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Disclosures

e The contents of this presentation were developed under a grant
from the National Institute on Disability, Independent Living,
and Rehabilitation Research (NIDILRR grant number 90DP0082).
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 policy of NIDILRR, ACL, HHS, and you should not assume
endorsement by the Federal Government.
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Learning Objectives

e Use the free research-based resources developed by the Model
Systems Knowledge Translation Center (MSKTC) to help
individuals living with spinal cord injury (SCI), traumatic brain
injury (TBI), and burn injury to stay healthy during the COVID-19
pandemic

e Understand how the MSKTC has worked with Model System
researchers to apply a knowledge translation (KT) framework to
make these resources useful to the end-users

e Understand principles in effectively communicating health
information to support individuals with SCI, TBI, and burn
injuries
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Session Overview

e Model Systems Knowledge Translation Center (MSKTC)
background

e Example MSKTC resources to help individuals with spinal cord
injury (SCI), traumatic brain injury (TBI) and burn to stay healthy
during the COVID-19 pandemic

e KT strategies to communicate health information and to ensure
high quality and usefulness of the MSKTC resources

e Tour of the MSKTC website

e Questions and discussion
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MSKTC Background

e Funded by National Institute on Disability, Independent Living,
and Rehabilitation Research, Administration for Community
Living, US Department of Health and Human Services

e Provides knowledge translation (KT) supports to the Model
System Center Programs
— 14 Spinal Cord Injury (SCI) Model System Centers with 1 Data

Center
— 16 Traumatic Brain Injury (TBI) Model System Centers with 1

Data Center
— 4 Burn Model System Centers with 1 Data Center
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Goals of the MISKTC

e Enhance the relevance and visibility of Model Systems
research

e Communicate Model Systems research effectively to
stakeholders
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Main Audiences of MSKTC

e |[ndividuals with SCI, TBI, and Burn and Their families
e Practitioners and Clinicians
e Policymakers and Advocacy Organizations

e Researchers
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Home  Spinal Cord Injury ~  Traumatic Brain Injury ~  BurnInjury -~  Knowledge Translation = Model Systems -  About -

Spinal Cord Injury (SCI)
Access Spinal Cord Injury
Resources

Traumatic Brain Injury (TBI)
Access Traumatic Brain Injury
Resources

Burn Injury
Access Burn Injury Resources

Events
Connect with us at a conference!

-

Welcome to the Model Systems Knowledge Translation Center (MSKTC). The MSKTC is a national
What iS the MSKTC‘) center that helps facilitate the knowledge transiation process to make research meaningful to those
with Spinal Cord Injury, Traumatic Brain Injury and Burn Injury. Learn More >

NJURY TYPE & RESOURCES
ED\ S,
X @
Spinal Cord Injury Traumatic Brain Injury Burn Injury
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http://www.msktc.org/

Example MSKTC Resources to Help Stay Healthy
During the COVID-19 Pandemic
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Example SCI Resources to Help Stay Healthy during the Pandemic

Safe Transfer Techniques

.
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Skin Care and Pressure Spasticity and SCI Wheelchair Information
Sores
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https://msktc.org/sci-topics/aging-sci
https://msktc.org/sci-topics/autonomic-dysreflexia
https://msktc.org/sci-topics/depression-sci
https://msktc.org/sci-topics/exercise-fitness-after-sci
https://msktc.org/sci-topics/gait-training-sci
https://msktc.org/sci-topics/managing-bowel-function
https://msktc.org/sci-topics/managing-pain-after-sci
https://msktc.org/sci-topics/wheelchair-information
https://msktc.org/sci-topics/bladder-management
https://msktc.org/sci-topics/safe-transfer-techniques
https://msktc.org/sci-topics/safe-transfer-techniques
https://msktc.org/sci-topics/respiratory-health
https://msktc.org/sci-topics/respiratory-health
https://msktc.org/sci-topics/spasticity-sci
https://msktc.org/sci-topics/spasticity-sci
https://msktc.org/sci-topics/skin-care-pressure-sores
https://msktc.org/sci-topics/skin-care-pressure-sores

Example TBI Resources to Help Stay Healthy during the Pandemic

AR TN
48 N

o
a7

Cognitive Problems

Headaches

Emotional Problems
After TBI

£
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Relationships After TBI

TBI & Depression Spasticity & TBI Vision Problems
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https://msktc.org/tbi-topics/acute-inpatient-rehabilitation
https://msktc.org/tbi-topics/alcohol-tbi
https://msktc.org/tbi-topics/balance-problems-tbi
https://msktc.org/tbi-topics/cognitive-problems
https://msktc.org/tbi-topics/emotional-problems-after-tbi
https://msktc.org/tbi-topics/fatigue-tbi
https://msktc.org/tbi-topics/headaches
https://msktc.org/tbi-topics/relationships-after-tbi
https://msktc.org/tbi-topics/seizures
https://msktc.org/tbi-topics/sleep-tbi
https://msktc.org/tbi-topics/spasticity-tbi
https://msktc.org/tbi-topics/tbi-depression
https://msktc.org/tbi-topics/vision-problems

Example Burn Resources to Help Stay Healthy during the Pandemic

Exercise After
Burn Injury

Managing Psychological
[ Distress

Scar Management Sleep Problems
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Wound Care

Iltchy Skin After
Burn Injury

Sun Protection After
Burn Injury
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Links to the MISKTC COVID-19 Resources

* Web page: https://msktc.org/example-msktc-resources-help-
stay-healthy-during-covid-19-pandemic

e Example MSKTC SCI COVID-19 resource flyer:
https://msktc.org/sites/default/files/MSKTC-SCI COVID-19-
Resource-Flyer.pdf

e Example MSKTC TBI COVID-19 resource flyer:
https://msktc.org/sites/default/files/MSKTC-TBI COVID-19-
Resource-Flyer.pdf

e Example MSKTC Burn COVID-19 resource
flyer:https://msktc.org/sites/default/files/MSKTC-Burn COVID-

19-Resource-Flyer.pdf
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https://msktc.org/example-msktc-resources-help-stay-healthy-during-covid-19-pandemic
https://msktc.org/sites/default/files/MSKTC-SCI_COVID-19-Resource-Flyer.pdf
https://msktc.org/sites/default/files/MSKTC-TBI_COVID-19-Resource-Flyer.pdf
https://msktc.org/sites/default/files/MSKTC-Burn_COVID-19-Resource-Flyer.pdf

Different Types of MSKTC Consumer Resources

Slideshows

Factsheet

Hot Topics

Quick Reviews

-
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Narrated Slideshows

iew cur slideshow on understanding itehy skan after burm injury, why it ocours, ways to talk about it with your health care
teamn, and strategies for managing it

To wiatch the shdesho in full screen mode, click the full screen button located at the far boftam-nght carner of the video
Once you click the button, the video will expand so that it covers the majority of your screen

Tao ext full screen made, simply press the Ese button on your keybaand ar click the full-screen buton again.
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Itchy Skin Afier Burn Injury

A resource For medividuals wath by CAT SPpHITErs

Thus presentatien 1s based on B Favstem Centers Program
rescarch and was developed wath suppeit [rom the MNatioasal Instatutie on
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Video Products

About Spinal Cord Injury Traumatic Brain Injury Bumn Injury Knowledge Translation For Grantees

HOME > SC| = HOT TOPICS > BOWEL_FUNCTION > BOWELS CONTROL YOU
Managing Bowel Function after

SCl Videos
Don'’t Let Your Bowels Control You
Click on the images below to view videos on

Bowe! Function After Spinal Cord Inj Msnaging Bowel Function after SCI

Featured Video: Managing Bowel
Functior er Spinal Cord Injury
Time 19:46

Mental Challenges of a Spinal
Cord Injury

T

ime: 1:1

(& ]

Research on the Causes of

Constipation

Don't Let Your Bowels
Control You’

Time: 1:42

Fecal Inconfinence

Sometimes | hate when that time comes Time 056

L The Jth Anvucl L The Jth Anvucl

b
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The Brain Injury Family Intervention Feelings Checklist

e S —

The Brausingury Fam:

Intekvention Fechiic
_ 1 .
One of the things that happens a lot is families will spend a whole lot of
time together and this is what | tell my families |

P e ———————————————————————————————————— - (OOOT 10409 € & X
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Managing Pain: Shoulder Exercise for People with SCI

you're going to do shoulder elevations. So
you're going to start with your down arm at your
side then bring it up to shoulder level and you're

01:38/03:41 4))) =
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Other Free Research-based Resources

e Facts and figures

e Model System database
information

e Systematic reviews

e Publication database

KT toolkit

22
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Applying KT to Communicate and Develop Health
Information Products

Lessons learned from the MISKTC

MSKTC o
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Knowledge Translation (KT) Defined

KT is defined as the exchange,
synthesis and ethically-sound
application of knowledge —
within a complex system of
interactions among researchers
and users—to accelerate the
capture of the benefits of
research . . .

—Canadian Institutes of Health
Research
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Applying KT in Developing MSKTC Resources

e Understand consumer needs through KT research

e Establish a clear purpose

e Empower and support decision making

e Manage emotional impact

e Use plain language writing

e Have clear organization

e Use images to enhance comprehension

e Conduct consumer testing

e Obtain Model Systems researchers’ input and approval
e Translation into Spanish

e User feedback for continuous improvement
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Understanding consumer needs to identify topics

February 2018 DRAFT
4, Please let us know other traumatic brain injury topics that you would like to learn about, starting

from the topic you are most interested in:

1.
2.
3.

5. If you have more than 3 topics in mind, please use the box below for additional topic suggestions
and/or comments:
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Establish clear purpose

e \Writers need to understand
why patients and families
need a product

e Readers should be able to
easily identify the purpose of
a health information product
and what they can do with
the information.

, MSKTC ors
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Empower and support decision making

* Include information to help users make decisions or take
actions.

e |[nformation should be action-oriented whenever possible,
presented in terms of actions taken by a clinician, patient, or
family member to address the medical need.

e For example, a factsheet discussing an effect of the injury (such
as bowel dysfunction) should focus on the steps taken to
manage the effect and reduce its impact rather than focusing on
the effects of the injury on normal function.
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For most audiences, this rule applies:

Never tell something
that | can not do
anything about.
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Managing emotional impact

MSKTC
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Strategize around the emotional impact

e Be aware of potential emotional reactions to the amount or
nature of information that may affect motivation to continue
reading and/or act upon the information provided.

e Recognize and limit “worry-producing” content.

e Present information in a way that increases patient or family
member self-efficacy.

e Include positive coping approaches to outcomes that are
outside the control of the patient or family member

’ MSKTC .ore
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Strategize around the emotional impact

Use qualifiers, e.g., “for most people” or
“sometimes”

In general, avoid scare tactics because they are
not helpful

Unavoidable negative info should be tempered
positive coping and encouraging statement

i
A
&
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Strategize around the emotional impact: Examples

Thinking about
possibilities can be
frightening. However,
being aware of

possible problems
gives you the chance
of avoiding them or
act quickly to reduce
their impact
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Plain language writing: True or False?

m Writing in plain language is a federal law.

Plain language is watering down or dumbing down.

Plain language is all about how many words that writers
use and how difficult the words are for readers to
understand
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Plain language writing

e Plain language writing focuses on helping readers
quickly:

e Find what they need
e Understand what they read
e Act appropriately on what they understand



Plain language writing guideline

LEj) Use medical terminology sparingly only to assist patients in clinical
settings

Define and explain physiology, anatomy or complex concept with images
and pictures when appropriate

A\

‘;Ef Use everyday words in place of technical jargons

® Avoid ethnocentric analogies and metaphors

\/ Use simple sentences and present tense when possible
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Have clear organization

L1 What is the topic?

What is the takeaway?

(1) What do the words mean?

What questions does this answer?
? Where can | learn more?

Where does this information come from?

{ MSKTC .ore
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Use images to enhance comprehension

e Anatomical diagrams should show where the anatomy is
located in the body by showing the anatomy within an
outline of the body

e Anatomical diagrams should be simple and easy to read

e Use labels for only the items that are being discussed in
the resources

e Images should be concrete not conceptual

e Avoid using photos evoking negative emotional reaction.
Use diagram instead
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Effective and ineffective graphics

Effective and Ineffective Graphics

MSKTC .org
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Consumer testing

Have a clear purpose: Do the
resources help make patient
decision easier?

Assess comprehension
Confirm usefulness

Determine and manage
emotional reaction

Ensure cultural, gender,
ethnical appropriateness

Obtain feedback for
improvement
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Quality assurance to ensure quality

e Model Systems project directors’ review and approval

M

SCI -

source
Qur heatth information content s based on research evidence whenever available and represents he

consensus of expert opinion of the TBI Model System directors.

Source

Our health information content is based on research evi-
dence whenever available and represents the consensus of
expert opinion of the SCI Model System directors.
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User Feedback for Continuous Improvement

Select Language ¥ Text Size: a4 A

MSKTC Model Systems
Knowledge Translation ; Q Follow Us: vy D
SCl "BURN | Center f

Home  Spinal Cord Injury ~  Traumatic Brain Injury ~  Burn Injury ~  Knowledge Translation  Model Systems ~  About ~

Home » TBI » Factsheets

TBI FACTSHEETS

Alcohol Use After Traumatic Brain Injury

% =
English PDF & Alcohol use and TEI are closely related. Up to two-thirds of people with TBI have
a history of alcohol abuse or risky drinking. Between 30-50% of people with TEI Share:
were injured while they were drunk and about one-third were under the influence
of other drugs. Around half of those who have a TEI cut down on their drinking

or stop altogether after injury, but some people with TEI continue to drink
heavily, which increases their risk of having negative outcomes.

En Espafiol PDF &

English PDF &

On this page: After TBI, many people notice their brains are more sensitive to alcohol. Drinking
increases your chances of getting injured again, makes cognitive (thinking) En Espafiol PDF &
problems worse, and increases your chances of having emaotional problems
such as depression. In addition, drinking can reduce brain injury recovery. For
these reasons, staying away from alcohol is strongly recommended to avoid
further injury to the brain and to promote as much healing as possible.

Alcohol and brain injury recovery

Factsheet Feedback

Alcohol, brain injury and seizures

Facts about TBI and alcohol

‘We'd like to know what you think
about our factsheets. Please click the
button below to provide feedback.

Alcohol and the risk of having L
anather brain injury Alcohol and brain injury recovery

Recovery from brain injury continues for much longer than we used to
think possible. Many people notice improvements for many years after
injury.

Alcohol slows down or stops brain injury recovery.

Not drinking is one way to give the brain the best chance to heal.
People's lives often continue to improve many years after brain injury. Mot
drinking will increase the chance of improvement.

Provide Factsheet Feedback

Alcohol and mental functioning

Alcohol and mood

Alcohol and sexuality

How much alcohol is "safe” after L i
TBI? Alcohol, brain injury and seizures

Alcohol and medications » Traumatic brain injury puts survivors at risk for developing seizures

(epilepsy).
« Alcohol lowers the seizure threshold and may trigger seizures.
‘What ahout usina other druns? [T S U S S S
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Become a MSKTC Ambassador
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Become a MSKTC Ambassador

1. Use MSKTC resources in your practice

2.Share MISKTC resources with patients and
families

3. Use social media or other channels to share
MSKTC resources with your networks

4. Contact the MSKTC for media toolkits with
sample newsletter messages, social media
postings and email templates
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Tour of the MSKTC Website

MSKTC o
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Tour of the MSKTC Website WWW'mSktC'Org

S
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Home  Spinal Cord Injury ~  Traumatic Brain Injury ~  BurnInjury -~  Knowledge Translation = Model Systems -  About -

Spinal Cord Injury (SCI)

Access Spinal Cord Injury
Resources

Traumatic Brain Injury (TBI)
Access Traumatic Brain Injury
Resources

Burn Injury
Access Burn Injury Resources

Events
Connect with us at a conference!

-

Welcome to the Model Systems Knowledge Translation Center (MSKTC). The MSKTC is a national
What iS the MSKTC‘) center that helps facilitate the knowledge transiation process to make research meaningful to those
with Spinal Cord Injury, Traumatic Brain Injury and Burn Injury. Learn More >

NJURY TYPE & RESOURCES
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{
Spinal Cord Injury Traumatic Brain Injury Burn Injury
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Contact Information

Xinsheng “Cindy” Cai, Ph.D.
ccai@air.org
202-403-6929
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Thank you!

The contents of this presentation were developed under a grant from the National Institute on Disability, Independent Living, and Rehabilitation
Research (NIDILRR grant number 90DP0082). 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 policy of NIDILRR, ACL, HHS, and you should not

assume endorsement by the Federal Government.
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