5/26/17

Augmentative Communication Supports:

A Comprehensive and Proactive
Approach for People with ALS

John M. Costello, MA CCC-SLP
Director, Augmentative Communication Program and
ALS Augmentative Communication Program
Boston Children’s Hospital
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For more information, handouts and
Video links go to:

http://www.childrenshospital.org/ALSaugcomm
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For lots of related resources, Join us on Facebook at:

https://www.facebook.com/ACPCHBoston
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Objectives

Participants will be able to:

1. Discuss benefits of proactive intervention to successful use of AAC strategies
throughout the course of the ALS disease.

2. List no-tech, low tech, mid tech and high tech augmentative communication
strategies

3. Describe at least six AAC strategies that can be introduced proactively to people
facing the loss of functional speech or computer access

4. Describe the feature matching process to AAC Assessment

5. Detail the steps for proactive message banking
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Being Proactive

Children’s
Hospital

ALS Augmentative
Communication
Program

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program

Program Mission:

The mission of the ALS Augmentative Communication Program is
to provide comprehensive augmentative communication/assistive
technology assessment, trials and training to people with ALS from
the time of diagnosis through the lifespan.
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Program Goal:

“Our goal is to support communication and daily functional needs, sustain
personal control and dignity, facilitate continued social and vocational goals
and maintain quality of life through thoughtful implementation of solutions
ranging from high technology to quick access/low tech tools and strategies.
This is best accomplished by ACP-ALS clinicians constantly communicating
and collaborating on how best to support patient-centered functional
outcomes in the presence of changing physical abilities while providing

support to a person with ALS and his/her family.”
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What to expect:

Our team hopes to meet people as early
as possible after diagnosis but remains
eager to support people with ALS at any
time during their journey.
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Our assessment and intervention protocol has developed and evolved
based on guidance and direction from people with ALS, their family and
their care providers.

Our affiliation with many proactive neurologists and team members, initially
through the MGH ALS Clinic, has given us the opportunity and honor to
learn from many people with ALS who choose to meet with us early in the
disease process.

This continues to inform our practice and evolve our protocol.

Boston Childrens Hospital s
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Begin with
THANK YOU

to so many extraordinary
people with ALS
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Opening statement:

“My goal is to
waste your time”
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Second statement:

“You are stuck with us”
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For our purposes today:

Defining Communication

The ability to express oneself face to face, in
group settings, via telephone, writing, email or
text.

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

In addition: QUALITY OF LIFE indicators identified by people

* Maintain social connectedness

* Avoid or minimize changes to communication
partners

e Continue to perform activities of

interest/importance, even through modified means

(including work)
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Service delivery

* introduce strategies to minimize fatigue associated with speech
including: strategies to enhance intelligibility or preserve energy,
and may introduce varied voice amplifiers.

e partner with patient and family to create — over time — custom quick
access communication tools

* May introduce our model of Message Banking and/or options for
Voice Banking

Boston Children's Hospital
ALS Augmentative @
Communication Program

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

Service delivery

* Introduce and assess various communication technologies to
support face to face communication as well as communication
through internet/telephone.

e Establish and coordinate evidence based trials

* assess and provide call systems to meet individual needs.

Boston Childrens Hospital
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Service delivery

* Provide partner training

* Home-based services may be available when patient can no longer
travel to the center.

e Tele-support

* Web based training modules on select topics (to launch Summer
2017)

* Web based downloadable templates (launched and growing)

Boston Children's Hospital o
. %5 HARVARD MEDICAL SCHOOL
ALS Augmentative TEACHING HOSPITAL
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AAC/Speech Pathology Protocol of Assessment Considerations

Speech strategies

Amplification considerations

Amplification while using BiPAP

Partner training

Call system for emergency and attention

Quick access encoding strategies (non-electronic)
Electronic encoding

Quick access encoding strategies (non-encoding)
Writing strategies

Message Banking

Voice Banking

Speech Generating Device assessment

Speech Generating Device trial for Practice Based
Evidence

Training, implementation/integration

) HARVARD MEDICAL SCHOOL
ALS Augmentative @ TEACHING HOSPITAL
Communication Program
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We will not have time today to cover Occupational
therapy/Assistive Technology Protocol of Assessment
Considerations

* Positioning/support

* Access to mobile technology

* Phone access

* Call system/attention signal access
* Environmental control

* Access to books (hardcopy or digital)
* Computer access: keyboard

* Computer Access: mouse

* Computer Access: speech/voice

* Speech Generating Device Access
* Training

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program

Speech Strategies
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Environmental strategies:

a. Speaking with competing noise in the environment is difficult under
any circumstance. For people with ALS, trying to speak when there is
lots of noise can be extremely difficult. While you should consider using
a voice amplifier throughout the day (link to voice amplifier page) here
are some other considerations: a. Make sure you have your partner’s
attention

b. Mute the television, radio or other sound source when speaking

Boston Children's Hospital e
ALS Augmentative LR
Communication Program

Environmental strategies:

c. Make sure your communication partner can SEE your face and hear
you (in the event partner has hearing loss) as you are speaking. Not
only can seeing you speak make it easier to understand words or
sounds that are not clear but also gestures, facial expressions and your
eyes add a great deal of information to the message.

d. When going to restaurants, consider choosing a table that is away
that is in a quieter section of the restaurant.

C)
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Environmental strategies:

e. When in noisy environments such as grocery store, shopping plaza,
sports events OR when in the car (even in a well insulated car, traffic
and road noise can be significant), use a voice amplifier.

f. Avoid speaking while eating (when food is in your mouth) or
drinking

Boston Childrens Hospital s
ALS Augmentative HARVARD MEDICAL SCHOOL

Communication Program

Speech Production strategies:

By making some modifications to the way you speak, you can enhance the intelligibility of your speech. These modifications
include:

a. Pace your speaking rate. Providing a brief stop after each word you speak can slow the
pace of your speech and improve intelligibility. As one man with ALS recently stated to us:
“When | think of all of my partners as non-English speakers, | naturally pause between each
word and speak at a clearer pace”. Providing this pause after each word will also eliminate
the merging/slurring of the last sound of a word and the first sound of the next word!

NOTE:

Pacing does not mean speak slowly! Speaking slowly will often require more energy and will
likely be less intelligible! ALSO — Resist trying to talk louder! Speaking louder will only use
more energy and does not impact your intelligibility.

N EH HARVARD MEDICAL SCHOOL
ALS Augmentative TEACHING HOSPITAL
Communication Program
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Speech Production strategies:

b. Produce each syllable of a word: If it is difficult to speak clearly and sometimes parts of
words are not intelligible. While the most important advice is to preserve your energy,
consider producing multi-syllabic words in a deliberate and paced manner. This way, every
part of the word is clear.

c. Consider producing sounds that are sometimes ‘glossed over’ in words: In American
English, some words the ‘t’ sound is normally ‘softened’ when followed by a vowel, but with
typical speech production they are understood. An example of this is the word ‘water’, which
is most often produced ‘wader’ with the ‘t’ being distorted. For people with ALS, it may be
helpful to produce some sounds more deliberately so, in this case, one may speak in a paced
manner ‘wa —ter’. Examples of other words include: button, kitten, waiter, theater, etc.

Boston Childrens Hospital s
S fugmentatve e

Communication Program

Speech Production strategies:

d. Economize/phrase words per breath: Many people try to speak as many
words per breath as possible. For the natural speaker, this often results in
some words being softer or less clear. A person with ALS should ‘economize’
words per breath so each word has strong breath support. When pacing one’s
speech, it can be easier to also speak fewer words per breath so, if you feel out
of breath while speaking, consider pausing and taking a new breath.
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Your positioning while speaking:

Growing up, many of us we were told ‘sit up straight’ or ‘don’t

slouch’. When it comes to clarity of speech and ALS, positioning is really
key! To maximize breath support for speech production, be sure you are
comfortably positioned. If you are sitting, be sure you are not leaning
forward, you are not too reclined or leaning to the side as it will be harder
to speak loud enough or clearly.

Boston Childrens Hospital s
ALS Augmentative HARVARD MEDICAL SCHOOL

Communication Program

Additional speech related strategies:

* Stretching/limbering — NOT oral motor exercise/repetitive motion.
***Discuss issues of muscle recovery.

* Letter cueing

* Topic cueing

* Counsel on positioning/support

 Counsel on speech fatigue/over-use and difficulty with recovery
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Message Banking

Quick Access and
Low Tech Tools.

Access
B5LERw
Trerdpy

Patient Resources
Contact Us

Presentations and
Handouts

Augmentative

Shmunication
Frogram.
Center f

or
Communication
Efnancamant

Department of
Stisryngsicay

Eommunication
Efnancamant

What to do: I your communication pariner does not understand a word. use an alphabet
Board to point to the first letter of the target word AS you are speaking the word.

Letter cusing displays can be organized in many different ways. Below are a few

Bl QWERTY format

QWERTY format with consonant blends

Alphabetical organization

aAlelc]o ST
eE|lrlo|n
Tl o <lc ™M~
oflrlaolrls]|T
viw] x|~z Keno
FACE
e

Topic Cueing

Sometimes just knowing the
understandabie when it is not spoken clearly. Using a topic cue board. one may pont 1o
the general topic prior to speaking. This gives your communicaton pal

reference when listening 1o you speak. making it easier to interpret speech that is not
completely clear.

topic can provide encugn context 1o make a word or phrase

Betow. is an example of a generic topic cueing board. A topic cueing board should

feanire Some Senanc lopics. BUE Snouia also Inciude topics that are very SPecc to you
(Aot the topics in blue on example

s | Peomm | S| cmouoms

oy | mear | treves | mheres

Sy rooa | Qumsmion
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two-thirds the incidence of multiple sclerosis
Donations to The ALS Association support

Q  Educational programs and literature

patients and families

Advocacy that improves benefits and
services for people with ALS

Every day 15 people in the U.S. are diagnosed with ALS,

Basic science and clinical management research

Q
Q  Programs and services to help individual
Q

I am a person with ALS, better known

as Lou Gehrig's Disease. My speech

is slurred, or I am unable to speak, as
a result of having this disease. | can hear and ALS Assodstion

understand you. Thank you for your patience and understanding.

Emergency Contact Person

Telephone number

My name is:

My telephone number is:

Boston Children’s Hospital
@ ALS Augmentative

Communication Program
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TEACHING HOSPITAL
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AW ALS
V4NV worldwide

T: 608-663-0920

alsworldwide.org

I have ALS (Amyotrophic Lateral Sclerosis).
I am mentally alert and can hear you,
but this disease may cause:

« impaired speech « unsteady balance
» weakened hand strength
« inability to walk

My name is:

General Information for
Emergency Room Personnel
Respiration issues are caused by weak
muscles. Do not use oxygen. Use my personal
support equipment.
For further information, please
contact my neurologist.

Neurologist Name Phone Number

- Important personal information inside -

Important Personal Information

Emergency Contact Name

Emergency Contact Phone Number

Medications in use, etc.

é\?‘.; ALS
%WV worldwide

5808 Dawley Drive, Fitchburg, WI 53711

T:608-663-0920 | alsworldwide.org

Boston Children's Hospital
ALS Augmentative
Communication Program

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

mplification

Strategies

Boston Children's Hospital
ALS Augmentative
Communication Program

HARVARD MEDICAL SCHOOL
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Amplification considerations.

* Counsel regarding impact of speech efforts on fatigue

* Discuss pro-active approach (as appropriate) to
preserving energy

* Introduce amplification options

* |dentify microphone headset placement
considerations with head movement

Boston Children's Hospital e
ALS Augmentative HARVARD MEDICAL SCHOOL
Communication Program

Often will be told:

“I can talk loud enough, | just get
worn out by 2 in the afternoon and
am too fatigued”
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Resonatory

Articulatory

Phonatory

Respiratory &

Articulation

Highly coordinated movement of
lips, tongue and jaw

N\ Boston Children’s Hospital
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Respiration

An often noted symptom is patient taking more frequent and longer
pauses between words or word clusters when speaking.

*

** many people continue to try to speak as many words as possible

on a breath and ‘trail off’

Boston Childrens Hospital —
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Phonation

Perceptive changes in voice quality and loudness may
be first symptoms

Attempts to compensate may exacerbate issue
(sound more gravely when trying to speak louder)

C)
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Resonance

* Velopharyngeal muscle weakness leads to continual
opening of velopharyngeal port during speech

Boston Childrens Hospital
ALS Augmentative
Communication Program

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

XIAGKOA Wireless Bluetooth-enabled headset
(529.99)
wireless BT purchasing information

40 meter connection (unimpeded)
charge time: <4 hours (must charge ear piece and exchange

lug)
ALS Augmentative oring tme: 8 hours o ull charge

Communication comes with 6.35mm exchange plug to pair with Spokeman
Program amplifier

—- « on/off side buttons on ear plece and exchange plug
MICROPHONES COMPATIBLE WITH SPOKEMAN AMPLIFIER '
WODEL NAME (PRICE), FEATURES
PURCHASE INFORMATION
V100 by Luminaud (80)
information « fits over the ears AV-JEFE TR-15 Thioat Transdermal Microphone
« microphone attaches on the right side only (526.99) « dual microphones positioned to each side of the larynx
« headband i not adjustable for head size transdermal purchasing information augment vibrations
« cordis 45" long o requires a firm fit
« clarity can be affected by amount of adipose tissu on the
\ neck
) « may augment speech while one wears a fullface mask
i (BiPAP, CPAP)
¢
Super-Lite by Luminaud (590]
purchasing information « low-profile, lightwelght option
« fixed length microphone wire (non-adjustable)
« wire hooks around both ears
« may fit smaller head better
« cordisa2” long ***SAFETY NOTE: per i
THERE IS A 200 GAUSS MAGNETIC FIELD ON THE BACK OF THE SPOKEMAN'S PLASTIC CASE. AT 10" THE FIELD
1S BARELY PERCEPTIBLE. PEOPLE WITH PACEMAKERS SHOULD CONSULT WITH THEIR HEART DOCTORS
BEFORE USE AND KEEP THE SPEAKER BELOW WAIST LEVEL AS A PRECAUTION.
Hi-Gain 3-Way Headband Microphone (585]
purchasing information « canbewornin3ways B
« may order customized headband for smaller heads (see Childrens
. C website for measurement instructions) Hospital
\ * cordis 43" long ALS Augmentative
Communication
Program
http://www.chil ital.org/AL

"This list does not include all available options. Please consult with your SLP to discuss available technologe: *This st does not include all available options. Please consult with your SLP to discuss available technologies and

**Prices and availability subject to change. Information

Juded in this resource updated on **Prices and availability subject to change. Information included in this resource updated on

) HARVARD MEDICAL SCHOOL
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Mr. D.

Boston Children's Hospital
@ ALS Augmentative @
Communication Program

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

Amplification with BiPAP

Boston Children's Hospital
ALS Augmentative @
Communication Program

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL
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Amplification while using bi-pap

Assessment of transdermal microphone options

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

Boston Children's Hospital
@ ALS Augmentative @
Communication Program

Childrens

Y Hospital
ALS Augmentative
Communication
Program

Boston Children's Hospital
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Partner Training

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

“Vve noticed that people are uncomfortable with silence
and feel the need to fill it, even as | am putting together a
message. Because | am slower, other conversations start

or people ask me lots of yes/no questions and not

only do I lose the opportunity to complete my message
but I also lose the opportunity to be part of the
conversations happening while | am putting my
message together” R.H., age 55

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

costello, j.m. © 2017 Boston Children's

Hospital
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Partner training

* Identify communication partners/supports

* Share anecdotal feedback from people with ALS and
families

* Share handout on “Guidelines to Communication
Partners”

* Discuss strengths and major challenges with asking
yes/no questions

* Discuss the pros and cons of prediction and
permissions that should be in place.

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program

Partner Training

781-216-2209

The following graphi t tis
s what they fearad

wn. ners, people with ALS
told us:

Boston Children’s Hospital -
ALS Augmentative &Y Terching nosemaL oot
Communication Program
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[~ ) Boston Children’s Hospital

ALS Augmentative Communication Program

Guidelines for Communication Partners

and adults who are | to speak)

(Identified by young
No rule fits everyone BU T these are som e points to consider putting into practice.
THANK YOU for the generous guidance from so many of our ACP patients:

1. Don't talk louder just because | can’t talk

2. Don't talk over me as | try to My <h s and
it takes 100 much energy to continue 1o try 1o get my message across while you
interrupt/over ride me.

3. Don'tinterrupt — PLEASE let me finish my thought, otherwise it sends the
message that you don't value what | have to say.

4. Recognize that when an efficiency strategy is used by someone with

compromised speech (using fewer words or in a direct )it
should not be confused with a lack of or
social skill.

5. If you didn't call me “dear’, "honey’, or other terms of endearment before
my disease, don’t change the way you talk with me now unless we have
a more

6. Don't touch me (move my arm, etc.) or my chair without letting me know
you are going to and requesting permission.

7. 1 know you are trying to be efficient or save me from fatigue by speaking
FOR me, but please ask my permission before sharing information related to
me.

8. Even though you may know the requested information ALWAYS ask me if |
want you to speak for me so ¥ in the is clear that | am in

charge

3. I'd rather you talk with me, tell me stories and fill me in on your life — even

when | have a hard time holding up my end of the conversation - AS OPPOSED
TO NOT talking with me because you know | have a hard time responding.

Soiwe Childreas Hoapnal

ALS Augm oimive Commuaicaua o Progr=m © 201 &

ALS Augmentative
Communication Program

‘ Boston Children's Hospital

L

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

Bob on predicting

Boston
Children’s
Hospital

ALS Augmentative
Communication
Program

ALS Augmentative
Communication Program

. Boston Children’s Hospital

LY

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

costello, j.m. © 2017 Boston Children's
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When people predict/guess it strips me of my
dignity (photo only)

.
o

Boston
Children’s
Hospital

ALS Augmentative
oooooooooooo

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

Holly on predicting (or not being patient)

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

costello, j.m. © 2017 Boston Children's

Hospital
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Calling/attention systems

Boston Children's Hospital
ALS Augmentative & mnseee:
Communication Program

Call system(s)/switch control

Boston Children’s Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

costello, j.m. © 2017 Boston Children's
Hospital 28
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ALS Augmentative

@ Boston Children's Hospital
Communication Program

Alexa, Ask My Buddy and

Voice Call

N\ Boston
[%.) Childrens
< Hospital
ALS Augmentative

Communication
Program

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

Something to assess for getting attention in the same house..
bluetooth speakers

oonomEE =
LLLIT.1.1 18
LLTTTT0
7 —

o e T
Boston o purchasing information: New Bee k ! *  3W audio driver and passive subwoofer
Childrens  water resistant
Fospital © 35 oot range unimpeded)

ALS Augmentative T horgetme: 2hours
Communication * bt fec5 hous
Program © oarges i standard US8 o miro U5 cable
SMALL, PORTABLE BLUETOOTH-ENABLED SPEAKERS
ViooET FeRTORES T 2
PURCHASE INFORMATION hest o sperbass
7 * inciudesanand s
frnse + amat, porable, lgheweight * poweronfoff requires 3 second buton hld
pirchaing nformtion: Marsboy jptiirion .
© enhanced super bass 7 power onoffand when device & pared)
« 50 foot range (unimpeded) ‘ « 33 oot range (unimpedied)
e charges via standard USB to micro USB cable *  battery life: 6 hours.
charge time: 5 hours 4 * charges via charges via standard USB to micro USB cable
vary e 10 houre * lim 057 pound (2608
Conness o one deie st s time * mendons 38 %38 x27 nches
*  power on/off requires 2-3 second button hold
v A e A - S——
ey 35.00) o wearable speaker featuring adjustable wristband
o om e " pchasing nformation: bém * batenyliecshours

o it WterarooTSsToot Speakr

s + e, rubberzed contros

purchading formatin: Waterpoot N lster |+ button hold

+ toigh rubber coverng

L metal i ataches 0. backpack oo, bt oop, purse
hondle et

+ bty bi: 34 owrs at maximum volume, 15-20 howrs
Saxvatume
Crraes v standard U8 t micro U cable
erproo e protectan rom sphing sy angle

TON Tl Co)
purchasing information: ION Clipster

large, rubberized controls
power on/off requires 2 second button hold

plastic clip attaches to a backpack loop, belt 100, purse.
handle, etc.

battery lfe: 3.3 hours (volume at 70%)

*  charges via standard USB to micro USB cable

Boston Children’s Hospital
ALS Augmentative
Communication Program

*This list d lude all steto lable technol d

**Prices and avallability subject to change. Information included n this resource updated on

Boston
Children’s
Hospital

ALS Augmentative
Communication
Program

http://www.childrenshospital.org/ALSaugcomm

“Thislst does not include all available options. Please consult with your SLP to discuss available technologies and

**prices and availability subject to change. Information included in this resource updated on

&Y TEACHING HOSPITAL -

costello, j.m. © 2017 Boston Children's
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Quick access/low tech

Boston Children's Hospital
@ ALS Augmentative
Communication Program

AAAAAAAAAAAAAAAAAA

Quick Access Encoding

*Standard Etran two-step encoding

*eye gaze and partner assist
combination (AEIOU)

* Alpha — color encoding
*EyeSpeak board

Boston Children’s Hospital
ALS Augmentative
Communication Program

AAAAAAAAAAAAAAAAAA

costello, j.m. © 2017 Boston Children's
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Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

Partner Assisted Scan spelling

* Establish patient’s “yes/no” response
* Scan by row/column to identify target

Boston Children’s Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

costello, j.m. © 2017 Boston Children's
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Partner assisted scan spelling

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

A-E-I-O-U |F§ S
COMMUNICATION
BOOK s
PHQERW|SET
VIWHIXHIY]| Z
O 0 1'2 3|4|5|6 7|8 9
O

1DON'T KNOW/
NOT SURE/NOT QUITE

Boston Children’s Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

costello, j.m. © 2017 Boston Children's
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Etran (photo only)

Video courtesy of ALS association
(lowa Chapter YouTube)

E tran Low Tech Communication

Sarah Lettow
Subscribe & .
1,068 views
+ Add to AP Share e+« More l‘ 6 ,I 0
Boston Children's Hospital :
@ ALS Augmentative Published on Oct 7, 2014 @ HARVARD MEDICAL SCHOOL
Communication Program Category People & Blogs

Electronic encoding

HARVARD MEDICAL SCHOOL

Boston Children’s Hospital
ALS Augmentative &Y TEACHING HOSPITAL
Communication Program

costello, j.m. © 2017 Boston Children's
Hospital

33



5/26/17

Electronic encoding

* Minimize working memory demands for
communicator and partner

* Provide a visual script/reminder of message
progress

2 Boston Children's Hospital

. HARVARD MEDICAL SCHOOL
é ALS Augmen‘ganve @ TEACHING HOSPITAL
&Y Communication Program

Boston Children’s Hospital =
ALS Augmentative HARVARD MEDICAL SCHOOL

Communication Program

costello, j.m. © 2017 Boston Children's
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Efficiency strategy when using encoding
* With electronic encoding it auto expands
** With non-electronic encoding you need a ‘cheat sheet’

* A logical relationship exists between the key words

of the phrase or sentence and the code selected

* O D =Please open the door

*J C =My name is John Costello

Boston Children's Hospital
@ ALS Augmentative
Communication Program

L

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

Quick access:

NOT encoding

Boston Children’s Hospital
ALS Augmentative
Communication Program

LY

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

costello, j.m. © 2017 Boston Children's
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OO LO\

PILLOW TOO HIG

™\ Boston Children's Hospital
ALS Augmentative
&Y Communication Program

) ¥%) HARVARD MEDICAL SCHOOL

TEACHING HOSPITAL

Patient Customized Communication Tabbed Flipbook
Overview

ANote From the Director
Why did we create the Patient Customized Communication

Meet Our Team Tabbed Flipbook?
I — We r:ve had so ey ;'E:Dlen»:nh AL; ;exvress‘!msn:n:n with s
Considerations. Bl auickly communicate (often with spesch) a simple and often repeatedly
communicated andprdicable message. Examples ncuce: Adst hesiap 18172 16-2209
Speech Strategies o the BIPAP mask or ‘put pilow behind my neck or ‘don't forget to lock the
brakes' pariners have reported being
Partner Training and often feeling very guilty when they can't understand a message, especially when they realize that the message is &
‘communicated regulary n the same context, often mulile time a day.  One man stated to us: “Why did | make her
[Pp— say it five times and why did | raise my voice in frustraion when | couldn't understand? | should have known exactly

what she was saying because she says It allthe time in that same context”
Letter and Topic Cusing

Initial, 502 st could be created; but
Messsge Banking nobody did that. ~So, in 2011, in an effort to create a format for people to use, we created a blank, tabbed fipchart,
We bind the pages together and we give them to people with ALS and their families
Quick Access and Low o 5 3 . -
Tech Tools. Typical instructions to person with ALS and their communication partner(s):
R — 1 in which you say and you
Communication Tabbed always understand exactly what you are saying
Fiipbook 2. Wiite each context on one of the tabs at the bottom of the fipchart. A few examples include: positioning, foad,

et et po ECTIONS personl care, bed, technology, socil, bathroom.
e ] ey 5 heyou tinkara commuricae wite (o arec
A = oo
| ot s oy s 5 o 7.

Wt oo andcompaten [T plin , P—

Gismme = wires oo sapainyso
gt W o s e 94 5. 5y ey v i s ot s i
i e o

7. After we give you a clean copy of your customized communication tabbed fipbook, try using i

Patient Resources

Coriootl 8. Identity a way you are going o tell your partner 'yes'when gh your fip
Presentations and icali i -
ksl Typical instructions to communication partner

11 being said, report that you and ask s it on your fipbook?”
2. 1fthe answer s yes, read through and pointto each of the tabs until you are told 'yes' (you have already establshed
together what that yes'signal will be)

3.Tum to the appropriate page and then go through each of the messages. Some people have preferred to first

Related Ciinical review colurns (i it column one?, column two?, efc.) while others prefer to quickiy fead through each message on the

€S0 page.

Augmentative “The Patient Customized Tabbed Flipbook will likely need to be updated reguiarly. Some contexts willbe added as
Program medical status changes while others may be removed (add a ‘g-tube’ page while possibly removing or significantly

modiying the food' page)
Center for Communication

Download a Flipbook

Department of This tool has been extremely useful to many people. Bacause so many people have asked
Qtolaryngoloay and forit, we have created an on-line template you can fill and print. Please note, the document
e - will be downloaded as a PDF and can be edited In Adobe. Download vour customizable

Boston Children’s Hospital
ALS Augmentative
Communication Program

$% HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

costello, j.m. © 2017 Boston Children's
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Video tutorial on Customized tabbed flipbook
(photo onlv)

Boston Childrens Hospital Internations! Vistors  MyChildren's Patient Portal  Donate

Boston

ghlldrerl\s
Cuinician Conditions + Waysto ospital
Resources Treatments Help P ot

ALS Augmentative Communication Program

3 Sarvres » ALS Augmortate Communcation

Overview

ANote From the Director

Most Our Team

Protocol of Assessment
Considerations

Access and Occupational
Therapy

Patent Resources.

Contact Us

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

Could Do Dot Feel For From Get Go Had Has Have He
Help Mer Him Mis How 1 Tam If In [s It Know
Like Mrybe Me More My Need No Not Of Oksy On Only
Or Our Pease Put She So ks That The Their Them Then
TereThesehey ek This 7o A B C ' D &85
Up Us want Was We were E F G H s 2™

Wt Whenwtem tiawho why 1. 1 K | M N

Wil [With Wuld | Yes You Your C it | e |7 [agjust | seusn Jorange | cosn | roc | igner| U | wore | ache | cold [cramp
U"’""“' WL un fussage] Pt | put [Rectioe] ot | Move | right | Hot [Hungry | pain [ty
' Stretch | Wipe Lower | Down | Less | Tired
S IR T wie ST S -5 =

A And Are As At But Can Could Did Do (To) Be Call
Does For From In Is Of On That The There Come Feel Get

How What | I'm Me My This Was Were Will With Would Go Had Have
When Where You Your AlB|C o@?mmmm
Who Why He Him HWs E F G H . , | Take Tell Think Want
She Her 11J]K]|L N
t we or O P Qu R T
http://lowtechsolutions.org They Them Their U VW X z
'''''' Bed | Shrees| scson | Sowrd | Chae |(ced) Ging) (s b
Amy Roman’s boards T:ﬁ“ melleadlis E EIE
Sold by Margaret Cotts I¥es ox] 1 2 3 4 5 “;
‘owechichaon g

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program
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Nancy, core board and laser pointer

At
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—-Iz‘_ll
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Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program

a§ Boston W’ 3
(7)) Children’s
=¥ Hospital

ALS Augmentative

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program
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Holly — need all the tools quick access AND high
tech

> moments; bed,
juickly things
bu need all of tHe

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL
Communication Program

costello, j.m. © 2017 Boston Children's
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Writing strategies

* Notepad
* Notebook
* Boogie board

* |IPad/android — note app:s
* Finger
* Rubber tipped stylus
* Jot stylus
* Apple pen

Boston Childrens Hospital s
ALS Augmentative HARVARD MEDICAL SCHOOL

Communication Program

We prefer the Jot version as the
erase button is easier to press

\

Boston Children’s Hospital -
ALS Augmentative A i, pouool
Communication Program

costello, j.m. © 2017 Boston Children's

Hospital
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Message banking ™

Boston Children's Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program

“Our voice is our ACOUSTICAL fingerprint”

Boston Children’s Hospital
ALS Augmentative @ HARVARD MEDICAL SCHOOL

Communication Program

costello, j.m. © 2017 Boston Children's
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Message Banking

781-216-2209

Bostonchildrens.org/ALSMessageBanking

@\ Boston Children's Hospital —
. ¥ HARVARD MEDICAL SCHOOL
é ALS Augment_at|ve TEACHING HOSPITAL
&Y Communication Program

Message Banking~ with your own

VOICE digitally record and store words, phrases, sentences,

personally meaningful sounds and/or stories using your natural
voice, inflection and intonation.

These messages are catalogued as .wav files and may then be linked to messages
in a variety of augmentative communication technologies or sound storage files.
This will allow you to ‘retrieve’ a message and speak it in your own voice but
does not allow you to create novel messages by spelling.  If you have recorded
individual words, you may combine those words to create unique messages,
although the output will sound more staccato than your natural speaking.

) Boston Childrens Hospital ot
h % HARVARD MEDICAL SCHOOL

é ALS Augmentative TEACHING HOSPITAL

<Y Communication Program

costello, j.m. © 2017 Boston Children's
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TERMINOLOGY:
Leg acy M essa g €S8 ™ are those messages, often delivered

with unique intonation and prosody that are unique or particular to
you. It may be a ‘trademark’ message you say or it may be a
trademark delivery of a message that many people say. A legacy
message does not need to be meaningful to the general population
instead it may have unique and personal meaning to only you and a
loved one. Further, a legacy message does not need to be real
words to be meaningful. It may be the way you clear your throat
in a sarcastic manner to communicate “/ told you so” or it might be
the invented pet name you have for a loved one delivered with
your unique voice, intonation and prosody. Similarly, legacy
message may be that stereotypical thing you say after your favorite
sports team scores or it may be a unique greeting you deliver to
friends. Those close to you may be helpful with identifying these
Legacy Messages because sometimes they are so naturally part of
socially relating with others, you may not even be aware you are

‘known’ for them.

Boston Childrens Hospital —

. ¥ HARVARD MEDICAL SCHOOL
ALS Augment_auve TEACHING HOSPITAL
Communication Program

64+ page guide to considering Message Banking

worse

‘Time of Day Based Expressions
ntssleep?

@ Boston Children's Hospital

N\ Boston Children’s Hospital et ool 15 02017
ALS Augmentative
Communication Program

PLEASE CITE WORK AS: @ Boston Childrens Hospital 6
Message Banking™, Voice Banking and Legacy Messages™
John M. Cosello. A ALS Augmentative Communication Program

© 2011, 2014, 2016, 2017

DEFINITIONS:

Voice Banking is a process of recording a large
inventory of your speech that is then used to create a synthetic
voice that approximates your natural voice.

Done successfully, this would allow one to spell and create unique
messages and then speak them through a synthesizer that
approximates one’s natural speech. The science behind this
process continues to be in development with beta-versions of
available software. The ModelTalker is one such project from the
University of Delaware Speech Research Lab. The website is:
www.asel.udel.edu/speech/ModelTalker.html

Message Banking~ with your own

voice digitually record and store words, phrases, sentences,
personally meaningful sounds and/or stories using your natural
voice, inflection and intonation.

@ Boston Children’s Hospital
Message Banking

examples from people with ALS ©2017

Boston Children's Hospital HARVARD MEDICAL SCHOOL
ALS Augmentative TEACHING HOSPITAL
Communication Program
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Nancy exploring banked messages

Boston |
Childrens
< Hospital - 7

ALS Augmentative
Communication
Program

Boston Children's Hospital HARVARD MEDICAL SCHOOL
ALS Augmentative

Communication Program

Holly and Walker

Boston Children's Hospital @ HARVARD MEDICAL SCHOOL
ALS Augmentative

Communication Program
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Auto label, categorize, store and download
for use of ANY SGD that will accept .wav files

€ c Omylehudyrvavoxcn‘ agebank EE‘SS'E"%?‘S
mqtoblldynavox Store Pageset Central Support v Comm et
Message Bank Beta

Contact Us Stay Connected

fawoo

Boston Children's Hospital HARVARD MEDICAL SCHOOL
ALS Augmentative

Communication Program

VOice Banking is a process of recording a large inventory of your

speech that is then used to create a synthetic voice that approximates your
natural voice.

Done successfully, this would allow one to spell and create unique messages and
then speak them through a synthesizer that approximates one’s natural speech.
The science behind this process continues to be in development with beta-
versions of available software. The ModelTalker is one such project from the
University of Delaware Speech Research Lab. The website is;
www.asel.udel.edu/speech/ModelTalker.htm|

Boston Chlldr_ens Hospltal @ ;i::é/:lr{NonEODslglATlﬁcHooL
ALS Augmentative
Communication Program
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€ ModelTalker
@ Cereproc (Edinburgh Scotland)
@ OKI Electronic Industry Co Japan

@ Edinburgh Voice Banking and Reconstruction
project

@ Acapela
€ VOCALID

Boston Chlldr_ens Hospltal Y ;lésg:m%m?slgﬁﬁcnom
ALS Augmentative
Communication Program

https://www.modeltalker.org/build-your-voice/

ModelTalker

Build Your Voice

We're here to help you create a personal synthetic voice that you can use in your communication device or app. Here’s what you will need to do:

1. Register with us to create a secure account.
2. Choose the recording method you want to use: MTVR (Windows only) or our web-based recording tool.
= If using MTVR, install it, go through the tutorial, and get set up to record.
= If using the web recorder, follow our interactive online training.
3. Record 10 screening sentences, upload them to our server, and wait for an email fromus.
= If everything is fine, we will provide instructions for moving on to step 4.
= |f we see any problems, we can suggest ways to fix them and may ask you to repeat step 3.
4. Record the full inventory of 1600 sentences and upload them to our server.
5. Request your voice in a downloadable form for your computer, mobile device, or speech generating device.

If you are ready to have us walk you through the steps, let’s Get Started

Boston Children's Hospital @ HARVARD MEDICAL SCHOOL
ALS Augmentative

Communication Program

costello, j.m. © 2017 Boston Children's
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my-own-voice

my-own-voice, the voice banking soluton by acasela-crous.com

=)

NEW! Update to MOV Recorder

y inanew, with 'MOV
recorder’

Multi OS
support \/\
KEEP

YOUR
ABILITY
TO SPEAK Capture

recognizable

voice
13 languages available
1500 sentences to record

characteristics.

Through
user friendly interface
at home with your PC

. 8 . —
Boston Children’s Hospital ' HARVARD MEDICAL SCHOOL
ALS Augmentative

Communication Program

Dr. Rupal Patel, VOCALID

with Samantha Grimaldo
http://www.vocalid.co/how

Photo only

ABOUTUS  HOW IT WORKS VOICEBANK LOGI

Boston Children's Hospital @ HARVARD MEDICAL SCHOOL
ALS Augmentative

Communication Program
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Comparing voice bank and message bank

ext to pronounce: 10
T ll
Speed: %
Shaping: %
é§ Boston Children's Hospital HARVARD MEDICAL SCHOOL
ALS Augmentative

<2 Communication Program

Speech Generating Device

Assessment and Trials

Boston Children's Hospital @ HARVARD MEDICAL SCHOOL
ALS Augmentative
Communication Program
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55 HARVARD MEDICAL SCHOOL
&Y TEACHING HOSPITAL

Speech Generating Device Assessment and trial(s)

Language Features:

e core vocabulary e phrase
* single words e Alphabet

* message organization (grid, list,
taxonomic, contextual, etc.)

Encoding strategies

¢ Abbreviation expansion
e prediction (word, grammar,
morphology) e letter stream

prediction (Dasher)

Access features (in concert with OT)

* Direct selection (unaided)

* Direct selection (aided)

headmouse
eye tracking
e dwell, switch, blink

* Scanning

Single switch
Two switch

Use of switch interface for
technologies

Software vs. tech access
options within tech
(accessibility features)

Boston Children's Hospital
@ ALS Augmentative
Communication Program

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL
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Speech Generating Device Assessment and trial(s) continued

Integration features: Other:

* Internet « Language

* Telephone o Text

* television « Symbols

* text * Synthesizer (and

* custom software integration with

« system mirroring ;r;vwo'nment such as
(Splashtop, Team exa’)
Viewer, etc.)

2(\_);%2&2:2{525 Hospital @ HARVARD MEDICAL SCHOOL
Communication Program

Language organization for Environmental Control

Amazon Alexa activated by
synthetic

speech and

responding appropriately

tobiidyn

Boston Children's Hospital @ HARVARD MEDICAL SCHOOL
ALS Augmentative
Communication Program
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Alexa and Hue Lighti

ALS Augmentative
Communication
Program

ng

Boston Children's Hospital HARVARD MEDICAL SCHOOL
ALS Augmentative g TEACHING HOSPITAL
Communication Program

SR T Gpe—

sinm sum

i s T, e ; oy Pagessaanipe

Boston Children's Hospital @ HARVARD MEDICAL SCHOOL
ALS Augmentative

Communication Program
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Evidence based practice/Practice based evidence

Feature Match Assessmentreveals
match to device(s)

First trial considerations:

e l .

What technology is Is self-pay an option to Do we have appropriate
immediately available for purchase the device mounting and access
Evidence based trial? revealed through trial as peripherals available to loan
best match forimmediately available
(importantifitis a device device?

not funded by insurance)

/ N

NO YES
Discuss Discuss
considerations to consideration with
determine if patient and go
patient wishes to ahead with trial

go ahead or
consider second
option

Boston Children's Hospital
@ ALS Augmentative
Communication Program

L

HARVARD MEDICAL SCHOOL
TEACHING HOSPITAL

@Bosm Children's Hospital  ntemstonsiViskors | MyChidren' Paient poral | Donate
Untie s wel

Video links go to:

R

Overview | ALS Augmentative Communication Program
Overview
v 4o =<0

ANoto From the
Biractor The Mission of the ALS Augmentative

Communication Program
Meot Our Team

We provide comprehensive augmentative communication
and assistive technology assessmens, rals and wraining

R | hoowes | Szt Temmhy Saiemr YEe
ALS AugmegiaivelCommbnCatoniEkam o For more information, handouts and

DSSREIITRTSRNTE er202200 http://www.childrenshospital.org/ALSaugcomm

Program Goals

o support communication and daly unctional needs, sustain personal control and
digniy, social and e

from a

& person with ALS and hisiher famiy.

Prasentations and
Handouts

Rolated Clinical
Services
Augmentative
Cofmimication
Frogram
genter for
Communiation
Enmancemant
Department of
Oidangoioay

Communication
Enhancement

Program Description

decades, the had the.

rough o P
Augmentative Communication Program was estabiished in 2016. The ALS

Pr foam anguage Pathologists
who specialize ‘Occupational Therapists wih altematl

with regionl, natonal and intemational dlinicalleaders, enginears, davelopers and ALS
care providersieams to bring our innovation as woll as the innovation of ohers to
people with ALS and the families.

What o Expect: i possible

Boston Children’s Hospital
@ ALS Augmentative

Communication Program
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Contact information:

John M. Costello, MA, CCC-SLP

Director, ALS Augmentative Communication Program
Boston Children’s Hospital
John.costello@childrens.harvard.edu

www.Bostonchildrens.org/ALSAugComm
0.781216 2220
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