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Statement of Views \\\/

‘ m NWACS embraces the statement that all individuals have a right to communicate

' g NWACS embraces the statement that all individuals have a right to access literacy
[ )

N\ The views expressed in this series do not necessarily reflect the views and policies of NWACS, no
N endorsement by NWACS is implied regarding any device, manufacturer, resource, or strategy
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Learning Objectives \\\://

® Describe 2 takeaways from our panelists of Autistic non-speaking AAC
users that will inform their clinical practice

e State at least three variables to examine when considering spelling as a
form of communication for a client
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‘ Clarifying our Terminology m
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When we say “spelling for communication” or “spelling as communication” we are referring to the use of v

generative literacy skills as a primary form of augmentative/ alternative communication (AAC)

e This encompasses a complex interaction of many dynamic skill sets, including:
m Literacy skills (phonemic awareness, blending, sound-to-letter correspondence)
m Motor skills (the ability to initiate and coordinate movement to select a letter and sequence

© letters and words)
m Expressive & receptive language skills (the knowledge of words, grammar and morphology)
‘ m Strategic skills (the ability to determine what message will be optimal for the communication
‘ situation and what strategies to use to get there)
® @ e This use of generative literacy skills as a primary form of AAC:
m may have different forms or modalities: writing, typing, keyboarding; partner-assisted scanning;
use of an alternative pencils such as an eye gaze frame, print flip chart, alphabet
@ board/letterboard, etc

@ B may or may not pair with the use of other communication modalities such as symbol-based
' communication or verbal speech

Q e We are NOT referring to a specific method/intervention/program
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Rules of Engagement NWACS
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e We are committed to listening to people who should be in this conversation but are v

currently excluded (nothing about us without us!)

e We will take steps to minimize trauma to our AAC guests, up to and including
removing participants who are engaging in behaviors that constitute harassment

e We are NOT open to critique or criticism of IDENTITIES, PEOPLE and LIVED
EXPERIENCES, especially for our AAC users in this series

e We invite open discussion and curiosity around the topics and ideas regarding spelling
as communication

e We reserve the right to turn off the chat to respect and focus on our panelists

e We will prioritize the voices of AAC users. If you do not want to self-identify as such,
please feel free to private message moderators so we can support you



Summary of PART 1 //\

(10/17/24 Recording available on NWACS YouTube; Blog on website) NWACS
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* We strongly believe that SLPs need to be able to talk about the topic of spelling as a communication methoM

» Definition of spelling for communication or spelling as communication: use of generative literacy skills as a primary
form of augmentative/alternative communication (AAC); we are NOT referring to a specific
method/intervention/program

* There are four types of evidence, external “lab-based” evidence is only one of four considerations when
supporting non-speaking AAC users

* Some Autistic non-speakers have learned to use spelling for communication through the techniques of Facilitated
Communication (FC), Rapid Prompting Method (RPM), Spelling 2 Communicate (S2C) and Spellers Method; these
are considered lacking in the required evidence by such organizations as the American Speech Language Hearing
Association (ASHA) among others

* Some Autistic non-speakers have become independent typers; not all of these individuals used one of the
programs listed above, some learned to read, write and spell for communication in other ways

* What can we learn from all of these individuals and their diverse experiences?

* Rather than the historic view of Autism as a communication, cognitive and behavioral disability, our four pillars of
evidence show us that sensory and motor challenges are a significant part of the diagnosis of Autism

* In the profession of AAC, we have not done enough to consider access, which includes the sensory and motor
involvement in our assessment and treatment programs, especially for autistic AAC users



Summary of PART 2 //\

(11/21/24 Recording available on NWACS YouTube; Blog on website) NWACS

WO
Literacy curriculum are available to teach comprehensive literacy skills.

Challenges for non-speaking AAC users to access literacy are vast and include the nature of the
instruction, difficulties assessing and setting goals, classroom culture, lack of professional
training, belief systems, lack of time and resources, the intrinsic differences of the individual,
multi-faceted nature of learning AAC, literacy and motor access.

Just like some students in general education, some Autistic nonspeaking AAC users “just know”
how to read; many need to learn how to read, write and develop reliable motor access; many
likely have gaps & splinter skills.

We know very little about what could be the “predictable” stages towards independence when
all these dynamic, variable skill sets exist in the same learner. What is the progression of
literacy development, language development and related motor skills? And how do they
intersect and inform each other?

We need to pull in research from multidisciplinary bodies of evidence related to good
instruction and conditions for learning and combine it with comprehensive curriculums that
address language, literacy, motor access and sensory/motor supports.

We must be able to approach these topics with curiosity and humility in order to collaborate
with our clients respectfully and thoughtfully.
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If we can get the people who know the literacy part to address the motor part (and
vice versa), so much would open up for a huge group of learners!

Examples:

o https://www.instagram.com/p/C-K8LMct Wi/ (~2 min)
m Using partner assisted scanning word and alphabet with an eye gaze signal
to indicate yes/no
m Scaffolding tools for spelling (starting with sound/letter, blending) coaching
for motor/eye gaze and attention
o https://www.youtube.com/watch?v=qDS2j YVZIg (0:00-0:51)
https://youtu.be/gDS2j YVZIg?si=QmUsZJMxA01zBGYv&t=238 (3:58-6)
o https://youtu.be/gDS2j YVZIg?si=q-NI6H3ACC 1 ZBo (6:41)
m Progression over 3 years of RPM instruction
m Using high-interest age-appropriate lessons to support spelling of single
word answers increasing to open ended questions
m Scaffolding tools for spelling (you need two Ls), coaching and
accommodations for motor/eye gaze, sensory and attention

O
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Introductions

Morgan: | am Morgan and | am 24 years old. | go to Summit Community Center and | am studying to be a docent at the
Zoo. | love to travel and to watch movies and musicals. | am going to Europe to see my sister in April. | started spelling 2
years ago.

Lavender: My name is Lavender. | am a white Jewish nonbinary person living in Northeast Ohio. | am an autistic
nonspeaker with apraxia and multiple disabilities. | consider myself an AAC user and a lowercase s speller — | spell to
communicate with the support of a communication partner, but do not use a formal method and do not consider myself
part of the culture that is formed around Spelling. | communicate by typing on a keyboard or letterboard, and by pointing
to symbols on Proloquo2Go. | love being immersed in the natural world and looking for cool plants. | like finding threads
in music and stories and things | have read or heard, and putting ideas together in a tapestry that is just my own. Much of
my writing about nonspeaking identity, disability and community is focus on much the same thing: taking bits of my
experience and others, lining them up with different communities and ideas about our lives, and putting them together
and apart until they are broken off just enough to fit all of us.

Sam: My name is Sam. | live in North Seattle. | am 20 years old. | am doing my Associate of Arts degree which takes up
most of my time as | type one letter at a time using my right index finger. | live with my mom and step father. | love doing

complex jigsaw puzzles. | like to bike and swim long distances.

Stone: My name is Stone Kaufer, 18 and | go to Brightmont Academy in Seattle, WA.
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How did you communicate when you were younger? m

NWACS

Morgan: | used my Proloquo on the iPad www.nwacs.info

Lavender: | have always been fully nonspeaking. | learned very early on that everyone around me could somehow magically make sounds that v

became words. Or that they could affect the world and have people know what they think, could learn about what is happening around them. | could
not do this and never would be able to. | tried to communicate with people through my body pressing up against theirs. Or putting objects in
people’s faces , that | liked the feel and smell of or that had personal meaning to me. Sometimes my body over reached , | could not estimate how
hard | was shoving myself at people and this hurt them. People would usually say this was just sensory seeking, my behavior therapist said | did this
because | saw people as objects and | need to learn they were people. Even my parents and the people in my life who understood the most did not
get it. They refused to think | did not see them as people, they knew that was not true. Instead they would say | was trying to connect how | knew
how because | didn’t understand language , and when they taught me language | would stop. But that was not true. | understood most language but
did not know | would ever get to use words myself , just hear them and let them churn in my mind.

When | was 7, | got my first communication device with Proloquo2Go and LAMP. LAMP was impossible for me to figure out because no one taught
me how to use it or explained it was something to communicate with. So when | ‘refused’ to use it my speech therapist said to take it away because |
did not understand. On Proloquo | started with only food, some core words , a few objects and some feelings words. The pictures were so big that my
eyes could only process one button at a time , and would stare at that one button and involuntarily repeat it because | could not get my eyes to
move. (For the longest time | thought “want” was the only word | could say, because that was the only button my eyes saw!) | discovered the
keyboard option on my own and | taught myself to type. It took a while to realize typing was for communication , so mostly | typed strings of
satisfying words , or dialogue | heard in the air, so | could see what it looked like as text. When my therapy team noticed | could type, they started to
model more and add more words for me to say. | started using a mix of symbols and typing. | was still not getting the motor support to say all |
wanted to , but it was worlds better than having no way to tell the world a thing.

As a teenager, | started having medical issues that changed a lot of my motor abilities. | could not move my arm reliably to use my device. A family
friend , who is still my main communication partner and member of my support circle , researched RPM , bought Soma’s books , started spelling with
me and training my parents. | also used , and still use, physical support to keep my arm up when my fatigue and muscle weakness and trouble feeling
my arm in space made it hard to type. | had a few sessions with a local RPM practitioner but stopped because it was too expensive for my family. The
letterboard changed so, so very much for me. | still can’t explain the inner why , but it was so much freer than anything | had used before.
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When is communicating difficult, what gets in the way? v

Morgan: Tracy was my first teacher and she believed in me. | took to it so fast because | was eager to share my thoughts. The spelling
came to me really fast because | was so ready to communicate with everyone.

| need time to spell and a trusted partner.

Lavender:| need my body to be regulated enough and to be out of pain for me to communicate reliably. Getting a lot of physical input
and stimming my soul out in between each stint of typing is a life saver. Some days , some forms of communicating are possible but not
other ones. So | may be able to type the names of every plant species native to Ohio, or pages of lyrics from favorite artists, or long social
media comments about disability and communication. But not be able to say what body part hurts or type a word to my support team
about daily life things. Different motor plans and different language modes come to me in a way that is not predictable. What helps me
the most is always having access to all the ways | could possibly communicate , no matter how ‘advanced’ what | say is. | need to know
that anything | have to say is good enough. | need a lot of time to think about what | want to say, retrieve the words and get my body
moving to type. But | also need a communication partner who can tell when | am taking the processing time | need , and when | am
getting stuck and so desperately need a prompt to initiate. When | am having the most trouble finding the words | need, | prefer to point
to symbols to communicate. | need my communication partner to direct me toward corners of my device that have words | might want
to say next so | can keep going on my own (by saying stuff like “if you want to say ‘to’, get your eyes to the left”).Initiation is the thing
that slows me down the most. Usually someone else will support my arm at first and on a good motor day | can finish the rest speedily on
my own. Other times | will need support throughout, sometimes | can type when someone just touches my shoulder. It depends on who
my communication partner is and how much energy | have.

After | have a seizure, | need at least 2 hours before | can start to type. My body is so very exhausted and achey. | cannot spell because |
cannot move my body, and sometimes letters cease to form words and words cease to make sense. Also, when | feel like there is a

certain way people want me to communicate , or that communication is a test | can fail or pass, | get dysregulated and blocked from
communicating at all.
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How did you learn to read and spell? /—\\

Did it come to you naturally or did someone teach you? NWACS
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Morgan: | taught myself to read. |just paid attention in school even when no one knew | could do it. | also listened to my grandma, mom v

and Cate at home to build my vocabulary.

Stone: | taught myself how to read and spell. | was four years old when | made myself read books. Mostly I'm writing from memory. More
or less | paid attention to how people spoke and wrote.

Lavender: | do not have a clear memory for how | learned to read, but | can remember bits and pieces. When | was really little my mom
would write down the lyrics to songs she sang to me and put on lyric videos which helped me connect sounds to text. Also looking at
captions while watching Yo Gabba Gabba or The Backyardigans. Once | could type a little bit, | would do experiments with taking words
out of a sentence and letters out of a word and see how the sound changed. But other than that, at school/therapy no one taught me
how to read in a full way. It always stayed very basic and so very humiliating, full of alphabet sounds and those books with a bunch of
boring three letter words that rhyme ( like “mat” on one page and “cat” on another.) | was in a ‘low incidence’ classroom, for the kids
they decided had to sing the days of the week and match colors in high school. Most of my education as a teenager was through RPM
lessons. | got my GED in 2021 and took some online college classes on Coursera.

If | really dig into how | type and read now , | do think there have been some down sides to not getting explicit support with reading. Gaps
in how | use words that maybe wouldn’t be there if | got support on the right timeline. But | also do not know exactly what that timeline
would be.

Not all of us teach ourselves to read and that is important too. Some people | talked to especially parents of young nonspeakers helped
me understand that. (I think some of those people may be watching this right now!) But many of us do. It is not something teachers and
therapists would be able to pick up on, or at least not easily. People kept using very basic teaching with me well past when | could read
full sentences, and they did it in such a disrespectful babying way.. But | had no way to show because all tests no matter how adapted
need some levelof motor control. | think “presume you’ve got this and if you need help we’ll give you help” is a model that would have
helped me as | was growing up, in all areas.
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(Answer one of these) What is your current passion? What wakes you NWACS
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up in the morning with excitement? What is new that you are doing \/
or learning about? \\_/
Morgan: | am studying to be a docent at the Zoo which | am so excited about.

Stone: I'm excited to be learning in school finally. Currently I'm taking world history,
geometry, english and environmental science.

Sam: | am focused on completing my AA this year. | want to travel more and see new
places like London and other cities. | wake up everyday just hoping for regulation and less
anxiety. | am trying to take it one day at a time. | am learning to slow down and not get
worked up about little things.
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Is there a topic you think our audience needs to learn about?
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Lavender: | am absolutely not unique , and | am also absolutely not everyone. My communication is not a miracle or something that | ca
only do because | am super smart, or different from other nonspeakers. All of us have words to say, the only difference is that my supporv
folks have given me all that | need to say them. | also reject any single narrative of what our lives are like. So many of us have deep ways
that the way we process and communicate and use words and think are different besides just our apraxia. your nonspeaking child or client

will not grow up to be me. They will be themself , and whoever they are right now, whoever they will be later, they deserve communication.
Whatever that looks like.

For speech therapists: please know the power you hold over how we communicate. Some of that power will always be there , because of
our disabilities , because of how thoroughly some of us will need your support our whole lives. But it is your job to make that power as little
as possible , which starts with acknowledging you have it. | had around 12 years of speech therapy since | was 2, when everyone so badly
wanted me to speak. And sure, | was able to learn how to say a few words. But the motor movements for those words were taught in a way
that did not respect my humanity. If | wasn't looking and trying to copy what their mouths were doing , that was taken as me not
understanding what they were asking me to do. A lot of scary physical manipulation, opening and moving my jaw and tongue and telling me
what word | was saying in that baby talk pitch. And not able to fight back. | lost most of the actual words | learned to “say” because it was so

deeply stained with trauma. | know that many, many nonspeakers have speech therapy experiences like this. It hurts us when your
professional organizations condemn the methods we forge for ourselves, or that our families have found for us. But do not realize how your

own practices can hurt us, how we have tried to communicate in the ways you think we should, for years and years.

S2C and RPM teachers, you are also not exempt from this. You also have so, so much power , you are often the only people we can
communicate with, and you know everything some of your clients have ever said in their lives. It is possible for you to hurt , and it is
possible for you to help. Some of us do not fit your strict narratives either, some of us need something other than your strict timelines to
communicate. Real people matter more than defending ideas defending methods , no matter what it is.

For speaking autistic people: please, please talk to us, get to know us. We want to compare notes with you on our experiences, and our
communities are so split off from yours so that is hard. Read our writing, our art, our words and our more than words. We are not just
‘voices’ to mention when we agree with you , we are not just people you can mention to feel like you listen to the most marginalized. We
are full people worth talking to, who have communities of our own and are so very excluded from your world.
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® @ These conversations are ALREADY happening, with or without speech therapists

It is undeniable that individuals who primarily spell as a form of communication exist and
that some become independent typers

O How did they learn to do that — from motor, AAC and literacy standpoints?

' o What can we learn from their paths that will help speech therapists serve clients and
o families better?
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“Spelling as a
communication
method” programs

Evidence-based

o
literacy programs
O

Intellectual/learning disability
Expressive/receptive language disorder
Dyslexia/hyperlexia

Gestalt language processing
Other sensory-motor differences

‘ Literacy is taught Motor access is taught
(Focus is on reading/writing) (Focus is on communication)

Motor access is assumed Foundational literacy skills

“assumed” or “revealed”



° ol 7N\

°

In closing... S

o
@ Communication, communication, and communication. Everything else will follow.
Get access to low tech and high tech AAC as early as possible. Work with people who
‘ presume competence. Get access to age-appropriate education so you don't play
catch-up like me. Don't let them tell you that you can get educated only if you sit
quietly, or behave a certain way. No textbook on earth says so. Once you start
. communicating functionally, take charge of your present and future. You are
capable, don't let them say otherwise. Only be around people who can support you.
@ And remember, parents, experts, and educators can be wrong, this is why you need
communication and education. These are human rights. Let's go grab them. Assume
‘ people mean to help you and they don't know how. Go for that letter board, iPad,
@ ® ASL whatever you prefer. Speak your mind. Don't be embarrassed about getting
support, more support doesn't mean less worthy. Let's change the narrative.

© - Sam Bhatia
O
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e We welcome AAC users, parents/guardians,
. @ [ ] [ ] [ ] [
O professionals - anyone with an interest in AAC.

O ® Help with projects Join a committee:
“ O Contribute to the blog zﬂr::::;n
' ~_ Join the board * web team
o_* Ti8a . we are recruiting for o social media
O = several roles o marketing
o website

o blog
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®  Stay connected with NWACS! s

Northwest Augmentative Communication Society (NWACS) will use the
@nwa CS_O rg information you provide on this form to be in touch with you via email to provide
news, updates, and marketing.

n /nwaugcom
Subscribe to our Mailing List

/company/nwacs = SIGN UP

/nwaugcom

bit.ly/NWACSyoutube



