
Help Individuals with Spinal Cord Injury, 
Traumatic Brain Injury, and Burn Injury Stay 
Healthy during the COVID-19 Pandemic

Model Systems Knowledge Translation Center (MSKTC)

Xinsheng “Cindy” Cai, PhD

MSKTC Project Director 

American Institutes for Research 



Disclosures 
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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 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.



Learning Objectives
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• 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

• 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

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



Session Overview 
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• Model Systems Knowledge Translation Center (MSKTC) 
background

• 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 

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

• Tour of the MSKTC website

• Questions and discussion 



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

• 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 



Goals of the MSKTC 
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• Enhance the relevance and visibility of Model Systems 
research

• Communicate Model Systems research effectively to 
stakeholders



Main Audiences of MSKTC 

• Individuals with SCI, TBI, and Burn and Their families

• Practitioners and Clinicians 

• Policymakers and Advocacy Organizations

• Researchers 



Model Systems Knowledge Translation Center
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www.msktc.org

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 

Aging and SCIAutonomic Dysreflexia Depression and SCI

Exercise and Fitness & SCI Gait Training and SCI Managing Bowel Function

Managing Pain after SCI

Wheelchair Information

Bladder Management

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
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Example TBI Resources to Help Stay Healthy during the Pandemic 

Acute Inpatient RehabilitationAlcohol and TBI Balance Problems Cognitive Problems

Emotional Problems

After TBI
Fatigue & TBI Headaches

Relationships After TBILoss of Smell or Taste Sleep & TBI

Spasticity & TBITBI & Depression Vision Problems

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 
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Exercise After 

Burn Injury
Healthy Eating-Adults Healthy Eating-Kids

Itchy Skin After

Burn Injury

Managing 

Pain

Psychological

Distress 
PTSD Resilience

Scar Management Sleep Problems Wound Care
Sun Protection After

Burn Injury



Links to the MSKTC COVID-19 Resources
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• Web page: https://msktc.org/example-msktc-resources-help-
stay-healthy-during-covid-19-pandemic

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

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

• Example MSKTC Burn COVID-19 resource 
flyer:https://msktc.org/sites/default/files/MSKTC-Burn_COVID-
19-Resource-Flyer.pdf

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
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Different Types of MSKTC Consumer Resources 



Factsheets in English and Spanish 



Infocomics in English and Spanish



Narrated Slideshows



Video Products
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The Brain Injury Family Intervention Feelings Checklist
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Managing Pain: Shoulder Exercise for People with SCI



Hot Topic Modules (Factsheets, Videos, Slideshows)



Other Free Research-based Resources
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• Facts and figures

• Model System database 
information 

• Systematic reviews

• Publication database

• KT toolkit



Applying KT to Communicate and Develop Health 
Information Products

Lessons learned from the MSKTC
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Knowledge Translation (KT) Defined
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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



Applying KT in Developing MSKTC Resources 

• Understand consumer needs through KT research 

• Establish a clear purpose

• Empower and support decision making

• Manage emotional impact

• Use plain language writing

• Have clear organization 

• Use images to enhance comprehension 

• Conduct consumer testing

• Obtain Model Systems researchers’ input and approval

• Translation into Spanish 

• User feedback for continuous improvement 



Understanding consumer needs to identify topics 



Establish clear purpose

• Writers need to understand 
why patients and families 
need a product

• Readers should be able to 
easily identify the purpose of 
a health information product 
and what they can do with 
the information. 
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• Include information to help users make decisions or take 
actions. 

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

• 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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Empower and support decision making



Never tell something 
that I can not do 
anything about. 

For most audiences, this rule applies: 



Managing emotional impact

Typically, patients and 
family members do not 

view information 
objectively but through 

an emotional lens.  



• 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.

• Recognize and limit “worry-producing” content.

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

• Include positive coping approaches to outcomes that are 
outside the control of the patient or family member
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Strategize around the emotional impact 



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



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 

[function loss or negative 
outcome] can be 

embarrassing or making 
you feel isolated. 

However many people 
have found ways to 

overcome these feelings

Strategize around the emotional impact: Examples



Plain language writing: True or False?

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



Plain language writing

• Plain language writing focuses on helping readers 
quickly: 

• Find what they need

• Understand what they read

• Act appropriately on what they understand



Plain language writing guideline

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 

Use everyday words in place of technical jargons

Avoid ethnocentric analogies and metaphors

Use simple sentences and present tense when possible



Have clear organization 

What is the topic?

What is the takeaway? 

What do the words mean? 

What questions does this answer? 

Where can I learn more? 

Where does this information come from? 



Use images to enhance comprehension 

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

• Anatomical diagrams should be simple and easy to read

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

• Images should be concrete not conceptual

• Avoid using photos evoking negative emotional reaction. 
Use diagram instead



Effective and ineffective graphics 
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Consumer testing 

40

• 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 



Quality assurance to ensure quality 

• Model Systems project directors’ review and approval 



User Feedback for Continuous Improvement



Become a MSKTC Ambassador
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Become a MSKTC Ambassador 

1. Use MSKTC resources in your practice

2. Share MSKTC 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
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Tour of the MSKTC Website 
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www.msktc.org

http://www.msktc.org/


Questions?



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.


