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LEARNING OBJECTIVES

At the completion of the activity, learners can:

1. Describe the FAST (Functional Assessment Staging Tool) scoring system for
dementia.

2. Specify the criteria of hospice qualifications for patients with dementia.

3. List and apply strategies to manage Alzheimer’s agitation.

4. Summarize ways to support caregiving challenges that families face in caring
for loved ones with dementia.
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6 million Americans are
living with Alzheimer’s

One In nine seniors aged 65
and older have the disease
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Alzheimer’s dementia is one
of the most challenging
diagnoses in hospice and
palliative care to predict,
treat and support

Together Anything is Possible
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Global Deterioration Scale - Reisberg Scale
= Measures cognitive decline

Functional Assessment Staging Test (FAST)

= Measures functional decline

Clinical Dementia Rating
= Research Tool

Together Anything is Possible



Functional Assessment Staging Test (FAST)

Stage
Stage 1

Stage 2

Stage 3

Stage 4

Stage 5

Stage 6

Stage 7

Patient Condition
Normal adult

Normal older adult

Early Alzheimer’s disease

Mild Alzheimer’s

Moderate Alzheimer’s

Moderately severe Alzheimer’s

Severe Alzheimer’s

Level of Functional Decline
No functional decline.

Personal awareness of some functional decline.

Noticeable deficits in demanding job situations.

Requires assistance in complicated tasks such as
handling finances, traveling, planning parties,
etc.

Requires assistance in choosing proper clothing.

Requires assistance with dressing, bathing, and
toileting. Experiences urinary and fecal
incontinence.

Speech ability declines to about
a half-dozen intelligible words.
Progressive loss of ability to
walk, to sit up, to smile, and to
hold head up.

Expected Duration of Stage
N/A

Unknown

The average duration of this stage is 7 years.

The average duration of this stage is 2 years.

The average duration of this stage is 1.5 years.

The average duration of this stage is 3.5 months
to 9.5 months.

The average duration of this
stage is 1 year to 1.5 years.



Life Expectancy by Dementia Type

Dementia Type Life Expectancies
10 years following diagnosis

5 years following diagnosis

2 to 8 years following pronounced

Dementia with Lewy Bodies
symptoms



https://www.dementiacarecentral.com/aboutdementia/alzheimers/
https://www.dementiacarecentral.com/aboutdementia/vascular/
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There are no FDA approved drugs specifically for
the treatment of behavioral and psychological
symptoms of dementia

Together Anything is Possible



Antipsychotics

Potential Indications for

L Behavioral Symptoms

- Short-term treatment of
persistent and severe
agpression or psychosis,
if non-pharmacologic
interventions and a trial
of analgesics fail

Antipsychotics

~ Should not be used to
address sleep problems

Together Anything is Possible

Benefits for Behavioral
Symptoms

- Mixed evidence with, at
Dest, modest short-term
improvement in behaviors
such as agpression or
psychosis

- Limited evidence for
long-term behavioral
improvements

< Noevidence for improved
function or quality of life

Examples and Cost
Estimates*

- Haloperidol
($20/301mg tabs)

- Olanzapine
($200/ 30 5mg tabs)

< Quetiapine
($70/3025mg tabs)

- Risperidone
($84 /30 1mg tabs)

Side Effects and Cautions

< FDA black box warning of
increased risk of mortality
in patients with dementia

- Increased risk of stroke

< Increased cognitive decline

- Extrapyramidal symptoms
(eg, Parkinsonism and
Tardive Dyskinesia)

- Sedation

- Increased risk of falls

3k Providence



Pain Medications

3 Painis 2 common and - For those who report or - Acetaminophen - Opioids can increase risk
important source of show signs of pain, pain for falls
behavioral disturbances treatment may improve - Morphine
in patients with dementia behavioral symptoms ($60 /120 15mg tabs) - Constipation is a near
universal side effect of opioid
- Use interviews and - An empiric stepwise -+ Oxycodone therapy and should be treated
observation to determine protocol starting with a ($91/120 10mg tabs) proactively with a bowel
whether pain may be trial of scheduled regimen

contributing to behaviors acetaminophen, then
moving to scheduled - Startlow, go slow

~ Empiric treatment of pain opioids, has been shown
should be considered for 10 decrease apitation and - Dose adjust based on impact

individuals with behavioral aggression in individuals on behavior and function

disturbances without a clear with dementia
cause

Pain
Medications

Together Anything is Possible JLPIDﬂdEHfE



Benzodiazepines

Potential Indications for Benefits for Behavioral Examples and Cost : :

- Should be limited to care - While there may be - Lorazepam - Sedation

at thevery end of Life, where modest, short-term (§14/3005mg tabs)

sedation is the goal and benefits with agitation - Paradoxical agitation

cognitive/functional side ue to sedating effects, - Oxazepam

effects are acceptable therisks of worsening (§32/ 30 10mg tabs) + Delirfum
confusion, delirum,
and falls penerally - Temazepam - Worsening cognition
ourweigh any benefit (§20/3015mg tabs)

Benzodiazepines

< Increased risk for falls
and fractures

JiL -
Together Anything is Possible % Providence



Cholinesterase Inhibitors and Memantine

Cholinesterase [nhibitors

- Donepezil

3 Showdnotbeconsidered 7 Srudieshaveshownavery

Cholinesterase
Inhibitors and
Memantine

Together Anything is Possible

for first-line treatment of
moderate o severe
behavioral symptoms in
dementia

< Consider use in mild

symptoms as an adjunct
10 non-pharmacologic
therapy

small benefit in
behavioral symptoms in

dementia, though clinical

significance s
questionable

- Benefit may be more

clinically significant in
patients with Lewy Body
Dementia

6200/ 30 10mg tabs)

< Galantamine
($160/60 4mg tabs)

- Rivastigmine
(§230/60 15mg tabs)

- Memantne
(§280/ 60 10mg tabs)

(Donepezil, Galantamine,

Rivastigmine):

- Nausea vomiting
diarrhea, welght loss,
anorexia insomnia,
bradycardia

Memantine:
- Dizziness headache
constipation, fatigue

= Mo



Dextromethorphan-Quinidine

Potential Indications for Benefits for Behavioral Examples and Cost : :

+ Avoid untl more data + Limited evidenceousideof = Dextromethorphan- 7 Falls
qupportsafety indementia ~ Cnerandomuzedconmolmal - Quinidine (Nuedexta)

showing modest benefitwith  (§1.200/6020mg/10mg - Diarrhea
Dextromethorphan - agiation in dementi capsules)
Quinidine 9 Dizziness

- Costprohubitve for
Many patients

JiL -
Together Anything is Possible % Providence



Mood Stabilizers

Mood Stabilizers /
Anticonvulsants

Together Anything is Possible

- Limited role for treatment
of behavioral symptoms
due to lack of evidence
and risk for side effects

- Large well-controlled
randomized trials, aswell
as meta-analyses, have
not supported use for
agitation, aggression,
or other behavioral
symptoms

~ Depakote
(3227 / 60 250mg tabs)

- Lamotrigine
($70/30100mg tabs)

~ Valproic Acid
($80 /120 250mg tabs)

Depakote:
- Nausea, Gl upset, ataxia,
sedation, hyponatremia

Lamotrigine:

- Skin rash, Stevens-
Johnson syndrome,
dizziness, sedation,
NEUIopenia, anemia

Valproic Acid:

- Sedation, falls, diarthea,
ataxia, weight loss,
thrombocytopenia

e
T

Providenc



Potential Indications for Benefits for Behavioral Examples and Cost . .

- Use for reatment of - Modest benefit for = Sertraline - Glupset
persistent apitation if agitation behaviorsin ($40/30100mg tabs)

non-pharmacologic randomized control trials < Falls
interventions fail - Ciralopram

- May have benefit for (330/ 30 20mg tabs) - Hyponatremia
concurrent depression

Selective Serotonin
Reuptake Inhibitors yee oy geammenof

(SSRIs) depression and arxety, and anxiety - Escitalopram - Delirium
for both patient and (390/3010mg tabs)
CaTEgIver - Potential small decline in
cognitive function

JiL -
Together Anything is Possible % Providence
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Sleep Disturbances in Dementia

Non-pharmacologic interventions are the first
line therapies for sleep problems in dementia.

Together Anything is Possible
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Patient, thoughtful, Kind staff

Nurses

Admission Staff and Afterhours Staff
SWs

Chaplains

Physicians

NPs

Volunteers

Bereavement Staff

Together Anything is Possible
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Whole Person Care

= Presence

= Patience

= Support

= Compassion
= | ove
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Nonpharmacologic
Strategies for Managem
Alzheimer’s Agitation

J. Russell Kieffer, LCSW, APHSW-C
Senior Executive Director|Providence
Palliative Care

California|Oregon | Washington



1 Pharmacological interventions have 0%
traditionally used in the treatment of
agitation, but many studies have documentec
adverse effects of sedative and antipsychotic
drugs, such as worsening cognitive function,
higher cerebrovascular side effects, longer
hospitalizations, and increased mortality.

d There appears to be a relationship between agitation and
unmet needs originated by a decreased ability to cope with
environmental stimulation and to communicate these needs.

' The use of a nonpharmacological approach as a first-line
treatment for agitation in dementia patients has been
Increasingly recommended.

d Overall, however, evidence-based studies on non-pharmacological
Interventions are lacking.
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In general, there Is a severe

paucity of research into the

Nonpharmacological approaches address the effects of nonpharmacological

contextual and/or psychosocial reasons for agitation " .. : .-
and avoid the potentially negative side effects of therapies In managing agitation.

pharmacological treatment.

Interventions can include,
but are not limited to:

Therapeutic touch

Aromatherapy

Bright light therapy

Music therapy

Multisensory stimulation

Exercise — walking, dancing, movement
Pet therapy

Cooking

Psychological/behavioral interventions with family caregivers
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Supporting the Family a
Caregivers of People Livi
with Dementia



There are only four kinds of people
in the world - those who have been
caregivers, those who are caregivers,
those who will be caregivers and

those who will need caregivers.

— Resa/c{/m Carter, —

AZQUOTES
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A typical day in the life of Carmen:

MOM, YOU LOVE

EGGS. YOU HAVE
TO EAT BEFORE I
LEAVE FOR WORK.

SHE CAN TAKE
ONE AND A HALF
OF THESE EVERY
4-6 HOURS, BUT
DONT FORGET TO
GIVE IT TO HER

AT LEAST AN

HOUR BEFORE

A MEAL.

I AM SO TIRED
TODAY, I CAN'T
ANSWER ONE MORE
QUESTION.

IF I COULD
JUST NAP FOR
30 MINUTES
I COULD MAKE
IT THROUGH

THE DAY.

MOM, YOU HAVE TO
I'VE CALLED ABOUT GO ONE MORE TIME

THIS CLAIM FOUR R T
TIMES ALREADY 1 < IN THE NIGHT.
WAS TOLD THAT
THE GRAB BARS
FOR THE BATHROOM
WOULD BE COVERED
BUT I STILL
HAVEN'T RECEIVED
THE CHECK!

Together Anything is Possible
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Carmen represents one of more than 16 million family and other
unpaid caregivers of persons living with dementia in the United

States. In 201/, these caregivers provided over 18 billion unpaid hours of

assistance with self-care or household activities to older adults

with dementia.

Despite the vital role caregivers play in dementia care, many

clinicians are unsure how best to support them.

Together Anything is Possible



In 2023, total payments
for all individuals with
dementia are estimated at

$345

BILLION’

65

SECONDS

someone in the
U.S. develops
Alzheimer's disease

Annual Medicaid payments for
beneficiaries with dementia were
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TIMES HIGHER

than for those without dementia*

Caregiver strain leads to
increased health care costs

of more than

$1,300

PER CARE RECIPIENT"®
AND

$4,766
more

per year per person
FOR CAREGIVERS THEMSELVES®
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Who provides the vast majority of care for older adults
living with dementia?

-

Together Anything is Possible
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Who are the caregivers of individuals with dementia?

T PR N

Together Anything is Possible
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more about caregivers...

How Individuals end up In For example, lesbian, gay,
caregiving roles is shaped bisexual, and transgender
by existing relationships, (LGBT) individuals are
gender roles, cultural norms more likely to care or be
and expectations, as well as cared for by a non-relative
a host of other factors. than non-LGBT individuals.

Caregiving requires many tasks, all of which must be done while juggling
other responsibilities such as childcare, daily errands, or working full- or

part-time jobs.

Together Anything is Possible
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Caregiver tasks include...

Household Emotional

tasks o and social
Activities of support

daily living,
safety, and
behaviors

Together Anything is Possible

Health and
medical care

Advocacy and
care
coordination

Surrogate
decision-
making
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Impact of Caregiving on the Caregiver

Together Anything is Possible
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more about caregivers...

Caregiver burden is an all- Caregivers of home-
encompassing term used to dwelling elderly patients
describe the physical, with dementia report more
psychological, social, and physical and psychosocial
financial toll of providing burden than their peers of
care. the same age and living

clircumstances.

Caregiver burden is also associated with important health care utilization
outcomes, including risk of emergency department utilization and nursing
home placement for patients with dementia.

Together Anything is Possible



3 Providence

Consequences of caring for individuals with dementia. ..

@

Psychological

$)
Financial

Together Anything is Possible
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Risk factor
s for negativ
€ consequences
of caregivin
g

Intensity of caregiving

hoice in taking on the

Lack of €
caregiving role

Cnreg‘wer's physiccn\ condition

Curegiver's social supports

Together Anything is Possible
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How you can help caregivers
What do caregivers want from their clinicians?

Referral to services that relieve burden, such as respite care

Together Anything is Possible



YOU'VE BEEN DOING A REMARKABLE JOB
HELPING ROSA. TELL ME HOW THINGS
ARE GOING FOR YOU.




#I# Providence First, identify who Is providin

o the person with dementia.
3 Steps for Clinicians =
Supporting Caregivers

Include the caregiver’s name
contact information in the ce
recipient’s chart.

-~

&

Step 1. Include the caregiver asa §
member of the care team.

« Many individuals who provide care to older adults with dementia
do not think of themselves as a caregiver; rather, they identify In
terms of their relationship with the person who has dementia (i.e.
spouse, daughter, neighbor).

« The first step Is to acknowledge and validate what they do in their role
caring for the individual with dementia.




It’s an ethical obligation to as
how she’s doing

~y

3 Steps f_Or CIiniCi_anS He s.hld ask only if Carmen
Supporting Caregivers iy |up concerns.

Step 2. Ask about the caregiver’s f
health and well-being, not just g
About the patient’s Don’t ask—Carmen is not

provider’s patient
* At Rosa’s last doctor’s appointment, her doctor noticed that Ca
looked exhausted and jittery. The doctor wanted to ask whether sf
was doing okay, but was afraid of overstepping his boundaries
because Carmen wasn’t his patient.

S—

.
A

What is the clinician’s responsibility in this case?



3 Steps for Clinicians
Supporting Caregivers

Step 3. Address Caregiver’s
Needs

It may feel overwhelming to address the needs of both the
patient and the caregiver.

 |If you work as part of a team, determine who on the healthcare tea
will be responsible for addressing the needs of the caregivers.

« Depending on your setting and resources, this may include a nurse,
social worker, case manager, nurse partitioner, or physician.



Key areas to address

Provide Emotional Support

- Caregivers' needs and feelings
matter. Your validation of

E;rﬂx];i:r?m their role and effort can be
Support essential to their self-worth

and confidence.

- Encourage caregivers to
maintain a life outside of
caregiving and to take care of
their own health.

. Connecting caregivers to
support groups is an
underutilized but important
way to meet their emotional
needs.

3= Providence



Key areas to address

Provide
Caregivers
with
Education
and
Information

Provide Caregivers with Education
and Information

. The clinician should meet with

the caregiver regularly to
provide education and
information on diagnosis,
clinical updates on what to
expect as dementia
progresses, treatment
options, and management
strategies.

. It is helpful to have printed

educational resources and
guidance to provide to
patients and caregivers, and
provide them as a
prescription as appropriate.
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Key areas to address

Make the
Referral
Yourself

Make the Referral Yourself

- Many caregivers are unlikely

to find and initiate support
services on their own.

. It is best to make direct

referrals to community
organizations that provide
services that meet the
particular needs of each
patient and their caregivers,
including counseling, respite
care, and adult day care.

- When community supports

are provided as a doctor's
order or prescription,
caregivers are much more
likely to follow up and make
use of them.

The first referral should be to the Alzheimer’s Association.

The Alzheimer’s Association is a nationwide source of
evidence-based and practical information about all aspects
of care for people living with dementia and their
caregivers. The organization’s local chapters provide care
consultation, support groups, 24/7 support line services,
education, and safe return programs.

*What to do: Hand caregivers a prescription to call the
Alzheimer’s Association’s 24/7 national helpline at 1-800-

272-3900 or visit their support web pages.

or download the

*Providers can
Alzheimer’s Association online.



https://act.alz.org/site/SPageServer/?pagename=Referral_Pad
https://www.alz.org/professionals/healthcare-professionals/clinical-resources/physician_pocketcard_app

= Didee

Organizations like the Alzheimer's
Association or the Family Caregiv
Alliance offer free skills training, f
~and other educational opportuniti

Evidence indicates that multicomponent
Interventions, rather than singular interventions like _
one-time education, have the greatest impact on | local and national levels.

caregiver quality of life N *

Resources vary widely from one community to ' | LGBT face unique caregiving ch:
the next. But even In resource-limited settings SAGE offers information and sur
clinicians can provide a wide range of support: — .

this group of caregivers.

 Respite care
* Legal aid

« Home-delivered meals (Meals on Wheels)
* Adult day centers
* Home health care
« Hospice

e Support groups



https://www.alz.org/help-support/caregiving
https://www.caregiver.org/

Caregivers provide the majority of care offered to individuals

with Alzheimer's disease or other related dementias. However,
the health care system often ignores both their contributions

and needs.

Clinicians serve as a lifeline to these caregivers by including
them as part of the care team, asking them directly about their
health and wellbeing and how they are coping with their role,
and addressing their needs, including direct referrals (as
prescriptions) to community resources.



Failure to address the unmet needs of Q
people facing dementia could bankrupt

our health system.

Through better identification, assessment, and support of people with cognitive impairment
and their caregivers, we can reduce health care spending and improve quality of life.




Frequently Asked Questions (FAQs)

1. When should a patient be referred to palliative care?

Answer: When the patient and family are struggling to care for patient, when
the patient and family are seeing the need to have a goals of care discussion,
when patient is having symptoms not well managed, when patient and/or
family requests a palliative care consultation.

2. When should a patient be referred to hospice?

Answer: When the family agrees with a hospice referral, and FAST score

reaches 7 or if patient has a lower score but another illness with an expected
prognosis of 6 months or less.



Frequently Asked Questions (FAQs)

3. How can behavioral disturbances be managed with Alzheimer’s?

Answer: No medication works for every patient with dementia related
agitation but the general class of medications most helpful are the anti-
psychotic medications. Non-pharmacologic techniques can also be very
helpful.

4. How can families and caregivers be supported?

Answer: Multiple community resources through the Alzheimer’s Association,
palliative care and hospice programs, group, and individual therapy.



Thank you!

Glen Komatsu, MD

J. Russell Kieffer, LCSW
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