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Preview

Introduction: Communication—Patients,
caregivers, and care providers

Literacy and Health literacy
Plain language

Teachback

Why it all matters




My neighbor’s mom has Alzheimer’s disease. I never
thought it would happen to someone in my family. I was
upset and worried when I found out my father had the

Questions this story raises

* What is Alzheimer’s?
e Can it be treated?

* How is the disease going
to affect my father?

 Will | be able to care
for him?

* Where can | go for help?

disease. I had so many questions. What is Alzheimer’s

disease? Can it be treated? How is the disease goingto

affect my father? Will I be able to care for him? Where can
1 go for help? In time, | found information on the Internet
and by calling Alzheimer’s groups.

Understanding
Alzheimer's Disease




Caregivers look to us for help

* Caregivers
— Adult children
— Spouses, partners
— Community helpers
* Care providers
communicate to:
— Ask, diagnose
— Explain
— Teach
— Plan
— Recommend, refer



Medical and public health language
can overwhelm caregivers

* Do you use these words?

— Dementia

— Cognitive decline

— Risk factor

— Progressive disease

— Degenerative disorder
— Neurotransmitter

— Beta-amyloid plaque



Keep health literacy in mind

Adult abilities to

* Read

* Write

- . * Compute

* Understand

* Communicate

* Use health information




Literacy skills of American adults

* 43% Basic or below Jf:::“%:
basic prose literacy skills™ &
* 55% Basic or below
basic numeracy skills T ge 3
. \\ s ~

Health literacy skills:
Only 12% Proficient




Most vulnerable population groups

Adults who are:

. ® Older (esp. ages 65+)
)T . ® Hispanic/Latino

A g e Poor
' “.\;” o e Managing a chronic
B\ A physical or mental
health condition

p .
a4 l -



Health literacy affects... everyone

Limited
* knowledge
* skills
Vi = cresilience
Jk " ' Often, poor
% °health

* vision or hearing
. support system

] fa



What do health systems demand?

Caregivers expected to manage:

— |nsurance

— System navigation

— Medical appointments
— Treatment regimens
— Their own health

— Shared decision making <) P |
— And? -




Re-Defining Health Literacy

Health
Literacy
Challenge

Consumer Literacy Skills Complex Health Systems

Adapted from IOM conceptual framework in
“Health Literacy: A Prescription to End Confusion”, 2003



The Communication “Gap”
Consumer Skills vs System Demands

A

Average literacy skills about grade 7/8

-

Most health information
,at reading level 10 +
Verbal teaching too fast

in a “foreign language”




Impact: Serious for patients

Research studies — Patients
with limited literacy skills:

» Low understanding of
health information

» | Knowledge and uneven
adherence in managing
chronic conditions 2
poor outcomes

» | Knowledge and likelihood
of getting preventive care

> T Hospitalizations, costs,
and deaths



Impact: Serious for systems

Increased System Risk

e Missed appointments;
a\\ cancelled procedures

e Callbacks/Time to

’ repeat instructions

e Medicare refusal to pay

e Missed prevention
opportunities




What works to address the problem?

AMA

AMERICAN

2 evidence-based solutions MEDICAL

Daticnt Cafaty

DA AUICIEES
Ialn language Safe Communication
‘/ -.each baCk Universal Precautions

AN

Medical information can be hard for anyone to
understand. Yet, communication is the heart of health
care relationships. Health literacy barriers to effective
communication include:

* Difficulty obtaining, processing and understanding

health information

* Health care system complexity

* Practice pressures

* Cultural and language issues

* Lack of clinician training on effective

communication strategies

At lr.u-r '.Y\‘ percent of ULS. adules are ar ing lr.:M\l H\l\'
for serious consequences due to low health literacy.
Those at risk often hide their problems understanding
health information, which can lead to:

* Misunderstood health care instructions,

prescriptions and appointment slips
e Poorer health ourcomes
* Increased medical costs

* Medical errors




Plain language: More than words

* Content D i
Limited, reader-focused, ki o e o e il s b
culturally inclusive

* Organization/structure
*Key actions (behaviors)up front
‘Information chunked and titled

* Writing
Clear, using simple terms and
proven techniques

* Design
Effective in visually
supporting key messages




Healthy eating

Eating healehy foods helps us stay well. Ity even muore HnpoTtnt
foe people with AD. Here ure some tips for healthy esting

When the person with AD lives with you:

¢ Buy healthy foods such as vegetables, fruits, and
whole-grain products. Be sure 1o buy foods thar the
person likes and can et

Text organized and Y ey e e

*  Have someone else make meals if possible

°
®  Use o service such s Meals on Wheels, which will
V I S u a y S r u C u re bring meals right to your home. For more
information, check your l.\ 0 [‘h-\.‘n' book, or contact
the Meals on Wheels oeganization at 703-548.5558
(www.mowaa.org). See page 79 for more information

for fast access

When a person with early-stage AD lives alone:
o Folkw the seps above
®  Buy fonds that the person doesn't need to cook
o Call to remnd him or her 10 eat

In the early stage of AD, the person's eating habits usually
don't change When changes do oceur, living alone may not b

sale anymor

Look for these signs to see if living alone
is 00 longer safe for the person with AD:

*  The petson forgets to eat

*  Food has bumed becase ot
wan left on the stove

®  The oven 't tumed off

For tips on helping someone with late
stage A eat well, e page ”4

SO Caring for a Person with Alzheimer’s Disease: Your Easy-to-Use Guide
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Well designed charts and

[Brand Name (how 10 say it)

Cleneric Namw (bow 1o sy 1)

‘Aritrﬂ' (AIR-uhsept)
Doneperil (doe NEP-ub-2il)

[Celexa® (Sa-LEKS-)
| Ciealopram (SYEtal-oh peam)

;’ka‘ (DEP.oh-cote)
Sodium valproute
(30-DEE-um VAL-pro-ate)

| Medicines Used to Treat AD and Its Symptoms

'\Mrdi.'nnon Use
® Thines to Know About the Medicine

Used to delay or slow the symptomas of AD
® Loses its effect over time
* Usod for mikd, moderate and severs AD
® Dues not prevent of cure A

a thesaurus guide readers

Used to reduce Jr:m:;um and snxiety

* Mav take 4 10 6 weeks 1o work

* Sometinws used 1o help people get 1o sleep
Used to treat severe aggression

* Al used 1o treat depression and arcoety

Exelon® (EKS-uh-lawn)
Rivastigmine (rivaoh-STIC - meen)

INamends® (nuh-MEN-dub)

Memantine (MEH man-teen)

Used to delay or slow the symproms of AD
Loses its effect over tiome

Used for mikd to modenus AD

Can get in pill form or as a skin pacch

-
Ll
-
* Does ot prevent or cure AD

[Used to delay or slow the symgtoms of AD

Lomes its effect over time
Used for moderate to severe AD
Sometimes given with Aricept®, Exelon®, or Razadyne®

-
-
-
® Duoes not prevent o cure AD

{Razadyne® (RAZZ.uh-dine)
Galantumine (gah-LAN-wh-meen)

[Remeron® (REM-er-on)
Mirtasepine (MUR-taz-a-peen)

Used to prevent or slow the symptoms of AD
® Loses its effect over time
® Used for mikd o moderase AD
* Can gee in pill form or 25 o skin parch
® Dows not prevent o cure AD
Used to reduce depresaion and anxiety
* May take 4 to 6 weeks to work
* Sometimes wed 10 help people get tw sleep

Tegretol® (TEG aub-tall)
Carkanusepine
INXAR-by-maz.ce-peen)

Teilleptal® (tn-LEPall)
Oxcarbazcpine
{okakonr-BAZ.eh-peen)

Zolott" (20loer)

Sertraline (SUR trubi-leen)

Used 1o treat severe agression
* Abo wed o eat depression and anxiety

[Csed 10 Lreat severe agresaaon
* Al wed 1o reat Jrrvnmn and anxiety
';l wed to reduce depression and anxiety

* May take 4 10 6 weeks 10 work
* Sometimes weed to help people get 1o slecp
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Words to Know

Agitation (0)-uh TAY.ahun). Restlesaiem sl worry that some
people with AL feel. Agration may cause pacing

sleeplovnes, of ageresuon

Aggression (uh-URESH-un). When o persan bsbses out verball

of trves 1o hie or bart sameone

Alzheimer’s discase (AD) (ALLZ -high-mers Juh ZEEZ
Doeme that causes bage nuambern of nerve colls in the
bewins o die, People with AD lose the ability w semember,
think, and make good judgments. At some ponnt, they will

need full-nme can

ADEAR Center. Althowmed’s Diseane Education and Reforml
Center The ADEAR Corvter Is an information
cleannghowe an AD sponsored by the National Inssinas

, one of the Nanooal Instituses of Healeh. To

contact the ADEAR Cenrer, call 1.800-4 384380 or g0
w www.onianih.gov/Alzheimens on the Intermet

ot Ay

Anti-anxiery {an-tye-ang-ZYE-ch tee) drugs D used 1o trese
aatation und extreme woery. Some Can Casse sleepiness
fally, and confusion. These drugs shoald be talen with

AUt Oon
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Mild cognitive impairment

Some older people have a condition called mild cognitive

impairment, or MCL. It can be an early sign of Alzheimer's An Ot h e r exa m p I e :

But, not everyone with MCl will develop Alzheimer’s disease
People with MCI can still take care of themselves and do their T d h d 1 d
normal activities. MCI mcmgr_v problems may include: L eXt a n C a rt eSIg n e
* losing things often

for fast, easy access

*» forgetting to go to events or appointments

* having more trouble coming up with words than other
people the same age.

If you have MCI, it’s important to see your doctor or
specialist every 6 to 12 months. Ask him or her to check for
changes in your memory and thinking

Differences between Alzheimer's disease and
normal aging

Use the chart below to help you understand the differences
between Alzheimer's disease and the normal signs of aging

Alzheimer's disease Normal aging
Making poor judgments and Making a bad decision Understanding

decisions a lot of the time once in a while Alzheimer’s Disease
Problems taking care of monthly bills | Missing a monthly payment
Losing track of the date Forgetting which day it is and
or time of year remembering it later
Trouble having a conversation Sometimes forgetting which
word to use
Misplacing things often and being | Losing things from time to time
unable to find them




Solution 2: Teachback or ‘Guided Imagery’

Assures understanding
of verbal teaching

e Clinician or staff teaches

e Patient or caregiver tells or
demonstrates

* Clinician re-teaches as needed

“Chunk - check - chunk”
() “Show me”
“Teach to goa

I”




Do “solutions” work?

Evidence says yes...but

* Understanding 1 with
better material design

Health Literacy « Understanding M with

lnterventions a
Outcomes: An Updated

systematic Review professional support

More research needed




Myths and Truths

Myth: We'll “dumb everything down.”
Fact: Our tone determines how we sound.

Myth: Plain language will insult adults.
Fact: Most adults want quick, clear help.

Myth: Plain language creates legal risk.
Fact: Plain language protects organizations.

Myth: Plain language is just common sense.
Fact: Plain language takes skill and practice.



A Model of Success

Bottle flat for reading ease

Drug name big and bold

Take: One ca
: Psule t
times g hree

O4NI LN3ILVYd

Directions right away

Key info stays with bottle

Cap color coded by family member




Worth the effort?

Consider:
e Population trends
* Alzheimer’s trends
* Health delivery trends
* Accreditation requirements

e Safety and quality of care
Js




Final Words: Richard Carmona, M.D.

“The poor state of health literacy in America is a
crisis...Without addressing health literacy, we will
not be able to respond adequately to such health
concerns as obesity, diabetes, heart disease, and
cancer...We need to reach beyond the walls of our
iatroculture and drop the medical jargon. We can
communicate in plain simple terms and take the
time to confirm comprehension.”

J Gen Intern Med 2006
e



