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Are you a care partner of a person who is living with dementia?
Yes/no
Are you a spouse or a partner? Yes/No
Are you a child? Yes/No
Are you a friend/other? Yes/No
Do you live with or near-by your care recipient? Yes/No
Are you a long-distance caregiver? Yes/No



Objectives
• Overview of stress and distress 
associated behaviors in 
dementia

• Review of how these behaviors 
may evolve into crises

• Review of evidence-based 
interventions

• Practical approaches to 
understanding and managing 
behaviors



DISTRESS ASSOCIATED 
BEHAVIORS IN DEMENTIA 
= CRISIS => hospitalization=> 
institutionalization



Dementia Associated Behaviors
DISTRESS

PATHOLOGY
Sleep

Day/night 
confusion



Distress Associated Behaviors 
• Stress can quickly develop into distressing behaviors

• Aggression
• Agitation

• To prevent crisis, it is important to understand the emotions 
that drive behaviors and to learn how to “step in” to someone 
else’s world

• Analysis of 2001-2004 REACH II studies:
• Distress behaviors are reported by 1/3 of Care Partners 

(CPs) and occur at least once a week
• Most CPs felt upset and had low confidence in managing 

behaviors
• Hispanic CPs were the least confident 

(Hansen et al., 2018)



Does your care recipient experience Stress/Distress 
associated behaviors? Yes/No
• Agitation Yes/No
• Aggression  Yes/No
Does your care recipient experience other neuropsychiatric 
symptoms? Yes/No
• Apathy Yes/No
• Depression Yes/No
• Mania Yes/No
• Psychosis Yes/No
• Sleep Problems Yes/No



INTERVENTIONS

Multicomponent Non-Pharmacological => 
FIRST LINE APPROACH

Clinical Practice Guidelines for Dementia 
(Guideline Adaptation Committee, 2016. 
Clinical practice guidelines and Principles of 
care for people with dementia)



2018 
Recommendations 
of the National 
Institute for Health 
and Care 
Excellence for 
assessment and 
management of 
depression in 
dementia 

First line nonpharmacological therapies include:
• For Mild Cognitive Impairment (MCI) and early stages of 

dementia 
• Emotion-oriented therapies (validation, reminiscence, reality, 

and simulated-presence therapy)
• Brief psychotherapies 
• Modified cognitive-behavioral strategies 

• For moderate to severe dementia
• Behavioral therapies (e.g. modified Cognitive Behavioral 

Therapy, Behavioral Reinforcement)
• Sensory-stimulation (music therapy, art therapy, pet therapy, 

aromatherapy, activity therapies, and multisensory 
approaches)

• All stages
• Exercise
• Reduction of cardiovascular risk factors 
• Interventions that are delivered by and include care partners

Antidepressants should not be offered as first line therapy unless 
indicated for recurrence of a preexisting depressive disorder

Diagnosing and Treating Depression in Patients with Alzheimer’s Disease. Anna D. Burke, Danielle Goldfarb, Padmaja Bollam & Sehar
Khokher. Neurology and Therapy volume 8, pages325–350(2019); https://link.springer.com/article/10.1007/s40120-019-00148-5



"Behavior-based strategies may take longer than 
prescriptions. But if you teach people the principles 
behind DICE, the approach becomes more natural and 
part of one’s routine. It can be very empowering for 
caregivers or staff.” Helen Kales, M.D

Distress Associated Behaviors 



Multicomponent DICE Approach
D: Describe CP and PLWD (when able) 
• Describe and share notes of what happened

• “who, what, when and where” of situations where problem 
behaviors occur

• physical and social context 
I: Investigate Health Care Providers
• Look into all the aspects of the PLWD health, dementia   

symptoms, current medications and sleep habits, that might be 
combining with physical, social and CP-related factors to 
produce the behavior

C: Create PLWD, CP and health providers 
• Work together to plan to prevent and respond to behavioral 

issues
• Ex. enhancing PLWD activities and environment, educating 

and supporting the CP
E: Evaluate PLWD, CP and health providers 
• assess how well the plan is being followed and how it’s 

working, or what might need to be changed
http://www.uofmhealth.org/news/archive/201503/time-“just-say-no”-behavior-calming-drugs-alzheimer-patients



STEP 1. Describe and Investigate



Pain



Dehydration



Infection



Investigate: Remember to BREATHE



STEP 2. Create Plan and Evaluate



DICE Case Study: Problem Behavior
• Frank (75-year-old man living with Alzheimer’s Dementia)

• Gets verbally aggressive
• Screaming “Leave me alone! I can only do so much!”

• Never been physically aggressive, but verbal aggression is scary
• He is 6’3”, 230lb

• He does not recall episodes of his aggression
• Dot (75-year-old care partner, wife)

• Is very stressed
• Trying to take care of Frank and two grandkids
• Episodes occur often when she is pressed for time
• She is a perfectionist

• Environment
• Often noisy and chaotic with children’s toys and television blaring in 

the background



DICE Case Study: Underlying Causes
• Frank

• On SSRIs for depression, Citalopram 20mg
• Depression is in remission

• He has functional/cognitive impairment, cannot follow commands 
beyond 1-2 steps 

• Has some pain in R hip when getting in a car or in a bathtub
• Hearing is poor, does not like to wear hearing aid

• Dot
• Taken off guard by sudden uncooperativeness and anger 
• Sees Frank’s behavior as volitional
• Communication style when stressed is negative and critical, scolding
• “Trying to do it all”, does not ask for help

• Environment
• Over stimulating, daily routine is erratic
• Limited activity and exercise 



DICE Case Study. 



DICE Case Study: Plan
• Frank

• Rule out acute medical issues
• Treat pain
• Have hearing checked and ensure he wears hearing aid

• Dot
• Educate about non-volitional nature of Frank’s behaviors
• Teach calm communication
• Prescribe respite, assist with getting more outside help
• Evaluate her health, stress, possible depression
• Help engage family if available
• Teach her to “relax the rules” 

• Environment
• Create routine and daily structured pleasant activities
• Declutter and organize 
• Allow Frank alone time away from the kids





DICE Case Study: Evaluate Intervention
• Frank

• Monitor behavioral change when pain is treated
• Evaluate effect of non-pharmacological strategies on verbal 

aggression
• Dot

• What approaches did she try and use regularly?
• Was she resistant to any of the approaches? Why?
• What worked?
• What did not?
• Were there any unintended consequences?
• Did she follow through on a health/stress assessment? Is there 

a care plan?
• Did she use respite? 

• Environment
• What changes were made? 



INTERVENTIONS

Pharmacological  
SECOND LINE APPROACH

Clinical Practice Guidelines for Dementia 
(Guideline Adaptation Committee, 2016. 
Clinical practice guidelines and Principles of 
care for people with dementia)



Pharmacological Interventions For 
Agitation/Aggression in PLWD

Pain management with analgesics using step-wise 
protocol

• Significant effect
• Low quality of evidence

• Single RCT
• No adverse effects reported
(Dyer S et al., 2017, Systematic review)



Pharmacological Interventions For 
Agitation/Aggression in PLWD
Memantine and Cholinesterase Inhibitors:

• Contradictory evidence
• Due to lower side effects, some studies identify as a first 

line approach when non-pharm interventions fail 
• Adverse effects include:

• Dizziness
• Headaches
• Nausea
• Vomiting
• Diarrhea and anorexia

(Dyer S et al., 2017, Systematic review)



Agitation 
Aggression 
Due to
Psychosis 
in PLWD

Psychotic features
• Delusions – False fixed beliefs
• Hallucinations – False sensory perceptions, usually auditory
• Often not reported by patients or CP, ask about them

Only medicate when patient and/or caregivers are 
significantly distressed by psychotic symptoms

• Only about half of PLWD who take antipsychotics benefit
• Side effects

• increased mortality and faster cognitive decline
• Antipsychotic augmentation of antidepressants 

• Risperidone, Olanzapine [Zyprexa]
• Quetiapine [Seroquel] 

• Recommended for psychosis and agitation 
• Aripiprazole [Abilify] 

• Recommended for psychosis and vegetative symptoms
• If initial treatment fails, treatment of choice is ECT
Using antipsychotic agents in older patients. J Clin Psychiatry, 
Alexopoulos, 2004



Pharmacological Interventions For PLWD
Atypical antipsychotics 
The strongest evidence, but benefits are moderate 

• Risks include:
• Increased mortality
• Somnolence
• Extrapyramidal symptoms
• Cerebrovascular adverse events
• UTI
• Edema
• Gait abnormality

• Olanzapine and Risperidone are more efficacious than Quetiapine, 
Depakote and placebo (CATIR-AD trial)

• Quetiapine and Depakote are better tolerated
(Preuss et al, 2016, Systematic Review)



ANTIPSYCHOTICS IN 
DEMENTIA 
FDA issued warning, first in 2005 and again in subsequent years, for use of 
antipsychotics for PLWD

Applies to antipsychotics as a class. Exact relationship and physiological 
mechanism of increased mortality are not well understood. 

The American Psychiatric Association responded to the FDA’s warning by stating 
publicly that there are times when treating the risky behaviors of dementia patients 
with antipsychotics is appropriate, “with the right precautions and under the right 
circumstances”

They should not be used unless extreme behaviors do not improve with non-
drug management strategies
Despite common use in delirium, antipsychotics do not improve primary 
symptoms (confusion, fluctuation and disorientation) or shorten duration



Pharmacological Interventions For 
Agitation/Aggression Due to Depression in PLWD
Depression
• 30-40% of PLWD have depression or depressive 

symptoms 
• Undiagnosed and untreated depression is associated with 

increased morbidity, accelerated cognitive decline and 
mortality

Diagnosing and Treating Depression in Patients with Alzheimer’s Disease. 
https://link.springer.com/article/10.1007/s40120-019-00148-5
Antidepressants:

• Limited efficacy for depression in dementia
• Treatment benefit may be reduced because severely 

depressed patients may not be enrolled in trials
• Citalopram may hold promise for treatment of agitation 

• Concerns about cardiac side effect (eg. QT prolongation) 
(Birkenhager-Gillesse et al., 2018, Systematic Review)



Depression in 
Dementia. 
Pharmacological 
Interventions

• Consider medications when non-pharmacological 
interventions were tried but not sufficient 

• It is important to differentiate depression from 
apathy for which medications are usually not 
effective 

• Medications have strongest efficacy for agitation 
and anxiety but not everyone responds

• Work Group on Alzheimer’s Disease and Other 
Dementias of the American Psychiatric Association 
recommend selective serotonin reuptake inhibitors 
(SSRIs) as the first pharmacological treatment for 
depression in dementia
• SSRIs tend to be better tolerated and have fewer 

serious adverse effects 
• If patients cannot tolerate higher dosages needed 

for remission, trials of alternative antidepressants 
such as bupropion, venlafaxine, and mirtazapine 
may be considered

Rabins PV, Blacker D, Rovner BW, et al. American Psychiatric Association 
practice guideline for the treatment of patients with Alzheimer’s disease and 
other dementias, second edition. Am J Psychiatry. 2007;164(12 Suppl):5–56



• Low levels of omega-3 fatty acid are associated with 
increased mortality in depressed HF patients

• ~ 30% higher risk of mortality for every 0.1 unit of 
eicosatetraenoic acid reduction

• Omega-3 supplementation is associated with 
improvement in cognitive depressive symptoms, 
social functioning and 6-min walk test

• Some evidence for higher efficacy of 
antidepressants in association with polyunsaturated 
fatty acids in depressed patients 

Jang et.all., JACC Heart Fail. 2018 Oct;6(10):833-843. Long-Chain Omega-3 Fatty Acid Supplements in 
Depressed Heart Failure Patients: Results of the OCEAN Trial

Depression in Dementia.



INTERVENTIONS
The Last Resort



Electroconvulsive Therapy for Agitation and 
Aggression in PLWD
• Systematic review of 17 articles, 122 cases, no RCTs

• Reasons for ECT referrals:
• Agitation: Eg. screaming, yelling
• Aggression: physical and verbal

• All PLWD were on multiple medications prior to ECT
• Eg. antipsychotics, anticonvulsants, antidepressants, 

benzodiazepines, mood stabilizers and methadone
• Procedures:

• Number of treatment sessions varied from 2-18
• Majority were bilateral 
• More than half required maintenance
• No adverse effects

• 88% or N=107/122 cases observed improvement
• Often early in treatment course

(Van Den Berg et al, 2017)



YOUR APPROACH 
BE A CARE PARTNER 
NOT A CARE GIVER 



CARE PARTNER FOCUSED 
INTERVENTIONS FOR DEMENTIA 
RELATED BEHAVIORS



Interventions for Care Partners
• Problem solving intervention, care coordination at the VA 

= significant reduction of behaviors (Belle, et al, 2006; Trinh et al, 2003)

• Tailored Activity Program (TAP) and TAP VA
• 8 sessions with OT trained caregivers to customize activities 

= significant reduction of behaviors at 4 months (Gitlin, 2008, 2017)

• Care of Persons with Dementia in their Environment 
(COPE)
• 12 contacts with clinicians to assess medical problems and train 

caregivers to problem solve 
= significant improvement in patient’s functional 
dependence and wellbeing of caregivers (Gitlin, 2010)



Interventions for Care Partners

Project ACT: Advancing Caregiving Techniques
• 11 visits by clinicians, help caregivers to identify 

triggers of problem behaviors and to modify them 
• = significant improvement in target behaviors and 

caregiver wellbeing; at 4 and 24 months. 
(Gitlin, 2008)

Systematic Review
• 23 RCTs (N=3,300 PWD) 
• = multi-domain, non-pharmacological 

interventions with family caregivers significantly 
reduce BPSD 
(Preuss et al, 2016)



Care Partner Self-Care
OUR CURRENT STUDY



Most CP prioritize care 
for PLWD over self-care 

FACT 1

Most CP of PLWD 
experience frequent crises

FACT 3

Some cultures stigmatize CP 
self-care

FACT 5
CP self-care is essential 
for both CP and PLWD

FACT 6

FACT 4
There are cultural variations 
in acceptability of self-care

Most CP reduce self-care 
when in crisis

FACT 2

Care Partner (CP); Person Living with Dementia (PLWD)



CARE PARTNER

• Eat regular meals
• Drink 4-6 glasses of water
• Sleep 6-8 hours at night 
• Take my medications 

regularly

Managing Your Own Wellness

HEALTH 
PROMOTION

UNIVERSAL

• Engage in sports or other 
outdoor activities

• Meditate or pray
• Spend time with others whose 

company I enjoy
• Listen to music, read, watch TV

• Engage in enjoyable activities with my 
care recipient

• Participate in caregiver support groups
• Ask for help or caregiving relief when 

needed
• Ask healthcare providers for information



Meditate      
5 min in the 
living room 
in the am 

after making 
coffee

Meditate 
10 min in the 
living room 
in the am 

after making 
coffee

Meditate 
15 min in the 
living room 
in the am 

after making 
coffee

Meditate 
20 min in the 
living room 
in the am 

after making 
coffee

Jul. 1st Aug. 1st Sep. 1st Oct. 1st Nov. 1st

Cultivating Self-Care Habits



Managing Your 
Own Wellness 
Care Partner 
Self-Care 
Intervention

If you are interested in participating in this 12-week 
care partner self-care study please contact 
Emily Ishado
• eishado@uw.edu
• 206-616-1983

mailto:eishado@uw.edu


INTERVENTIONS SUMMARY



What Do We Know About Behavioral 
Crises in Dementia
Effective non-pharmacological interventions:

• Reduction of stimuli
• Modifying the environment
• Activities
• Reduction of physical and pharmacological restraints
• Individualized interventions
• Changing CP perception of behavior
• Counseling programs for CPs and PLWD
• Group therapy
• CP education
• Working with Occupational Therapist

(Backhouse, T., Camino, J., Mioshi, E. 2017)



What Do We Know About Behavioral 
Crises in Dementia

Effective Pharmacological and Medical Interventions:
• Reducing pain
• Optimizing nutritional intake and function
• Physical Assessments
• Multidisciplinary input
• Psychotropic medications
• Medication review and adjustment
• Cholinesterase inhibitors

(Backhouse, T., Camino, J., Mioshi, E. 2017)





Understanding and Responding to Dementia-Related 
Behavior. Alzheimer's Association Training (FREE)
https://training.alz.org/products/4037/understanding-and-
responding-to-dementia-related-behavior

• Overview of common triggers
• Strategies for preventing behaviors
• Strategies for addressing behaviors
• Strategies for care partner self-care

Care Partner Training 

https://training.alz.org/products/4037/understanding-and-responding-to-dementia-related-behavior
https://training.alz.org/products/4037/understanding-and-responding-to-dementia-related-behavior


Care Partner Training 

UCLA HEALTH Training videos for Care partners (FREE) 
https://www.uclahealth.org/dementia/caregiver-education-videos
Caregiver training videos (English/Spanish)
• Aggressive Language and Behaviors
• Agitation and Anxiety
• Depression and Apathy
• Hallucinations
• Home Safety
• Refusal to Bathe
• Refusal to Take Medications
• Repetitive Behaviors
• Repetitive Phone Calls
• Repetitive Questions
• Sexually Inappropriate Behaviors
• Sleep Disturbances
• Sundowning
• Wandering
• Common Challenges: Alcohol Abuse
• Common Challenges: Driving
• Common Challenges: Lack of Eating
• Common Challenges: Paranoid Thoughts

https://www.uclahealth.org/dementia/caregiver-education-videos
https://www.uclahealth.org/dementia/caregiver-education-videos
https://www.uclahealth.org/dementia/aggressive-language-behaviors
https://www.uclahealth.org/dementia/agitation-anxiety
https://www.uclahealth.org/dementia/depression-apathy
https://www.uclahealth.org/dementia/hallucinations
https://www.uclahealth.org/dementia/home-safety
https://www.uclahealth.org/dementia/refusal-to-bathe
https://www.uclahealth.org/dementia/refusal-to-take-medications
https://www.uclahealth.org/dementia/repetitive-behaviors
https://www.uclahealth.org/dementia/repetitive-phone-calls
https://www.uclahealth.org/dementia/repetitive-questions
https://www.uclahealth.org/dementia/sexually-inappropriate-behaviors
https://www.uclahealth.org/dementia/sleep-disturbances
https://www.uclahealth.org/dementia/sundowning
https://www.uclahealth.org/dementia/wandering
https://www.uclahealth.org/dementia/body.cfm?id=1111
https://www.uclahealth.org/dementia/body.cfm?id=1112
https://www.uclahealth.org/dementia/body.cfm?id=1113
https://www.uclahealth.org/dementia/body.cfm?id=1114


Care Partner Training 
Caring for Someone with Alzheimer’s: E-Learning Course. 
Help for Alzheimer's Families

https://www.helpforalzheimersfamilies.com/learn/alzheimers-
education/
Minimizing behavioral symptoms:
• Anger
• Saying No
• Communication
• Health Concerns
• Behavioral Symptoms
• Seek to Understand
• Give Simple Choices
• Apologize
• Redirect
• Remove
• 30-second rule
• Self-care

https://www.helpforalzheimersfamilies.com/learn/alzheimers-education/
https://www.helpforalzheimersfamilies.com/learn/alzheimers-education/


Care Partner Training 
Family Caregiver Alliance. Guide to understaning and addressing 
difficult behaviors.

https://www.caregiver.org/caregivers-guide-understanding-dementia-behaviors

• Ten Tips for Communicating with a Person with Dementia
• Handling Troubling Behavior

• We cannot change the person
• Check with the doctor first
• Behavior has a purpose
• Behavior is triggered
• What works today, may not tomorrow
• Get support from others
• Behaviors:

• Wandering
• Incontinence
• Agitation
• Repetitive speech
• Paranoia
• Sleep
• Eating
• Bathing

https://www.caregiver.org/caregivers-guide-understanding-dementia-behaviors


Apps for Care Partners. 
Organization. Communication.
CareZone - “health information organizer”
CaringBridge - connects multiple caregivers through a 
single app, providing easy access to appointment dates, 
new changes in health, and other essential information
• Symple - makes journaling your loved one’s feelings and 

monitoring their health, well, simple. It enables you to 
track overall well-being, steps, sleep, meals, medications, 
and more.



Apps for Care Partners. 
Organization. Communication.
CareBetter - helps join a large community of people who  
care for loved ones with Alzheimer’s disease and other 
forms of dementia 
Caring Village – lets you store important documents in one 
place, create a care team, and coordinate help with food, 
errands, transportation, etc., as well as keep track of 
medications. There’s also a wellness journal, secure in-app 
messaging and preparedness checklists. 
Lotsa Helping Hands – create a community of care 
around your loved one. Invite family, friends, volunteers, 
and care aides to help manage everything from 
appointments to errands and family gatherings. 

https://www.caringvillage.com/
https://www.whereyoulivematters.org/wellness-really-mean-age/
http://lotsahelpinghands.com/


Apps for Care Partners. 
Medications.
Medisafe – Easy-to-use medication reminder that also provides tips, 
refill reminders, progress reports and discounted prescription offers. 
Caregivers and health care providers can also be connected to the 
account. 
MyMeds – Schedule medication reminders that are sent via text. When 
they’ve taken the medicine, they reply “yes.” You and other family 
members can be added to the tracking list so you’ll get a notification if 
they haven’t taken the meds and can send them a follow-up reminder. 
RxSaver – You can find coupons to help you save money on 
prescriptions — whether or not you have insurance. Search 
medications by name, find available prices from nearby pharmacies 
(you can set the surrounding radius you’re willing to travel within), get a 
coupon and show it to the pharmacist when you arrive. 
Med Helper - Whether your loved one faces a short-term medical need 
or has a prolonged and complex condition, Med Helper makes it easy 
to maintain their prescriptions and medical regime. It’s consistently 
ranked as a top app for medical management.

https://medisafe.com/
https://www.my-meds.com/
https://rxsaver.retailmenot.com/


Apps for Care Partners. Monitoring
eCare21 – Remotely monitor your loved one’s glucose, 
heart rate, sleep, physical activity and more. With 24/7 
monitoring via devices such as a FitBit or smart watch, 
caregivers and health providers can gather information to 
help them be proactive, even from a distance. Monthly 
subscriptions start at $7.95.
PainScale – Track and monitor your loved one’s pain with 
a convenient diary. You can enter pain triggers and 
intensity, activity levels, medication dosages, mood, and 
sleep quality. The information can be compiled in a pain 
report that’s shareable with health providers. 

https://ecare21.com/
https://www.painscale.com/


Apps for Dementia Care Partners. 
Alz & Dementia Daily Companion – This app for Alzheimer’s 
caregivers is easy to navigate and loaded with practical tips from 
experts for everyday situations and challenges. And if caregivers 
would like further in-depth 
Dementia Caregiver Solutions – Expert advice on 25 of the 
most challenging dementia-related behaviors. You’ll find 
strategies and tips to help manage some of the high-stress 
situations you may face. $2.99. 
MindMate – Providing actionable guidance for someone in the 
earlier stages of dementia, combines mental stimulation, 
physical exercises, nutrition advice, recipes, and secure storage 
for photos and memories. Each feature is designed for a holistic 
approach to living with dementia.
Alzheimer’s Caregiver Buddy - information about 
communication tips, challenging behaviors, and daily routines

https://apps.apple.com/us/app/alzheimers-daily-companion/id696976537
http://www.dementiasolutions.ca/products/dementia-caregiver-solutions-app-page/
https://www.mindmate-app.com/


Apps for Care Partners. Stress 
Management. 
Headspace - self-care resource for caregivers to reduce stress 
and sleep soundly. It makes it easy to master the techniques of 
meditation, which is proven to ease anxiety and mental stress
MyReef 3D Aquarium – A relaxing view of 14 different types of 
fish in a reef, the interface allows users to interact with the fish or 
simply watch them swim by. This app is intuitive and easy to use, 
and great for people living with even advanced forms of 
dementia. Free with ads, $2.99 without ads
Sanvello - help you work through emotional challenges. Quick 
activities, clear goals and community support help you address 
stress, anxiety and depression with tactics based in cognitive-
behavioral therapy and mindfulness. Basic version is free. 
Advanced version is $8.99 per month

https://play.google.com/store/apps/details?id=com.bitbros.myreef3d.android.googleplay&hl=en_US
https://apps.apple.com/us/app/sanvello-stress-anxiety-help/id922968861


Podcast Apps
A Podcast App – Download a podcast app to hear 
discussions and advice on everything related to caregiving. 
There are a number of podcasts that will give you practical 
advice on caregiving and self-care, encouragement – and 
the knowledge that you’re not alone. Here are three 
podcasts to check out:

• Caregiver/Storyteller (iTunes, Google Play, Spotify)
• Caregiver Podcast (iTunes, Google Play)
• Happy, Healthy Caregiver (iTunes)
• Eldercare Illuminated (iTunes)

https://www.whereyoulivematters.org/caregiver-self-care/


Conclusions and Questions


