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to generate new knowledge and to promote its effective use to
NIDILRR’s improve the abilities of individuals with disabilities to perform
.. activities of their choice in the community, and to expand
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Knowledge
Translation

multidimensional, active process of ensuring that
new knowledge and products gained through the
course of research ultimately improves the lives of
people with disabilities and furthers their
participation in society (NIDILRR)
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Knowledge Translation

Knowledge
Translation
must ...

* address real issues faced by people with
disabilities,

« offer helpful information or solutions related
to those issues,

* be presented in ways that make it accessible to
and feasible for the intended users, and

* be disseminated or distributed effectively.
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Activities

Outputs

Knowledge Translation

Under our control

“End of Grant”
Knowledge Translation
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Activities

Knowledge Translation
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multidimensional, active process of ensuring that
Knowledge new knowledge and products gained through the
. course of research ultimately improves the lives of
Translation people with disabilities and furthers their
participation in society (NIDILRR)
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Stop expecting clinicians to spend

their hard-earned time off trudging

through your 40-page manuscript

looking for little bits of clinical

insight. It's not effective, period.
 Natalie Douglas (2022)
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Integrated
Knowledge Translation

Integrated Knowledge Translation

* In integrated knowledge
translation, researchers and
research users work together to
shape the research process by
collaborating to determine the
research questions, deciding on the
methodology, being involved in
data collection and tools
development, interpreting the
findings, and helping disseminate
the research results.

e Canadian Institutes of Health
Research
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Integrated Knowledge Translation

Integrated
Knowledge translation

* The central assumption of
integrated knowledge translation
is that involving knowledge users
as equal partners alongside
researchers will lead to research
that is more relevant to, and
more likely to be useful to, the
knowledge users

¢ Canadian Institutes of Health
Research
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Integrated
Knowledge translation

Integrated
Knowledge translation

Outputs

Stakeholder identified problem?
Multi-stakeholder research team?
Identification of appropriate audiences?
Contextualized message?
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Integrated
Knowledge translation

. to generate new knowledge and to promote its effective use to improve
NIDILRR's the abilities of individuals with disabilities to perform activities of their
Mission choice in the community, and to expand society's capacity to provide

full opportunities and accommodations for its citizens with disabilities
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Research Experiences
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* Co-Leader of Training and Dissemination Team for the RERC on
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(Ph. D) * University of Georgia
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AAC Consumer and
Technology Forums

« Four consumer-led research projects to identify challenges and solutions

to communication

.

Community participation
Access to healthcare
Employment

Education

Independent living

.

.

.

.

Focus group and survey methods
« current barriers
* needed features of AAC technology solutions
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AAC Consumer and
Technology Forum:
Patient-Provider

Communication (2022)

posit

* Experiences of adults with
cerebral palsy who use AAC

 Key action steps to support

ive outcomes
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Recruitment

* Facebook
* Twitter
¢ Instagram

* Presentations

New research project: The patient-provider
experiences of people with CP who use AAC

DavidMcNaughton

We areinterestedin learning more about the experiences of
peoplewho have cerebral pasy (CP) and who use AAC to
this

researchwill be discussed at the AAC Consumer and

Technology Forum at ATIA 2022, and will be used toimprove

service delivery and AAC Lechnology development for
persons with CP.

Who can participate?
We would ike to learn from persons with CP that make use of AAC Lechnology to communicate. This

could include the use of:

« Dedicated AAC devices (e, PRC Accent, Saltillo NovaChat, Tobii-Dynavox I-Series, Attainment
GoTalk)

+ Specialized AAC apps or programs on lap

lablels (e.g, Assisl e Proloquo2Goc

iPad or Laptop)
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34 participants

* Race
* 29 white
* 4 black
* 1 American Indian or Alaska native

* Ethnicity
* 32 not hispanic or latino
* 2 Hispanic or latino

* Language with doctors
* 32 English
¢ 1 Russian
1 English and sign language

* Gender identity

20 men
12 women
2 gender fluid

* Sexual orientation

)

31 straight/heterosexual
1 bisexual

1gay

1 asexual

Surveys

* 5 surveys using Google forms
* 34 respondents

Patient-Provider Communication -
Survey 2
‘Thank you for your participation. This is Survey 2 of 4 surveys.

Survey 2 asks about your communication experiences with medical providers, and what
advice you would give someone who is preparing to meet with medical providers.

You can use the "tab on your keyboard to move between questions and response options.
Hitting the "space” bar will select (or deselect) a response option. If you have any technical
difficulties, please email David McNaughton at dbm2@psu.edu
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Interactions with medical providers
Most positive experience
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strategies (most used)

* Made sure you were positioned
appropriately

Asked for clarification when they did not
understand a message

.

Arranged the environment so it was quiet
and your AAC system could be heard

Confirmed their understanding of your
message — 97%

* Made sure you had access to your AAC
system

Asked if you had any questions for them —
94%

* Asked questions directly to you ( e.g., not
your PCA) — 94%

Worked to make the conversation private,
as appropriate

* Waited while you prepared your response
or used your AAC system

Documented key information (e.g., key
information was sent electronically )
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Positioned
properly

Strategies used by medical personnel in positive and negative experiences

/ /
|I N

Arranged  Ensured access Asked questions  Waited Asked for
environment to AAC directly

mPostive

m Negative

Confirmed ~ Asked if any Privacy Documented
clarffication  understanding  questions key info
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Integrated
Knowledge

Translation

Partners
recognize,
value, and share
their diverse
expertise and
knowledge

Partners share
in decision-
making

Partners respect
the practical
considerations
and financial
constraints of
all partners
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"Make them see you as a person":

Recommendations for
Improving Patient-Provider Communication
from Adults with CP who use AAC

David Chapple, David McNaughton, Tracy Rackensperger
Karley Baker & Madison Cherry

ATIA 2022

NIDILRR
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* Co-Leader of Training and Dissemination Team for the RERC on
Tracy Rackensperger AAC

(Ph.D)

* University of Georgia
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Integrated Knowledge
Translation
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David Chapple’s Blog
Speaking with Professionals - Alternatively
Anthony Arnold
Dr. Joe Urquidez

Karina Arellano
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Supporting Patient-Provider Communication &1
Sy PO e e Oomtbod  Goues vololeModies  Pain-idc Cammunation
Patient-Provider welcomat

Communication
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Patient-Provider 231
Communication <

FREE COVID-19 COMMUNICATION
TOOLS & RESOURCES

@ FREE
@ READY TO USE
@ SINGLE PATIENT USE

@ PATIENT DIGNITY
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AAC Learning
Center Moodle
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Genteryroodle

Available courses

e ) oo oo F
AAC for Children - ative Access Developing AAC skills: Active
An Introduction o access provides Systems for Listening for SLPs

Children
The use of famiy-centorad
skl Including active

istoning resultin positive
olationships with family
members and improved
outcomes.

AAC systoms should bo
base dge,

i
i support
participation in @ wide variaty
of activitos.

the
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Interacting with
Healthcare
Professionals

* Almost 20% of admissions result
in harm
* Over 60% were preventable

* Patients with communication
challenges are 3x more likely to
experience an adverse event

WHAT IS MY
PROGNOSIS?

WHAT WILL
HAPPEN NEXT?

FMIN PAIN.

WHAT ARE MY
OPTIONS?

1 WANT TO DISCUSS
MY OPTIONS.

| HAVE ANOTHER
QUESTION.

44
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Supporting Patient-Provider https://aac-learning-center.psu.edu/moodle/
Communication supporting-patient-provider-communication/

P Prepare for the
visit
JAN Ask questions

Provider Communication 2]

- 330 students & faculty have
completed the training
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David Chapple David Chapple

v'Making a difference
v Working remotely
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v'Payment for work

Ty -
v'Support to present at conferences f
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o Paid as a contract worker

o Impact of pandemic on live interaction
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David Chapple

» Get budgets in place quickly

» Truly consider how to develop
collaborations with people who use AAC

49

Knowledge
Translation

multidimensional, active process of ensuring that new
knowledge and products gained through the course of
research ultimately improves the lives of people with
disabilities and furthers their participation in society
(NIDILRR)

AAC research must
contribute to

meaningful outcomes
for people who use AAC
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Outputs

Stakeholder identified problem?
Multi-stakeholder research team?
Identification of appropriate audiences?
Contextualized message?

Integrated

~ Knowledge translation
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Partners
recognize,
value, and share
their diverse
expertise and
knowledge

Medical Tk ZK
College in T Integrated
the late AFILEE Knowledge

1800’s et L e Translation

Partners share
in decision-
making

Partners respect
the practical
considerations
and financial
constraints of
all partners
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* The contents of this presentation were developed under a grant
from the National Institute on Disability, Independent Living, and
Rehabilitation Research (NIDILRR grant number #90REGE0014) to
the Rehabilitation Engineering Research Center on Augmentative
and Alternative Communication (RERC on AAC). NIDILRR is a Center
within the Administration for Community Living (ACL), Department
of Health and Human Services (HHS). The contents of this
presentation do not necessarily represent the pollc of NIDILRR, ACL,
HHS, and you should not assume endorsement by the Federal
Government.
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