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An Alzheimer’s Disease Bill of Rights

Every PERSON diagnosed with Alzheimer’s Disease or a related
disorder deserves the following rights:

To be informed of one’s diagnosis

To have appropriate, ongoing medical care

To be productive in work and play for as long as possible

To be treated like an adult, not a child

To have expressed feelings taken seriously

To be free from psychotropic medications, if possible

To live in a safe, structured and predictable environment

To enjoy meaningful activities that fill each day

To be outdoors on a regular basis

To have physical contact, including hugging, caressing and
handholding

To be with individuals who know one’s life story, including cultural
and religious traditions

To be cared for by individuals who are well-trained in dementia
care

The Best Friends Approach to Alzheimer’s Care, by Virginia Bell and David Troxel.
Copyright 1997, by Health Professions Press, Inc., Baltimore.31




Facilitating Effective Communication with Individuals with Dementia

As communication skills change with the progression of dementia, loosely identifying the level of cognitive
functioning can be very helpful in choosing communication techniques to facilitate the best quality communication.

Dignity and familiarity: cornerstones of quality communication with every individual in any stage of dementia,

“speak their language” choose words carefully (“Have you eaten yet?”” vs. “Do you want a sandwich?”)

Introduce yourself: address the client directly, regardless of cognitive status, tell the client who you are and the
role you play in the circumstances of the moment

Sensory impairment: can the client see and hear you as well as possible? Sit in front of client, at their level;
maintain eye contact if possible

Minimize distractions: help the client stay on task, refocus as necessary, and avoid superfluous comments and

questions

Carefully consider the “truth”: try to determine how much and on what level the client can manage the truth of a
situation, be as honest as possible within the confines of their ability

Concrete language/cues: consider yes/no questions if you are fact finding, speak in the sim lest, clearest terms
guag 3 q ) g Sp P
possible (“how is your hip doing” vs. “does your hip hurt” while gently touching the hip)

Timing is everything: allow plenty of time for processing and responding — “silence is golden”

Keep it conversational: never “quiz” or say “do you remember?” or tell them that you have already given them
information (“like I said . . .”)

Read between the lines: pay close attention to responses that may not
appear “correct”, clues may be present

Never talk about the client in front of them: solicit additional or
corroborating information from caregivers separately, try not to
correct/reorient the client unless they ask for clarification

Consider your facial expressions and body language: you may send
a message to the client that you do not intend; often clients are more
attuned to non-verbal communication than verbal

Less is often more: stay within the client’s attention span, they may

only be able to focus for one or two questions

Actions speak louder than words: consider that behaviors may say
more than verbal responses they may be able to give
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Basics of Communicating with Demented Persons

The most basic rule of communicating with someone with dementia:

KEEP IT SIMPLE!

Please DO!

Please DON’T!

Pay attention to non-verbal
communication! Pay attention to body
language, gestures of hands and arms,
facial expressions and eye contact.
Non-verbal communication can help you
determine what a demented person needs
or give you clues about their mood.

Don’t “quiz” or ask questions that
require them to remember! “What time
does your daughter come” or “don’t you
remember where you left your purse” or
“you remember me don’t you” will only
embarrass or anger a demented person.
Don’t point out their mistakes or
weaknesses!

Use simple words they understand.
Not “do you have to urinate?” but may
understand “do you need to pee?”

Don’t startle or surprise a demented
person!

Give the demented person time to
process what you have told them and
respond to you. DO NOT RUSH! They
will feel your impatience, and have a much
harder time processing what you told them
and responding to you. Rushing a
demented person physically or cognitively
will only make everything SLOWER!

Don’t argue. You will NEVER win an
argument with a demented person! They
do not have the ability to realize they
might be wrong or have made a mistake!
(Can anyone convince you that the sky is
green and the grass is purple?) Arguing
with a demented person will only agitate
you and them!

Watch your tone of voice! Speak kindly
and respectfully. Using a demanding or
demeaning tone of voice with a demented
person will only bring on agitation and may
provoke a catastrophic reaction!

Don’t ignore repeated questions!
Ignoring an adult will only make them
agitated! Often a repeated question is not
only memory loss, a need for reassurance
and comfort. A demented person may
have lost their understanding of time don’t
remember they have asked the question a
few minutes before.

Address the person by name and make
eye contact with them!

Don’t deliver bad news over and over!
Often when a demented person is talking
about people in their past (parents,
children, siblings, etc) it's because they
are missing the comfort, reassurance and
familiarity of those people. Each time you
tell a demented person someone they love
has died, it is often like they are hearing it
for the first time! Instead of reorienting or
correcting the person, speak to the
emotion they are exhibiting “I can see that
you really love your mom”.
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Use simple, short phrases! Say exactly
what you mean! Not “please sit down in
that chair next to the table” but “please sit
here”. Not “clean your plate” but “eat your
peas”. Not “let's get moving” but “come
with me”.

Don’t talk about a demented person in
front of them, regardless of how
impaired they are. You NEVER know
what may be understood or how they may
interpret what they hear!

Provide visual/physical cues. Take the
hand of a demented person and lead them
to the toilet as you say, “Please sit down”.
Show the person what you want them to
do.

Too much is too much! Monitor for
distracting noises or activity. Is the TV on
too loud, or is it distracting the demented
person? Are the voices coming from the
next room making it hard for the person to
hear you?

Break complex tasks into simple,
single steps. Say “unbutton your shirt”,
then “take your shirt off’, then “unbutton
your pants”, and then “take off your pants”.
Allow time between instructions for them
to understand and respond to you.

Don’t ever give up!

Give simple choices! Not “what do you
want for dinner” but “do you want ham or
chicken” When possible, show them the
two choices (hold up two sweaters and
ask “do you want the red or blue one?”)

Speak to them at their eye level. If they
are in a chair or wheelchair, bend or sit
down! Standing over a person can be
seen as threatening or as though you are
treating them like a child.

THINK | SAID, BUT | AM

Cindy S. Brown, LBSW, CDP  505-884-0353 cbrown@homeinsteadnm.com

COMMUNICATION PROBLEM:
| KNOW YOU BELIEVE YOU UNDERSTAND WHAT YOU

WHAT YOU HEARD IS NOT WHAT | MEANT!

NOT SURE YOU REALIZE
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Behaviors and Dementia

Keep in mind that ALL behaviors have a cause! Look for the hidden meaning behind the behaviors!
When you are working with any person who can not tell you how they are feeling or what their needs
are, check the “basic needs”: Hungry? Thirsty? Need the bathroom? Pain? Hot? Cold?
Frightened? Pain is the cause of many chronic behaviors that appear to have no other cause. Often
people with dementia can't tell caregivers that they are sore or have chronic pain and so they become
anxious or agitated. It is probably safe to assume that a senior with dementia is going to have some
aches and pains that may be making them uncomfortable. It is always worthwhile to talk to the doctor
about pain control.

“The 5 W’s” Become a detective and look for patterns or triggers. Try to determine if a behavior
regularly occurs at the same time of day. (Maybe this is the time of day to routinely offer a snack, a
walk, a nap or a favorite activity.) Does this behavior happen only in one place (the car, the bathroom)?
Are there any “warning signs” (some demented persons will tell you “l am getting mad” or “| am tired of
being here” or even “l am going to hit you!")? Does she only get angry when she has to go to the
bathroom or when it is time for a bath? Does she usually get combative when you try to cut her toe
nails? Does he threaten you when you try to give his pills? Does he get aggressive before meals
(hunger/thirst is a very common trigger of many behaviors)? MANY times, it is not possible to identify
patterns or triggers of behaviors but it is always worth the time and effort to try!

“The 5 W’s”

What was the behavior?
When did it happen?
Where did it happen?

What happened right before the
behavior started?
Who was present?

Not all behaviors are “problem
behaviors”! If no one is in danger, being hurt, threatened or disturbed, why attempt to stop the
behavior?! Needless to say, if you have a person who sits and screams for long periods of time in a
group setting; the behavior must be addressed in order to avoid the agitation and aggravation of others!
When you are caring for demented persons, “pick your battles”! When so many tasks and care needs
must be completed, your energy and time is very precious, choose the tasks that absolutely must be
completed for safety, comfort and dignity (no one ever died from sleeping in their clothes or not getting a
bath).

Keep in mind . .. frequently those people with dementia are more sensitive to our emotions than we
may realize. If we are stressed, angry, and impatient, in a hurry or frightened, many times the demented
person senses that things “aren’t okay” and can't reason out why the caregiver is upset. Think about
how a baby might “mirror” the emotions of the mother — often a baby begins to cry when the mother is
upset because the baby understands is something isn't “right”. If you are angry, you may get anger in
return from your person with dementia!

When in doubt — walk out! When a person with dementia is upset it is usually almost impossible to
proceed with much of anything! Ensure everyone is safe then back off! Giving both of you time to calm
down and let the moment pass helps you refocus and decide what step to take next. This “breather”
may also serve to shorten the behavior and make moving on occur much faster.
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Alzheimer’s Association — National

919 North Michigan Ave. Suite 1 100

Chicago, IL 60611-1676
1-800-272-3900

- ww.alz.org o
;Afo@alz'.org' .

Alzhelmer s Association — New Mex1co Chapter
9500 Montgomery NE Suite 209

Albuquerque, NM 87111

505-266-4473 .

505-266-2195 - Helpline - -
www.nm-alzheimers.org

Alzheimer’s Disease Education and Referral
(ADEAR) Center

PO Box 8250

Silver Spring, MD 20907 8250
1-800-438-4380

. www.alzheimers.org

adea':@alzheimérs.org

Children of Aging Parents

1609 Woodbourne Rd. Suite 302A

Levittown, PA 19057

1-800-227-7294
"Ww.caps4caregivers.org

Alzheimer’s Foundation of America
322 Eighth Avenue,

6" Floor

New York, NY 10001
1-866-232-8484

www.alzfdn.org

Family Caregiver Alliance
690 Market Street, Suite 600
San Francisco, CA 91104
1/800-445-8106
WWWw.caregiver.org

National Institute of Mental Health

6001 Executive Blvd. Rm. 8184, MSC 9663
Bethesda, MD 20892-9663

301-443-4513

www.nimh.nih.gov
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John '.DouglasuFre.nch Alzheimer’s Foundation A

-11620 Wilshire Blvd. Suite 270

Los Angeles, CA 90025
1-800-477-2243

www.jdaf.org



