You Can Live Well With
Dementia




Overview

» The Dementia Tool Kit
» A Tool for Self-Advocacy

» A Tool used to Improve Quality of Life
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Why was the Toolkit Developed?
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What Is the

Dementia Tool
Kite

THE TOOL KIT CONSISTS OF §
DOCUMENTS:
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Script for Use

My History Form
My Future Form
Observation Form

Behavioradl
Communication Flow
Chart

Plan of Action




> PROMOTE SELF-ADVOCACY IN
PREPARATION FOR WHEN
INDIVIDUALS NO LONGER ARE
ABLE TO DO SO

Why Use The

> SO LOVED ONES LIVING WITH
DEMENTIA CAN HAVE
PERSONALIZED SUPPORTS

Dementia Tool
Kite

> FOR CAREGIVERS TO UNDERSTAND
THE PREFERENCES OF THE
INDIVIDUALS THEY SUPPORT




The Dementia Tool Kit Support

Understanding:

» The type & level of dementia ... NOW

v

The person & who they have been

» Personality, preferences & history
Other medical conditions & sensory status
The environment — setting, sound, sights

The whole day... how things fit together

vV v v Vv

People - How the helper helps -

» Approach, behaviors, words, actions, & reactions



Does the Dementia Tool Kit Work?e

Care Plans w/
Dementia Focus

In a test population of
145 individuals:

63% had plans of
care created w/
dementia focused
supports

Dementia Related
Incidents

Partial Tool Kit
completed (no Action
Plan):

53% fewer
occurrences

Full Tool Kit completed

73% fewer
occurrences

Use of As Needed
Medications

Additional reduction
reported in use of
medications for:

Anxiety
Agitation

Aggression




How Is The Toolkit
Used?

> THE INDIVIDUAL CAN COMPLETE
THE MY HISTORY AND MY FUTURE
FORMS FOR THEMSELVES

> THE INDIVIDUAL'S FAMILY/ LEGAL

DECISION MAKER CAN COMPLETE
THE PERSONAL HISTORY AND MY
FUTURE FORMS FOR THE
INDIVIDUAL

> YOU AND YOUR WORKERS MAY

PARTNER TO COMPLETE
THE PERSONAL HISTORY AND MY
FUTURE FORMS




My History & My
Future Forms

> THE GOAL IS FOR INDIVIDUALS TO
RECEIVE QUALITY CARE
AND CONTINUED QUALITY OF
LIFE EXPERIENCE.

> ADVOCACY IS AN ESSENTIAL

STEP IN QUALITY OF CARE.

> IT IS KEY THAT INDIVIDUALS HAVE

A VOICE IN HOW THEIR SUPPORT
NETWORK COMMUNICATES
HOW CARE NEEDS ARE MET.




My History Form

The goal is for you and your loved ones to receive quality care and a continued quality of life experience.
Advocacy is an essential step in quality of care. It is key that you have a voice in how you or your loved
one communicates how care needs are met, Please answer each question as candidly as possible so that
all caregivers may learn about traditions, routine, preference, and values so they can understand what
has been important to you or your loved one.

Name:

Date:

Significant people in my life (current and past, family/friends):

‘What does a good day lock like for you:

‘Waork and military history:

Traumatic experiences/significant life events:
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Daily routine before dementia (eating, sleeping, bathing habits, preferred physical activities, etc.):

Things or people that bring me joy (types of music, food, hobbies, etc.):

Things or people that are upsetting to me:

Are there people you do not want to visit with you or enly want them to visit if it is supervised? If
supervised and there is a problem, do you want caregivers to ask that person to leave or do you prefer
to end all visits?

Are there sensory stimuli {visual, touch, taste, sound, smell, temperature, etc.) that can contribute to
negative responses:

Dementia Tool Kit

Are there sensory stimuli {visual, touch, taste, sound, smell, temperature, etc.) that can contribute to
positive responses or people, animals, music that helps calm you down:

Health concerns others should be aware of (for example chronic pain, chronic infections, other chronic
health conditions, or undiagnosed mental health):

How do you communicate (bilingual, written, verbal, using technology, non-verbally, etc.):

Other (volunteer experience, previous living experience, spiritual history, other important things):

*Fillable version available at https:/ fwww.indusa.org/providers/resources/dementia-care-resources,
+We encourage keeping this document easily accessible by caregivers.
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My Future

The goal is for you and your loved ones to receive quality care and a continued quality of life experience.
Advocacy is an essential step in quality of care. It is key that you have a voice in how you or your loved
one communicates how care needs are met, Please answer each question as candidly as possible so that
all caregivers may learn about your wishes for care through the end of life.

What matters to me through the end of life (comfort, family, independence, etc.)?

If you do not have a POA document completed, who do you want assigned to make your decisions?
(Consider completing the POA of Health Care and POA of Finance to make this preference legal)

Who supports you during difficult times?

How much do you want to know about your condition and/or treatment? {minimum, everything,
somewhere in the middle):

Do you want to have input in every healthcare decision, or do you prefer others to make them for you?
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If you cannot eat or drink on your own, do you want artificial nutrition and/or hydration?

How much pain is acceptable to you? Do you want to be pain-free even if it means being less
alertfawake?

At the end of life, do you want medication te make you more comfortable even if it makes you less
alertfawake?

What do you worry about most regarding your future?

Do you prefer treatment that focuses on quality of life or quantity of life?

Do you prefer to spend your last days in a facility or at home?
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If you cannot manage safely at home, are you comfortable moving to a facility?

Do you want CPR, ventilator care, or other lifesaving measures? If so, to what extent?

‘When you die, do you want to be alone or have others with you? If others, who? If family members
have something planned, do you prefer they cancel if able to stay with you or would you prefer they go,
even if that means you may be alone when you die?

Are there any spiritual or religious preferences you want honored?

*Fillable version available at https://www..inclusa.org/providers resources/d i3-care-resources,
We ge keeping this easily ible by i
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Observation

> WHAT WOULD YOU
OBSERVE

> WHAT WOULD YOU
DOCUMENT

> HOW DOES THIS HELP

v Learning
v Quality of Life




Observation Form

(INCLUSA
H Rate the behavior on a scale of 0-4 for both severity (how much it is upsetting to caregiver or presents
Observation Form ate the bet v (h psetting to caregiver or p
risk to individual or others) and frequency (how often it happens)
Name Behavioral Communicati Severity/ Frequen
0 =non/rarely
1 = mild/occasionally
Date Time What Howlong | Whatwas | Wheredid | What How Rate both | Caregiver .
(include occurred | diditlast | happening | itoccur | interventions | effective | severity initials 2 = moderate/sometimes
day of the (be prior to the weretriedto | was the and 3 = severe/frequent
week) specific) behavior end the intervention | frequency. )
behavior (see back) 4 = very sever/daily

* Fillable version available at https://www.inclusa org/providers/resources/dementia-care-resources

* We encourage keeping this document easily accessible by caregivers

Complete the form using specifics to better determine triggers as well as what works to alter the
behavioral communication being displayed by the individual. Don’t be afraid of documenting the small
most unusual details as this may be the trigger. The purpose of the Observation form is to assist you in

determining trends as well as triggers. itis recommanded to use a separste Observation farm for 2ach specific problematic
behaviorzl communication you wish to track to datermine trends/triggers.

Describe the behavior in detail using the Observation Form. Be clear and complete in descriptions.

* What was the individual doing just prior to the incident?

Where did it happen?

When did it happen?

Who was involved? Who was present at the time? Who just left?
How did it start? Stop?

What was said? Done?
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Behavioral Communication

» Individuals communicate using their words, hand/body gesturing and
behaviors to express unmet needs such as discomfort or pain, anxiety,
sadness feelings of loss, fear and positives such as excitement, joy,
wonderment.

» When it becomes a “problem” is when the caregiver struggles to fully
understand the communication from someone with a dementia dx to best
support them and meet their needs.



Flow Chari
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Action Plan

» TIES EVERYTHING TOGETHER
» PROACTIVE PLANNING

» PROVIDES CONSISTENCY IN
CARE

» FLUID RESPONSES



Plan of Action

Target Behavioral Communication:

Date(s) Revised:

Tips
1. Try not to take behaviors personally.
2. Remain patient and calm.
3. Explere pain as a trigger.
4. Accept behaviors as a reality of the disease and try to work through it.
5. When you have met one person with dementia, you have met one person with dementia!
6. Reasoning, explanation, and social norms may no longer be understood. We need to meet them
where they are. Trying to bring them into your reality will not be effective.
7. What works today may not work tomarrow.
8. All behavior is a form of communication. What is the person trying to tell you when they display a

behavior?

Ineffective Approaches (Score of severity and/or frequency did not change or went up. These are
strategies nof to use)

02712024 Dementia Tool Kit Guide Page 14 of 18

Effective Approaches (Score of severity and/or frequency went down. These are strategies to use)

*Fillable version available at hitps:

www.inclusa.org/providers/resources/dementia-care-resources,

*We encourage keeping this document easily accessible by caregivers
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> SUGGESTIONS FOR STARTING
YOUR EXPLORATION IN
UNDERSTANDING DEMENTIA:

> Websites

Resources > Assessment Tools
> Pod Cast

> Videos




Resources

((THhis is o ist of some resources available to aossist individwuals diagnosed with dementiac and their
caregivers. The list is mot intended o encompass olfl the variows greaft resowrces available, anad we
encourage youw to explore youwr commmunity metworks and the internet o find additional resowurces focused
o topdics important to woor. )

wWeebsites:

- Aldzheimer's and Demeaentia Alliance of Wisconsin (www._alzwisc.org)
- Adzheimer's Association Wisconsin Chapter: {(vwww.alz org /M wwi)
- Dementia Care in Wisconsin | Wisconsin Department of Health Services

(hittp -/ P weww . dhs owisconsin.gow/dementiay/indaex_hitm)
=1 SAging & Disability Resource Center (ADRC): Support for People with Dementia and their
Caregivers (http:/Mewwww.dhs wisconsin.gowv/adrc/dementia-care-specialist-programm .htm}
o DHS Search Results Keyword: Dementia
- Inclusa Dementia Care Resource WWebsite
(wwwww. inclusa.org/providers / resources,/dementia-care-resources)
Dementia Tool Kit Resources

L)
= Books Written aAbowut Dementia
=1 Books Wrritten Abowut Dementia for Children
o Links to welbsites and recorded trainings related to dementia
- MMational Institute on Aging (hittps: S werw . nia.nib.gowv//health/alzheimars—and-dementia)
o Link to order Mational Institute on Aging Publications: (https://order.nia.nih.cowy)
- MMational Task Group on Intellactual Disabilities and Dementia Practices (MTGS) (bttps " Mwwwereer _the -
nte..ores)

o MNTG- Early Detection and Screen for Demantia
=] MNT G- Familhy Support and Resources
- Positive Approach to Care (teepasnow.corm )

- University of Wisconsin Oshkosh- Wisconsin Dementia Care Project Learning Center

[wwss. cocedet.uwosh.edussto/dbhsdemeantial
- Teepa Snow's Positive Approach to Care (PAC) (hittps o/ Mwww.oyowtube.comy user/fteepasmow])
- wWeisconsin Alzhaeimer's Institute (www owaiwiscoedu)

=] Caregiver Resource Guide: CaregiversHomeHealthGuide.pdf

Articles and Podcast:

- Firearms and Dementia: How Do Youwu Conwvince & Lowved One To Give Wp Their Guns? (MPR article)
- The Resilient Caregiver: Empowering Thise Who Serve People Diagnosed with Dementia (Apple
podcast)

- worried About Grandpa’s Guns? Here’'s What Yow Can Do. {KFF Health MNews article)
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Next Steps To
Make This Work

For You
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Questions?

Nancy Tischbein Gloria Kwallek Becki Mein
Senior Consumer Engagement  Care Coach 1- Certified Associate Director- Family Care
Phone 715-236-5078 Screen Specialist Phone 715-236-5051

Nancy.Tischbein@inclusa.org Phone 715-236-5097 Becki.Mein@inclusa.or
Gloria.Kwallek@inclusa.org @LUSA
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