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A patient story of
a B/G problem and
a SIMPLE solution

The Problem

Rob John David
Stroke Survivor  Medical Doctor  Stroke Survivor

ASHA 18254
ASHA Improving Functional Outcomes in Aphasia (Winter) 3



Perspectives on Aphasia: Communication Breakdowns in Medical Settings
By Carol Dow-Richards, David Dow, and John Schultz

| have trouble speaking.

| use an iPad to communicate.
Please WRITE things down for
me.

| can read.
| can write.

My wife is Julie.
Her number is XXX-XXX-XXXX.

The Solution
My name is Rob.
| worked as an engineer.
2 I had a stroke in 2014.
. | have aphasia.
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Help your
patients
SELF-ADVOCATE.
Write out a

© luse

el R smoe
o explanation

for them to

share.

[ - == ‘.a
w7 Patient &' "4/ Caregiver

Diagnosed

with global
Joint aphasia
Commission Experience Resources
statement after 15

years of

therapy

Your ability to listen and learn new.
information and ideas is not what matters...
What matters is your commitment to

franslate ideas into action.

ASHA 18254
ASHA Improving Functional Outcomes in Aphasia (Winter) 5



Perspectives on Aphasia: Communication Breakdowns in Medical Settings
By Carol Dow-Richards, David Dow, and John Schultz

Aphasia Cruises
— “Breakfast with the

Doc”
— Role playing
— Life participation
John approach fo aphasia
Schultz, MD activities

Patients who have good communication
with doctors are more likely to adhere to
treatments and follow advice

This is strongly associated with their
recovery

They are less likely to lodge complaints or
initiate malpractice complaints

(Stewart et al., 2000)
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However, many doctors
tend to overestimate their
| \ ability in communication
| . | AREYOU YOUR PATIENT'S
‘ ADVOCATE?

1. Take the time to talk to the staff

2. Offerinformation about aphasia by providing
or posting ASHA aphasia fact sheets

3. Write out a patient self-advocate sheet (such
as Rob’s in the previous example)

Communication failures are the leading
root cause of sentinel events reported
to the Joint Commission

More specifically, the Joint Commission
cites communication failures as the
leading root cause for medical errors,
delays in freatment, wrong-site surgeries,
and operative and post-operative events

(Joint Commission Guide to Improving Staff Communications, 2009)
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Much patient dissatisfaction and
many complaints are due to the
breakdown in the doctor and
patient relationship.

Effective communication is central in
building the staff-patient relationship

The Heart and Art of Medicine

ASHA 18254
ASHA Improving Functional Outcomes in Aphasia (Winter) 8



Perspectives on Aphasia: Communication Breakdowns in Medical Settings
By Carol Dow-Richards, David Dow, and John Schultz

David Dow

| could not understand what happened
| could not talk

| had no tools to support communication

| could not understand what was being said
| could not use a call button
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e | didn’'t understand simple
information

e | didn't know if | would
improve

e My family didn’t know how
to communicate with me

* My family was not given @
bbrochure or resources

* No aphasia apps in 1995

CVA
Global aphasia
Right-side hemiplegia
Moyamoya disease

Tools and Resources
to Add to the Staff and Therapy Toolbox

Your patients RELY on YOU for
resources for:

Safety - Are their needs met?
Leisure - Now whate
Family - Connection matters
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Carol Dow-
Richards

* 3 month hospital stay

» What resources would have been
helpfule
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Types of resources and why they are useful

Specific examples include free and for-
pay resources

Find specific resources that work for you
and your clients and share them with
colleagues, families, and clients

More than 90% of the
families we interviewed
said they did not
receive any written
information on aphasia
while in the hospital

Additionally, families

i did not know how to
Afasia? Afaza?
SPELL q-p-h-a-s-i-q SO
: struggled to search

online
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Every family should be given
basic information about aphasia

0 Have print outs for families, doctors, nurses,
efc.

a Highlight relevant fips
a Suggest the patient post in their room
0 Give them extra copies

o Put alink to the printout on your phone for
eqasy access

Aphasia

[en Espatiol]

A person with aphasia may have trouble understanding, speaking, reading, or writing. Speech-language
pathologists can help.

Basic Information

« About Aphasia

« Signs g
-Caguses ObOUT AphOSIO
» Testing

e Treatments

« Tips for Communicating With a Person Who Has Aphasia
= Other Resources

About Aphasia

Aphasia is a language disorder that happens when you have brain damage. Your brain has two halves.
Language skills are in the left half of the brain in most people. Damage on that side of your brain may lead to

language problems. Damage on the right side of your brain may cause other problems, like poor attention or
memory.

Aphasia may make it hard for you to understand, speak, read, or write. It does not make you less smart or cause
problems with the way you think. Brain damage can also cause other problems along with aphasia. You may
have muscle weakness in your mouth, called dysarthria. You may have trouble getting the muscles of your
mouth to move the right way to say werds, called apraxia. You can also have swallowing problems, called
dysphagia.

Signs of Aphasia

Aphasia can lead to a number of different problems. You may have trouble talking, understanding, reading, and
writing.

www.asha.org/public/speech/disorders/Aphasia/
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hungry/thissty cold/hot tired
e g
afraid frustrated

@1 WANT SHN MG

Communication Boards
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sad o st up tolie down toturnlely | headafbed | getoutof bed
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® | WANT TO SEE
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Many need a wheelchair AND a communication board

T A/BIC/DIEI[F/GH 1| 123 maaax
&Q JK/LmNOP QR 456
s Tulvwxiylzl. 788 ®
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White Board

Write a word, draw a picture,
or communicate without words;
just like having paper & pen

* Use Finger or Stylus
* 5 Colors, 4 Widths
* Easy Save & Export

Other apps for
smartphones
and tablets

AlphaTopics

AAC

®) Tactus
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SmallTalk
Intensive Care

Apps for tablets and
smartphones

e [irnsive Treatmient Progrants

# §would like the English versian
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8 ol ik the Norwegian versian
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¢ seftings ~ Emergency SOS

Smartphone k=
Safety Skills
T EAC H yo U r Rapidly click the sleepfw?ka buttan five times to

quickly call emergency services.

patients on their

own smartphone e —

You may still need to specify an emergency
service to dial when using Emergency SOS in
certain regions.

« Emergency SOS
® C O n TO C TS Emergency 505 will notify emergency contacts
» Health App emergency sonicss. Theso messages ko

include your current location, You can set up
emergency contacts for Emergency SOS in your
Medical |2 in the Health app.

About Emergency SO5 & Privacy

Set up Emergency Contacts in Health

Visual Tools to Explain Aphasia to
Professionals and Families

e

QCTOR
n.l.\kmif‘fi'ﬁg wr

The Aphasia Store

Aphasia Institute
of Toronto

www.aphasia.ca

g Y

e Talking 10
NEV: Aphasia"-'\"

Kit (Complet
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Association

) National
‘ﬁs Aphasia What is Aphasia? Find Support Stories & News About Us Q

I Have Aphasia

s U p pori‘ Aphasia is challenging, isolating, and frustrating. Here you can find information to
help you better understand aphasia, typical treatments, and assistive technology

gro U ps for options. You are not alone: over one million people in the U.S. have aphasia.

clients and
families

Resources
0000 ——)
o000 [>
0000 ——/

p— -

https://www.aphasia.org/

sername asswor

hasiaAccess

Until Every Voice is Understood

Out of Unmet Needs...

Every now and then, a group of innovators
measured and the services they have prg

“Networking and the people they serve. Aphasia Access . .
collaborating with my clinician frustration with dwindling fundi n I a n ‘ e o I e

peers allowed me to for people with aphasia

design a dynamic o o .
aphasia program.” The publication of the Life Participation) P i‘ ‘I' A h
e darficiparion (o] [of
Denise McCall program leaders yeamed for a coording

o e e ot e e fo Aphasia Providers

in 2011, at the Adler Aphasia Center in
in Midiand, TX, aphasia leaders from 1

of i coecve mpact 5y ey cr20 MK 1 0@ | | provides resources,

inaugural Leadership Summit was held|
& .
bt b networking, and
L]
education.

More About Aphasia Access...

- Hislory and Mission

- Board

- Committees

- Founding Organizations

www.aphasiaaccess.org
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Tips

You probably already know them...

Ihereal questi
does the hospiic

it - | e
e need to build bridges to

communication for people with aphasia |

* No background noise (turn the TV off)

« Draw for me (whiteboard or
clipboard)

» Give family information on being
good communication partners

« Give family a handout
« Show me apps | might be able to use

e Tell nurse’s station | cannot communicate so |
cannot use the call button to speak

» Talk to ME and look at ME when you are talking;
many people with aphasia complain of “feeling
invisible™
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Together, we can make a difference in
the lives of those dealing with aphasia.

PATIENT SAFETY requires the staff to be
effective communicators and support
patients across the services of a complex
medical system.

EMPOWER PATIENTS

What will you add to
your toolbox?e

How can you improve the hospital
experience for patients with aphasia?

ASHA 18254
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What matters next is your commitment to
translate ideas into action.

On behalf of people with aphasia, | ask
that together we create change and
improvement to improve the status quo.

Together, we can.

Carol Dow-Richards,
Caregiver

David Dow,
Stroke Survivor

John Schultz, MD
Doctor

Caregivers
People with aphasia Teamwork

Doctors and nurses .
Rehab feam It takes a village
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a Create patient self-
advocacy sheets

Handouts .
o Download basic
v Share w/ 5w"r'\lc;:ﬂ‘ﬁf information about aphasia
v Share w/ pfs. a Find apps for hospital
communication
o Find a whiteboard app
a Print a personalized wallet

 May loy card for patient
o, a Help patients find support
groups or resources
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David Dow
Carol Dow-Richards

John Schultz, MD
aphasiasupport@gmail.com

I e
Improving Functional
Outcomes in Aphasia

ONLINE CONFERENCE | December 5-17, 2018

Learn more at asha.org/events/aphdasia
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