessional Partnership in Care



Robin Rio, & Valerie Bontrager, 2016/2017



6. Listening to Car-Talk


7. Listening to Music







8. Doing Physical Exercises


9. Meeting with Friends











David W. Coon, Marianne McCarthy, Lisa O’Toole,



10. Getting out for a Drive
Total

5

4

4

4

3

6

5

Resident Salivary Cortisol Pre-post Bathing Event Change on
Music vs. No-Music Days

4.00

3.00

2.93
2.90

3.18

2.87
2.59

2.42

2.00

Pre
Post

1.00

1

2
Phase

3

Salivary Cortisol (ng/dll)

Resident Positive‐Energetic
Mood

Resident Positive-Energetic Mood: Pre-Post Change by Phase

0.30
0.3
0.24
0.2

0.20

0.20

Music
No Music

0.1

0

Pre
Post
Pre vs. Post Event (Bath)
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Social Support
& Effective Communication




But….
Is all social support
good?

We get by with a little help
from our friends….
Or in spite of …?

“HONEY DO LIST”

Communication Skills


Good assertive communication:
 Identifies the situation.
 Describes what you think & feel.
 Expresses what you want the listener to do &
what you can do in return.
 Assert why the “ask” and how it can help.
 Listen carefully to the response. Negotiate as
needed.



Some Examples

People have the right to say “No.”









Come by to socialize
Participate in shared interests, hobbies
that are pleasant for everyone
Find valid and useful information that is
needed (medical or care information)
Pick up groceries
Make a meal
Mow the lawn/Wash the car
Call, text, email or webcam with you…
simple regular check-ins can mean a lot!
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Chronic Stress Trajectory
of Caregiving

Caregiver Responses Following
Care Recipient Placement


Placement

Caregiver/CR
Trajectory

Psychological
Appraisal

Health
Effects

Initiate
IADL CG

Expand
ADL CG

Benign?

Distress

Minor?

Psychiatric/
Physical
Morbidity

Death



?

?



?

?

No significant change in either depressive
symptomatology (CES-D) or anxiety (STAI)
CES-D was higher for caregivers who were
married to the care recipient, visited more
frequently, or were less satisfied with help
received from others
Anxiety was higher for caregivers who visited
more frequently, or were less satisfied with
help received from others
Schulz et al., JAMA. 2004;292:961-967

Death

Grief - Avoid the Myths

Caregiver Responses after
Care Recipient Death


Significant declines in depressive symptoms (3 months);
Substantially below caregiving levels (12 months).



Death relief to care recipient (90%); self (72%).



Complicated grief associated with higher levels of pre-loss
burden and depressive symptoms, more cognitively
impaired care recipients.



Those in psychosocial intervention less likely to report
complicated grief. Those in CWC (CarePRO), in particular.

(Tim Lawrence, October 2015)







Does everything really happen for a
reason??
When opportunities are shattered,
you grieve. When dreams die, you
grieve. When illnesses wreck you,
you grieve.
Some things in life cannot be fixed.
The can only be carried.

Holland et la., 2009; Schulz et al., 2003; Schulz et al., 2006
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Grief - Avoid the Myths

Chronic Stress Trajectory
in Caregiving

(Tim Lawrence, October 2015)








Grief is woven into the fabric of the
human experience.
If it is not permitted to occur, its
absence pillages everything that
remains.
Grief itself is not an obstacle.
Obstacles like how to live; how to
carry what we have lost; how to
weave a new mosaic come in the
wake of grief.

Skills for Life
Doing Tools







Pleasant Events

Thinking Tools


Problem Solving &
Behavior
Management



Assertive
Communication &
Rallying Support



Relaxation Strategies

Self-Talk: Managing
Unhelpful Thinking
Values Clarification &
Care Task
Preferences
Positive Affirmation

CG/
CR Trajectory

Psychological
Appraisal

Health
Effects

Placement
Initiate
IADL CG

Expand
ADL CG

Benign

Distress

Minor

Psychiatric/
Physical
Morbidity

Death

Distress

Relief

Continued
Depression/ Recovery
Reengagement

Death

Stress MGT: Mindful Breathing



Body & Mind Scan
Choose a word that represents
relaxation for you
 (peace, relax, calm)






Four deep breaths; mouth your word
during exhale
Rate tension (before & after)
Practice!
Alternative:

 Tense muscles on inhale and release while
mouthing your word.
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Concluding Comments






The truly strong in our society are those who
reach out for support, whether the abscess is
on the knee or on the soul.
Courage is the willingness to face the
unexpected, for that is what defines it.
Individuals facing chronic illness or
impairment and their caregivers are incredibly
courageous.

Aging & Behavioral Health Projects
CarePRO: Care Partners Reaching Out
EPIC: Early Stage Partners in Care
CarePRO IDD, EPIC Living Alone
(Pima & Maricopa Counties)
CarePAL, CarePRO LTC, MCI, and Music & Memory
(Maricopa County)
For information, please call:
(602) 496-1239
1-844-418-5538 (outside Maricopa County)
(English/Spanish)
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AN UNEXPECTED JOURNEY:
NAVIGATING AGING AND
DISABILITY RESOURCES
AND SERVICES
Brandon Baxter

Brandon Baxter is Aging and Adult Programs Manager at the Area on Aging in Flagstaﬀ.
He is responsible for the Administration of the Older Americans Act Programs and
Services in Apache, Coconino, Navajo and Yavapai Counties.

An Unexpected
Journey:
Navigating Aging and Disability
Resources and Services

THE AGING NETWORK
President of the United States

Congress
Federal Level

Department of Health
and Human Services
Administration on Community Living (ACL)

State Level

Governor Ducey
Dept. of Economic Security

Governor’s Advisory
Council on Aging

Division of Aging & Adult
Services

Local Level

NACOG Board of Directors
Area Agency on Aging,
Region III
Non-Profits
Clients
Counties

Area Agency
Advisory Council
For Profits
Towns

Service Providers

NATIONAL NETWORK

• There are about 622 Area Agencies on Aging and about 225 Title VI Grantees

ARIZONA AREA AGENCIES ON AGING

REGION III SERVICE AREA
• Coconino County
• Apache County
• Navajo County
• Yavapai County
The largest geographic
service area in the country.

OUR MISSION

•NACOG Area Agency on
Aging provides answers on
aging through resources,
services and advocacy.

WHO WE SERVE
18

30

40

50

60+
Older Adults

People w/ Disabilities and
Long-Term Care Needs

Family Caregivers
Grandparents Raising
Grandchildren
Residents of Nursing Homes & Assisted Living Facilities
Older Volunteers & Older
Workers

OLDER AMERICANS ACT
• Major vehicle for Funding
• Backbone of nation’s long –term services
and supports system
• Funds critical programs to help seniors stay
healthy and independent
• For over 50 years the OAA programs have
demonstrated a unique ability to provide
quality services while enhancing and
protecting federal resources
•

Older Americans Act of 1965, P.L. 89-73
July 14, 1965

Lyndon Johnson signing the OAA, 1965
10

FEDERAL FUNDING COMMITMENT
TO AGING SERVICES DIMINISHING

•1980

$9.24
Per adult 65+

2010

$3.85
Per adult 65+

THE AGING TSUNAMI
•According to Health
Ways half of the babies
born today will live to be
100. What does that
mean moving forward
for us a society and as a
world? Older Americans
represent the fastest
growing demographic in
the country and they
have an increasing
desire and need to age
in place in their
communities.

SIGNIFICANT POPULATION GROWTH
PROJECTED STATEWIDE

3,600,000

3,006,035

3,100,000
2,600,000
2,100,000
1,600,000

1,232,791

1,100,000
600,000
100,000

Projected AZ Population Growth 60+ 2010-2020

2010 Older Adult Population

2040 Older Adult Population

TOLL FREE: 877-521-3500

THE IMPORTANCE OF ACCESS
TO SERVICES
•Services are critical to the
quality of life for older adults. Is
housing close to amenities? Is
there transportation available?
Do older adults have a way to get
to church? Do you know where
to go to access services? Did you
know about your Area Agency on
Aging and what they can
provide?
•The availability of community
services can make the difference
between aging in place or
moving to an institution.

ADVOCACY
•The Older American’s Act states…..“The area agency
shall serve as the public advocate for the development
or enhancement of comprehensive and coordinated
community-based systems of services in each
community throughout the planning and service area.”
•We may make recommendations to meet the needs
of older adults in health and human services, land use,
housing, transportation, public safety, workforce and
economic development, recreation, education, civic
engagement and emergency preparedness.

ADVOCACY CONT.
Solicit comments from the public on the needs of older
persons
Represent the interests of older persons to local level and
executive branch officials, public and private
agencies or organizations
Consult with and support the State's long-term care
ombudsman program
Undertake on a regular basis activities designed to
facilitate the coordination of plans and activities
with all other public and private organizations

TOLL FREE: 877-521-3500

SUPPORTIVE SERVICES
Older American’s Act – Title III B
•
•
•
•
•
•

Information and referral
Case management
Home & Community Based Services
Transportation
Legal Advocacy
Community Education

TOLL FREE: 877-521-3500

ADMINISTRATIVE UNIT
•
•
•
•
•
•
•

General Operations
Budget
Fiscal Oversight & Compliance
Contracts Management
Quality Assurance
Data Management
Reporting

TOLL FREE: 877-521-3500

CLIENT SERVICES UNIT
* INFORMATION & REFERRAL
Resource House
Options counseling
Transportation

* CENTRAL INTAKE
* CASE MANAGEMENT
* EMERGENCY EVACUATION COORDINATION

TOLL FREE: 877-521-3500

CENTRAL INTAKE AND I&R
• Nationally AIRS certified I & R specialists to
answer calls
• Information on Long term support services,
NACOG services, and home & community
based services
• Extensive data base for information and
referrals, updated regularly

TOLL FREE: 877-521-3500

CENTRAL INTAKE AND I&R

TOLL FREE:
• 877 521 3500
Flagstaff local
• 928 213 5215

CASE MANAGEMENT
• Intake, assessment & case management by
Care Coordinators
AAA Services that must be case managed
• Attendant Care
• Adult Day Care
• Home Delivered Meals
• Respite

TOLL FREE: 877-521-3500

CONGREGATE & HOME
DELIVERED MEALS
Older American’s Act - Title III C1& C2
• Congregate Meals reduce hunger & food insecurities,
promote socialization, provide nutrition education and
promote health and wellness
• Home Delivered Meals are delivered to persons in their
homes who are unable to participate at a Congregate
Meal site , delivery includes a wellness check.

TOLL FREE: 877-521-3500

PROGRAMS UNIT
• MEDICARE/BENEFITS COUNSELING – assistance with question
on Medicare and public benefits
• OMBUDSMAN – Advocacy for residents in long term care
• FAMILY CAREGIVER SUPPORTS PROGRAM
• HEALTH AND WELLNESS PROGRAMS
• LEGAL SERVICES: Civil & Administrative Law assistance
• VOLUNTEER MANAGEMENT & OUTREACH

TOLL FREE: 877-521-3500

MEDICARE/BENEFITS
COUNSELING
• Help with signing up for Medicare
• Help with claims/billing, appeals/grievances, errors/fraud, and abuse,
and quality of care
• Issues surrounding Employee insurance vs Medicare
• Medicare part D Prescription Drug plan: finding a plan that suits your
needs
• Medigap/Supplement plans, comparisons, benefit explanation, claims
and billing
• Extra Help for low income with Prescription Drug Plan premiums and
out of pocket expenses

TOLL FREE: 877-521-3500

MEDICARE/BENEFITS
COUNSELING
• AHCCCS and Medicare Savings Plan application assistance
• Other benefit issues: VA/Military benefits and Medicare duals, Federal
employee benefits
• Durable Medical equipment- eligibility, Medicare contracted providers
for DME to include oxygen.
• Senior Medicare Patrol – how to review EOB’s and Medicare Summary
Notices
• Other public benefits
• Eligibility is for anyone on Medicare and applying for Medicare

TOLL FREE: 877-521-3500

VULNERABLE ELDER RIGHTS
Older American’s Act – Title VII

•
•
•

Long term Care Ombudsman Program –
advocacy for residents in long term care
Legal Advocacy
Prevention of Elder Abuse, Neglect and
Exploitation

TOLL FREE: 877-521-3500

FAMILY CAREGIVER SUPPORTS
Older American’s Act – Title III E
For family caregivers and grandparents or older
individuals who are relative caregivers
Includes:
• Information and Assistance
• Support groups
• Respite care
• Education and Training

TOLL FREE: 877-521-3500

HEALTH & WELLNESS
Older American’s Act Title III-D
•
•
•
•
•
•
•
•
•

Chronic Disease Self-Management
Chronic Diabetes Self-Management
Chronic Pain Self-Management
Matter of Balance
Nutrition Education
Tai Chi
WISE
Rx Matters
Mental Health First Aid

TOLL FREE: 877-521-3500

VOLUNTEER OPPORTUNITIES
A variety of positions available
• Office assistance
• Medicare/Benefits counseling
• Ombudsman
• Family Caregiver support services
• Case Management Assistance
• Lay Leaders for Health & Wellness classes
• Intern positions through NAU
• Americorp – RX Matters
• VISTA – Health and Wellness
• Phone Reasurance

TOLL FREE: 877-521-3500

Community Education

Moving Forward: Partnering – Planning - Progressing

AREA AGENCY ON AGING NACOG

• Mary Beals-Luedtka, Director DIRECT LINE 928-213-5226
• Brandon Baxter, Programs Manager
928-213-5225

• TOLL FREE: 877 521 3500
•
•
•
•
•

Flagstaff local: 928-213- 5215
Fax: 928-214-7235
Email: aaadir@nacog.org
Website: www.nacog.org/areaagencyonaging
Facebook: Area Agency on Aging-NACOG

• Rev 2/14/19
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PERSONAL ADVOCACY TODAY
AND FOR YOUR FUTURE
Bonnie Shimko, CSA
Bonnie Shimko CSA, is the founder and CEO of Arizona Care Management Solutions
(AZCMS). They provide long-term care management, advocacy, and quality consulting
with a support team for seniors and their families. Using eﬀective communication and
available resources, AZCMS helps navigate the fast changing environment of healthcare
as it relates to the personal journey of aging. Bonnie is a well-known presenter on a
variety of topics related to the journey of aging.
She facilitates both the Alzheimer’s and Parkinson’s Support Groups for the Verde Valley
and is also a trained facilitator for the National Alliance of the Mentally Ill. In addition,
Bonnie is a member of Manzanita Outreach committee identifying solutions for seniors
that are nutritionally marginalized. She is also a trained Stephen’s Minister.
Currently, she serves on the Regional Leadership Committee for the Alzheimer’s
Association in Northern Arizona and Rusty’s Morningstar Ranch for autistic men. She
had served an elder care advisor for 10 years with the JacksonWhite Law ﬁrm in
Phoenix. She is a past board member for the Arizona Geriatric Society, Arizona Senior
Action Coalition, Community Partnership for Comfort Care and Kids Against Hunger.
Bonnie also served as executive marketing director of a large continuing care retirement
community, opened an adult daycare center and Alzheimer’s unit for the facility. She
managed ﬁve group homes for adults with disabilities and is credited with implementing
the Medical Home Grant for the state of Arizona for comprehensive Care Coordination.
She established Abrio Care, a non-medical home care company in both Cottonwood and
the Prescott markets.

Personal advocacy for
today and the future
Presented by:
Bonnie Shimko, CEO, Certified Senior Advisor
Aging Life Care™ Expert
Bonnie@azcaremanagement.com
www.azcaremanagement.com
928-300-0172
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Truths about aging

“It's paradoxical that the idea of
living a long life appeals to
everyone, but the idea of getting
old doesn't appeal to anyone.”
― Andy Rooney

First benefit of aging – it is better
than the alternative.
3
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Benefits of aging
Liberation comes with age

Wisdom grows with age

•
•
•

•
•
•

More self-accepting and confident
More calm, less anxious
Freer to express oneself without
worrying about others judgements

•

Intuition
Perspective
Improved ability to
compare/contrast
Use both sides of the brain

Creativity increases with age
•

Ability to solve problems by applying insights from prior situations and
experiences to new ones

Happiness grows with age
•
•

4

U-shaped curve of happiness
Increased ability to focus on what increases happiness
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What does “aging well” mean to you?

6
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When I’m 94
Do you have the detail
for how you want to
live, even if you are
nowhere near dying?

7
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Your role in “aging well”
Develop your personal care plan
Architect
Architect

Director
Director

Client
Client

Design how you
want your life to
work.

Manage your own
affairs until you can
no longer do so.

Receive the care
and support that
you made plans for.

Source: When I am 94, Author Elizabeth Bewley
8
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Your role in “aging well”
Solutions for your future
Medical and
Mental Health POA

Point person
(POA)

Financial
POA

Beneficiary
deeds

Living will
Will

9

Advocate
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HIPAA releases
Trust

Today’s agenda
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Architect your plan
Choose a point person
• Choose trusted, educated
individual(s) to walk the journey
with you.
• Choose people that you trust completely. Consider their
personality and their availability to assist. Are they detail-oriented
and have a good financial mindset? Do they have ability to make
key healthcare decisions?
• Write an actual agreement concerning the financial criteria you
would like them to follow, and select an additional person to
receive copies of all your financial documentation.
• Select other people as part of your team, with written permission
for them to communicate to others.
11
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Responsibilities of a point person
• Reviews and understands the
Powers of Attorney and end-of-life
planning you established.
• Meets all the professionals you
have selected to support you,
i.e., tax accountant, bookkeeper,
lawyer, advocate.
• Ensures that your financial assets are safeguarded.
• Handles investments, cash flow and taxes.
• Makes key healthcare decisions.
• Oversees other administrative tasks.
12
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Consider this scenario
Husband and wife are in their late 70’s. They
established a trust and designated their powers of
attorneys for medical, mental health and living will.
They are prepared for whatever comes their way, right?

NOT EXACTLY
Unfortunately, the husband passed away suddenly. When
the family read the documents, some of them did not agree
with the decisions that were made. It is now in court, as
they are questioning the validity of the decisions, based on
conditions at the time of the signing of the documents.
13
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Action plan
Ensure that you begin to architect your future
early on while you are in good health.
Carefully consider who you would choose to
grant various types of authority.
Have all of your documents reviewed and
verified.
Speak with your family members or concerned
parties after you have completed the documents.

14
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Architect your plan
Choose an advocate
Memory
Manage
finances
Psychosocial

Driving
Full
assessment

Mobility

Home
safety
Personal
care

Medical

• Choose someone who can
help you to optimize your
quality of life.
• Ensure that your
personalities are
compatible and aligned.
• The person needs the
appropriate skillset and
time to facility the myriad of
responsibilities.

Many eyes make for good care management!
16
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Responsibilities of an advocate
• Captures your life story on paper – who you are and what you like.
• Records your wishes, i.e., where and how you want to live, when it is
time to stop driving, how you want to handle the cost of care, concerns
about incapacity.
• Coordinates your medical records and HIPPA releases.
• Plans for any possible hospitalizations, rehab visits and future care.
• Serves as liaison to avoid any complications of hospital care.
• Manages all aspects of any care transitions.
• Watches and screens for any signs of cognitive decline.
• Is an advocate at the physicians office, hospital, rehab, assisted living.
• Oversees aspects of your daily living arrangements.
• Coordinates all care and living arrangements.
• Communicates progress and issues back to the point person.
17
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Consider this scenario
A couple are living in the large family home. The wife
has Alzheimer's, but the husband has been able to care
for her. Then one day, she falls and breaks her hip.
Were they prepared for this unexpected accident?

SOMEWHAT
While the couple had engaged an advocate prior to her fall,
they had not had the opportunity to record their wishes.
Fortunately, the advocate stayed by her side, navigated the
hospitalization and the eventual care transition to a skilled
nursing facility. The story ended well, but what would have
happened if this had been more serious and no one knew
her wishes for future care.
18
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Action plan for hospitalization
If you know you are going to
have surgery you should;
• Review your health history and
medications (you should always
carry a list in your wallet) with
the doctor.
• Discuss the medications you
do not wish to take, i.e., Valium
or Ativan.

Engage a bedside advocate 24/7 to assist and reduce
cognitive decline (delirium).
Discuss the transition plan for rehabilitation.
19
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Action plan to prevent delirium
Try to avoid all painkillers and opiates.
Engage with familiar people 24/7 if
possible.
Dress daily, including glasses, hearing
aid and dentures.
Always have a clock and a calendar
within site.
Keep your environment calm.
Have personalized ‘media’ with you,
i.e., photos, favorite music, reading
material and list of favorite TV shows.
Pursue cognitive rehabilitation.
Stay well hydrated and eat.
20
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Delirium is a serious
disturbance in
mental abilities that
result in confused
thinking and reduce
the awareness of the
environment. It is the
most common
complication of acute
illness and
hospitalization for
older people in
the US.

Action plan for care transition
Prior to having a health issue, research and visit rehabilitation
centers and skilled nursing facilities to see what you like and
what you don’t like.
List all medications that you take and keep track of important medical
information so you can share it with healthcare providers.
With the assistance of an advocate, ensure you follow-up with
primary care physician and specialists – understanding the
importance of follow-up care after discharge can prevent
re-hospitalization.
Red flags – know what the important signs and symptoms of your
medical condition are, and report to your primary care physician.
Research and plan ahead if you need any necessary medical
equipment.
Plan for household assistance with daily tasks.
21
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Support that sustains
There are challenges
of aging …
•
•
•
•

Social losses mount
Mobility may decline
Cognition decline
Assistance with personal care

Life is 10% what happens to you,
and 90% how you react to it.
23
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Charles Swindoll

Support that sustains
• Keep your relationship with loved ones strong.
• Utilize professionals that have your well-being in mind
and are your advocate.
• Make sure you are working with someone who not only
helps you with your immediate needs, but is also
looking to the future to ensure your wishes will be met.
• Make sure that the decisions you make today will not
jeopardize what you may need in the future.

24
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Director of your plan

“The time to repair the roof is when
the sun is shining”
― John F. Kennedy
(State of the Union Address, January 11, 1962)

If you take the time to architect your plan when
your are healthy, you will be able to direct your
plan! Don’t wait till the situation is dire.
25
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Being the client

Aging is not just decay, you know. It’s growth. It’s
more than the negative that you’re going to die,
it’s also the positive that you understand you’re
going to die, and that you live a better life
because of it.”
― Mitch Albom, Tuesdays with Morrie

There is a peace of mind knowing you can no
longer direct your plan, but your design is being
implemented as you directed.
26
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Change your situation
If you plan, it will change how you feel and what you do!

27
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Visit our e-library for families
AgingWellPrescott.com
• Insights on aging
• Staying independent
• Common conditions
• Tips and tools for
family caregivers
• Local resources

28
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Questions?
Bonnie Shimko, CSA
928-300-0172

Bonnie@azcaremanagement.com
www.azcaremanagement.com

29
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FACT OR FICTION:
THE TRUTH ABOUT
ALZHEIMER’S DISEASE
Heather Mulder
Heather Mulder is the Outreach Program Manager for the Banner Alzheimer’s Institute. In
her work, she has always been passionate about innovatively reaching underserved populations.
After graduating with a BS in Music from Illinois State University, the common thread
throughout her career has been working with older adults, first in long term care where she
earned the LSN Shining Star award for activities in 2007, next with an Area Agency on Aging
and finally as an educator for the Alzheimer’s Association- Greater Illinois Chapter. After a l
ong frigid winter, Heather had enough with snow & relocated to Phoenix to share her talents
with the Banner Alzheimer’s Institute.
At BAI, Heather is privileged to dabble in a variety of endeavors including producing the
content of the prestigious Beacon newsletter and its' companion webinar, Dementia
Dialogues, as well as initiating and maintaining partnerships with arts and culture
organizations to fashion programming which is accommodating of people with dementia and
their care partners, guiding the longstanding Native American Outreach program and
overseeing the creation of education which speaks to caregivers in a language they
understand in a medium that is comfortable.

Banner Alzheimer’s Institute

ALZHEIMER’S FACT OR FICTION

Heather Mulder, Family and Community Services

Senior Moment
or
Something More

Fact or Fiction?

FORGETTING WHAT YOU ATE FOR LUNCH TODAY
IS A NORMAL PART OF AGING

Fact or Fiction?

FORGETTING SOMEONE’S NAME, BUT REMEMBERING IT
LATER, IS A NORMAL PART OF AGING.

Fact or Fiction?

FORGETTING WHERE YOU PARKED YOUR CAR IS A
NORMAL PART OF AGING.

Fact or Fiction?

BECOMING VERY WITHDRAWN AFTER RETIREMENT
IS A NORMAL PART OF AGING.

Fact or Fiction?

HAVING A ‘ TIP OF THE TONGUE MOMENT’,
ONCE IN AWHILE, IS A NORMAL PART OF AGING.

Risk Factors

Fact of Fiction?

BY AGE 85, PEOPLE HAVE A NEARLY 50/50 CHANCE OF
DEVELOPING A DEMENTIA.

Fact of Fiction?

IF MY MOM HAD ALZHEIMER’S DISEASE, THAT MEANS I
WILL GET IT TOO.

Fact or Fiction?

MEN ARE AFFECTED BY ALZHEIMER’S DISEASE MORE
OFTEN THAN WOMEN.

Lifestyle Factors

Fact or Fiction?

TAKING CARE OF YOUR HEART
IS TAKING CARE OF YOUR BRAIN.

Fact or Fiction?

LEARNING A NEW LANGUAGE
IS A GREAT WAY TO EXERCISE YOUR BRAIN.

Fact or Fiction?

CERTAIN SUPPLEMENTS HAVE BEEN PROVEN
TO HELP BOOST YOUR MEMORY.

Fact or Fiction?

LITTLE OR NO CONTACT WITH OTHER PEOPLE
IS AS DAMAGING AS SMOKING 15 CIGARETTES A DAY.

Fact or Fiction?

KEEPING MY MIND BUSY BY STAYING UP LATE AND
GETTING UP EARLY IS GOOD FOR MY BRAIN.

Hope for the Future

Fact or Fiction?

THE NUMBER ONE CONCERN WHEN IT COMES TO
ALZHEIMER’S RESEARCH IS FUNDING.

Fact or Fiction?

THE FDA HAS NOT APPROVED ANY NEW DRUGS FOR THE
TREATMENT OF ALZHEIMER’S DISEASE IN THE PAST 15
YEARS.

Fact or Fiction?

IF I AM NOT WILLING TO TAKE RESEARCH MEDICATIONS,
I CANNOT PARTICIPATE IN A CLINICAL TRIAL.

Fact or Fiction?

PREVENTION OF ALZHEIMER’S DISEASE IS THE HOPE FOR
THE FUTURE.

Support the Science – Join the Mission!
Together we can find a way to end Alzheimer’s disease.
1.
2.
3.

Join the Alzheimer’s Prevention Registry to learn more:
www.endalznow.org.
Consider participation in the GeneMatch program if you are 55-75 years
old: www.joingenematch.org.
Share our mission with family and friends: www.banneralz.org.

Thank you!
Heather Mulder, Family and Community Services
Heather.Mulder@bannerhealth.com
Terry Fogerty, Clinical Trials
Terry.Fogerty@bannerhealth.com
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PUT YOUR OXYGEN MASK ON
FIRST: SELF CARE PRACTICES
FOR THE CAREGIVER
Kinsey McManus, MA, MSW
Kinsey McManus is the program manager for the Alzheimer’s Association’s Desert
Southwest Chapter. She assists with the implementation and development of the
Association’s core programs for people living with Alzheimer’s and related dementias and
their family members. She provides support to the direct service staﬀ across Arizona and
southern Nevada through trainings, technical assistance, and clinical supervision. Prior to
coming to the Association, she was the services director for the New York City aﬃliate of
the National Alliance on Mental Illness where many of the programs are focused on
supporting family members caring for adults living with serious mental illness. During that
time, she received an award from the New York State Senate for her development of
innovative services and delivery models.
Ms. McManus received her M.S. in Social Work from Columbia University and her M.A. in
Psychology from Boston University. She has had the privilege to work in a variety of
healthcare settings from California to Massachusetts including individual and group
therapy, healthcare advocacy, and vocational services for adults with disabilities. She is a
passionate advocate for involving family in healthcare and she brings her knowledge as a
family member, clinician, and researcher to her current work.

Put on Your Oxygen Mask
First: Self-Care for the
Caregiver
Kinsey McManus, MA, MSW
Program Manager
Desert Southwest Chapter

Objectives
•
•
•
•

Identify who is a caregiver
Understand issues that caregiving can present
Identify signs and symptoms of caregiver stress
Outline practical strategies for self-care to
enhance well-being

Who Are Caregivers?
A caregiver is anyone who provides help to
another person in need.

Types of Care
• Formal Caregiver/Support
– Someone who is paid to provide care and supports to
another person. An agency or private caregiver.

• Informal Caregiver/Support:
– Someone who is not paid to provide care and
supports to another person. A friend or family
member.

Adapted from CarePRO (Care Partners Reaching Out) Coon et al, 2010

Types of Support
• Tangible
– Physical assistance such as cooking a meal, driving
you to an appointment, picking up medication, etc.

• Informational
– Sharing knowledge, researching treatments,
connecting you with formal care options, etc.

• Emotional
– Phone calls to ‘catch up’, support group, ‘lunch date’,
a hug when you’re feeling low, etc.
Adapted from CarePRO (Care Partners Reaching Out) Coon et al, 2010

Do you do any of the following for another
person?
•
•
•
•

Housecleaning
Paying bills
Assisting bills
Assisting with
medications
• Providing assistance
with dressing,
showering, or bathing

• Shopping
• Visit a family member
or friend in a nursing
home
• Phone a family
member/friend
regularly to check on
them or see how they
are?

Whether former or informal, YOU are a caregiver.

At some point everyone will…

Be a Caregiver
Or
Need a Caregiver

In 2018, more than 16
million Americans
provided 18.5 billion
hours of unpaid care to
those living with
Alzheimer’s or another
dementia, valued at
nearly $234 billion.1
80% of people with
dementia are cared for
at home by family or
friends.2

Today’s Caregivers of People with
Alzheimer’s or other dementias
• 66% of caregivers are women3
• 60% of caregivers are still working4
• 34% are over the age of 655
• ¼ are “sandwich generation” caregivers6
• Many caregivers (41%) provide help alone.7

Caregiving: Joys & Rewards
Every storm has it’s rainbows
•
•
•
•
•
•
•

New relationship with loved one
Change to give back and show love
Sense of accomplishment
Learn new skills, knowledge, and inner strengths
Increased compassion and personal growth
New relationships through support groups
Building memories

Caregivers Deal With…
•
•
•
•
•
•
•
•
•

Changing roles
Changing relationships
Competing demands / time deficits
Increased isolation
Financial burdens
Locating, accessing, & monitoring quality paid help
Coping with challenging behaviors
Lack of control and predictability
Emotional and physical strain

Caregiver Stress Test
Do you regularly:
• Feel like you have to do it all yourself, and that
you should be doing more?
• Withdraw from family, friends, and activities that
you used to enjoy?
• Feel anxious about money and health care
decisions?
• Deny the impact of the disease and its effects on
your family?

Do you regularly…
• Feel grief or sadness that you relationship with
the person isn’t what it used to be?
• Get frustrated and angry when the person
continually repeats things and doesn’t seem to
listen?
• Have health problems that are taking a toll on
you?

Caregiver Stress Check: Result

If you answered yes to
any question, you may
be experiencing
caregiver stress.

Stress
• Stress is a particular
relationship between a
person and their
environment that is
unconsciously appraised
by the person as taxing or
exceeding his or her
resources and
endangering his or her
well-being.
• It can be acute or chronic.

Somatic Experiencing ® Trauma Institute TM 2012

Key Points about the Impact of Stress
• Lead to an alteration in the cycle of balance in
the mind and body.
• Produce a process that is self-perpetuating even
in the absence of ongoing external stressors or
threats.
• Cause reactions and disturbances that cannot
be “talked away”.
• Although insight is helpful, it may not lead to a
balance in the nervous system.

The Impact of Caregiver Stress

Caregivers are at Increased Risk for
• Depression (30-40%)8
– Spouses are 2½ times more likely to experience
depression9

•
•
•
•
•
•
•

Extreme Fatigue10
Anger /Frustration11
Anxiety12
Feeling Overwhelmed13
Guilt14
Financial Loss15
Physical Health Problems16

Signs of Caregiver Stress: Physical
•
•
•
•

Headaches
Muscle tension
Weight gain / loss
Onset of chronic conditions (diabetes, heart
problems, high blood pressure)
• Breathing problems / rapid pulse
• Exhaustion
• Upset stomach / bowel problems

Signs of Caregiver Stress: Emotional
•
•
•
•
•
•
•

Denial
Worry, fear, anxiety
Anger, irritability, guilt
Depressed mood, pessimism, lack of caring
Memory loss, confusion
Decreased problem-solving skills
Feeling overwhelmed

Signs of Caregiver Stress: Behavioral
•
•
•
•
•
•
•

Nervous habits: teeth grinding, nail biting, pacing
Sleep disorders
Decreased concentration
Smoking / drinking
Crying
Yelling, swearing, throwing things
Giving up interests / withdrawal from social
groups & family

Tips to Help You Cope
• Recognize signs EARLY
• Identify sources of stress
• Understand what you can change and what
cannot change – be realistic
• Give yourself credit, NOT guilt
• Take a break

The Importance of Self-Care
• Decreases health
problems
• Improves / maintains
relationships
• Avoids burnout
• Reduces risk for
depression
• Improved quality of
care for your loved
one

Barriers to Getting Support
•
•
•
•
•
•

Beliefs
Attitudes
Lifelong patterns and habits
Misconceptions
Negative “Self-Talk”
Not recognizing stress

Steps for Practicing Self-Care
1.
2.
3.
4.
5.
6.

Practice relaxation
Nurture and nourish yourself
Know what condition(s) you are dealing with
Make changes to the situation where possible
Know your resources
Seek support

Practice Relaxation
•
•
•
•
•
•
•

Stretching
Music
Prayer
Mindful breathing
Visualization
Meditation
Mindfulness

*Relaxation takes practice!
Aim to practice 10-30
minutes each day.

Practicing Relaxation Techniques
can Reduce Stress Symptoms by:
Slowing Your
Heart Rate

Slowing Breathing
Rate

Lowering Blood
Pressure

Reducing Anger and
Frustration

Reducing Muscle
Tension

Reducing Chronic
Pain

Improving
Concentration

Increasing Blood
Flow to Muscles

Boosting
Confidence to
Handling Problems

Nurture and Nourish Yourself
•
•
•
•

Exercise
Nutrition
Rest
Limit caffeine &
alcohol
• Get regular check-ups
• Socialize
• Laugh!

Exercise helps
•
•
•
•
•
•
•
•

Improve sleep
Release tension in the body
Release emotional tension
Raise feelings of self-esteem
Can reduce depression and anxiety
Take your mind off of your problems
Reduce susceptibility to colds and the flu
Increase the production of endorphins which
promote feelings of well-being

Know What You Are Dealing With
• Understand the disease / condition:
– Medical practitioners, reliable internet sources (Mayo
clinic, wedMD, alz.org, etc.), Alzheimer’s Association

• Plan ahead
• Be honest about what you can / can’t do
• Be aware of available programs and services:
– Local Area Agency on Aging, Alzheimer’s Association,
etc.

Make Changes to the Situation
•
•
•
•
•
•

Assertive communication
Arrange home health / Respite
Take scheduled breaks every day
Accept help from others
Join a support group
Seek professional help

Know Your Resources
• Helplines
• Support Groups
• Education
(CarePRO & EPIC)
• Websites
• Support Circles
• Care Team
• Future Care Planning

Getting Support From Others Can:
•
•
•
•
•

Reduce stress and depression
Increase knowledge and skill sets
Increase coping & resiliency
Improve quality of care and outcomes
Help avert crisis

Your Action Plan for Self-Care
• Make sure it is something YOU want to do
• Set goals that are reachable
– Traveling to Paris? Realistic?

• Ensure goals are specific to the stress indicator
• Answer each of these questions
–
–
–
–

What?
How much?
When?
How often?
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PLANNING FOR THE FUTURE:
DIFFICULT CONVERSATIONS
Tommy Montanarella, MS
After completing his Bachelor of Science in Psychology at Arizona State University,
Tommy Montanarella continued his education and obtained his Master’s degree in
Counseling at Grand Canyon University in 2018. While studying at ASU, Tommy was part
of a research team where he studied human emotion. In his graduate internship he was
responsible for designing and facilitating groups on the topics of mindfulness and
Acceptance and Commitment Therapy (ACT).
Tommy has a diverse professional mental health background. He originally worked as a
behavioral health technician in a female adolescent residential treatment center and
subsequently as a high needs case manager for at-risk youth, as a counselor for adults
and children with a variety of complex psychiatric disorders, and currently, as a Family
Care Consultant with the Alzheimer’s Association. Tommy’s professional interests include
continued educational exploration of neuropsychology, alternative medicine, mindfulness
and music therapy. After obtaining additional experience within the field he intends to
return to school to earn his Ph.D.
Tommy is originally from New York and has lived in Arizona since 1994. In his free time he
enjoys traveling, performing as a DJ and producing music, volunteering and visiting museums.

Planning for the Future: Difficult
Conversations

Presented by: Tommy Montanarella, MC

Topics to be Discussed
• Going to the Doctor
• When to stop driving
• Future Care & Planning

Going to the Doctor

Areas of Focus
• Initial Assessment
• Diagnosis
• Follow up

Going to the doctor
• Initial Assessment
– Concerns
•
•
•
•
•

PWD
Family
Friends
Coworkers
Neighbors

Going to the doctor
• Diagnosis
– Conversation with loved one diagnosed
– Sharing information with loved ones
•
•
•
•

Family
Friends
Coworkers
Neighbors

– Support
• What?
• Where?

Going to the doctor
• Follow up
– Communicate with Doctor as needed
• Change in symptoms
• Reactions to medications
• Additional concerns

– Invite friends or family to share concerns
– Pairing with pleasurable activities

Driving

Areas of Focus
• What to look for
• Areas affected
• How to have this
conversation

Driving
• What to look for
–
–
–
–
–

Car damage
Tickets
Losing track of vehicle
Getting lost
Mistakes when driving
• Running lights
• Confused with traffic restrictions

Driving
• Areas affected
–
–
–
–
–
–
–
–

Ability to shift attention
Cognition
Depth perception
Judgement
Memory
Orientation
Problem solving
Reaction time

Driving
• How to have this conversation
– Proactive vs Reactive
• PWDs prefer
–
–
–
–

Warning and gradual discussion
Devise a plan
Physician’s orders
Provide reasoning and reaffirmation

• Individualized interventions
– Optimally timed
– Explore realistic alternatives
– Maintain relationship

Driving
• How to have this conversation
– Anticipate challenges & how to overcome them
• These are standard plans associated with aging.

– Appeal to PWD’s sense of responsibility & concern for
others
– Connect to health issues
• Shift focus from age to risk factors
• Physical problems
• Medication

– Speak when relaxed & in comfortable setting
– Break conversations into parts if overwhelming

Driving
• How to have this conversation
– Concerns related to PWD
•
•
•
•
•
•

Grief
Decreased independence
Increased rates of depression
Faster decline in overall health
Higher rates of admission to long-term care facility
Higher rates of overall mortality

Driving
• How to have this conversation
– Reassurance
• PWD seeks reaffirmation why it’s unsafe to drive
– Standard plans associated with aging
– Increased crash & fatality rate – drivers 65+

• Safety
– Self
– Others

• Insurance
– Risks
– Accidents
– Lawsuits

Driving
• How to have this conversation
– Strategies
• Listen
–
–
–
–

Openly & attentively
Empathize
Problem solve together
Minimize impact on quality of life

– Provide Resolution
• Transportation assistance
– Appointments
– Shopping
– Pleasurable activities

Driving
• Support
– Doctor’s orders
• Normally the preference of the PWD

– Care professionals
– Family & friends
– MVD
• Medical review program
– Professional unit composed of qualified personnel to advise on
medical criteria and vision standards for licensing drivers

• Reports
–
–
–
–

Self-reported
Law Enforcement
Medical professionals
Concerned individuals

– Taking the keys

Future Care & Planning

Areas of Focus
• Sharing a Diagnosis
• Overcoming Barriers
• Communication
• Planning for the future

Future Care & Planning
• Sharing a diagnosis
– Who to tell?
• Family
• Friends
• Neighbors & community members
– Faith organizations
– Social & activity groups

– PWD preference vs necessity

Future Care & Planning
• How to overcome barriers
– Adverse responses or reactions
• Anger, Denial, Fear, Resentment
• Sense of loss
• Lack of understanding

– Remedies
• Disease education
– Warning signs
– Symptoms
– What to expect

• Support
– Support Groups
– Helpline

Future Care & Planning
• What to communicate
– PWD
• Changes and understanding
– Person vs disease

• Current symptoms
• Current needs

– As a caregiver
• Level of care required & provided
• Where is assistance needed
– Caregiving tasks
– Caregiver support
» Physical
» Emotional

Future Care & Planning
• Methods of communication
–
–
–
–
–

Face to face
Phone
Letter
Email
Video (Skype, Facetime, etc.)

Future Care & Planning
• How to communicate
• Types of communication
– Passive
» Failure to honestly express our thoughts or feelings
– Aggressive
» Standing up for personal rights and expressing your
thoughts, but in a way that violates the rights of others
– Assertive
» Considers the needs, feelings and well-being of both
parties involved

• Compassionate assertiveness

Future Care & Planning
• Planning for the future
– Plan ahead – proactive vs reactive
• Develop a plan
– In home care
– Out of home care
– Emergency

Future Care & Planning
• Care team
– PWD inclusion
• What are their thoughts?
• What are their feelings?
• Who would they like involved?

– Members
•
•
•
•
•

Family
Friends
Neighbors & community members
Doctors
Care professionals

Future Care & Planning
• Roles & Accountability
– Where can you help?
– What can you help with?
– How often can you help?

Future Care & Planning
• Keeping logs
– Beneficial for Doctors, care givers, family, & support
staff
– Log Location
• Easily accessible
• Share location with members of care team

Future Care & Planning
• Log information
–
–
–
–
–

Emergency contacts & numbers
Doctors names & numbers
Behavioral changes
Medication & dosages
Medical precautions

Summary & Closing Remarks
•
•
•
•

Meet them where they are
Focus on the feelings of PWD
Behavior is communication
Act and communicate from a position of love and
compassion
• Proactive vs reactive
• Develop a plan
– Now and future
• Cover the what ifs

• Build a care team & support system
– Practice self-care
– No one can do this alone

Thank you
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HOW HEALTHY IS YOUR BRAIN?
Katurah Hartley

Katurah “Kat” Hartley is the Project Manager for Cleveland Clinic HealthyBrains Initiative.
Kat, a pharmacist, worked as a Project Manager at the FDA in the Division of
Neuropharmacological Drug products. At FDA, she was a member of the Alzheimer’s
Assessment team and was involved with the development and approval of Alzheimer’s
drug products. Kat is an active and passionate advocate for Alzheimer’s research funding
and legislation as she has had six members of her family aﬀected by this disease.
.

Your brain is your most important organ. It creates
memories, drives your emotions and controls your
every movement. Cherish it. Protect it. Take care of it.

Cleveland Clinic Six Pillars of Brain Health
can help you preserve your memory and
lower your risk for brain disease.

Is it
Dementia or Alzheimer’s ?

Did You Know?
• Some dementias are reversible
• Alzheimer’s is not normal aging
• 14 Million by 2050

No new Alzheimer’s Drug
since 2003!

What About Family History?

???

NIH
Alzheimer’s
Funding
2011: $448 M
2018: $1.9 B

Risk Factors
for Dementia
1. AGE
2. Family History
3. Lifestyle

6 Pillars of Brain Health
Physical Exercise

How Healthy is your Brain?

Food & Nutrition
Medical Health
Sleep & Relaxation
Mental Fitness
Learn More at:
Social Interaction

Get Moving
6 Pillars of Brain Health
• Pump up your heart
• Get into strength training
• Work on flexibility &
balance

Learn More at:

Keep Sharp
6 Pillars of Brain Health
• Build your brain power
• Use it or lose it
• Play, learn and study

Learn More at:

Eat Smart
6 Pillars of Brain Health
• Enjoy a Mediterranean
diet
• Eat more fish, fruits and
vegetables
• Cook fresh
Learn More at:

Rest Well
6 Pillars of Brain Health
• Get at least 6-8 hours of
sleep
• Meditate
• Stay positive

Learn More at:

6 Pillars of Brain Health
• Treasure your loved ones
• Have purpose in life
• Be social
• Pets
Learn More at:

Control Risks
6 Pillars of Brain Health
• Keep medical conditions
in check
• Quit smoking
• Wear seatbelts
Learn More at:

How Healthy is Your Brain?
Get a Brain Check-up
• Answer questions about
your lifestyle
• Get your Brain Health
Index (BHI) score &
report
• Track your progress
• Test your Memory
Learn More at:

Monthly
Newsletter

Healthy Brains Registry

Healthy Brains
Research Registry

Registrants
Meeting Inclusion

Clinical Trial

Research Studies:
We need your help!
• Observation
• New Treatments
• Exercise/ Lifestyle
Interested? Email us at healthybrains@ccf.org
Call 702-331-7042

Couch
Research

How Do I Find Research
Opportunities?
• Clinical Trials.gov
• Alzheimer’s Association Trial Match
• Alzheimer’s Prevention Registry
• APT Webstudy

No
Grandma,
You can’t
delete the
entire
Internet

ENJOY
LIFE
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24/7 HELPLINE
I HAD SO MANY QUESTIONS ABOUT DEMENTIA.
SO I CALLED THE ASSOCIATION. THEY HELPED ME.

The Alzheimer’s Association Desert
Southwest Chapter is dedicated to
empowering and supporting individuals,
families, care partners and
communities aﬀected by dementia
throughout northern Arizona.
Our HELPLINE is manned 24-hours a
day, seven days a week, by trained
professionals. These specialists can
answer your questions and get you the
information or services you need.
We are here to help you
any time, day or night.

CALL TODAY.

800.272.3900
alz.org/dsw

follow us: @alzdsw

FAMILY CARE CONSULTATION

DEALING WITH ALZHEIMER’S IS CHALLENGING.
SO I CALLED THE ASSOCIATION. THEY HELPED ME.

Our Family Care Consultants can
assist you with individualized guidance on
care options, interventions and resources
to address your immediate needs
and plan for the future.
This conﬁdential service oﬀers
ongoing support throughout the
course of the disease,
FREE OF CHARGE.
Our staﬀ is available by phone
and/or through scheduled
oﬃce or home visits.

CALL TODAY.

800.272.3900
alz.org/dsw

follow us: @alzdsw

Family Care Consultation
What is Family Care Consultation?
Family Care Consultation is a grouping of services to assist the person with Alzheimer’s disease
or related dementias and/or their families.

CONSULTATION MAY INCLUDE:


Assessment of needs



Assistance with planning and problem solving



Development of a Care Plan



Provision of Support

ASPECTS OF CARE CONSULTATION MAY INCLUDE:


Providing information and making appropriate referrals



Providing education about the disease and disease progression



Identify available support systems



Empower the family system to overcome barriers and implement the action plan needed
to manage care



Assess the multiple factors impacting the family and person with dementia



Follow up with family as needed

DESCRIPTION OF FAMILY CARE CONSULTATION:
Care Consultation is a one-on-one consultation that helps to identify the need for, and refer
families to, the appropriate health care and community service providers/agencies that may
provide needed services, including local Association professionals.

Alzheimer’s Association Desert Southwest Chapter
Northern Arizona Region
3111 Clearwater Drive, Suite A
Prescott, AZ 86305
928.771.9257
alz.org/dsw

SUPPORT GROUPS
YOU ARE NOT ALONE.

Are you caring for someone
with memory problems?
Do you want to share your story?
Would you like to connect
with others who understand?
Support groups provide a forum
to share feelings, concerns,
and information — and as a way
of supporting and
encouraging each other.
No cost to attend.
No committment to come back.

800.272.3900
alz.org/dsw

follow us: @alzdsw

Benefits of a
Support Group
At times, those involved in day to day care partnering may not be able to recognize the
importance, or benefits of a support group. Care partners may feel that the value of
attending a group is not worthwhile. Indeed, participation may cause stress when
considering the tasks involved in making arrangements for the care of a loved one while
attending a support group, and the conflict of feelings taking time to attend a group.
Some benefits of support group participation are:


A chance to be part of a supportive environment of community



An opportunity to talk/share with others



A chance to learn more about dementia



An opportunity to learn from others in a similar situation



An opportunity for personal growth and development



A place to meet new people



A chance to develop informal supports and social relationships



A break from care partner responsibilities

At support groups, families and care partners meet and develop a mutual support
system that helps them maintain their own health and well-being, as well as optimally
care for the person with Alzheimer’s.
The Alzheimer’s Association, Desert Southwest Chapter, Northern Arizona Region is
pleased to provide a variety of support groups throughout the region for care partners
and those with early stage Alzheimer’s or related dementias.

Alzheimer’s Association Desert Southwest Chapter
Northern Arizona Region
3111 Clearwater Drive, Suite A
Prescott, AZ 86305
928.771.9257
alz.org/dsw

Support Groups (cont.)
Early Stage Support Group
This is an 8-12 week, support group series
for the individual with Early Stage dementia
AND their care partner. Please contact
520.322.6601 for more information.

Support
Group Listing
Our vision is a world without Alzheimer’s.

About Our Support Groups
Alzheimer’s Association Desert Southwest
Chapter offers a variety of specialized
Support Groups. From general community
to Veteran’s to Early Stage, our groups are
ready to help you along your journey.
There is no cost for attending and no
commitment to come back – just a family
of friends who care.

Our nationwide mission is to eliminate Alzheimer’s
disease through the advancement of research, to
provide and enhance care and support for all
affected, and to reduce the risk of dementia
through the promotion of brain health.

A Guide to Groups Operated by
the Alzheimer’s Association
Desert Southwest Chapter

The Desert Southwest Chapter’s purpose is to
empower and support individuals, families,
care partners and communities affected by
dementia in Arizona and southern Nevada.

Alzheimer’s Association®
Desert Southwest Chapter
Southern Arizona Regional Office
1159 N Craycroft Road
Tucson, AZ 85712
520.322.6601 tel
520.322.6739 fax
alz.org/dsw

1-800-272-3900
TDD 1-866-403-3073
24 Hour Helpline

Southern Arizona Region
KS-121018

Alzheimer’s Association Desert Southwest Chapter is a
community-based 501c3 non-profit charity.

alz.org/dsw

Support Group Listing
Clifton
Clifton Public Library
588 Turner Avenue
3rd Friday - 2:30 pm

Safford
SEACUS
1124 W Thatcher Blvd, Suite 102
2nd Thursday - 1:30 pm

Por Un Arizona Unido
2913 22nd Street
3rd Tuesday - 10:00 am
- Spanish language group

Duncan
Duncan Senior Center
430 High Street
2nd Thursday - 2:30 pm

San Manuel
Sun Life Health Care Center
23 McNab Parkway
3rd Wednesday - 10:00 am
(October - April)

TMC Senior Services
1400 N Wilmot Road
2nd Wednesday - 5:00 pm
- Care partners of persons with young onset

Green Valley / Sahuarita
Green Valley Community Church
300 W Esperanza Blvd
1st Monday - 1:00 pm
Lutheran Church of the Risen Savior
555 South La Canada Drive
2nd & 4th Wednesday - 10:00 am
(September - April)
Valley Presbyterian Church
2800 S Camino Del Sol
1st and 3rd Thursday - 1:00 pm
Nogales
Southeast Arizona Area Health Education Ctr
1171 W Target Range Road
2nd Friday - 10:00 am
- Spanish language group
Oro Valley
Oro Valley Public Library
1305 W Naranja Blvd
1st & 3rd Thursday - 1:30 pm

Sierra Vista
Sierra Vista Library
2600 E Tacoma
4th Thursday - 10:30 am
Tucson
Arizona State Veterans Home
555 Ajo Way, Building 1 (Gate Code: 1344)
2nd Tuesday - 2:00 pm
Civano Business Center
10501 E 7 Generations Way (Board Room)
1st & 3rd Monday - 2:00 pm
- Care partners & persons with dementia
- Art program available for persons with
dementia during care partner support group
Grace Health & Healing Clinic
7340 E Speedway, Suite 101
1st & 3rd Saturday - 9:00 am
Pima Council on Aging Offices
8467 E Broadway
2nd & 4th Wednesday - 2:30 pm

TMC Senior Services
1400 N Wilmot Road, Wellness Room
1st & 3rd Thursday - 10:30 am
Our Saviour's Lutheran Church
1200 N Campbell Avenue
(parking is off of Mabel Street)
3rd Tuesday - 10:30 am
- Care partners & persons with dementia
- Activities program available for persons with
dementia during care partner support group
Veteran’s Administration Hospital
3601 S 6th Avenue, Building 60, Room C108
2nd Friday - 3:00 pm
Wheeler Taft Abbott Senior Library
7800 N Schisler Dr
4th Wednesday - 10:30 am
Yuma
American Veterans Post 330
8889 S Frontage Road
1st & 3rd Friday- 10:30 am

Rancho Vistoso Community Center
14650 N Sun City Blvd, Activity Building
Hopi Room
Last Tuesday - 4:00 pm

The Alzheimer’s Association does not permit service providers, product representatives or research students to attend
Support Groups without written permission beforehand. Solicitations are never conducted at support group meetings.

MY EARLY STAGE ALZHEIMER’S
WON’T STOP ME!

The Alzheimer’s Association Desert
Southwest Chapter is here to help
empower you.
We provide a variety of education
sessions and activities designed to
actively engage individuals with early
stage Alzheimer’s and their care
partners in navigating their journey
with this disease.

CALL TODAY.

800.272.3900
alz.org/dsw

follow us: @alzdsw

ALZHEIMER’S IS A JOURNEY,
NOT A DESTINATION.

The Alzheimer’s Association Desert
Southwest Chapter is dedicated to
providing the most reliable and current
information to individuals with
Alzheimer’s, their loved ones and care
partners, and professionals.
We provide educational opportunities
through FREE monthly workshops
and online courses, as well as annual
education conferences.

CALL TODAY.

800.272.3900
alz.org/dsw

follow us: @alzdsw

CarePRO:
Care Partners Reaching Out

Developing the Skills Needed to Care
for Someone with Dementia or Memory Loss
 Are you a family caregiver residing in Arizona that
helps care for someone with dementia or memory
loss?
 Do you provide an average of 4 hours of care or
supervision per day for that individual?
 Do you find caring for your loved one increasingly
demanding of your time and energy?
If so, CarePRO may be able to help you.
Through our free workshops, you will learn:





About dementia and its impact
How to manage your frustration, irritation, and stress
How to communicate with your loved one
How to take better care of your own health
For more information, please call:
Alzheimer’s Association
520-322-6601
1-800-272-3900 (outside of Pima County)
Please see reverse for details

CarePRO
CARE PARTNER INFORMATION FORM
CarePRO is a joint project of the Alzheimer’s Association - Desert Southwest Chapter, local Area
Agencies on Aging and Arizona State University’s Aging & Behavioral Health Projects
Family Caregiver or Care Partner
I give permission by signing below or by giving my permission over the telephone for a CarePRO
representative to contact me about support and educational opportunities that may be available to my family
and me. I understand that the CarePRO Program does involve a program evaluation component that
includes brief interviews conducted on the telephone by the Alzheimer’s Association.
This authorization is voluntary. Receipt of services from either the Alzheimer’s Association or any
of the partner organizations does not require this authorization. I understand the information below will not
be disclosed to others unless permitted or required by law.

Signature: ____________________________________________ Date: __________________
Care Partner Name: ____________________________________________________________
Please Print

Person with Memory Loss Name: ________________________________________________
Please Print

Relationship to Person with Memory Loss: ________________________________________
Daytime Phone number: ____________________________ Best time to call: ____________
Mailing address: ______________________________________________________________
Street Address

______________________________________________________________
City, State Zip

E-mail address: _______________________________________________________________
(If applicable)

Telephone Authorization obtained by: ____________________________ Date: __________
(Please Print)

_____ Respite Services will be needed

_____ Transportation Services will be needed

THANK YOU!

EPIC
Early-stage Partners In Care
FAX REFERRAL FORM
EPIC is a joint project of the Alzheimer’s Association - Desert Southwest Chapter and Northern
Nevada Region – with Arizona State University’s Aging & Behavioral Health Projects. The
project is also supported by agencies and community partners throughout Arizona and Nevada.

FROM:

FAX TO:

___________________________ _______________________ ______________
(Name of Sender)

(Organization)

(Phone Number)

EPIC Project Team

Arizona State University

(602) 391-2797

Family Caregiver/Care Partner and Early-stage Participant:
I give permission for the EPIC partner organizations to share with each other my name and contact
information listed below so that an EPIC representative can contact me about support and educational
opportunities that may be available.
I understand that the EPIC Program does involve a program evaluation component that includes
interviews conducted in person by the EPIC partners at Arizona State University.
This authorization is voluntary. Receipt of services from the Alzheimer’s Association does not require
this authorization. I understand the above information will not be disclosed to others unless permitted
or required by law.

Care Partner Signature:

Date: ____________

Care Partner Name:
(Please Print)
Relationship to Early-stage Participant:
Early-stage Partner Signature:

Date: ____________

Early-stage Partner Name:
(Please Print)
Best time(s) to call: ___________________________________________________________
Phone number:

2nd Phone number:

Mailing Address:
Email Address:
If you are interested in learning more about the EPIC Program, then please fill-out this Referral Form and
fax it to the number listed above. As soon as an EPIC staff person receives this referral form, you will be
contacted for more information. THANK YOU!
ASU IRB IRB # STUDY00005510 | Approval Period 1/18/2017 – 1/16/2019

EPIC
Early-stage Partners in Care
Developing the Skills Needed to Address
Early-Stage Memory Loss
 Have you or a loved one been diagnosed with early-stage
dementia or the beginnings of memory loss?
 Do you have questions or concerns about how to handle these
changes?
If so, EPIC may be able to help you.
Through our free workshops, you will learn:






About early-stage memory loss and its impact
How to manage your concerns, stress, and distress
How to prepare for changes because of the memory loss
How to communicate about memory loss with your loved one
How to stay engaged and plan for the future

For more information about the EPIC Program,
Please call: 602-496-1239
1-844-418-5538 (outside of Maricopa County)
Please see reverse for details
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EPIC: Developing the Skills Needed to Care for Someone with Early-stage Memory Loss
WHAT IS THIS PROJECT’S PURPOSE?
 To assist people with early-stage memory loss and their care partners by providing free
early-stage related education and sessions designed to reduce stress, enhance wellbeing, and help manage challenges.
 To gather feedback from individuals about their experience to continue to improve
programs for early-stage memory loss.

WHO WILL BE INVOLVED IN THIS PROJECT?
 Approximately 160 early-stage dyads residing in Arizona or Nevada, who report one
partner with early-stage memory loss.
 Project staff from the Alzheimer’s Association Desert Southwest Chapter or the
Alzheimer’s Association Northern Nevada Region, local community health workers or
Promotores, and Arizona State University.

WHAT WILL INVOLVEMENT MEAN FOR ME?
If you decide to voluntarily participate in this program, you will be asked to:
 Meet others with memory loss and their care partners.
 Attend six group sessions (2 hours & 30 minutes each) to learn strategies to help you
handle new situations, reduce stress, improve mood, communicate better with each
other, and plan for the future.
 Participate in one 90-minute individualized session to address specific issues that
may be unique to your situation.
 Participate in five 2-hour confidential interviews that involve questions about your
background, mood, and quality of life.
o You will be asked to participate in interviews at the start, and again at about 3, 6,
9 and 12 months to help us to continue to improve the program.
o Each person will receive up to $95 for completing all follow-up interviews, or $2025 for each interview completed.
o All participants are offered the EPIC sessions shortly after their first interview or
shortly after their 3-month interview.
 Some participants will also attend an additional free education workshop.

HOW WILL THIS HELP MY COMMUNITY AND ME?
 Many early-stage dyads appreciate the opportunity to learn new strategies and meet
others like them. You will be encouraged to give information about this project to others
who have been impacted by early-stage memory loss. The feedback gathered from
speaking with early-stage dyads like you will be used to help improve the quality of
early-stage education programs.

WHO WILL KNOW THE INFORMATION I GIVE DURING THESE INTERVIEWS?
 Every precaution will be taken to protect your privacy.
 No one will be identified individually in reports or materials developed from the project.

HOW DO I SIGN UP OR GET MORE INFORMATION ABOUT EPIC?
Please call 602-496-1239 (1-844-418-5538 outside Maricopa County).
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MedicAlert® + Alzheimer’s Association Safe Return®
The Alzheimer’s Association and MedicAlert
Foundation International have formed an alliance to
improve the safety of individuals with Alzheimer’s or a
related dementia. MedicAlert® + Alzheimer’s
Association Safe Return® is a 24-hour nationwide
emergency response service for individuals with
Alzheimer’s or a related dementia who wander or have
a medical emergency.
How MedicAlert + Safe Return works
If an individual with Alzheimer’s or a related dementia
wanders and becomes lost, caregivers can call the
24-hour emergency response line (1.800.625.3780)
to report it. A community support network will be activated, including local Alzheimer’s Association
chapters and law enforcement agencies, to help reunite the family member or caregiver with the person
who wandered. With this enhanced service, critical medical information will be provided to emergency
responders when needed.
MedicAlert + Safe Return features
• One identification product (bracelet or necklace) that serves two purposes. It provides
emergency medical information and assists in the event of a wandering incident.
• The member’s personal health record lists medical conditions, medications and allergies and
can be updated 24 hours a day through a private online account or by calling the toll-free
number during business hours.
• A national database that includes a member’s photo and emergency contact information to help
reunite the lost person with his or her caregivers.
• The MedicAlert + Safe Return hotline activates the resources of law enforcement, medical
professionals and local chapter staff to assist the member when an incident — either wandering
or medical emergency — occurs.
Cost for MedicAlert + Safe Return products
• The enrollment fee is $55 (plus $7 s/h) with a $35 renewal fee. The enrollment kit includes a
24-hour emergency response system, ID jewelry (bracelet or necklace), personalized
emergency wallet card, personal health record and a “6 Steps to a Safe Return” magnet.
• Companion caregiver jewelry can be purchased for $35 with a $35 annual renewal fee,
which includes everything listed above.

For safety and peace of mind, enroll in MedicAlert® + Alzheimer’s Association
Safe Return® today: Call 1.888.572.8566 or visit medicalert.org/safereturn.
The Alzheimer’s Association is the world’s leading voluntary health organization in Alzheimer’s care,
support and research. Our mission is to eliminate Alzheimer’s disease through the advancement of
research; to provide and enhance care and support for all affected; and to reduce the risk of dementia
through the promotion of brain health.

800.272.3900 | alz.org
© 2012 Alzheimer’s Association. All rights reserved. This is an official publication of the Alzheimer’s Association but may be distributed by
unaffiliated organizations and individuals. Such distribution does not constitute an endorsement of these parties or their activities by
the Alzheimer’s Association.
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VOLUNTEERS NEEDED

JOIN THE FIGHT TO END ALZHEIMER’S.
Our volunteers are making a diﬀerence in the ﬁght to end Alzheimer's disease.
Consider becoming an Alzheimer's Association Desert Southwest Chapter
volunteer and help change the trajectory of Alzheimer’s in Arizona and Nevada.

800.272.3900
alz.org/dsw/volunteer

follow us: @alzdsw

June 21, 2019
The Longest Day® is the day with the most light — the
summer solstice. Raise funds and awareness for Alzheimer’s
care, support and research through an activity of your choice.
Together, we can stand up to the darkness of Alzheimer’s.

Register now. Select your activity at
alz.org /thelongestday.

800.272.3900

JOIN THE FIGHT TO
END ALZHEIMER’S.
SEPTEMBER 14
Prescott

NOVEMBER 2
Verde Valley
For more information:
ekrivanek@alz.org

800.272.3900

alz.org/walk

follow us: @alzdsw
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The facts about
clinical trials.

alz.org/trialmatch | 800.272.3900

About clinical trials
Scientists are constantly working to advance research. But without clinical research and the help of human
volunteers, there can be no better treatments, no prevention and no cure for Alzheimer’s disease. Clinical
trials are sometimes referred to as clinical studies; the terms are often used interchangeably. Clinical trials
test new interventions or drugs to prevent, detect or treat disease for safety and effectiveness. A clinical
study is any type of clinical research involving people. Clinical studies can also look at other aspects of care,
such as improving quality of life. Every clinical trial or study contributes valuable knowledge, regardless if
favorable results were achieved.

Types of Alzheimer’s-related clinical trials
Treatment trials – test new treatments or combinations of treatments.
Diagnostic studies – ﬁnd new tests or procedures for diagnosing a disease or condition.
Prevention trials – investigate ways to prevent the onset of diseases.
Screening studies – test methods to identify diseases or conditions at the earliest stages.
Quality of life studies – explore different ways to improve quality of life for individuals who have a chronic
illness, their caregivers and family members.
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Beneﬁts of participation
t Provides hope for people with the disease, their families and future generations.
t Enables people with the disease to play a more active role in their health care.
t Gives access to potential treatments before they are widely available.
t Offers expert medical care at leading health care facilities — often free of cost — while participating in important medical research.

Placebos
Scientists have learned that people can sometimes feel better, and even have improved results on medical tests, just because they
believe a treatment is helping them. Doctors also can convince themselves a treatment is working because they care about their
patients and want to help them get better.
There are two main strategies that are utilized to reduce the likelihood that hopes and beliefs will affect the outcome of clinical trials:
t Trials are “placebo-controlled.” This means that some study participants are randomly chosen to receive the experimental
treatment and some receive a “placebo,” an inactive pill, liquid or powder that has no treatment value. In clinical trials,
experimental treatments are often compared to placebos to assess effectiveness. In some clinical trials, the control group
receives a placebo at the beginning of the study but at a certain cut-off point is switched to the new drug. In other studies,
the control group receives the placebo for the duration of the study, but if the drug proves effective, they receive it as part of a
follow-up study. In yet other studies, the control group receives the placebo alone.
When a standard of care — a typical treatment plan for a condition — is available, it is often used instead of a placebo. In such
cases, the experimental treatment and the standard treatment are compared.
t Trials are “double-blinded.” This means that participants and study staff are unaware of who is getting the drug and who is
getting the placebo.

Risks of participation
Patient safety is the most important aspect of every Alzheimer’s disease clinical trial. The procedures for each study are reviewed by
an Institutional Review Board not directly involved in the trial. However, there are risks to clinical trials, including:
t There may be unpleasant or even serious side effects related to the potential treatments being studied.
t The experimental treatment may not be effective.
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Questions to ask the trial-site research team
Once you qualify for a trial, you will be working closely with the trial research team to understand the beneﬁts and risks of
participating before making a ﬁnal decision and signing an informed consent form. You will be going through this process with
the people conducting the study, rather than your doctor, but you may ﬁnd it helpful to go over the answers with your doctor
before making a ﬁnal decision.
The following list of suggested questions has been created by the National Institute on Aging:
t What is the purpose of the study?
t What tests and treatments will be given?
t What are the risks?
t What side effects might occur?
t What may happen with/without this research?
t Can I continue with treatments for Alzheimer’s and other conditions as prescribed by my regular doctor?
t How will you keep my doctor informed about my participation in the trial?
t Does the study compare standard and experimental treatments?
t How long will it last? How much time will it take?
t Where and when will the testing occur?
t How much ﬂexibility will I have?
t How will it affect my activities?
t If I withdraw, will this affect my normal care?
t Will I learn the results?
t Could I receive a placebo?
t What steps ensure my conﬁdentiality?
t Are expenses reimbursed?
t Will I be paid?
Make sure to ask the research team any additional
questions you have. You may want to bring a family
member or caregiver with you to help make sure all
of your questions are answered.

Phases of pharmacological (drug) clinical trials
Preclinical studies in laboratories establish a scientiﬁc basis for believing a drug is reasonably safe and may be effective.
Phase I trials, the ﬁrst stage of human testing, typically involves fewer than 100 volunteers. These studies look at the
risks and side effects of a drug. Participants at this phase are often healthy volunteers.
Phase II trials enroll up to a few hundred volunteers who have the condition the drug is designed to treat. These
studies provide further information about safety and help to determine the best dosage of a drug. These trials are
generally too small to provide clear evidence about a treatment’s beneﬁt.
Phase III trials enroll several hundred to thousands of volunteers, often at multiple study sites worldwide. They provide
the chief evidence for safety and effectiveness that the FDA will consider in deciding whether to approve a drug.
Phase IV trials, also called post-marketing studies, are often required by the FDA after a drug is approved. During
this phase, researchers continue to monitor the health of people taking the medication to gain further insight into its
long-term safety and effectiveness.

Who can participate?
Both people with the disease and healthy volunteers are needed for Alzheimer’s-related clinical trials. Before joining
a clinical trial, an individual must qualify for the study. All clinical trials have guidelines about who can participate.
These criteria are based on factors such as age, gender, the type and stage of the disease, previous treatment history
and other medical conditions.

About Alzheimer’s Association TrialMatch®
TrialMatch is a free, easy-to-use clinical studies matching service that connects individuals with Alzheimer’s
disease, caregivers, healthy volunteers and physicians with current studies. Our continuously updated database
consists of 130+ Alzheimer’s clinical trials being conducted at nearly 500 trial sites across the country.
To learn more, visit alz.org/trialmatch
or call 800.272.3900.

The Alzheimer’s Association is the world’s leading voluntary health organization in
Alzheimer’s care, support and research. Our mission is to eliminate Alzheimer’s disease
through the advancement of research; to provide and enhance care and support for all
affected; and to reduce the risk of dementia through the promotion of brain health.
Our vision is a world without Alzheimer’s.
For information and support,
contact the Alzheimer’s Association:

800.272.3900
alz.org
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