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Today’s Agenda

§ What are challenging behaviors?
§ What makes these situations happen?

• Examining dementia brain changes
§ Getting connected
§ Exploring unmet needs
§ Building a care team, for the person you are

caring for and YOU!
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Introduction: Beliefs

• The relationship is MOST critical 
NOT the outcome of one encounter

• We are a KEY to make life WORTH living

• People living with Dementia are Doing the 
   BEST they can

• We must be willing to CHANGE ourselves
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When we talk situations,

What are we talking about?

§ Think about the situations that come to mind

§ Crises! Problems! Behaviors!
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Examples of Challenging Situations

• No financial/health care Power of 
Attorney

• Losing Important Things
• Getting Lost 
• Unsafe task performance
• Repeated calls and contacts
• Refusing
• Bad mouthing you to others  
• Making up stories
• Resisting/refusing care
• Swearing/cursing, sex talk, racial 

slurs, ugly words 
• Making 911 calls
• Mixing day and night
• No solid sleep time or sleeping all of 

the time
• Not following care/rx plans
• No initiation 

• Perseveration
• Paranoid/delusional thinking
• Shadowing
• Eloping or Wandering
• Seeing things and people
• Getting into things
• Threatening caregivers
• Undressing in public
• Not changing clothes or bathing
• Problems w/intimacy & sexuality
• Being rude
• Feeling sick
• Use of drugs or alcohol to cope
• Striking out at others
• Falls and injuries
• Contractures and immobility
• Infections and pneumonias
• Problems eating or drinking
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Believe: 
It Takes TWO to Tango … 
                                     or Tangle

§ Learn to DANCE with our partner
 We must be willing to STOP & BACK 

OFF

§ Being ‘right’ doesn’t necessarily translate 
into a good outcome
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PAUSE
Take a Breath...

And Another...

And One More
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Understanding and Responding to Challenging 
Situations and Unexpected Behaviors

§ What is happening?
§ Why is it happening?
§ What helps? 
§ What Makes it WORSE/BETTER?
§ What can we do to MAKE IT BETTER?
§ How can we PREVENT it in the first place?
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Why Is Life So Difficult for Those Involved?

§ MANY abilities are affected
• Thoughts
• Words
• Actions
• Feelings

§ It is variable 
• Moment to moment
• Morning to night
• Day to day
• Person to person
• Place to place 

§ Some changes are predictable BUT complicated
• Specific brain parts
• Typical spread
• Some parts preserved

§ It is progressive… 
• More brain dies over time
• Different parts get hit
• Constant changing
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Normal Brain Alzheimers Brain
used with permission from Alzheimers:The Broken Brain, 1999 University of Alabama
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Sensory Processing Changes Visual
Verbal
Touch
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Lobe- 
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– Sensory 
and Motor 
Changes



© Teepa Snow, Positive Approach, LLC – to be reused only with permission.

Visual Verbal Touch: 
How you help… connect

�Sight or Visual cues

�Verbal or Auditory cues

�Touch or Tactile cues

The order matters!
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Visual Cues

§Signs
§Pictures
§Props – Objects
§Gestures
§Facial expressions
§Demonstrations
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Verbal Cues 

§Keep it simple
§Directed
§Matched to visual cues
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Touch Cues 

§Touch on self first so
they see, then touch on 
person

§Hand Under Hand support 
and guidance



© Teepa Snow, Positive Approach, LLC – to be reused only with permission.

Top Ten Unmet Needs 
of People Living with Dementia

Five Physical Needs

  
Intake

hunger or thirst
Energy

tired or revved up
Elimination

need to go or did
Discomfort

temperature or sensations
PAIN!!!

joints, internal or external systems

Five Expressions of 
Emotional Distress

Angry
irritated – angry – furious

Sad
dissatisfied – sad – hopeless

Lonely
solitary – lonely – abandoned/trapped

Scared
anxious – scared – terrified

Bored
disengaged – bored – useless
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Remind yourself and others…
 you WILL make mistakes

§ Learn to recognize Your UH-OH’s!
§ STOP what you are doing!
§ Back OFF & Re-think!

§ Possibly Change Something
§ Try Again!
§ Let it go…

§ FORGIVE Yourself! – You are HUMAN!
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GET HELP!
§ Support for YOU
§ Help with the person
§ Check out options – home care, day care, 

residential care
§ Check out places – visit, observe, reflect
§ Plan ahead – when NOT if
§ Act before it is a crisis
§ Watch yourself for signs of burn-out
§ Set limits… It’s a marathon! 
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When we don’t have the help we need, we tend to…

• We miss early signals
• We ignore it or put up with it 
• We see if it gets worse
• We worry
• We react or over-react instead of responding
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Specifically for Care Partners 
of Someone Living with Dementia

§ You need HELP
• From someone who understands 

§ You need TIME
• Truly away—physically, emotionally and 

spiritually
§ You need to try to LISTEN!!!
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Believe -
People living with dementia
Are doing the BEST they can!

What can you do?
Remember 
who has the healthy brain!
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Thank you so much for your desire to learn and your commitment to making a 
positive difference!

To learn more about the Teepa Snow and the Positive Approach to Care visit 
www.teepasnow.com 

Teepa Snow YouTube FREE Videos: 
https://www.youtube.com/@teepasnowvideos

AARP Caregiver Resources: https://www.aarp.org/caregiving/

Alzheimer’s Association: https://www.alz.org/hawaii
• support groups, information, helpline

Hale Kūʻike is committed to dementia education for staff, 
and for the wider Hawaii community. 
Visit our Dementia Education Hub at 
https://www.halekuike.com/dementia-education-hub/

Thank you!

http://www.teepasnow.com/
https://www.youtube.com/@teepasnowvideos
https://www.aarp.org/caregiving/
https://www.alz.org/hawaii
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Learning Objectives:

§ Describe the emotional and physical health risk factors 
associated with potential caregiver burden.

§ Explain the difference between internal and external 
caregiver burden.

§ Identify approaches to improve caregiver health, support 
emotional well-being, and to promote self-care. *
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Alzheimers: A Public Health Concern

§ An estimated 7.4 million older Americans are living with Alzheimer’s 
dementia.

§ Women make up nearly two thirds of cases.

§ It is the 5th leading cause of death.  

§ There are nearly 13 million unpaid dementia caregivers who provide over 
19 billion hours of care. 

§ Medicare and Medicaid cover $263 billion, and unpaid care from families 
is valued at over $446 billion.
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2026 Alzheimer’s Data and Family Caregivers

Hawaii Prevalence: 

Number of People aged 65 and older with Alzheimer’s                 32,000 
Percentage of Adults Over 65 with Alzheimer’s dementia              11.3%

Workforce Needs in Hawaii statewide

Number of full-time Geriatricians        46.7 (as of 2025)
Increase need to meet 2050 Demand                                  132
# of employed Home Health and Personal Care Aides 6,950 (as of 2023)
# of Home Health/Personal Care Aides to meet 2030 Demand    12,272

4https://www.alz.org/getmedia/ef8f48f9-ad36-48ea-87f9-b74034635c1e/alzheimers-facts-
and-figures.pdf Prevalence)

https://www.hawaii.edu/govrel/docs/reports/2026/act18-
sslh2009_2026_physician-workforce_annual-report_508.pdf
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2026 Hawaii Unpaid Dementia Caregiver Cost Statistics 

HAWAII DEMENTIA UNPAID CAREGIVERS AND CAREGIVING COSTS: 

Number of Hawaii Family Dementia Caregivers    62,000 +  
Total Hours of Unpaid Care            111 million hours  
Total Value of Unpaid Care             $3.3 billion dollars  
U.S. State ranking for avg. hrs. per Caregiver       Hawaii ranks 4th
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HEALTHCARE COSTS:

Annual Medicaid program costs                    323 million dollars (2025)
# of Emergency Department Visits          1,248 visits (per 1,000 people 
w/dementia)

https://www.alz.org/getmedia/ef8f48f9-ad36-48ea-87f9-b74034635c1e/alzheimers-facts-andfigures.pdf



Dementia Caregiver Burden and Stress
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• Caregivers of those living with dementia indicate more substantial emotional, financial and physical 
difficulties than caregivers of those without dementia.

• 59% of unpaid family caregivers for those living with dementia rated emotional stress of caregiving as 
high or very high.

• Spousal dementia caregivers are more likely than non-spousal caregivers to experience increased 
burden over time, increasing if the care recipient develops behavioral changes and decreased 
functional ability, or co-occurring chronic condition like diabetes, hypertension or arthritis.

• Dementia caregivers report and are at higher risk of developing chronic conditions themselves 
compared to non-dementia caregivers. This includes chronic conditions like stroke, coronary heart 
disease, cardiovascular disease, diabetes, cancer, and obesity. It also includes depression and mental 
health. They may put aside their own health needs, like getting regular checkups.

Alzheimer’s Association. 2026 Alzheimer’s Disease Facts and Figures. Alzheimers Dement 2026;22. 
https://doi.org/10.1002/alz.71345.  (p. 53 and  56) 



Common Chronic Diseases 
for Dementia vs. Non-Dementia Caregivers

*7

Alzheimer’s Association. 2026 Alzheimer’s Disease Facts and Figures. Alzheimers Dement 2026;22. 
https://doi.org/10.1002/alz.71345. 



What is Internal Caregiver Burden?

*

• Internal caregiver burden refers to the individual’s personal feelings and state of 
mind toward their caregiver role.  Some dementia caregivers do not see their 
caregiving role as a burden.

• Examples include feelings of inadequacy, guilt or shame, the loss of personal 
identity, loneliness, depression, anger, anxiety and/or social isolation.

• Culture may also influence how one looks at caregiver burden. Some cultures and 
individuals may perceive caregiving tasks like personal care, meal prep, medication 
management, as being rewarding.
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Understanding External Caregiver Burden

• External burden refers to the strain caused by all circumstances outside the 
caregiver’s direct control. For example, the lack of help from others, lack of 
community resources, or problems with finances. 

• Other life disruptions may include the increased amount of time the 
caregiver takes from his or her own life to care for the care recipient. 

• It may be the amount of money spent giving care. The lack of
time or lack of money, can also produce external burden on a caregiver. 

*
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What Are Caregiver Burden Risk Factors?

§  Female gender, limited education, older age 

§  Care recipient living with dementia; higher duration and number of caregiving 
hours.  

§  Physical health and stress; surprisingly not cognitive abilities.

§  Being unemployed or having a lower income; lack of choice.

§  Having a strong sense of obligation to be the primary caregiver.

§  Diminished social network.

§  Effects of intrafamily conflict.
10Alzheimerʻs 2026 Disease Facts and Figures, p. 48 pdf



What are Protective Factors to Help Caregiver Burden
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§ Maintaining social connections

§ Structured Caregiver Programs (educational training, evidence-based and evidence-informed 
interventions) 

§ Respite (help in the home, Adult Day Programs, overnight respite if available, even help from 
friends and family)

§ Case management for the person living with dementia, including planning, referrals to 
community resources and care coordination

§ Counseling (seeing a mental health counselor, cognitive behavioral therapy, etc.)

§ Caregiver Support groups

§ Brain Healthy activities, like regular physical exercise, heart-healthy nutrition, getting enough 
sleep, social engagement

Alzheimerʻs Association Facts & Figures 2026, p. 59



12

Health Metric Caregivers Non-Caregivers Difference

Clinically significant 
depression symptoms 40% to 70% 20% to 30% 2 to 3 times higher

Anxiety disorder 
(diagnostic threshold) Up to 25% 10% to 15% 2 times higher

Sleep disturbance 60% to 70% 30% 2 times higher

Chronic high stress 82% 40% to 50% Markedly elevated

Mental Health Outcomes: Caregivers vs. Non-Caregivers

https://neurolaunch.com/caregiver-mental-health-statistics/



How Well Do I take Care of Myself?

1. The “ How Well Do I take Care of Myself " checklist form was created as a 
self-assessment tool.

2. You will be provided the checklist handout and we will review each of these 
12 statements.

3.  Please fill out the How Well Do I take Care of Myself form at home.

13
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How Well Do You Take Care of Yourself? 
At home, think about each item below from 1 (almost always) to 5 (never), according to how much of the 
time each statement applies to you. 

1 = Almost always  2 = Frequently 3 = Occasionally 4 = Rarely 5 = Never 

1. I exercise on a regular basis. 1   2   3   4  5 
2. I make and keep preventative and necessary medical and dental appointments. 1  2  3  4  5 
3. I have a job or regular volunteer activity that is gratifying. 1  2  3  4  5 
4. I am free of tobacco use. 1  2  3  4  5 
5. I am free of alcohol or drug use. 1  2  3  4  5 
6. I get an adequate amount of sleep each day. 1  2  3  4  5 
7. I have a hobby or recreational activity that I enjoy and spend time doing. 1  2  3  4  5 
8. I eat at least two or three balanced meals a day. 1  2  3  4  5 
9. I have at least one person in whom I can confide. 1  2  3  4  5  
10. I take time to do things that are important to me (e.g., go to church, spend time alone, garden, and 

read).     1 2 3 4 5
11. I have an easy time sleeping at night.    1 2 3 4 5 
12. I have personal goals and I am taking steps to achieve them. 1 2 3 4 5 
Add the numbers you circled for each item. TOTAL SCORE __

Interpretation: 

A total score of 12 to 24 = You are doing an excellent job taking care of yourself.
A total score of 25-36 –You have some room for improvement. 
A score of 37-48 –You are doing a poor job of taking care of yourself and are at moderately high risk for 
personal health problems.
A total score of 46-60 –You are at extremely high risk for personal health problems.

HANDOUT:
Adapted from 
Checklist for 
Caregivers: Do You 
Take Care of 
Yourself?
(Bass 
1990,p.35z0,Bass,D.S. 
(1990). Caring families: 
Supports and 
Interventions. Silver 
Spring, MD: National 
Association of Social 
Workers.
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At home, think about each statement before you select a response.

1. I exercise on a regular basis.

     1 = almost always  2 = frequently  3 = sometimes   4 = rarely  5 = never

2. I make and keep preventive/ necessary medical, dental and vision appts. 

 1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never

3. I have a job or regular volunteer activity that is gratifying.

      1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never

4. I am free of tobacco use.

      1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never
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5.  I am free of alcohol or drug use.

     1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never

6.  I get an adequate amount of sleep. 

     1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never

7.  I have a hobby or other recreational activity I enjoy and spend time doing.
      
     1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never

8.  I eat at least two to three balanced meals a day.
       
     1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never
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9.   I have at least one person in whom I can confide(tell all my problems;     
        successes).   
  
        1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never

10.   I take time to do things that are important to me (e.g. attend church,  
        garden, have time alone).

        1 = almost always  2 = frequently  3 = sometimes  4 = rarely 

11.   I have an easy time sleeping at night.

        1 = almost always  2 = frequently  3 = sometimes  4 = rarely  5 = never

12.    I have personal goals and am taking steps to achieve them.

        1 = almost always  2 = frequently  3 = sometimes   4 = rarely  5 = never
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Add the numbers you circled for each statement. TOTAL SCORE:_____

What the total score means:

12 - 24  Total score = I am doing an excellent job of taking care of myself. 

25 - 36  Total score = I have some room for improvement.

37- 48   Total score = I am at moderate risk for having personal health problems.   

49 - 60  Total score = I am at extremely high risk for personal health problems. 

How Well Do you Take Care of Yourself  Instructions and Score

Adapted from Checklist for Caregivers: Do You Take Care of Yourself?(Bass 1990,p.35z0,Bass,D.S. (1990). 
Caring families: Supports and Interventions. Silver Spring, MD: National Association of Social Workers.



Using this Questionnaire at Home, Next Steps
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• You can score yourself at home and create an Action 
Plan to Take Care of Yourself

• Assess your score

• This is just another tool to focus on your own Self-Care 



Taking Care of Yourself Action Plan:
 

1. To decrease my caregiver stress and/or burden I will   
      _______________________________________once a day.

2.   One positive thing about me is     
      ______________________________________________

3.   To improve my physical and emotional health, I can ask    
       for help from          
       ______________________________________________

4.   One short-term goal to take better care of myself is to    
       _____________________________________in 30 days.

20



Taking Care of Yourself Action Plan
Additional questions to consider: 

21

1. Are there Internal of External burdens you need to 
address, or both? 

2. How will you address each one?
3. Have you inquired about educational programs available 

for dementia caregivers at organizations like Alzheimerʻs 
Association – Hawaii branch, or Catholic Charities 
Hawaii?



Key Points from the Self Care Checklist:

• It’s not selfish to take time out each day to care for yourself.

• You are valued and able to make changes to your physical 
health.

• As a family caregiver, It is important to have a network of 
both formal and informal support for your wellbeing.

• It’s okay to ask for help early on in your caregiving role. It 
can be a challenge to seek help during a crisis situation.

22



Qigong: A Strategy to Promote
 Mental Health and Well-Being

23



Qigong Benefits for Self-Care

• Qigong  (pronounced Chee-Gong) translates to ”energy cultivation” through deep 
breathing and repetitive movements for ”Chi” life force.

• Physical intensity is low and can be learned in minutes.

• Benefits include boosting one’s immune system by activating the lymphatic system 
through rhythmic pumping motions.

• Qigong also supports emotional regulation through specific sounds and 
movements that target stored emotions.

• Qigong combines controlled breathing, gentle movement, focused 
attention/meditation, and relaxation.

• It is evidence supported, and research suggests it may improve psychological well-
being and depressive symptoms. 24



• Try to breathe slowly and fully. Preferably breathe in and out of through the nose.

• Recognize when your body feels tense and knotted. Try gentle movements. When 
you breathe out, imagine your breath loosening the knot and releasing the stress 
out from your body.

• If a stretch hurts, don’t do it.

• Listen to your body. One side of your body may not stretch the same way as the 
other side of your body. 

• We all have good days and other days we can’t move so easily. 

• There is no right or wrong way. You have permission to do what is comfortable for 
you.

Qigong Exercises (Deep Breathing)

25
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Let’s Try Qigong Together



Experiencing Joy for Your Mental Health

1. Lower your standards and expectations. You work hard and don’t need
     to be perfect. 

2.  Practice and attitude of gratitude. Focus on one thing that you appreciate in your life 
     and write it down to remind yourself.

3.  Create a private ritual just for YOU. You are special and valued. 

4.. Define how you enjoy quality time with family and friends.

5.  Start new traditions for you and your family instead of dwelling on what you and/or your loved  
     ones are not able to do anymore.

6.  Ask for help - Even if you don’t normally do so, asking for help early in your caregiving journey 
     can be a huge relief, lend support and/or decrease risk for caregiver burden.

. 27



Counseling Resources on Oahu

• Adult Mental Health Division  Phone: (808) 643-2643

• Hawai’i Cares Phone: 988 or 1-800-753-6879 website: www.hicares.hawaii.gov

• Kokua Support Services Phone: (808)847-4227. website: 
www.kokuabehavioralhealth.org.

• Samaritan Counseling Center Hawai’i Phone: (808) 545-2740

• Queen’s Health Systems-Behavioral Health Services(outpatient) Phone: 808-691-
4401

• HMSA  Behavioral Health Phone: (808) 948-6079 or  Email:  HMSA.com.

• Kaiser Behavioral Health Phone; (833) 833-3333 or  Email: kaiserpermanente.org.

28
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Caregiver Support Resources 

Ø Alzheimer’s Association 24/7 Helpline (800) 272-3900

Ø Catholic Charities Hawaii Senior Services – Phone: 808-527-4777

Ø Hawaii Parkinson Association Phone (808)762-0600 website: www.parkinsonhawaii.org.

Ø Kupuna Information & Assistance Helpline Phone: (808)768-7700
     website: www.elderlyaffairs.com

Ø Project Dana-Caring for the Caregiver Phone: (808) 979-5365 
     website: www.projectdana.org/caregiver

Ø VA Caregiver Support Line (CSL) Phone:1(855)-260-3274 
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HANAI Memory Network Program

Ø The HANAI Memory Network Program stands for “Hawai’i Assistance for the Navigation of 
Alzheimer’s Intervention” and was signed into law on July 20, 2026.

Ø The HANAI Memory Network Program is housed in the Hawaii Executive Office on Aging.

Ø The Hawaii State Legislature appropriated 3 million dollars that will better support the aging 
population and their family caregivers.

Ø Creates Community Memory Clinics to specifically serve neighbor islands and rural 
communities.

Ø Funds Dementia Care Specialists in each County to handle care coordination, help families 
manage medical needs of people living with dementia, and navigate complex long-term 
supports and services.

 

25House Bill 1853 signed into law by Governor Josh 
Green on 07/20/2026



HANAI Memory Network Program Objectives:

Improve access to early detection and diagnosis. HANAI 
Memory Network will fast-track public access to early screening and 
timely diagnosis.

Enable earlier treatment and care planning: Provide early 
detection to help people living with dementia and their caregivers pursue 
appropriate treatment and begin care planning sooner.

Aims to build a community resource directory by creating and operating a 
centralized public website, reference directory and a statewide referral 
network to assist families through advance care planning.
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Thank you for your Time

Sara Tompkison, MSW, LCSW
Love, Grace and Ministry Services
Social Worker, Certified Tai Chi for Health Instructor 
Positive Approach to Care (PAC) Dementia Educator
Cell: 808-551-8111
Email: stompkison@gmail.com
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