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Neuropsychiatric Behaviors and
Family Care
> Alzheimer’s disease & dementia affects the
fastest growing segment of our population

> Families provide the bulk of care for older
adults with dementia

> Mood and behavior problems are the main
reason families become unable to provide care

> Mood and behavior problems significantly and
adversely affect individuals with dementia and
their caregivers
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Why Behavioral Treatment?

> Medications can only do so much
=  Don’t always work
= Can cause unwanted side effects
= Can be expensive
= Don’t solve the underlying problem

> Behavioral treatments
= Can be individualized to each person
= Empower caregivers
= Help you see the “big picture”
= Are useful at every stage of disease

Framework for Care Interventions

Retrieved from: https://effectivehealthcare.ahrg.gov/products/care-
interventions-pwd/protocol 7/25/19 Research Protocol (downloadable .pdf)
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There Are Many Options

From PubMed, 5/6/20

(dementia or Alzheimer) AND evidence-based AND
nonpharmacological AND (treatment or intervention)
— 44 articles

(dementia or Alzheimer) AND (randomized controlled
trial) AND nonpharmacological AND (treatment or
intervention) — 76 articles

(dementia or Alzheimer) AND (review OR meta-
analysis) AND nonpharmacological AND (treatment
or intervention) — 221 articles

EBT Searchable Database
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NIA Resources: Alzheimer’s Disease

A Few Key Reviews and Reports

Agency for Healthcare Research and Quality, 2019, Care
interventions for people with dementia and their
caregivers

https://effectivehealthcare.ahrq.gov/products/care-
interventions-pwd/protocol

Gitlin & Maslow, 2018, Research Summit on Dementia

Care final report. https://aspe.hhs.gov/pdf-report/national-
research-summit-care-services-and-supports-persons-dementia-
and-their-caregivers-final-summit-report

Livingston et al., 2017, Lancet, 390: 2673-2734

Shultz and Eden, 2016, Families caring for an aging

America. National Academies of Sciences
https://www.nap.edu/download/23606
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Based Treatment

STAR-Caregivers: An Evidence-

Seattle Protocols

Depression Agitation Physical activity STAR
(1988, 2002) (1993) (1993, 1998. (1999, 2004)
2012) STAR-C
Early-stage (1999)
memory RALLI/MCI (2006)
loss (2006, STAR
2011) Effectiveness
(2009)
STAR-C
*Teri, et al. 2005. Research and Effectiveness

practice in Alzheimer’s disease and
cognitive decline, Vol. 10, p.153-158. (2009’ 2011)
New York: Springer.

Sleep
(1993, 1998,
2005)

AFH Sleep
(2006)

AFH Staff

Training
(2009)
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What is STAR-Caregivers (STAR-C)?

> Working with family member(s) of
persons with dementia:

= Teach them to be agent of change for
person with dementia

= Support them as they implement new skills
= Help them take good care of themselves

= Teaches five core principles of good
dementia care

11

STAR-C Core Components

> Dementia education/realistic expectations
> Good communication

> Behavioral problem-solving (ABCs of
behavior change)

> Increasing pleasant events for persons with
dementia and caregivers

> Caregiver self-care

12
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STAR-C: Original RCT Design

95 caregiver/care receiver dyads

Treatment conditions:
« STAR-C intervention (n=47)
« Routine Medical Care (RMC) (n=48)

8 weekly in-home sessions + 4 monthly phone
calls

Assessments conducted baseline, 2, and 6
months

Interviewers blind to treatment conditions

Teri, et al., The Gerontologist, 2005, 45 (6), 802-811.

13

STAR-C: Original RCT Results

Care receiver Quality of Life (QOL-AD)

* Pre-Post p<.05
= STAR RMC Longitudinal
p<.03
w, Caregiver Depression: CESD 2{  Caregiver Burden: SCB
e 25 4

23 1

11Baseline
" Post

21 1

STAR RMC

Teri, et al., The Gerontologist, 2005, 45 (6), 802-811.

13 m Follow up
1 19
Pre-Post p<.05 Pre-Post p<.01
11 17 4
10 Longitudinal Longitudinal
STAR RMC p<.02 15 + p<.03
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STAR-C Continued to Evolve

= Consolidated number of in-person sessions
reduces travel burden

= Originally tested with predominantly white,
highly educated individuals

= Sociocultural factors can impact treatment

« Literacy/reading skills

« Cultural understanding of dementia symptoms
and family involvement

= Now available in Spanish, Russian,
Vietnamese, and Chinese

15
N N . N ‘ Northwest Regional Council ‘
Multnomah Aging & Disability Services,
OO Immigrant & Refugee Community Organization O O
‘ Aging & Long Term Care of Eastern WA ‘
Washington Qounty Disability, Aging & Aging & Adult Care
Veteran Services O of Central WA
King Co Aging & Disability Services
+ CCS/AAEP. CISC, Kin On
‘ SE WA Aging & Long Term Care ‘
Rogue Valley Council of Governments
O Senior & Disability Services
Agency on Aging & Disabilities of SW WA ‘
16

Behavior Mgmt in AD (McCurry), NW GWEC Spring 2020



Target Behavior Problems (=17s dyads;
466 problems; Washington and Oregon)

= “He was inexplicably
kind this week... or
maybe it was
reflective of the
changes | made in my
own expectations and
tone of voice...
Hmmm...”

*Decreases in frequency
and reaction P < .001

2=1-2 times in past week
3=3-6 times in past week
4=daily or more often

Frequency | Reaction _
Frequency:
. 0= Never occurred
Session 1 3.1 2.7 1=Not in past week
Session 6 2.0* 1.2*

Reaction: (how much it
bothered caregiver)

0= Not at all

1=A little

2=Moderately

3=Very much
4=Extremely

Results as of 5/1/20

(n=179 dyads)

Ratings of how helpful STAR-C was to

dyad
100
80
60
40
20 .
0 T T T

Not helpful
helpful

Somewhat Successful, Very helpful

helpful

Coach Ratings of STAR-C Outcomes

= “The one-on-one
coaching is a
strength...While the
program is scripted,
it takes on the
unique flavor of the
caregiver/care
receiver dyad.”

= “We no longer have
‘meltdowns’ - bad
behavior on both our
parts in the
afternoons... [My
coach] gave me
confidence to keep
trying.”

18
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STAR-C Core Components

> Dementia education/realistic expectations
> Good communication

> Behavioral problem-solving (ABCs of
behavior change)

> Increasing pleasant events for persons with
dementia and caregivers

> Caregiver self-care

19

Dementia is a Brain Disease

Persons with dementia do not have control over their
changes in thinking and behavior.

Photographs courtesy of Dr. Thomas Bird, Seattle VAMC
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Symptoms Progress Over Time

http://health.mashangel.com

21

Dementia Symptoms Are Variable

> No two people are alike (“If you’ve met
one person with Alzheimer’s disease, you’ve met
one person with Alzheimer’s disease™)

> It is typical for symptoms to wax and
wane

> This unpredictability and
inconsistency is often what is most
difficult for caregivers to accept

22
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STAR-C Core Components

> Dementia education/realistic expectations
> Good communication

> Behavioral problem-solving (ABCs of
behavior change)

> Increasing pleasant events for persons with
dementia and caregivers

> Caregiver self-care

23

Caregiver Skills: Good
Communication

®  Verbal communication = Simple
requests, stated clearly, one-at-a-
time

® Nonverbal communication = Eye
contact, body position and
movement, speech rate and tone

24
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Is your verbal and non-verbal
communication sending the same
message?

25

26
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STAR-C Core Components

> Dementia education/realistic expectations
> Good communication

> Behavioral problem-solving (ABCs of
behavior change)

> Increasing pleasant events for persons with
dementia and caregivers

> Caregiver self-care

27

Behaviors are Observable Events

> “Behaviors” are anything a person does

> All behaviors have meaning and
purpose, even when they seem to
“come out of the blue”

> We focus on behaviors that we can
count (see or hear)

> We also focus on improving challenging
behaviors by changing the external
physical and interpersonal environment

28
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What Does STAR-C Target?

STAR-C focuses on behaviors that:

» Cause the care-receiver to be a
danger to self or others

> Interfere with necessary care
> Decrease the care-receiver’s quality

of life or the QOL of those around
him/her

29

30
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ABCs of Behavior

» Activator
What happened just before B?

Select * Behavior
one behavior What is the person doing?
to work on Where is this happening?
first. Who is present?

When is this happening?

 Consequence
What happened just after B?

o}-n)-55]

Teri L, Logsdon R.

Compr Ther 1990,
16(5):36-42

31

Rationale for Using the ABCs

> To prevent a problem behavior from
happening (by changing the activator)

> To keep a current behavior from getting

worse or continuing (by changing your response,
the consequence)

> To reduce the probability of the

problem behavior occurring in the future
(by changing either activators and consequences)

32

Behavior Mgmt in AD (McCurry), NW GWEC Spring 2020

16



Observation is How We Find
Patterns

> Are there days that the
behavior does not occur?

> Does it only happen
around certain people?

> Does it have a cyclic
pattern?

> Is it more likely under
certain conditions?

33

Observing Behaviors: The Four “W”’s

What, Who, Where, and When

What exactly is the person doing?

Who is around?
Where is this happening?

When (and how often) is it
happening?

YV V. VvV V¥

34
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Observing Behaviors: The Four “W’’s

4 Ws: Which one
behavior do you
want to work on
first???

Teri, L, McCurry, SM, Logsdon, RG. STAR-C2 Caregiving consultant manual
2014 update 3

What were possible
activators (before
the behavior)?

What were the
consequences (that
happened after the
behavior)?

36
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Brainstorming Activators

Medical Interpersonal
Behavior
Environmental Historical

What are some common medical, interpersonal, environmental,
and historical factors that might impact behavior?

37

38
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Don’t Forget Consequences!

» Caregivers (and STAR-C coaches) often focus
only on activators - what causes or “triggers”
behaviors

» Consequences are just as important
- Consequences can cause a behavior to escalate

- Responses to a behavior may also help the PWD
avoid an uncomfortable situation, or to gain
some desired attention. In that case, the PWD
will be more likely to do that behavior again in
the future

39

Sample ABCs

40
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Get Active Problem-Solving

» Identify a realistic alternative to the problem
behavior that you would like to work towards

» Think about activators: What happened before
the behavior that could be changed? Pick 1
(or 2) things to modify and see what happens

» Think about consequences: How might you (or
other people around) change your response
after the problem behavior happens?

» How might communication be an activator or
consequence in this situation?

41

Sample Problem-Solving Plan

O
O

42
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STAR-C Core Components

> Dementia education/realistic expectations
> Good communication

> Behavioral problem-solving (ABCs of
behavior change)

> Increasing pleasant events for persons with
dementia and caregivers

> Caregiver self-care

43

Why Pleasant Events Matter

» Cognitive impairment leads to loss of
pleasant activities

» Decreased pleasant events can lead to
boredom, behavior problems, and
reduced quality of life

» Caregivers can identify and implement
pleasant events for the person with
dementia and themselves

44
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Relationship between Mood and
Pleasant Events

+«— Mood
PI t -
evia:';n_. Keep adding on
those pleasant
events!!!!

45

Increasing Pleasant Events

- What did the person
enjoy in the past?

- What does he/she enjoy
now?

- How can tasks be
modified or broken into
small steps to
accommodate current
abilities?

46
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Look For ““Safety Bubbles™

Situations where the person’s dementia
IS not relevant

= No pressure to remember
people, places, events, or
facts accurately

» Feelings of dignity and self-
respect are maintained

= “Being with” is more
important than “getting
something done”

» Adult day programs can
provide this for many people

47
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ABCs of Pleasant Events:
ldeas to Remember

> A pleasant event is anything that can
add pleasure or meaning to a
person’s day (not just “fun”)

> Every interaction has the potential
to be a pleasant event

> Pleasant events should be available,
accessible, and frequent

49

STAR-C Core Components

> Dementia education/realistic expectations
> Good communication

> Behavioral problem-solving (ABCs of
behavior change)

> Increasing pleasant events for persons with
dementia and caregivers

> Caregiver self-care

50
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Coping With Caregiving

» Caregiving is associated with physical,
emotional, and social demands

> Resources are often available, but
caregivers may be unaware of or
reluctant to use them

» The system doesn’t make things easy

51

Caregiving and Pleasant Events

» Caregivers need pleasant events
too!

= Relationship between mood and pleasant
events is true for everyone, not just
persons with dementia

» Self-care requires respite

= How is it possible to get a break in times
of social isolation?

52
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Caregiver Resources

Alzheimer’s Association (national web site): www.alz.org
Washington State Chapter: www.alzwa.org

Washington State Aging and Long Term Support Administration (ALTSA/DSHS),
Caregiver Resources: www.adsa.dshs.wa.gov/caregiving/

Washington State Dementia Road Map: A guide for Family and Care Partners
www.dshs.wa.gov/altsa/stakeholders/alzheimers-state-plan

Washington State Community Living Connections/Area Agencies on Aging (local
support services): www.waclc.org/connect

Alzheimer’s Disease Education and Referral Center of the National Institute on
Aging (ADEAR): www.nia.nih.gov/alzheimers

National Institutes of Health - federally and privately supported clinical
research: www.ClinicalTrials.gov

The Administration on Aging Alzheimer's Resource Room:
http://www.aoa.qov/ALZ/

53

STAR-C Tools

> Realistic Expectations

» Communication
= Think of both verbal and nonverbal

> ABCs

= Monitoring ABCs
= Making a Problem Solving Plan

> Pleasant Events
= Pleasant Events Planning

> Caregiver Self Care
= Community Resources
= Respite

54
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STAR-C Testimonials

Realistic Expectations Communication Skills
« *“..letting go of the old, embracing the new « «_Listen with respect, comfort and
and not take to heart the hurtful things. redirect - Big!'!” “Genius!”
It’s the disease - not my spouse. This was
huge!” « “Communication skills - especially being

face to face when | talk to the patient.”

“| have a much better understanding of
Alzheimer’s disease and have come to an

“Learning to distract with comfort &

acceptance that I’ve not had.” positive distraction.”
« *..To not take everything that Mom says or + “Don’t argue.”
does so personally.”
ABC Problem Solving Pleasant Events
* “There is actually something | can do to « “Really like the Pleasant Events
help with difficult behaviors. The ABC is a brainstorm!”

great way to begin.”

w . . “Hard to pick one. Maybe the

“The ABC program is helping me to better importance of pleasurable experiences
identify, understand and deal with my care for both of us.”

receiver’s anger.”

. . . i “..the importance of pleasurable
Problem solving plan: Activator, behavior, experiences for both of us...” sk

consequence (worksheets were so helpful)”

Teri L, Logsdon RG, & McCurry SM. (2005). The Seattle protocols: Advances
in behavioral treatment of Alzheimer’s disease. In: Vellas, B., Grundman,
M., Feldman, H., Fitten, L.J., Winblad, B., & Giacobini, E. (Eds.), Research
and practice in Alzheimer’s disease and cognitive decline, Volume 10, pp.
153-158. New York: Springer Publications.

Logsdon RG, McCurry SM, & Teri L. (2005). STAR-Caregivers: A community-
based approach for teaching family caregivers to use behavioral strategies
to reduce affective disturbances in persons with dementia. Alzheimer’s

Care Quarterly, 6(2), 146-153.

Teri L, et al. (2005). Training community consultants to help family
members improve dementia care: A randomized controlled trial. The
Gerontologist, 45(6), 802-811.

Teri L. et al. (2012). Translation of two evidence-based programs for
improving care of persons with dementia. The Gerontologist, 52(4):452-
4509.

McCurry SM, et al. (2017). Adopting evidence-based caregiver training
programs in the real world: Outcomes and lessons learned from the STAR-C

Oregon translation study. Journal of Applied Gerontology, 36(5):519-536. 56
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