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In 2022, the Regional Support Centers for Children and Youth with Special Health Care Needs (CYSHCN) 
began creating social media posts for local health department CYSHCN programs. These posts were 
designed to inform families and teach local health departments how to use social media effectively for 
engagement and communication. A social media guide was also developed to support local health 
departments in utilizing social media to inform and engage families. 

Tips for Local Health Department CYSHCN Programs: 

Using Social Media for Program Promotion and Engagement 

 

Formatting Your Message 

1. Limit the size of your posting to no more than 80 letters, numbers, spaces, and punctuation 

marks in a single post. 

2. Be clear and concise with directions and messages you are sharing.  

3. Use relatable images, graphics, and emojis where possible to convey your ideas or instructions.  
 

Developing Your Message 

4. Know your audience (issues, needs and interests), personalize media content, gather stories and 

encourage feedback.  

• Consider voice, tone and language used to communicate with your audience. 

 

  

  

(South Coast Social Limited, 2019) (CoSchedule, 2024) 
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• Here is a quick chart of suggested practice depending on the type of voice you choose to 

communicate with your audience: 

 

(Heald, 2022) 

5. Share links to your newsletters, list serves, social media groups, blogs or allowing visitors to 

request information. 

6. Promote local events, trainings and contests. Share relatable stories and desirable resources like 

recreational activities or support groups. 
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Here is an example of a posting from the NYSDOH 

Facebook page.  

This post employs good graphics, concise 

messaging and engages the audience by inviting 

them to post comments! 

 

 

 

 

 

  

 

 

7. Focus on health-related information and awareness topics like those presented in the social 

media template: WIHD CYSHCN – WIHD CYSHCN (Note: you must login with your username & 

password and select Resources tab – Social Media). See Appendix A for an example of the Social 

Media template.  

 

 

 

This Facebook post has a nice visual that reinforces the 

various ways people can make contact - all elements that 

should be included in a strong posting! Also included are 

links and hashtags to additional information as well as a 

contact number.  

 

https://cyshcn.wihd.org/
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8. Do not forget to provide your program contact information as part of your regular posting 

routine. For example: https://www.alleganyco.gov/departments/health/childrens-programs/ or 

a QR code for easy scanning from mobile devices.  

9. To learn more about monthly themes and awareness months/topics, visit Disability:IN for 

more information.  

• To see an example of a social media template, please view Appendix A and the CYSHCN 

portal at WIHD CYSHCN – WIHD CYSHCN to review the social media calendar templates 

developed by the Regional Support Centers (May 2022- July 2023).   

• Link website source to a title, copy introductory text from site on the subject as a post OR 

create your own post.  

• Want to set posting dates in the social media template? Just add a column and assign 

posting dates for each of your postings. Checkout Hootsuite for other template ideas. 

 

https://www.alleganyco.gov/departments/health/childrens-programs/
https://disabilityin.org/resource/2024-calendar-of-disability-related-dates/
https://cyshcn.wihd.org/
https://www.hootsuite.com/
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Calendar 
Post Date 
(Optional) 

Awareness 

Topic 

Post Blurb/Caption Hashtags Uptake 
(comments, likes) 

 National 
Immunization 
Awareness 
Month (CDC) 

Website with resources: 

• Catch Up On Recommended 
Vaccinations Page   

Resources (PDFs): 

• Combined Recommended 
Immunization Schedule for Persons 
Aged 0 through 18 years (cdc.gov)  

Resources (Images): 

• Recommended Immunizations for 
Children 7-18 years old  

• Facebook/Instagram Power to Protect 
Graphic  

• Facebook/Instagram Safe and 
effective Graphic  

• Facebook/Instagram On time Graphic  

• Facebook/Instagram Best Protection 
Graphic  

• Facebook/Instagram NIAM Logo 
(Make profile picture for month?)  

• Facebook/Instagram Parents and 
Patients Graphic  

Text: 
You have the power to 
help keep your child 
healthy. Making sure that 
your child sees their 
doctor for well-child visits 
and recommended 
vaccines is one of the best 
things you can do to 
protect your child and 
community from serious 
diseases that are easily 
spread. 

#vaccines 
#HealingStartsHere 
#immunization 
#vaccineswork 

Facebook: 
 
Instagram: 
 
Twitter: 
 
LinkedIn:  
 
Total:  

https://www.cdc.gov/vaccines/parents/visit/vaccination-during-COVID-19.html
https://www.cdc.gov/vaccines/parents/visit/vaccination-during-COVID-19.html
https://www.cdc.gov/vaccines/parents/downloads/parent-ver-sch-0-6yrs.pdf
https://www.cdc.gov/vaccines/parents/downloads/parent-ver-sch-0-6yrs.pdf
https://www.cdc.gov/vaccines/parents/downloads/parent-ver-sch-0-6yrs.pdf
https://www.cdc.gov/vaccines/schedules/images/easy-to-read/parents-teen-schedule.jpg?_=69709
https://www.cdc.gov/vaccines/schedules/images/easy-to-read/parents-teen-schedule.jpg?_=69709
https://www.cdc.gov/vaccines/events/niam/images/message-graphics/PowertoProtect_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/message-graphics/PowertoProtect_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/message-graphics/SafeandEffective_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/message-graphics/SafeandEffective_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/message-graphics/OnTime_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/message-graphics/BestProtection_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/message-graphics/BestProtection_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/promotional-graphics/NCIRD_P3Lifespan_NIAM-Promo-Graphics_General_1080x1080_FB-IG.png
https://www.cdc.gov/vaccines/events/niam/images/promotional-graphics/NIAM-promo-graphics-consumer-1080x1080.png
https://www.cdc.gov/vaccines/events/niam/images/promotional-graphics/NIAM-promo-graphics-consumer-1080x1080.png
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10. Hashtags can be created in relation to a topic focus or taken from reputable sources that 

originate the word or keyword phrase that will be used to refer to the topic:   

• Always precede with a hash symbol (#).  

• Do not use space, punctuation, or symbols between the words.   

• Use word/phrases short and easy to remember. 

• You can find hashtag recommendations when clicking on a hashtag.  

• Include the hashtag within or after your message. 

Example: Mental Health 

Possible Tags: #MentalHealth, #MentalHealthAwareness, #MentalHealthMatters, 

#MentalHealthAdvocate, #MentalHealthSupport, #MentalHealthAwarenessMonth 

**Check out this HubSpot article that shows you how to use hashtags on various social media 

platforms.** 

11. Use credible sources of health-based information: 

• The Centers for Disease Control and Prevention or CDC.org. 

•  The Children and Youth with Special Health Conditions Guide (Appendix B) and also 

located CYSHCN portal at WIHD CYSHCN – WIHD CYSHCN. 

• Other federal or state-based health agencies like those referenced here are reliable 

sources of information to use for your social media promotion. 

▪ Medline Plus  

▪ KidsHealth 

▪ Asthma and Allergy Foundation of America  

12. Prioritize NYS based information. Share products, webinars and information from: 

• The NYS DOH’s website: https://www.health.ny.gov/community/special_needs/  

• Facebook: https://www.facebook.com/NYSDOH/    

• Twitter: https://twitter.com/nystateofhealth?lang=en 

Evaluate 

13.  Review your social media impact by looking at traffic to your pages, likes and reactions to 

information you share. If you are posting to a social media platform such as Facebook, you can 

follow these steps to see how many people are visiting your posts: 

• Navigate to Facebook and sign into your account. 

https://blog.hubspot.com/marketing/hashtags-twitter-facebook-instagram#Instagram
https://www.cdc.gov/childrenindisasters/children-with-special-healthcare-needs.html
https://cyshcn.wihd.org/
https://libguides.mssm.edu/consumer-health-information
https://medlineplus.gov/
https://kidshealth.org/
https://aafa.org/
https://www.health.ny.gov/community/special_needs/
https://www.facebook.com/NYSDOH/
https://twitter.com/nystateofhealth?lang=en
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• Click the Facebook fan page you want to view traffic information for from the Pages 

section in the left sidebar. 

• Click "Edit Page" and then click "Insights." 

• Click the "See Details" link in the Users section of Facebook Insights 

Some useful links to social media and health-based resources: 

o CYSHCN Portal > Resources > Social Media  

o Sendible: social media management tool. 

o Canva: free online graphic design tool. 

o Center for Disease Control & Prevention 

(CDC) 

o Children and Youth with Special Health Care 

Needs (CYSHCN) Program (ny.gov) 

o New York State Health Department Facebook 

Page 

o OverDrive Social Media Cheat Sheet 

o Social Media Collaborative Meeting 7.6.22 

o Engagement Collaborative Meeting: Digital 

Communications 

o Hootsuite : social media management tool. 

o NIH.gov: health-based information, news, 

research 

o HubSpot: digital communications resource 

tool 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://cyshcn.wihd.org/social-media/
https://app.sendible.com/#login
https://www.canva.com/
https://www.cdc.gov/index.htm
https://www.cdc.gov/index.htm
https://www.health.ny.gov/community/special_needs/#:~:text=The%20CYSHCNSS%20assists%20families%20in,medical%20and%20%EF%AC%81nancial%20eligibility%20criteria.
https://www.health.ny.gov/community/special_needs/#:~:text=The%20CYSHCNSS%20assists%20families%20in,medical%20and%20%EF%AC%81nancial%20eligibility%20criteria.
https://www.facebook.com/NYSDOH
https://www.facebook.com/NYSDOH
https://www.ovrdrv.com/wp-content/uploads/2022/05/Social-Media-Cheat-Sheet_Infographic-1.pdf
https://nysemail.sharepoint.com/:p:/r/sites/Healthexternal/CYSHCN_RSC/_layouts/15/Doc.aspx?sourcedoc=%7B465A72C9-5585-476D-98F4-84CA86E77D5F%7D&file=7-6-22_Social%20Media%20Collab%20Mtg.pptx&action=edit&mobileredirect=true
https://cyshcn.wihd.org/wp-content/uploads/2023/06/Digital-Communications-Presentation-5.26.23.pdf
https://cyshcn.wihd.org/wp-content/uploads/2023/06/Digital-Communications-Presentation-5.26.23.pdf
https://blog.hootsuite.com/social-media-templates/#Social_media_strategy_templates
https://www.nih.gov/institutes-nih/nih-office-director/office-communications-public-liaison/clear-communication/health-literacy
https://blog.hubspot.com/marketing/hashtags-twitter-facebook-instagram#Instagram
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Appendix A 

 
Social Media Calendar 

April 2023  
This is a sample calendar for social media posts to be used by Local Health Departments in April 2023. The purpose of this schedule is to provide an easy-to-use 

social media campaign using a compilation of resources related to the 27 health conditions covered under the Children and Youth with Special Health Care Needs 
Program. It is by no means prescriptive if you have your own social media calendar or choose to post different/additional messages. 

--Use hashtags related to the awareness month topic to find more resources--    
The general topics that will be addressed include but are not limited to: 

 
1. Events related to the 27 health conditions  
2. Monthly awareness topics 

Awareness Topic Post Blurb/Caption Hashtags Uptake 

 
Irritable Bowel 
Syndrome Awareness 
Month 
   

https://www.cdc.gov/ibd/featur
es/world-ibd-day.html 
 
International Foundation for 
Gastrointestinal Disorders 
Toolkit 
 
IFFGD Facebook 
  

Text:  
Inflammatory bowel disease (IBD) is the 
chronic inflammation of the digestive 
system, not to be confused with irritable 
bowel syndrome (IBS). Crohn’s disease 
and ulcerative colitis are the two main 
types of IBD. About 7 million people 
worldwide have IBD.1 Although it is not a 
common disease, an increasing number of 
people have been diagnosed over the last 
20 years. 
 
Include contact info for LHD and website 
link! 
 
 

#IFFGD  
#IBS 
#IBD 

Facebook: 
Instagram: 
Twitter: 
LinkedIn: 
Total: 

National Minority 
Health Month 

https://www.nimhd.nih.gov/pro
grams/edu-training/nmhm/ 

Text: April is National Minority Health 
Month (NMHM), a time to raise 

#NIMHD FB: 
Instagram: 

https://www.cdc.gov/ibd/features/world-ibd-day.html
https://www.cdc.gov/ibd/features/world-ibd-day.html
https://www.dropbox.com/s/pqrspxrssp3fnw7/IBS%20Awareness%20Month%202023%20Media%20Toolkit_pdf.pdf?dl=0
https://www.dropbox.com/s/pqrspxrssp3fnw7/IBS%20Awareness%20Month%202023%20Media%20Toolkit_pdf.pdf?dl=0
https://www.dropbox.com/s/pqrspxrssp3fnw7/IBS%20Awareness%20Month%202023%20Media%20Toolkit_pdf.pdf?dl=0
https://www.facebook.com/IFFGD/
https://www.cdc.gov/ibd/features/world-ibd-day.html#1
https://www.nimhd.nih.gov/programs/edu-training/nmhm/
https://www.nimhd.nih.gov/programs/edu-training/nmhm/
https://www.nimhd.nih.gov/programs/edu-training/nmhm/#about
https://www.nimhd.nih.gov/programs/edu-training/nmhm/#about
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https://www.minorityhealth.hhs
.gov/nmhm/social-media/ 
 
https://www.cdc.gov/minorityh
ealth/ 
 

 
 
National Library of Medicine | 
Addressing Disparities in the 
Health of American Indian and 
Alaska Native People  

awareness about health disparities that 
continue to affect people from racial and 
ethnic minority groups and encourage 
action through health education, early 
detection, and control of disease 
complications. 
Include contact info for LHD and website 
link! 
 
 
 
 
 
 
 
 
 
Text: 
Chronic diseases and injuries are now the 
greatest threat to health in the 21st 
century.1 Racial and ethnic disparities in 
health status, largely attributable to 
chronic diseases, are widely recognized as 
a priority public health and civil rights 
challenge.2 
Include contact info for LHD and website 
link! 
 

Twitter: 
LinkedIn: 
Total: 
 

Limb Loss Awareness 
Month 
(April 1-30) 

• 2023 LLLDAM 
Communications Toolkit 

• #LLLDAM Ribbon 
Apparel and Resources 

Text: 
Every day, more than 500 people in the 
U.S. lose a limb, and it is estimated that, 
by 2050, the number of people living with 
limb loss will nearly double. With the 

#InspireToElevate 

#LLLDAM 

 

https://www.minorityhealth.hhs.gov/nmhm/social-media/
https://www.minorityhealth.hhs.gov/nmhm/social-media/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4035867/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4035867/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4035867/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4035867/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4035867/#bib1
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4035867/#bib2
https://www.amputee-coalition.org/events-programs/limb-loss-awareness-month/llldam-communications-toolkit/
https://www.amputee-coalition.org/events-programs/limb-loss-awareness-month/llldam-communications-toolkit/
https://shop.amputee-coalition.org/english-c6.aspx
https://shop.amputee-coalition.org/english-c6.aspx
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• #WeTHRIVE Share Your 
Story Campaign 

• Participate in Daily 
Dares 

• THRIVE Blog Resources 

• LLLDAM Webinars 

• 2023 Advocacy Forum 

• Amputee Coalition Gear 

• Create Your Own 
Fundraiser 

• Ways to Give  

growing number of individuals in the limb 
loss and limb difference community, we 
must ensure everyone gets access to the 
necessary resources. 
Limb Loss and Limb Difference Awareness 
Month (LLLDAM) is a perfect opportunity 
to learn more about the community and 
how you can get involved.  

#LLAM 

#NoAmputeeAlone 

#WeThrive 

#LimbLossAwareness 

 

National Autism 
Acceptance Month 
 
World Autism 
Awareness Day 
(April 2nd)  

World Autism Awareness Day - 
EN | United Nations 
 
https://www.autismspeaks.org/
world-autism-month 
 
Autism Speaks Resource Guide 
 
Autism Speaks Autism 
Awareness Month Facebook 
Post 
 
https://www.cdc.gov/media/rel
eases/2023/p0323-autism.html 
  

Text:  
Autism Acceptance Month, previously 
named Autism Awareness Month, in April 
aims to celebrate and promote acceptance 
for the condition that occurs in one in 
every 36 children as of 2023 in the United 
States. Autism, a complex developmental 
condition affecting the patient’s ability to 
interact, communicate, and progress, has 
not one but many subtypes. First held in 
the year 1972 by the Autism Society, 
Autism Acceptance Month emphasizes the 
need for public awareness to promote 
acceptance, celebrate the differences, and 
be more inclusive towards autistic 
individuals around us. 
Include contact info for LHD and website 
link! 
 

#AutismAwarenessMonth 
#AutismAcceptanceMonth 
#CelebrateDifferences 

Facebook: 
Instagram: 
Twitter: 
LinkedIn: 
Total: 

Bohring-Opitz Syndrome 
Awarenesss Day (April 
6th) 

Bohring-Opitz syndrome - About 
the Disease - Genetic and Rare 

Text: 
Bohring-Opitz Syndrome Awareness Day 
takes place on April 6th each year. Taylor 

#BOS #BOSAWARE 
#BohringOpitz #ASXL1 
#RareDisease 

 

https://www.amputee-coalition.org/events-programs/limb-loss-awareness-month/llldam-wethrive-share-your-story/
https://www.amputee-coalition.org/events-programs/limb-loss-awareness-month/llldam-wethrive-share-your-story/
https://www.amputee-coalition.org/content/pdf/AC-LLLDAM23-Daily-Dares.pdf
https://www.amputee-coalition.org/content/pdf/AC-LLLDAM23-Daily-Dares.pdf
https://blog.amputee-coalition.org/#LLLDAM
https://www.amputee-coalition.org/limb-loss-resource-center/webinars/
https://www.amputee-coalition.org/advocacy-awareness/advocacy-forum/
https://www.cafepress.com/amputeecoalition
https://www.amputee-coalition.org/events-programs/limb-loss-awareness-month/llldam-create-fundraiser/
https://www.amputee-coalition.org/events-programs/limb-loss-awareness-month/llldam-create-fundraiser/
https://www.amputee-coalition.org/events-programs/limb-loss-awareness-month/donate-support/
https://www.un.org/en/observances/autism-day
https://www.un.org/en/observances/autism-day
https://www.autismspeaks.org/world-autism-month
https://www.autismspeaks.org/world-autism-month
http://media.autismspeaks.org/wam/WAM_Resource_Guide.pdf
https://www.facebook.com/autismspeaks/photos/a.125846087496/10159123011537497/?type=3
https://www.facebook.com/autismspeaks/photos/a.125846087496/10159123011537497/?type=3
https://www.facebook.com/autismspeaks/photos/a.125846087496/10159123011537497/?type=3
https://www.cdc.gov/media/releases/2023/p0323-autism.html
https://www.cdc.gov/media/releases/2023/p0323-autism.html
https://rarediseases.info.nih.gov/diseases/10140/bohring-opitz-syndrome
https://rarediseases.info.nih.gov/diseases/10140/bohring-opitz-syndrome
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Diseases Information Center 
(nih.gov)  
 
Bohring-Opitz Syndrome 
Foundation, Inc. | Facebook 
 
Bohring-Opitz Syndrome/ASXL1 
| Facebook OR Bohring-Opitz 
Syndrome Foundation, Inc. 
Bohring-Opitz Syndrome 
Foundation, Inc. (bos-
foundation.org) 
 
ARRE Foundation | Facebook OR 
ASXL Rare Research Endowment 
Foundation (arrefoundation.org) 
 
Unique - Rare Chromosome 
Disorder Support Group | 
Facebook 
 
Printables and Downloads – 
Bohring-Opitz Syndrome 

Gurganus, co-founder of the BOS 
Foundation, organized the first BOS 
Awareness Day on April 6, 2015. April 6th 
was selected for BOS Awareness Day 
because it is the anniversary of the 
formation of the first BOS Support Group 
on Facebook. Click here to read more and 
find out how you can get involved!   
Include contact info for LHD and website 
link! 
 

World Health Day (April 
7th) 

World Health Day (who.int) Text: 
On 7 April 2023   ̶ World Health Day   ̶ the 
World Health Organization will observe its 
75th anniversary. 
In 1948, countries of the world came 
together and founded WHO to promote 
health, keep the world safe and serve the 
vulnerable – so everyone, everywhere can 
attain the highest level of health and well-

#HealthForAll   #WHO75  

https://rarediseases.info.nih.gov/diseases/10140/bohring-opitz-syndrome
https://rarediseases.info.nih.gov/diseases/10140/bohring-opitz-syndrome
https://www.facebook.com/BohringOpitz
https://www.facebook.com/BohringOpitz
https://www.facebook.com/bohringopitzsyndrome.asxl1
https://www.facebook.com/bohringopitzsyndrome.asxl1
http://bos-foundation.org/
http://bos-foundation.org/
http://bos-foundation.org/
http://bos-foundation.org/
http://bos-foundation.org/
https://www.facebook.com/arrefoundation
https://www.arrefoundation.org/
https://www.arrefoundation.org/
https://www.facebook.com/Uniquerarechromosomedisordersupportgroup
https://www.facebook.com/Uniquerarechromosomedisordersupportgroup
https://www.facebook.com/Uniquerarechromosomedisordersupportgroup
https://bohring-opitz.org/printables/?fbclid=IwAR1GSGC6wmABKB349L-kOX3i_bZRrO8K5If6BRyfOJVoHHfj6iOM4nrD6to
https://bohring-opitz.org/printables/?fbclid=IwAR1GSGC6wmABKB349L-kOX3i_bZRrO8K5If6BRyfOJVoHHfj6iOM4nrD6to
http://bos-foundation.org/bos-awareness-day
http://bos-foundation.org/bos-awareness-day
https://www.who.int/campaigns/world-health-day
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being.    
 
WHO’s 75th anniversary year is an 
opportunity to look back at public health 
successes that have improved quality of 
life during the last seven decades. It is also 
an opportunity to motivate action to 
tackle the health challenges of today  ̶and 
tomorrow.   
 
Join WHO on a journey to achieve Health 
For All. 
 

National Youth HIV/AIDS 
Awareness Day (April 
10th)  

National Youth HIV & AIDS 
Awareness Day | DASH | CDC 
 
NYHAAD Sample Social Media | 
DASH | CDC 

Text: 
1 in 5 new HIV diagnoses occurs in young 
people ages 13-24.  
 
National Youth HIV & AIDS Awareness Day 
(NYHAAD) is observed each year on April 
10 to educate the public about the impact 
of HIV on young people. #NYHAAD 
reminds us of the importance of investing 
in young people’s health and education. 

#NYHAAD 
 

 

International Functional 
Neurological Disorder 
(FND) Awareness Day 
(April 13th) 

FND Awareness Month - FND 
Hope International 

Text:  

The goal of FND Awareness Day 

#FNDaware is to shine the light on 

Functional Neurological Disorder by 

spreading a message of hope, and raising 

awareness for the most common 

neurological condition you have most 

#FNDaware 
#FND2023 
#LetsTalkFND 

 

https://www.cdc.gov/healthyyouth/youth_hiv/resources.htm#:~:text=National%20Youth%20HIV%20%26%20AIDS%20Awareness%20Day%20(NYHAAD)%20is%20observed,health%20and%20safety%20of%20youth.
https://www.cdc.gov/healthyyouth/youth_hiv/resources.htm#:~:text=National%20Youth%20HIV%20%26%20AIDS%20Awareness%20Day%20(NYHAAD)%20is%20observed,health%20and%20safety%20of%20youth.
https://www.cdc.gov/healthyyouth/youth_hiv/social-media.htm
https://www.cdc.gov/healthyyouth/youth_hiv/social-media.htm
https://fndhope.org/fndaware/
https://fndhope.org/fndaware/
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likely never heard of.  

 

Functional Neurological Disorder or #FND 

is due to a problem with the functioning of 

the nervous system and thought to be the 

result of the brain’s inability to send and 

receive signals properly. FND does not 

discriminate. It affects men, women and 

children throughout the world. 

Include contact info for LHD and website 

link! 

Sarcoidosis Awareness 
Day (April 13th) 

Foundation for Sarcoidosis 
Research | Facebook 
 
Sarcoidosis - What Is 
Sarcoidosis? | NHLBI, NIH 

Text:  
Every year on April 13th, World 
Sarcoidosis Awareness Day draws 
attention to this inflammatory disease. 
The day also encourages those who have 
this condition to support one another and 
educate others about living with 
sarcoidosis. 
 
While sarcoidosis is a rare disease, it still 
affects thousands of people around the 
world. In the United States, there are 
about 200,000 Americans that have been 
diagnosed with sarcoidosis.  
Also known as sarcoid, this condition 
occurs when cells in the body clump 
together to make small lumps. These small 
lumps are called granulomas. The 
granulomas usually grow in the lymph 
glands and lungs. However, granulomas 

#WorldSarcDay 
#StopSarcoidosis 

#sarcoidosisawareness  
#sarcoidosis 
#RareDisease 

 

https://www.facebook.com/StopSarcoidosis
https://www.facebook.com/StopSarcoidosis
https://www.nhlbi.nih.gov/health/sarcoidosis
https://www.nhlbi.nih.gov/health/sarcoidosis
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can develop in other parts of the body as 
well. 
Learn more: Sarcoidosis - What Is 
Sarcoidosis? | NHLBI, NIH 

Include contact info for LHD and website 

link! 

National Child Abuse 
Prevention Month  

Prevent Child Abuse NY 
 
National Child Abuse Prevention 
Month - Child Welfare 
Information Gateway  
 
 
Child Abuse Prevention Month 
2023 (preventchildabuse.org) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
nysparenting 
educationpartnership (NYSPEP) 

Text: 

All children have the right to a safe, 
secure, and supportive environment. 
  
Prevent Child Abuse New York is the only 
private, nonprofit agency serving the entire 
state whose single mission is to prevent 
child abuse in all its forms. We remove 
barriers to healthy parenting through 
public awareness; training & technical 
assistance; and policy work & advocacy. 
Through our work we support the healthy 
development and prosperity of New York's 
children, families, and communities. 
 
 
Text: 
NYSPEP is committed to improving parent 
education and skills to support healthy 
children. Check here to find a parenting 
program in your county! 
 
 
Text: 
LEARN THE FACTS! 

#ChildAbusePreventionMonth  
#ThrivingFamilies 
#CAPMonth2023 
#PreventioninPartnership 
#IamPrevention 
#PCANY 
#nyspep 

# nyscainc 

 

Facebook: 
Instagram: 
Twitter: 
LinkedIn: 
Total: 

https://www.nhlbi.nih.gov/health/sarcoidosis
https://www.nhlbi.nih.gov/health/sarcoidosis
https://www.preventchildabuseny.org/who-we-are
https://www.childwelfare.gov/topics/preventing/preventionmonth/#:~:text=April%20Is%20National%20Child%20Abuse,protect%20children%20and%20strengthen%20families.
https://www.childwelfare.gov/topics/preventing/preventionmonth/#:~:text=April%20Is%20National%20Child%20Abuse,protect%20children%20and%20strengthen%20families.
https://www.childwelfare.gov/topics/preventing/preventionmonth/#:~:text=April%20Is%20National%20Child%20Abuse,protect%20children%20and%20strengthen%20families.
https://preventchildabuse.org/buildingtogether2023/
https://preventchildabuse.org/buildingtogether2023/
https://nyspep.org/pcany_programs/search
https://nyspep.org/pcany_programs/search
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New York State Children's 
Alliance  

Child abuse can take place anywhere – at 
home, school, public places – wherever a 
child goes or interacts with others.  It can 
cause long-lasting scars on the body of a 
child, as well as on their mind.  Some signs 
aren’t obvious, or visible.  The first step in 
helping abuse or neglected children is 
learning the facts and how to recognize 
the signs. 
 

National Donate Life 
Month  

Donate Life NYS 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
NYS Donate Life Registry  

Text:  
More than 100,000 people are waiting for 
a lifesaving transplant. Transplants rely on 
the generosity of organ, eye and tissue 
donors, and there are not enough donors 
to meet the need. Transplantation is a 
remarkable success story, and the need 
for organ, eye and tissue donors continues 
to grow. There are currently 8,085 
patients in New York State on the national 
organ transplant waitlist.   
 
Include contact info for LHD and website 
link! 
 
Text:  
Over 7,297,059 New Yorkers have signed 
up to save lives - Contact Us at 1-866-NY-
DONOR or registry@donatelife.ny.gov 
 

#Donate Life NYS Facebook: 
Instagram: 
Twitter: 
LinkedIn: 
Total: 

https://www.nyschildrensalliance.org/programs-and-services/be-the-one/
https://www.nyschildrensalliance.org/programs-and-services/be-the-one/
https://donatelifenys.org/about/facts
https://donatelife.ny.gov/
tel:18666936667
tel:18666936667
mailto:registry@donatelife.ny.gov
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National Public Health 
Week (April 1- 7)  

 
National Public Health Week 
(NPHA) 
 
 
 
 
 
 
CDC: Healthy Communities 
 
 
 
 
 
Mental Health.gov 
 
 
 
 
 
 
 
 
Nutrition Tips – NYC Health 
NYC.gov 

Text:  
APHA’s Keep It Moving Challenge makes it 
easy and fun to promote healthy 
behaviors and engage in physical activity 
and movement in your community.   
 
The design of your community can help 
make everyone happier and healthier. 
Your address can play an important role in 
how long you live and how healthy you 
are.  
 
 
Text: 
Mental health includes our emotional, 
psychological, and social well-being. It 
affects how we think, feel, and act. It also 
helps determine how we handle stress, 
relate to others, and make choices. 
 
 
A healthy diet emphasizes whole, 
minimally processed foods, such as fruits, 
vegetables, legumes and whole grains. 
Healthy eating also means lower amounts 
of red and processed meats, sugary foods 
and drinks and refined grains. 

#nationalpublichealth 
#CDC 
 #nycgov 

Facebook: 
Instagram: 
Twitter: 
LinkedIn: 
Total: 
 

Events: 
1. The 2023 World Autism Awareness Day observance is organized by the United Nations Department of Global Communications and Department of 

Economic and Social Affairs, in collaboration with the Institute of Neurodiversity (ION). 
1. Transformation: Toward a Neuro-Inclusive World for All 

1. Virtual Event: Sunday, 2 April 2023, 10:00 a.m. - 1 p.m. EST Register 
 

https://www.nphw.org/Get-Involved/Keep-It-Moving
https://www.nphw.org/Get-Involved/Keep-It-Moving
https://www.cdc.gov/features/HealthyCommunities/index.html
https://www.mentalhealth.gov/basics/what-is-mental-health
https://www.nyc.gov/site/doh/health/health-topics/eating-well.page
https://www.nyc.gov/site/doh/health/health-topics/eating-well.page
https://www.un.org/en/department-global-communications
https://www.un.org/en/desa
https://www.un.org/en/desa
https://docs.google.com/forms/d/e/1FAIpQLSeOkbkZOkWFExNpjw8I9-u-Vj7uUs8GjLHH2SUTE7T1Yf0oZQ/viewform
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2. April 12: Sensory friendly family day at the New York Public Library 
3. Events - Parent Network of WNY (parentnetworkwny.org) 
4. SFcalendar - Buffalo (gigisplayhouse.org) 
5. Resources | The Collaborative Community (collaborativecommunitymission.org)\ The Collaborative Community Mission | Facebook 
6. EPIC - Every Person Influences Children (epicforchildren.org) 
7. Easter Eggsperience General Admission 
8. 4th Annual Parent Leadership Conference, Syracuse NY April 14-16, 2023 
9. Family Forum: Post-School Planning for Young Adults Not Going to College. April 4 @ 6:00 pm - 7:00 pm EDT  Zoom Registration Link: Click Here  
10. “The Value of Visuals at Home & Community” Tuesday, April 4th from 10 am – 11:30 am. Registration is required. To register for “The Value of Visuals at 

Home & Community” please click on  https://us06web.zoom.us/webinar/register/WN_Z28HoNRkRyGEQwcI3JblVA  
Program: Harold & Elaine Shames Jewish Community Center on the Hudson Tuesdays, Wednesdays, and Thursdays  
June 27th- August 3rd  
9:15 am-4:15 pm  
Off for the 4th of July  
 Please note that enrollment is dependent upon an interview with our Supportive Services Department to ensure that the program is right for your 
participant. Upon completing the application below, please email our Director of Supportive Services, Annie Bridson, at abridson@shamesjcc.org to schedule 
an interview.https://www.shamesjcc.org/supportive-services/the-lift-internship-program/?fbclid=IwAR1DIVmXVu-
btU5SZV7nVQz_HSV5V8FqXkKWpzQb3p1ODnpl6pOWbRCZlZA  

  
 

 

 

https://urldefense.proofpoint.com/v2/url?u=https-3A__go.includenyc.org_e_497471_ition-2Dnew-2Dyork-2Dpublic-2Dlibrarys_fbhfvf_1483562205-3Fh-3DMoY6jOUm0PwDZLxguQffOo5Bj7PIclCBVlefgPDph6w&d=DwMDaQ&c=4sF48jRmVAe_CH-k9mXYXEGfSnM3bY53YSKuLUQRxhCwrmQ9ZDKmVaAI6sBPw4Jo&r=gD9e6fgtPcG8WnBCY7HRiveks7-8lGoqIBzPrlhd9X27LTuj3al3B-nBDGcf7gyN&m=o2hBRFtLuPJC6jcQcAyw-HjV9pAJaXwHdQIHRvekjELhHOxV3k0CkmuLYLkhp2Um&s=87EB5L5HILisMfLCHqy5CIEnVmERvatg39hcdd9k0D4&e=
https://parentnetworkwny.org/events/
https://gigisplayhouse.org/buffalo/sfcalendar/?eventId=a0V2J00000IlFywUAF&fbclid=IwAR2U1O-6Qd2hYq1bun5Y3ZqP42z9l5wN3J8EfA97nbSuQFy159JPcxa2Qt8
https://www.collaborativecommunitymission.org/resources
https://www.facebook.com/collcomm.mission/
https://www.epicforchildren.org/calendar
https://visit.buffalozoo.org/#/SpecialEvents/Easter
https://www.preventchildabuseny.org/about-5
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fr20.rs6.net%2Ftn.jsp%3Ff%3D001xfJvFykZyRZ52QGORyfZyegiAzuEZQSTH4hT7BAj978QKDlpXo3zMfrehBH577028BBPzyOwLE0WrYGCbi-WyS0Aa3OSJpLSC51CjrEmHPVpP2PMHBheqjh5fp304Cy5LOvAeq3UACasQTDvMFsisAMnFFSo8Tk0U7PCTptrumy967IJ-VoYKm6A2N6RlOG5bbvtKs45Pz4H8Ogc__qQCw%3D%3D%26c%3D-qxPPa-ikTwWgRSAJJsKaFjkGazMETzQ5GEwKjvqzCBwOq0CBsd6TA%3D%3D%26ch%3DuJghGA24z4pgVTOOCMJtSoGPpuIO4ETsrOJw1MpNZlzpDGkGy7nwFw%3D%3D&data=05%7C01%7Cabeer%40wihd.org%7C08b8cb01617d4b74114708db2ec374db%7C758a8a936d4f41689c336c2f8b91b38a%7C1%7C0%7C638155189261684614%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=xaFDJEZZ5oQQkVxUYSgov%2FcNIL0dXuyAr3e7zP1KIKE%3D&reserved=0
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Fus06web.zoom.us%2Fwebinar%2Fregister%2FWN_Z28HoNRkRyGEQwcI3JblVA&data=05%7C01%7Cabeer%40wihd.org%7Cb242ca80220146384f7808db31381e7c%7C758a8a936d4f41689c336c2f8b91b38a%7C1%7C0%7C638157889433237530%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C3000%7C%7C%7C&sdata=aM6728zXpmfopTNSzcSqz6ADGYYj7fOMwYkCVa8kIT8%3D&reserved=0
mailto:abridson@shamesjcc.org
https://www.shamesjcc.org/supportive-services/the-lift-internship-program/?fbclid=IwAR1DIVmXVu-btU5SZV7nVQz_HSV5V8FqXkKWpzQb3p1ODnpl6pOWbRCZlZA
https://www.shamesjcc.org/supportive-services/the-lift-internship-program/?fbclid=IwAR1DIVmXVu-btU5SZV7nVQz_HSV5V8FqXkKWpzQb3p1ODnpl6pOWbRCZlZA
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Appendix B 

Health Conditions Guide 

New York State Children and Youth with Special Health Care Needs 

Sponsored by New York State Regional Support Centers 

 

Children and Youth with Special Health Care Needs (CYSHCN) in New York State 

According to the Health Resources and Service Administration’s Maternal and Child Health Bureau, 

Children and Youth with Special Health Care Needs (CYSHCN) are defined as those children and youth 

who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional 

condition and who also require health and related services of a type or amount beyond that required 

by children generally. A priority of the New York State (NYS) Department of Health (DOH) Title V 

Maternal and Child Health Services Block Grant program (Title V) is to increase supports to address 

the special health care needs of children and youth, and to improve health outcomes and the system 

of care for CYSHCN and their families.  Please refer to the NYS CYSHCN website for additional 

information. https://www.health.ny.gov/community/special_needs/  

The National Survey of Children’s Health (NSCH) analyzes annual data for NYS to identify the 
frequency of conditions reported by families. The identified health conditions are listed in this 

document. The eligibility for local health department (LHD) CYSHCN programs is not limited to these 
conditions. 

 
In NYS, the CYSHCN program aims to provide information and referral services to families. The Title V 
program established CYSHCN Regional Support Centers (RSCs) to increase the capacity of LHDs to 
support families and caregivers of CYSHCN, as well as individuals with special healthcare needs 

This guide is intended to provide technical assistance and resources for local health departments to 

serve families of CYSHCN.  

 

“Funded by the New York State Department of Health using federal Health Resources and Services 

Administration Title V funding. The opinions, results, findings and/or interpretations of content 

contained therein are the responsibility of the Contractor and do not necessarily represent the 

opinions, interpretations or policy of the State or Federal funding agency.” 

October 2022 
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Allergies 

What are Allergies?  
Allergies are problems with the body’s immune system. Allergies are the reactions that happen when 
the immune system “thinks” a normally harmless substance is harming the body. Substances that cause 
allergies (called allergens) can be breathed, swallowed, or enter through contact with skin.  
  

Key Points  
  

• Allergens can include foods, substances carried in the air (like dust and plant pollen), medicines, 
chemicals, and insect bites.  

 

• Allergies can affect people of any age. Allergies are often hereditary (run in families).  
 

• Allergy symptoms can include itchy eyes, stuffy nose, sneezing, throat tightness, difficulty 
breathing, rashes, and headaches. The kind and severity of symptoms will be different for 
different people. Symptoms also will be different based on the type and amount of the 
substance the person comes in contact with.  

 

• Allergens can cause an extreme reaction (called anaphylactic shock) in some people. This can be 
life-threatening. Call 911 immediately for help if this happens.  

 

• An important way to manage allergies is to avoid the substances that are causing the allergy. 
That may not be possible, or that may not help. Health care providers can recommend other 
ways to manage allergies, such as medications, injections, or special therapies.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Asthma and Allergy Foundation of America 

• MedlinePlus  

• KidsHealth 

* Use the Search function for the specific information you want to find.  

Sources  
1. KidsHealth (Nemours) 
2. MedlinePlus 

 

https://www.aafa.org/allergies.aspx
https://medlineplus.gov/allergy.html
https://kidshealth.org/en/parents/allergies?ref=search
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Anxiety Disorders 

What are Anxiety Disorders?  
Anxiety is a feeling of fear or worry as a response to actual, anticipated, or imagined danger. Occasional 
anxiety is a part of life and a natural response to a possible threat. An anxiety disorder is when the 
feeling is extreme or does not go away.  
  

Key Points  
  

• There are different types of anxiety disorders. These can include panic disorder (recurring 
attacks of panic), phobia (excessive fear of an object or situation), social phobia (fear of being 
judged by others), separation anxiety (fear of being away from home or a loved one), post-
traumatic stress disorder (anxiety that occurs after an extreme stress or trauma), and others.  

   
• Anxiety may make an individual seem tense, irritable or angry. Other symptoms may include 

difficulty sleeping, headaches, tiredness, frequent crying, stomach aches, and shortness of 
breath.  

 
• A person who is having anxiety symptoms should get a general health checkup. It is important to 

make sure that no other health problem is causing these symptoms.   
 

• Anxiety disorders can affect people of any age. Several things can be involved in causing anxiety 
disorders, including family genes, brain activity, and life events and situations.  
 

• Treatment can include psychological/behavioral therapy and medications.  
  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• Healthy Children 

• KidsHealth 

• National Alliance on Mental Illness 

• National Alliance on Mental Illness in New York State 

• Families Together NYS  

• Mental Health Association in New York State, Inc. 

* Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. Healthy Children (American Academy of Pediatrics) 
3. KidsHealth (Nemours) 
4. National Alliance on Mental Illness 
5. Mental Health Association in New York State, Inc. 

https://www.cdc.gov/childrensmentalhealth/depression.html
https://www.healthychildren.org/English/health-issues/conditions/emotional-problems/Pages/Anxiety-Disorders-and-ADHD.aspx?_gl=1*yqxutt*_ga*MzkyMTA1NjczLjE2Mjk3MjM5OTM.*_ga_FD9D3XZVQQ*MTY0ODU3NDEzNi4xMS4xLjE2NDg1NzQxNjAuMA..
https://kidshealth.org/en/parents/anxiety-disorders.html?ref=search
http://www.nami.org/
https://www.naminys.org/
https://www.ftnys.org/about/
https://mhanys.org/
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Arthritis 

What is Arthritis?  
Arthritis is the swelling of a person’s joints, causing stiffness, pain, and limitations in 
movement. Arthritis can prevent joints from working correctly. Joints are where two bones meet, making 
it possible for a person to move. They include knees, ankles, wrists, elbows, knuckles, and others.  
  

Key Points  
 

• There are more than 100 types of arthritis and related conditions. The two most common types 
are osteoarthritis and rheumatoid arthritis. Osteoarthritis results when cartilage (the flexible 
tissue at the ends of bones that helps protect them) wears down. Rheumatoid arthritis is an 
autoimmune condition. This results when a body’s immune system—a system that helps fight off 
illnesses—makes an error and attacks healthy tissues.  

 
• Arthritis in children is called juvenile arthritis or childhood arthritis. The most common type is 

called Juvenile Idiopathic Arthritis (JIA) or Juvenile Rheumatoid Arthritis (JRA). JIA/JRA is an 
autoimmune condition.  

 
• Treatments of arthritis in adults and children depend on the type of arthritis and the symptoms 

or effects that the person experiences. Treatments can include physical therapy, medications, 
special drugs to block the immune system from attacking joints, injections of steroids into 
affected joints, and sometimes surgery.  

 
• JIA/JRA sometimes goes away for some children and teens. This is called remission. Remission can 

last for months, years, or even permanently. It is very difficult to know who will go into 
permanent remission and who will continue to need treatment as an adult.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• The Arthritis Foundation 

• Centers for Disease Control and Prevention 

• Mayo Clinic 

• Healthy Children 

• NY Connects 

 * Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. Healthy Children (American Academy of Pediatrics) 
3. KidsHealth (Nemours) 
4. Mayo Clinic 
5. NY Connects 

http://www.arthritis.org/
https://www.cdc.gov/arthritis/
https://www.mayoclinic.org/diseases-conditions/arthritis/symptoms-causes/syc-20350772
http://www.healthychildren.org/
https://www.nyconnects.ny.gov/providers/arthritis-foundation-sofarensap13
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Asthma 

What is Asthma?  
Asthma is a chronic (long-term) disease that causes breathing problems. It affects how air is carried in and 
out of the lungs. The airways of the lungs start to swell, muscles around the airways start to tighten, and 
mucus starts to build up and plug the airways. Symptoms of asthma can include shortness of breath, 
chest tightness, coughing, whistling sound while breathing (wheezing), and fast heartbeat. Not all people 
who have asthma have all the symptoms listed here. 
  

Key Points  
  

• The exact cause of asthma is not known. Experts believe that it can run in the family.  
 

• Things that bring on a reaction in airways and make it hard to breath are called triggers. Triggers 
can include allergies to things in the environment, chemicals in the air, infections, changes in 
weather, and exercise.  

 
• An asthma attack is when a person’s asthma symptoms become worse than usual. Emergency 

care may be needed. Severe asthma attacks can be life threatening.   
 

• There is no cure for asthma. It can often be controlled by staying away from triggers and by 
medications prescribed by a health care provider.   

 
• It is important for a person who has asthma to make a care plan with their health care provider. 

The plan should give directions on how to manage their asthma. This should include the 
medicines needed and when to take them, the person’s triggers and how to avoid them, what to 
do when symptoms start, and when emergency care is needed.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Asthma and Allergy Foundation of America 

• Centers for Disease Control and Prevention 

• MedlinePlus 

• KidsHealth 

 * Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. KidsHealth (Nemours) 
3. MedlinePlus 

   

http://www.aafa.org/
https://www.cdc.gov/asthma/
https://medlineplus.gov/asthma.html
https://kidshealth.org/en/parents/medical/asthma?ref=search
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Attention-Deficit/Hyperactivity Disorder (ADHD) 

What is Attention-Deficit/Hyperactivity Disorder (ADHD)?  
Attention-Deficit/Hyperactivity Disorder is a behavior disorder that involves one or more of these 
behaviors: inability to focus attention, being overactive, or being unable to control behavior. Individuals 
with ADHD have differences in brain development and brain activity that affect their behavior.  
  

Key Points  
  

• It is not clear what causes ADHD. It tends to run in families. It is more common in boys.  
 

• There are three major types of ADHD: 
o Inattentive – The individual has difficulty paying attention and is easily distracted but is 

not overactive. This type is often called ADD, attention deficit disorder.  
o Hyperactive/impulsive – The individual is overactive and impulsive (acts before thinking) 

but does not have difficulty with attention.  
o Combined – The person has difficulty paying attention and is overactive and impulsive.  

  

• A health care provider diagnoses ADHD.   
 

• There is no cure for ADHD, but it can be managed. Treatment may include behavior therapy, 
medication, and behavior management training for parents and caregivers.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• Children and Adults with ADHD (CHADD)   

• KidsHealth 

• MedlinePlus 

• NY Connects 

* Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. KidsHealth (Nemours) 
3. MedlinePlus 
4. NY Connects 

 

 

https://www.cdc.gov/ncbddd/adhd/
http://www.chadd.org/
https://www.kidshealth.org/en/parents/adhd.html#catbehavior
https://medlineplus.gov/attentiondeficithyperactivitydisorder.html
https://www.nyconnects.ny.gov/providers/attention-deficit-disorder-association-110
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Autism Spectrum Disorder (ASD) 

What is Autism Spectrum Disorder (ASD)?  
Autism Spectrum Disorder is a developmental condition that affects communication and social 
interaction, and involves restricted (limited) or repetitive behaviors, interests, and activities. Autism (ASD) 
is known as a spectrum disorder because there is a wide range in the types and severity levels of the 
symptoms that people experience. Some individuals with ASD may have only mild symptoms, and others 
may have more severe symptoms.  
  

Key Points  
  

• The exact cause of ASD is not known. Research suggests that a combination of a person’s genes, 
biological factors, and influences from the environment affect the individual’s development in 
ways that can cause ASD. 
  

• People with ASD have differences in the way their brains develop and process information.   
 

• ASD is one of the most common developmental disabilities. ASD symptoms/signs generally 
appear in the first two years of life, but it can be diagnosed at any age, including adulthood. 
Treatment of ASD is helpful at any age.  

 
Early identification and treatment/intervention is most helpful and can increase skills and language 
development, as well as improve behavior.   

• There is no medical test (like a blood test) to diagnose ASD. Doctors and other 
health care providers diagnose ASD based on an individual’s behaviors and general development.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Autism Speaks 

• Autism Speaks OPWDD 

• Centers for Disease Control and Prevention  

• KidsHealth 

* Use the Search function for the specific information you want to find.  

Sources  
1. Autism Speaks 
2. Centers for Disease Control and Prevention 
3. Kids Health (Nemours)  

 
 

  

http://www.autismspeaks.org/
https://www.autismspeaks.org/provider/new-york-state-office-people-developmental-disabilities-opwdd
https://www.cdc.gov/ncbddd/autism/index.html
https://kidshealth.org/en/parents/pervasive-develop-disorders.html?ref=search
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Behavior Disorders 

What are Behavior Disorders?  
A behavior disorder involves a pattern of disruptive or unwanted behavior (for example, aggression, 
anger, lack of control) that causes problems at home, school, and social situations. A behavior disorder 
may be diagnosed if the behavior is not common for the individual’s age, the behavior continues over a 
period of time, or the behavior is severe.  
  

Key Points  
  

• The cause of behavior disorders is not known. Some things that can increase the risk for a 
behavior or conduct disorder include a family history of these disorders, a traumatic life 
experience, brain injury, or abuse and neglect. 
 

• Children and teens may occasionally misbehave and show unwanted behaviors. They 
may act defiant, argumentative, or disruptive in other ways. Disruptive behaviors that happen 
only occasionally are not considered disorders.  
 

• Behavior disorders are diagnosed by a mental health professional or other qualified health care 
provider. A comprehensive evaluation may be needed to make a diagnosis.  

 

• Common behavior disorders include conduct disorder and oppositional defiant disorder (ODD).  
 

• Treatment is based on the diagnosis and specific needs of the individual. It may include behavior 
therapy, behavior management training for parents and caregivers, medication, or a combination 
of these therapies.   

 

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• MentalHealth.gov 

• MedlinePlus 

* Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. MedlinePlus 
3. MentalHealth.gov 

 

 

https://www.cdc.gov/childrensmentalhealth/behavior.html
https://www.mentalhealth.gov/what-to-look-for/behavioral-disorders
https://medlineplus.gov/childbehaviordisorders.html
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Blood Disorders 

What are Blood Disorders?  
A blood disorder involves a problem with red blood cells, white blood cells, or blood platelets (tiny cells in 
blood that help stop bleeding). A blood disorder prevents blood from working correctly in the body.  
  

Key Points  
  

• Many blood disorders are inherited (passed down through parents’ genes). Causes of other blood 
disorders include some diseases, side effects of certain medications, and a lack of certain 
nutrients (vitamins and minerals) in a person’s diet.  
 

• There are different kinds of blood cells. Red blood cells carry oxygen from the lungs to the other 
parts of the body. White blood cells help the body fight infections and substances that could 
harm a person’s health. Platelets collect at the site of an injury (for example, a cut) and form a 
plug to stop the loss of blood.  

 
• A health care provider uses information from a complete blood count (CBC) test to help diagnose 

a blood disorder. The test reports how many of each type of blood cell a person has.  
 

• The most common blood disorders in young people include anemia (a lack of red blood cells or 
red blood cells that are not working correctly), bleeding disorders (for example, hemophilia), 
sickle cell disease, and blood cancers (for example, leukemia).  

 
• Treatment for a blood disorder depends on the cause of the disorder. Common treatment may 

include medications, dietary supplements, and changes in a person’s diet. More serious cases 
may involve blood transfusions and/or possible surgery (bone marrow transplant).  

   

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• Centers for Disease Control and Prevention 

• Healthline 

• KidsHealth 

• MedlinePlus 

• NYSBD Coalition 

* Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. Healthline 
3. KidsHealth (Nemours) 
4. MedlinePlus 
5. New York State Bleeding Disorders Coalition 

https://www.cdc.gov/ncbddd/blooddisorders/
https://www.healthline.com/health/blood-cell-disorders
https://kidshealth.org/en/teens/diseases-conditions/blood?ref=search
https://medlineplus.gov/blooddisorders.html
https://www.nysbd.org/


29 | S o c i a l  M e d i a  D i g i t a l  C o m m u n i c a t i o n s  G u i d e  

 

29 
 

Cerebral Palsy (CP) 

What is Cerebral Palsy (CP)?  
Cerebral Palsy is a disorder in the area of the brain that controls movement and muscle tone. CP affects 
body movements, reflexes, muscle control, coordination, posture, and balance. CP symptoms can vary 
from person to person and can range from mild to severe.  
  

Key Points  
  

• Most CP is related to brain damage that happened before or during a child’s birth. CP can occur 
after birth, usually from infection or head injury.  

 

• CP does not get worse over time, but the ways it affects a person’s body can change as a person 
grows and ages.   

 

• Many individuals with CP are likely to have other medical or learning needs in addition to their 
mobility concerns which can include communication, growth delays, seizures, and vision.  

 

• CP is a lifelong condition.  
  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Cerebral Palsy Foundation 

• Centers for Disease Control and Prevention – Cerebral Palsy 

• Healthy Children 

• KidsHealth 

• Cerebral Palsy Associations of New York 

* Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. Healthy Children (American Academy of Pediatrics) 
3. KidsHealth (Nemours) 
4. Cerebral Palsy Associations of New York 

 
 
  

http://www.yourcpf.org/
https://www.cdc.gov/ncbddd/cp/index.html
http://www.healthychildren.org/
https://kidshealth.org/en/parents/center/cp.html?ref=search
https://www.cpofnys.org/
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Cystic Fibrosis  

What is Cystic Fibrosis?  
Cystic fibrosis is a genetic (inherited) disorder of the body’s mucus glands. The disease causes the body to 
build up too much mucus. It affects the lungs, airways, digestive tract, and other organs of the body.  
  

Key Points  
  

• A person who has cystic fibrosis has a faulty gene that causes their mucus to become sticky and 
thick. The mucus most often plugs up the lungs. This makes breathing difficult and can cause a 
person to get frequent respiratory infections.   

 

• The mucus build-up often affects the pancreas and intestines, too. It blocks some of the enzymes 
(substances that cause important chemical reactions in the body) that help break down food in 
the intestines. This prevents a person from getting some of the necessary nutrition (health 
benefit) from food. It can slow a person’s growth.  

 

• Some people show symptoms of cystic fibrosis early in their lives. Other people have symptoms 
at the time of puberty or later. Symptoms are different from person to person.  

 

• There are a variety of treatments for cystic fibrosis, but at this time there is no cure. The goals of 
treatments are to lessen symptoms and reduce the risk of serious problems. Treatments include 
various medications, physical therapy, and devices to help clear mucus in a person’s chest, 
enzymes to help digest food, and surgery for serious conditions.   

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Cystic Fibrosis Foundation 

• Centers for Disease Control and Prevention  

• KidsHealth 

• MedlinePlus 

* Use the Search function for the specific information you want to find.  

Sources  
1. Cystic Fibrosis Foundation 
2. Centers for Disease Control and Prevention 
3. KidsHealth (Nemours) 
4. MedlinePlus  

 

http://www.cff.org/
https://www.cdc.gov/genomics/disease/cystic_fibrosis.htm
https://kidshealth.org/en/parents/cf.html?ref=search
https://medlineplus.gov/cysticfibrosis.html
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Depression 

What is Depression?  
Depression is a mood disorder and medical illness that involves brain chemicals. It causes feelings of 
sadness and loss of interest in activities the person usually enjoyed. The symptoms continue for an 
extended period of time and affect how a person feels, thinks, and acts.  
  

Key Points  
  

• It is normal for a person to sometimes feel sad, helpless, or even hopeless. This is different from 
depression. A person who is depressed has these kinds of feelings every day, throughout the day, 
for two weeks or more.  

 
• The exact cause of depression is not known, but some research shows that it may be caused by a 

combination of genes and a stressful environment or life situation. 
   

• Different people are affected differently. Symptoms vary and can include crying, anger, 
avoiding social situations, physical pain, sleeping too much or difficulty sleeping, feeling tired all 
the time, changes in appetite, changes in weight, difficulty paying attention, having thoughts of 
death or suicide, and others.  

 
• Mental health professionals diagnose depression. There are different forms of depression, 

and they can range from mild to severe and from short term to long term.   
 

• Treatment for depression can include medications, psychotherapy (talk therapy), or a 
combination of both. Depression can get worse without treatment. It is best to start treatment as 
soon as possible.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• National Institute of Mental Health  

• Mental Health Association in New York State, Inc. 

* Use the Search function for the specific information you want to find.   

Sources  
1. Centers for Disease Control and Prevention 
2. Kids Health (Nemours) 
3. MedlinePlus 
4. National Institute of Mental Health  
5. Mental Health Association in New York State, Inc. 

https://www.cdc.gov/childrensmentalhealth/depression.html
https://www.kidshealth.org/en/parents/teen-depression.html#catfeelings
https://medlineplus.gov/depression.html
https://www.nimh.nih.gov/health/topics/depression
https://mhanys.org/
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Developmental Delay 

What is a Developmental Delay?  
A developmental delay is when a child is behind in achieving one or more typical growth 
milestones. A milestone is an ability that most children reach at a certain age. The delay may be in 
achieving skills in one or more developmental areas: physical, cognitive (thinking), emotional and social, 
communication, and skills used in daily life.   
  

Key Points  
  

• Most children can have some small and temporary delay in their skills. The delay is a concern 
when a child’s skill is very much behind children of the same age and when the delay 
continues for a long time.  

 

• It is important to know what skills are typical for certain ages. A developmental delay can include 
a delay in the normal age range for skills such as rolling over, sitting up, making sounds, talking, 
walking, recognizing familiar sounds, and many others.  
 

• Parents and caregivers need to talk with their child’s doctor or health care provider when they 
have any concerns with their child’s development of typical skills. The child needs a medical 
evaluation because they may have a health condition that is causing the delay.  

 

• The New York State Department of Health has a specific definition for Developmental Delay. 
Children aged birth through 2 who fit the definition can receive special services, called Early 
Intervention Services, to help overcome or manage the delay.    
https://www.health.ny.gov/community/infants_children/early_intervention/memoranda/2005-
02/eligibility_criteria.htm   

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• Center for Parent Information and Resources 

• KidsHealth 

* Use the Search function for the specific information you want to find.   

Sources  
1. Centers for Disease Control and Prevention 
2. KidsHealth (Nemours) 
3. MedlinePlus  

 

https://www.health.ny.gov/community/infants_children/early_intervention/memoranda/2005-02/eligibility_criteria.htm
https://www.health.ny.gov/community/infants_children/early_intervention/memoranda/2005-02/eligibility_criteria.htm
https://www.cdc.gov/
https://www.parentcenterhub.org/dd/
http://www.kidshealth.org/
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Diabetes 

What is Diabetes?  
Diabetes is a long-term medical condition that causes problems with how a person’s body uses glucose, a 
type of sugar in blood. Glucose comes from food and is the main source of fuel for the body. A person 
needs insulin, a special hormone (a chemical in the blood), to use glucose and to turn food that they 
eat into energy.   
  

Key Points  
• There are two main types of diabetes:   

o Type 1 – A person with type 1 diabetes cannot make insulin.  
o Type 2 – A person with type 2 diabetes cannot use insulin that the body makes, and later 

may have problems making insulin. (More people have type 2 than type 1.)  
 

• A health care provider can diagnosis diabetes. It is very important for a person to start treatment 
as early as possible to manage the condition and reduce long-term problems due to having too 
much glucose in their blood. Long-term problems can include damage to the heart, kidneys, eyes, 
and nervous system.   

 
• A health care provider may also diagnose a person as having prediabetes. This means that a 

person’s blood sugar levels are higher than normal, but the levels are not high enough to be 
diabetes. A person with prediabetes needs to follow the recommendations of their health care 
provider to help prevent the condition from becoming diabetes.   

 
• There is no cure yet for diabetes, but a person with the condition can stay healthy and lead a 

normal life by keeping the condition under control. This means keeping blood sugars within a 
normal range.   

 
• Treatment for diabetes often includes taking a form of insulin, eating a healthy diet, and 

exercising daily. It also helps to lose weight if a person is overweight.   

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• American Diabetes Association 

• Centers for Disease Control and Prevention  

• Healthy Children 

• MedlinePlus 

• NY Connects 

* Use the Search function for the specific information you want to find.  

Sources 
1. American Diabetes Association 
2. Centers for Disease Control and Prevention 
3. Healthy Children (American Academy of Pediatrics) 
4. MedlinePlus  
5. NY Connects 

http://www.diabetes.org/
https://www.cdc.gov/diabetes/
https://www.healthychildren.org/English/health-issues/conditions/chronic/Pages/Diabetes.aspx
https://medlineplus.gov/diabetes.html
https://www.nyconnects.ny.gov/providers/american-diabetes-association-new-york-division-office-sofanysp461
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Down Syndrome 

What is Down Syndrome?  
Down syndrome is a lifelong, genetic condition in which a person is born with extra genetic material in 
their cells. Down syndrome causes physical and intellectual developmental delays and disabilities. It 
also increases a person’s risk for certain medical issues.   
  

Key Points  
  

• Down syndrome is sometimes called Trisomy 21 because a person with Down syndrome has extra 
material of that chromosome in the cells in their body. (Humans usually have 23 pairs of 
chromosomes, for a total of 46.)   
 

• There are actually three types of Down syndrome: Trisomy 21, Mosaic Down syndrome, and 
Translocation Down syndrome. Most people with Down syndrome have Trisomy 21 Down 
syndrome.   

 
• Individuals with Down syndrome often have some common physical features, grow at a slower 

rate, and have low muscle tone.  
 

• Individuals with Down syndrome have a higher risk than most people for various health 
issues, such as heart defects, hearing loss, vision problems, ear infections, thyroid problems, skin 
infections, digestive problems, breathing problems, and others.  

 
• The physical and intellectual effects of Down syndrome can range from mild to more 

severe. Every person born with Down syndrome is different.  
 

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• National Down Syndrome Society 

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• NYS Office of People with Developmental Disabilities 

• Global Down Syndrome Association 

* Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. KidsHealth (Nemours) 
3. MedlinePlus 
4. National Down Syndrome Society  
5. Global Down Syndrome Association 

http://www.ndss.org/
https://www.cdc.gov/ncbddd/birthdefects/downsyndrome.html
https://kidshealth.org/en/parents/down-syndrome.html?ref=search
https://medlineplus.gov/downsyndrome.html
https://opwdd.ny.gov/
https://www.globaldownsyndrome.org/about-down-syndrome/resources/local-organizations/new-york-down-syndrome-organizations/
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Epilepsy/Seizure Disorder 

What is Epilepsy? / What is Seizure Disorder? *  
* (Please see the sheet What is a Seizure? for more information about seizures.)  
 
Epilepsy (sometimes called Seizure Disorder) is a complex and chronic disorder of the nervous system. The 
activity of nerve cells in the brain becomes disrupted and causes seizures. Recurring seizures is the main 
characteristic of the disorder. Having a single seizure does not mean that a person has epilepsy.  
  

Key Points  
  

• A person who has a single seizure does not always have epilepsy. A person may be diagnosed 
with epilepsy, if they (1) have two provoked, or (2) one unprovoked seizure and a medical 
condition that makes it likely that they will have more. Provoked means that the cause can be 
identified and is fixable, such as fever, infection, or other known causes. Unprovoked means that 
there is not an immediate cause for the seizure.   

 
• Seizures cause changes in how the brain functions. A person who has seizures may 

experience temporary changes in muscle tone, uncontrollable jerking movements, 
unusual emotions or feelings, loss of awareness, and other symptoms.  

 
• Many people with epilepsy do not have an identified cause for the disorder. Some of the 

common causes include genes, head injury or other trauma, certain diseases, brain tumors, brain 
damage that occurred before birth, stroke, and some developmental conditions.  

 
• There are two situations that are medical emergencies and are times to call 911: 1) when 

a seizure lasts longer than 5 minutes, and 2) when a person has many seizures and has difficulty 
breathing or waking up.   

 
• Treatment for epilepsy usually starts with the use of medications. When medications are not 

effective for the individual, treatment may include surgery or other therapies, including a special 
diet. Some children and adults are able to stop using medications under certain conditions 
without experiencing seizures.  

 

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• Epilepsy Foundation 

• Healthline 

• Mayo Clinic 

* Use the Search function for the specific information you want to find.  

Sources  

• Epilepsy Foundation 

• Healthline 

• Mayo Clinic  

http://www.epilepsy.com/
https://www.healthline.com/health/epilepsy-in-children
https://www.mayoclinic.org/departments-centers/epilepsy-subspecialty-group/overview/ovc-20441647


36 | S o c i a l  M e d i a  D i g i t a l  C o m m u n i c a t i o n s  G u i d e  

 

36 
 

Genetic Disorder 

What is a Genetic Disorder?  
A genetic disorder is any disease or health problem caused by change or different arrangement of the 
structure within an individual’s cells. The difference can range from minor to major or serious.  
  

Key Points  
  

• Genes have an important role in determining the features or traits (appearance, talents, mental 
abilities, health) that an individual inherits from their parents. These can be passed from one 
generation to another in a family.  

 
• Many genetic disorders are caused by gene changes in every cell of the body and affect every 

system of the body (for example, the circulatory (blood) system, the muscular system, the 
immune (disease defense) system, nervous system, and others).   

 
• Some of the most common genetic disorders include Down syndrome, cystic fibrosis, Tay-Sachs 

disease, celiac disease, and sickle cell anemia.  
 

• Many genetic disorders cannot be cured, but some of their effects can be treated or managed by 
medication, surgery, diet changes, and other therapies. The type of treatment depends on the 
type of disorder.  

 
• A new and developing treatment for some genetic disorders is gene therapy. It involves changing 

genes in the body’s cells. This treatment is still being researched.  
   

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• National Institutes of Health Human Genome Research Institute 

* Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. KidsHealth (Nemours) 
3. MedlinePlus 
4. National Institutes of Health  

 
  

http://www.cdc.gov/
https://www.kidshealth.org/en/parents/medical/#catfeelings
https://medlineplus.gov/geneticdisorders.html
http://www.genome.gov/
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Hearing Problems 

What are Hearing Problems? 
Hearing problems involve having trouble hearing or understanding some or all sounds. A person’s hearing 

(auditory) system includes parts of the ears, nerves that send sound signals from the ears to the brain, 

and the part of the brain that processes and interprets the sound signals. Hearing problems result when 

there are problems with one or more parts of the hearing (auditory) system. 
 

Key Points 
• The four major types of hearing loss: conductive (something blocks sound from going to the inner 

ear), sensorineural (the inner ear or nerves are damaged), mixed (includes both conductive and 
sensorineural losses), and central (the part of the brain that controls hearing is damaged). 
 

• Hearing losses can range from mild to severe. A hearing loss (including a mild hearing loss) can 
cause problems with communication, learning, and social skills development. 
 

• Auditory processing disorder (APD) is another brain-based hearing condition. People with APD 
have normal hearing but their brains have difficulties recognizing and understanding the meaning 
of sounds. They may have problems understanding speech. 
 

• New York State has a law that all hospital and birthing centers in New York have to test the 
hearing of all newborn babies. Babies who do not pass the test will have more hearing tests and 
may receive additional services, including Early Intervention services from a hearing specialist. 
 

• Treatments for hearing problems can include special instruction (special education, speech 
therapy, sign language instruction), hearing aids, medical treatments, hearing assistive 
technology systems, cochlear implants, and surgeries. Environmental modifications also can be 
very helpful.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• American Speech-Language-Hearing Association 

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• Hearing Loss Association of America 

* Use the Search function for the specific information you want to find.  

Sources 
1. American Speech-Language-Hearing Association 

2. Centers for Disease Control and Prevention 

3. Kids Health (Nemours) 

4. Hearing Loss Association of America 

http://www.asha.org/
https://www.cdc.gov/ncbddd/hearingloss/
https://kidshealth.org/en/parents/hearing-loss.html?ref=search
https://medlineplus.gov/hearingproblemsinchildren.html
https://hearinglossnys.org/
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Heart Problems 

What are Heart Problems?  
Heart problems include problems with the structure of the heart, problems with how the heart functions, 
or a combination of both conditions. There are two major types: congenital and acquired.  
  

Key Points  
  

• Congenital means that the problem develops before a baby is born when the heart is forming. 
Some congenital heart problems are mild and do not need treatment. Moderate and severe 
problems do require treatment, such as medications, surgeries, or other medical procedures.  

 
o Common heart defects involve abnormal connections in the heart or blood vessels. These 

cause blood to flow to incorrect parts of the heart. Another common defect involves the 
valves in the heart. Blood cannot flow smoothly when the valves do not open and close 
correctly.  

 
o Congenital heart problems can cause health difficulties throughout a person’s lifetime.  

 

• Acquired means that the problem develops at a time after birth. Certain diseases, 
viruses, and bacteria can cause damage to the heart.   

 
o Common acquired heart problems include a reduced supply of blood to the heart due to 

small or blocked blood vessels; an abnormal pumping rate due to a weak or sick heart 
muscle and problems with the valves in the heart; and a bad heart rhythm, too fast or too 
slow, so that the heart and the rest of the body do not get the blood needed.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Healthy Children 

• Healthline 

• KidsHealth 

• MedlinePlus 

* Use the Search function for the specific information you want to find.  

Sources  
1. Healthy Children (American Academy of Pediatrics) 
2. Healthline 
3. KidsHealth (Nemours) 
4. MedlinePlus  

 

https://www.healthychildren.org/English/health-issues/conditions/heart/Pages/default.aspx
http://www.healthline.com/
https://kidshealth.org/en/parents/hearthealth/heartconditions?ref=search
http://www.medlineplus.gov/
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Intellectual Disability (ID) 

What is an Intellectual Disability (ID)?  
Intellectual disability is a developmental disability (meaning it is identified before age 18) that limits 
general mental abilities, such as learning, problem solving, and reasoning. Intellectual disability also 
affects adaptive skills, such as daily activities, independent self-care, social skills, and language.  
  

Key Points  
• The cause of intellectual disability for the majority of children is not known. It can be caused by 

any condition that interrupts normal brain development. These can include genetic conditions 
(like Down syndrome), problems during pregnancy or childbirth, illnesses, injuries, and factors in 
the environment.   

 
• Intellectual disability can range from mild to profound (mild, moderate, severe, profound). The 

majority of people with ID have a mild form. Individuals with mild and some moderate forms of ID 
are able to live independently as adults, with the right supports.  

 
• IQ tests (IQ = intellectual quotient) are specific tests used to measure a person’s ability to 

learn. Adaptive behavior tests are used to measure a person’s ability to do daily living skills 
without help. An intellectual disability is a term that describes a person who has a significantly 
below average IQ and who lacks some skills needed for day-to-day activities of life.  

 
• Children who have intellectual disabilities often have additional disabilities or disorders. 

The disabilities or disorders can be physical, sensory, and/or behavioral.  
 

• Children with ID can benefit from an appropriate education that may include services from a 
team of specialists, such as special education teachers, speech therapists, physical 
therapists, occupational therapists, psychologists, counselors, and others. Treatment can also 
include specific skills training and environmental adaptations.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• Healthy Children 

• Centers for Disease Control and Prevention 

• MedlinePlus 

• WebMD 

• NY State Office of People with Developmental Disabilities 

• New York Alliance for Inclusion and Innovation 

* Use the Search function for the specific information you want to find.  

Sources  
1. Healthy Children (American Academy of Pediatrics) 
2. Centers for Disease Control and Prevention 
3. MedlinePlus 
4. WebMD  
5. New York Alliance for Inclusion and Innovation 

https://www.healthychildren.org/English/health-issues/conditions/learning-disabilities/Pages/default.aspx?_gl=1*1jfxrbf*_ga*MzkyMTA1NjczLjE2Mjk3MjM5OTM.*_ga_FD9D3XZVQQ*MTY0OTEwMTk1NC4xNS4wLjE2NDkxMDE5NTUuMA..
https://www.cdc.gov/ncbddd/developmentaldisabilities/facts-about-intellectual-disability.html
https://medlineplus.gov/ency/article/001523.htm
https://www.webmd.com/parenting/baby/child-intellectual-disability
https://opwdd.ny.gov/
https://nyalliance.org/
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Learning Disability 

What is a Learning Disability?  
A learning disability is a disorder in one or more of the ways that the brain works to get information, use 
information, keep information, and send out information. A learning disability may cause difficulties in 
reading, writing, spelling, math and remembering and organizing information.  
  

Key Points  
  

• Individuals with learning disabilities can be successful by developing different ways of instruction 
and learning. The most common treatment for learning disabilities is special education services.  

 

• The causes of learning disabilities are not always known. Learning disabilities often run-in 
families. Other causes may include prematurity and low birth weight, a childhood injury (such as 
a head injury), environmental effects (such as lead poisoning), or a serious childhood illness.  

 

• Other disabilities, such as intellectual disability, deafness, blindness, autism, attention-
deficit/hyperactivity disorder, or behavior disorders, can cause learning challenges. These are 
different and are not considered learning disabilities.  

 

• Talk with your child’s health care provider if your child is having learning difficulties. The 
health care provider may want to check your child’s hearing and vision or do other tests to help 
find the cause.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Healthy Children 

• KidsHealth 

• LD Online 

• MedlinePlus 

• Learning Disabilities Association of New York 

* Use the Search function for the specific information you want to find.  

Sources  
1. Healthy Children (American Academy of Pediatrics) 
2. LD Online 
3. MedlinePlus 
4. KidsHealth 
5. Learning Disabilities Association of New York 

  

https://www.healthychildren.org/English/health-issues/conditions/learning-disabilities/Pages/default.aspx?_gl=1*1wrotoi*_ga*MzkyMTA1NjczLjE2Mjk3MjM5OTM.*_ga_FD9D3XZVQQ*MTY0OTEwMTk1NC4xNS4xLjE2NDkxMDM2MTMuMA..
https://kidshealth.org/en/parents/medical/learning?ref=search
https://www.ldonline.org/getting-started/ld-basics
https://medlineplus.gov/learningdisabilities.html
https://www.ldanys.org/
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Mental Health Condition  

What is a Mental Health Condition?  
A mental health condition or mental illness is a medical condition (emotional, social, 
psychological) that affects how a person thinks, feels, or behaves. The condition can interfere with daily 
life activities and relationships with other people.  
  

Key Points  
  

• Some mental health conditions are mild, and some are more serious. Some last for a short period 
of time, and some can last throughout a person’s life.  

 
• Some of the mental health disorders that children and teens may have include anxiety disorders, 

attention-deficit/hyperactivity disorders (ADHD), depression, behavior disorders, eating 
disorders, and substance use disorders (drugs and alcohol).   
 

• There is no single cause for mental illness. Many different factors can affect mental health: life 
experiences (for example, trauma or abuse), a family history of mental illness, genes or brain 
chemistry, and long-term physical illness.  
 

•  There are treatments to help a person who has a mental health condition and recovery is 
possible. Mental health conditions that are severe, long lasting, or interfere with daily life 
activities need to be treated.  
 

• It is important to first talk with a health care provider for information about what to do if a 
person may have a mental illness.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• National Institute of Mental Health 

• NY State Office of Mental Health 

• Mental Health Association in New York State, Inc. 

 * Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. MedlinePlus 
3. National Institute of Mental Health 
4. KidsHealth 
5. Mental Health Association in New York State, Inc.  

https://www.cdc.gov/mentalhealth/learn/
https://kidshealth.org/en/teens/your-mind/mental-health?ref=search
https://medlineplus.gov/mentalhealth.html
http://www.nimh.nih.gov/
https://omh.ny.gov/
https://mhanys.org/
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Migraines 

What are Migraines?  
Migraines are recurring headaches that cause moderate to severe pain that is throbbing or pulsing. Other 
symptoms can occur with migraines, including nausea; vomiting; dizziness; sensitivity to light, sound, or 
odors; and general weakness.  
   

Key Points  
  

• A migraine headache can last from 4 to 72 hours. The pain can range from moderate to severe.  
 

• Experts are not sure what causes a migraine headache. Migraines may run in families and could 
have a genetic cause. Many experts think migraines are caused by an imbalance in brain 
chemicals.  

 

• Individuals who get migraine headaches may have certain experiences that can bring on the 
headaches. These are sometimes called triggers. Different people can have different triggers. 
Some common triggers include stress, strong smells, bright or flashing lights, loud noise, certain 
foods, and ingredients, too much or not enough sleep, tobacco, alcohol, and caffeine.   

 

• Migraines are diagnosed by a health care provider. The health care provider will also check to 
make sure that there are no other medical conditions that are causing the symptoms.  

 

• There is no cure for migraines. The treatment includes medications and therapies to relieve the 
symptoms and to prevent more migraine headaches.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Healthy Children 

• KidsHealth 

 * Use the Search function for the specific information you want to find.   

Sources  
1. Kids Health (Nemours) 
2. MedlinePlus  

http://www.healthychildren.org/
https://kidshealth.org/en/parents/migraines.html?ref=search
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Seizures 

What is a seizure? *  
*(Please see the sheet What is Epilepsy? /What is Seizure Disorder? for more information.)   
 
A seizure is a sudden interruption in the normal electrical activity between brain cells. It causes changes 
in how the brain functions, which can result in temporary differences in muscle tone, movements, 
behaviors, sensations, and states of awareness.  
  

Key Points  
  

• A seizure is a “one time” event. Having a single seizure does not mean that a person has 
epilepsy. If a person has more than one seizure, there may be a more complex health condition, 
such as epilepsy.   

 
• A one time or single seizure can occur because of a direct or immediate result from a head injury, 

drugs, infection, fever, chemical imbalance in the blood, or when stopping a medication. These 
are called provoked seizures because the cause can be identified.   

 
• A seizure caused by high fevers is a special type of provoked seizure in young children. The 

seizure causes muscle contractions (tightening) and stiffening and jerking of arms and legs and 
can last for several minutes. Some children have more than one febrile (fever-related) seizure, 
but it is rare to have more than three. Most children outgrow febrile seizures by age 5.   

 
• Seizures are grouped into two major types: Generalized (affecting both sides of the brain) 

and Focal (located in just one area of the brain). Several other terms within these 
two groups describe the way a seizure looks (the symptoms and parts of the body that are 
involved). Most seizures last from 30 seconds to 2 minutes and do not cause lasting harm.  

 
• Two situations are medical emergencies and require a call to 911: 1) A seizure lasts longer than 5 

minutes, and 2) A person has many seizures and has difficulty breathing or waking up.   
  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Centers for Disease Control and Prevention 

• Healthline 

• Mayo Clinic 

 * Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. Kids Health (Nemours) 
3. MedLine 
4. Mayo Clinic 

https://www.cdc.gov/epilepsy/about/types-of-seizures.htm
https://www.healthline.com/health/seizures
https://www.mayoclinic.org/diseases-conditions/seizure/symptoms-causes/syc-20365711
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Sickle Cell Disease 

What is Sickle Cell Disease?  
Sickle cell disease is a group of genetic disorders of red blood cells. The red blood cells become hard and 
sticky and look C-shaped (like a sickle tool) or the shape of a crescent moon. This shape makes it difficult 
for the cells to move easily and carry oxygen to all parts of a person’s body. Sickle cells also die early and 
result in a reduced supply of red blood cells (called anemia).  
  

Key Points  
  

• The cause of sickle cell disease is a defective gene that is called a sickle cell gene. A person who 
has sickle cell disease was born with two sickle cell genes. A child’s mother and father (both) must 
pass the defective gene to their child for that child to have sickle cell disease.  

 
• A person who has born with only one sickle cell gene has sickle cell trait. That person does not 

have sickle cell disease. It means that the person received the sickle cell from one of their 
parents.  

 
• Sickle cell disease is diagnosed with a simple blood test. The disease is usually found by the 

general health screening (health tests) done for newborn babies in the hospital. Some babies can 
be diagnosed before they are born.  

 
• People with sickle cell disease start to have signs of the disease (including symptoms such as 

growth delays, pain, infections, swelling of hands and feet) during their first year of life. The 
symptoms and effects are different for each person and can range from mild to severe.  

 
• Treatments for sickle cell disease are different for each person and depend on the type of 

symptoms the person has. A new and developing treatment for Sickle Cell Disease is gene 
therapy. It involves changing genes in the body’s cells. This treatment is still being researched.  
 

 

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  
 

• Sickle Cell Disease Association of America 

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• NYS Sickle Cell Advocacy Network Inc. 

 * Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. KidsHealth (Nemours) 
3. MedlinePlus 
4. NYS Sickle Cell Advocacy Network Inc. 

http://www.sicklecelldisease.org/
https://www.cdc.gov/ncbddd/sicklecell/
https://kidshealth.org/en/parents/sickle-cell-anemia.html?ref=search
https://medlineplus.gov/sicklecelldisease.html
https://www.nyssicklecell.org/


45 | S o c i a l  M e d i a  D i g i t a l  C o m m u n i c a t i o n s  G u i d e  

 

45 
 

Speech and Language Disorders  

What are Speech and Language Disorders?  
Speech and language disorders are difficulties with the ways a person can communicate. Speech involves 
the way sounds and words are formed. Language involves the way people receive and express 
information.  
  

Key Points  
 

• Speech difficulties can include issues forming specific word or sounds correctly (articulation), 
making words or phrases flow smoothly (fluency), and voice.  
 

• Language difficulties can include issues understanding language (spoken or read) and expressing 
information (when speaking or writing).  
 

• Speech or language disorders can occur with other disabilities, such as autism spectrum disorder, 
intellectual and developmental disabilities, attention-deficit/hyperactivity disorder, and others.  
 

• Some causes of speech and language disorders include hearing loss, brain injury and 
disorders, illnesses, and physical disorders.  
 

• Speech-language pathologists (SLPs) diagnose and treat speech and language disorders in 
children and adults.  

  

Want to learn more? 
Please visit the websites* of these organizations for more info and supports: 
  

• American Speech-Language-Hearing Association 

• Centers for Disease Control use the searchand Prevention 

• KidsHealth 
 
* Use the Search function for the specific information you want to find.  

Sources  
1. American Speech-Language-Hearing Association 
2. Centers for Disease Control and Prevention 
3. KidsHealth (Nemours) 

 
 
 

http://www.asha.org/
https://www.cdc.gov/ncbddd/developmentaldisabilities/language-disorders.html
https://kidshealth.org/en/parents/speech-therapy.html?ref=search
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Substance Use Disorder  

What is Substance Use Disorder? 
Substance use disorder is a condition that affects a person’s brain and behavior. It involves using an illegal 

substance or using a legal substance in a wrong and/or unhealthy way. This can include addiction 

(meaning that the person has no control over the use of the substance). Some individuals can abuse a 

substance but not have an addiction. 

Key Points 
• Health care providers can diagnose substance use disorder in children and adolescents. An 

individual receives this medical diagnosis when their use of the substance causes problems in 
school or at work, problems in social relationships, and/or dangerous behavior. 
 

• There are two main types of addiction: 1) Physical addiction - this means that a person’s body 
becomes dependent on a particular substance; and 2) Psychological addiction – this means that 
the person has strong cravings for the substance that are too strong to overcome. 

 
• Individuals with substance use disorder often have other conditions like depression, anxiety, and 

attention-deficit/hyperactivity disorder (ADHD). A person may have started the use of a 
substance to try to reduce or overcome the symptoms of the other condition(s). The condition(s) 
should be treated by a health care provider at the same time the substance use disorder is 
treated. 

 
• Treatment for substance use disorder depends on the specific needs and situation of an 

individual. The treatment plan will be based on several factors, including the age of the person, 
the substance(s) being used, the severity of their disorder, and how long the individual has had 
the disorder.  

 
• Treatment for substance use disorder may include behavior therapy and medications. Treatment 

often involves several steps. 
 

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• Child Mind Institute 

• KidsHealth 

• Healthy Children 

• National Institute of Mental Health 

• NYS Office of Addiction Services and Supports 

 * Use the Search function for the specific information you want to find.  

Sources 
1. Child Mind Institute 

2. Healthy Children (American Academy of Pediatrics) 

3. KidsHealth (Nemours) 

4. MedlinePlus 

5. National institute of Mental Health 

https://childmind.org/guide/parents-guide-to-substance-use-mental-health/
http://www.kidshealth.org/
https://www.healthychildren.org/English/ages-stages/teen/substance-abuse/Pages/default.aspx?_gl=1*121sl2m*_ga*MzkyMTA1NjczLjE2Mjk3MjM5OTM.*_ga_FD9D3XZVQQ*MTY0OTE4OTM0Mi4xNy4wLjE2NDkxODkzNDIuMA..
https://www.nimh.nih.gov/health/topics/substance-use-and-mental-health
https://oasas.ny.gov/
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Tourette Syndrome 

What is Tourette Syndrome?  
Tourette syndrome is a condition that affects a person’s brain and nervous system and causes the person 
to have tics. Tics are sudden, repeated movements or sounds that a person makes automatically; that 
means the person makes the movements or sounds without planning to make them. A person who has 
Tourette syndrome has several motor (movement) tics and at least one vocal (sound) tic.  
  

Key Points  
  

• Motor tics may include twitching, frequent eye blinking, head jerking, foot stomping, and other 
movements. Vocal tics may include making clicking sounds, shouting, frequent throat clearing or 
sniffing, and other sounds.   

 
• The specific cause of Tourette syndrome is not known. Some researchers report that it is caused 

by an imbalance of chemicals in the brain. This imbalance results in a problem with how certain 
nerves in the brain communicate.  

 
• A person with Tourette syndrome may have other conditions, such as attention-deficit/ 

hyperactivity disorder (ADHD), learning disabilities, anxiety, and obsessive-compulsive disorder 
(OCD).  

 
• Symptoms of Tourette syndrome usually start when a child is 5 to 10 years old. Tics often 

decrease during adolescence and early adulthood. Some individuals with Tourette syndrome may 
continue to have tics as adults, and the tics can become worse.  

 
• There is no cure for Tourette syndrome, but there are medications and behavioral treatments to 

help manage the tics. Some people with Tourette syndrome do not need any treatment, because 
the tics do not disrupt or interfere with their daily life activities.  

 

Want to learn more?  
Please visit the websites* of these organizations for more info and supports:  
 

• Tourette Association of America 

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• NY Connects 

 * Use the Search function for the specific information you want to find.  

Sources  
1. Centers for Disease Control and Prevention 
2. Kids Health (Nemours) 
3. MedLine 
4. Tourette Association of America 
5. NY Connects 

http://www.tourette.org/
https://www.cdc.gov/ncbddd/tourette/
https://kidshealth.org/en/parents/tourette.html?ref=search
https://medlineplus.gov/tourettesyndrome.html
https://nyconnects.ny.gov/providers/tourette-syndrome-association-inc-sofa-li-134471
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Traumatic Brain Injury (TBI) 

What is Traumatic Brain Injury (TBI)? 
Traumatic brain injury is a sudden injury that causes damage to the brain and changes the way the brain 

normally works. It can happen when there is a strong hit or severe shake to a person’s head. A TBI can 

range from mild to severe.  

Key Points 
 

• A TBI can result in impairments of thinking, memory, movement, communication, senses 

(hearing, vision, smell, touch, and taste) and emotions (including depression, aggression, anxiety, 

and post-traumatic stress) and changes in personality.  

 

• A concussion is a type of mild TBI and usually has a temporary effect on the brain. 

 

• Severe TBI can cause serious physical and psychological difficulties that are longer lasting. Some 

people with severe TBI may have permanent impairments. 

 

• The healing process is different for every TBI. Health care providers cannot predict the exact 

amount of time it will take to heal from a TBI or the exact number of skills a person will gain back 

at the beginning of treatment. 

 

• Treatment of severe TBI can include: 

o Surgery to help prevent more damage to a person’s brain 

o Medications to treat the symptoms of TBI  

o Rehabilitation therapies to treat physical, emotional, and thinking difficulties 

 

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• Centers for Disease Control and Prevention 

• KidsHealth 

• MedlinePlus 

• Brain Injury Association of New York State 

 * Use the Search function for the specific information you want to find.  

Sources 
1. Centers for Disease Control and Prevention 

2. Kids Health (Nemours) 

3. MedlinePlus 

4. Brain Injury Association of New York State 

  

https://www.cdc.gov/traumaticbraininjury/
https://kidshealth.org/en/parents/tbi-factsheet.html?ref=search
https://medlineplus.gov/traumaticbraininjury.html
https://bianys.org/
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Vision Problems 

What are vision problems? 
Vision involves a complex system. The major parts of the system include the eye, special nerves, and the 

brain. Vision problems can be due to damage or disorders of one or more of these major parts. 

There are many different types of vision problems. They include problems related to visual distance, 

range, clarity, stability, and perception. Some people have more than one type of vision problem.  

  

Key Points  
• It is very important for young children to have an examination by a vision specialist. Not all vision 

problems are easily recognized. A child may think their vision is satisfactory because they have 
always seen that way. They may not be aware that they have a problem that could be corrected. 

 
• The general meaning of the word “blind” is that a person has no sight at all, but there also is a 

legal definition of “blindness” based on national standards. A person who is “legally blind” often 
has limited usable vision.  

 
• Cortical visual impairment (CVI) is a severe form of brain-based visual impairment. The person 

seems to be blind but can have healthy eyes that see. Their brain cannot make use of visual 
information correctly. 

 
• There are other less severe brain-based problems. Some people can see but have difficulties in 

processing and interpreting what they see. A visual processing disorder can significantly interfere 
with learning. 
 

• Treatments for vision problems can include special instruction, corrective lenses, medications and 
medical therapies, and surgeries. Environmental adaptations and adaptive equipment also can be 
very helpful. (Corrective lenses do not help all vision problems.) 
 

Want to learn more? 
Please visit the websites* of these organizations for more info and supports:  

• American Foundation for the Blind 

• Healthy Children 

• KidsHealth 

• MedlinePlus 

• New York Vision Rehabilitation Association 

  * Use the Search function for the specific information you want to find.  

Sources  
1. American Foundation for the Blind 

2. Healthy Children (American Academy of Pediatrics) 

3. KidsHealth (Nemours) 

4. MedlinePlus 

5. New York Vision Rehabilitation Association 

http://www.afb.org/
https://www.healthychildren.org/English/health-issues/conditions/eyes/Pages/Specific-Eye-Problems.aspx?_gl=1*ri7efl*_ga*MzkyMTA1NjczLjE2Mjk3MjM5OTM.*_ga_FD9D3XZVQQ*MTY0OTI1MTY2My4xOC4wLjE2NDkyNTE2NjMuMA..
https://kidshealth.org/en/parents/medical/eyes?ref=search
http://www.medlineplus.gov/
https://www.nyvra.org/

