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Presentation Notes
Be on the look out on ISDH social media platforms for more information on how you can recognize ASD within your work as well as COVID-19 updates.On behalf of the GNBS program, thank you for all that you do to keep our Hoosier newborns and their families happy and healthy. Remember that together, we can create a kinder, more inclusive world.�Stay well, Hoosiers. Resources: https://www.cdc.gov/mmwr/volumes/69/ss/ss6904a1.htm?s_cid=ss6904a1_w https://www.cdc.gov/ncbddd/autism/data.html https://www.cdc.gov/ncbddd/autism/addm.htmlhttps://www.autismspeaks.org/autism-statistics



COVID-19 
and GNBS

NBS Follow-up Care 
Coordinator,
Eric Jackson

• 317-954-4564
• EJackson2@isdh.IN.gov 

NBS Tips
• Do not touch the filter paper 

collection site with heel, hands 
or capillary tubes. 

• Saturate circles entirely.
• Fill out the required NBS card 

fields completely prior to 
sending out. 
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Presentation Notes
We understand that the COVID-19 pandemic is directly affecting our Hoosier healthcare providers. As our state moves forward with reducing the spread of COVID-19, we want to reassure our stakeholders that all GNBS program processes will continue as normal. Early detection and intervention of the more than 50 conditions that we screen for through newborn screening remains our utmost priority. The Indiana State Department of Health (ISDH) continues to update its COVID-19 online dashboard daily at 10 a.m. to reflect tests performed both at ISDH, the Centers for Disease Control and Prevention (CDC) and through private laboratories.   We would like to extend our thanks to all of our stakeholders. Your role in NBS is essential to the well-being of our Hoosier families. Without your dedication to quality NBS, newborns in the state of Indiana would not receive the care they need and deserve. The GNBS staff will remain available to ensure that our stakeholders always have a point-of-contact should any questions, concerns or difficult situations arise. With that being said, we have a few tips that will help keep your team’s NBS skills top-notch during this difficult time:    Call Eric Jackson, NBS Follow-up Care Coordinator at 317-954-4564 or email EJackson2@isdh.IN.gov if your local health department receives a request to complete NBS. Eric will be able to ensure you have the resources to assist the family in a timely manner.  Do not touch the filter paper collection site with heel, hands or capillary tubes. Saturate circles entirely.Fill out the required NBS card fields completely prior to sending out. Contact the NBS Lab at 317-278-3245 with any NBS card requests.  



GNBS Timeline History 

Presenter
Presentation Notes
In 2014, Autism Spectrum Disorder, or ASD, was added to the list of Indiana birth defects and problems to be reported to the State Department of Health. Today, we want to raise awareness of what ASD is, the prevalence, causes, methods of intervention and support, associated health challenges and the economic impact of ASD on our families and caregivers. 



World Autism 
Awareness Day
• April 2 since 2008
• April is ASD Awareness 

Month
• Improve the quality of 

life of those with autism
• Support those with 

autism to be an integral 
part of society
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World Autism Awareness Day (WAAD) is observed every year on 2 April in order to raise public awareness of autism in addition to ASD Awareness Month being April. WAAD was first celebrated in 2008. WAAD highlights the need to help and improve the quality of life of those with autism so that they can lead full and meaningful lives as an integral part of society. Autism spectrum disorder, or ASD, is a developmental disability that can cause significant social, communication and behavioral challenges. Autism is treatable - not a hopeless condition.Currently there is no cure for autism. But with early intervention and treatment the diverse symptoms related to autism can be greatly improved and, in some cases, completely overcomeThe 2020 United Nations observance of the Day draws attention to issues of concern related to the transition to adulthood, such as the importance of participation in youth culture and the community self-determination and decision-making, access to post-secondary education and employment, and independent living. https://www.un.org/en/observances/autism-day



Autism and Developmental 
Disabilities Monitoring Network

• Active surveillance 
program

• Estimates higher prevalence 
of autism

• Children aged 8 years
• 11 ADDM Network sites in 

the US
– Arizona, Arkansas, Colorado, 

Georgia, Maryland, 
Minnesota, Missouri, New 
Jersey, North Carolina, 
Tennessee, and Wisconsin
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The CDC's Autism and Developmental Disabilities Monitoring (ADDM) Network has released new data on autism prevalence. Through this network, you can see a snapshot of ASD among 8-year-old Children in Multiple Communities across the United States in 2016. This research informs us that the prevalence is much higher than previously thought. Find out more at: https://cdc.gov/ncbddd/autism/new-data.html



Indiana Birth Defects and 
Problems Registry (IBDPR)

•Population-based 
surveillance system 
that seeks to promote 
fetal, infant and child 
health

Description

•Prevent childhood 
development 
disabilities

•Enhance the quality of 
life of affected children 
and their families

Purpose
•Detect trends 
•Address community 

concerns 
•Education and 

awareness
•Referrals to care
•Annual reporting 

Data
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ASD surveillance is important to understand the true impact on Hoosier families. ASD diagnosis are being reported to the IBDPR. This is important because birth defects and problems are COMMON, COSTLY, AND CRITICAL. 



Indiana Birth Defects and 
Problems Registry (IBDPR)

• ASD is required by law IC 16-38-4 to be reported to the 
IBDPR

• Hospitals, physicians, local health departments, home 
deliveries and other health care providers are required 
to report ASD

• Reports at discharge or within 60 days of diagnosis if not 
diagnosed at birth

Presenter
Presentation Notes
The IBDPR is a population based surveillance system that aims to improve the health of Hoosiers through data collection to enhance the quality of life of affected children and their families, detect trends, educational efforts and awareness.The IBDPR is important because>b. Birth defects are COMMON, COSTLY, AND CRITICAL. c. 1 in every 33 babies are born with a birth defect d. Birth defects cost over $2.6 billion in hospital costs each year https://www.autismspeaks.org/autism-statistics



2020 Autism Prevalence
• 1 in 54 

– 1 in 37 boys
– 1 in 151 girls

• Most children were still being diagnosed after age 4
• 31% of children with ASD have an intellectual disability
• Autism affects all ethnic and socioeconomic groups

– Minority groups tend to be diagnosed later and less often.
• Early intervention affords the best opportunity to support 

healthy development and deliver benefits across the lifespan
• There is no medical detection for autism
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In 2020 the CDC determined that approximately 1 in 54 children is diagnosed with an autism spectrum disorder (ASD).1 in 37 boys1 in 151 girlsBoys are four times more likely to be diagnosed with autism than girls.Most children were still being diagnosed after age 4, though autism can be reliably diagnosed as early as age 2.31% of children with ASD have an intellectual disability (intelligence quotient [IQ] <70), 25% are in the borderline range (IQ 71–85), and 44% have IQ scores in the average to above average range (i.e., IQ >85).Autism affects all ethnic and socioeconomic groups.Minority groups tend to be diagnosed later and less often.Early intervention affords the best opportunity to support healthy development and deliver benefits across the lifespan.There is no medical detection for autism.



What Causes ASD?
• Research indicates that genetics are 

involved in the vast majority of cases.
• Children born to older parents are at 

a higher risk for having autism.
• Parents who have a child with ASD have a 

2 to 18 percent chance of having a 
second child who is also affected.

• Vaccines do not cause autism.
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Research indicates that genetics are involved in the vast majority of cases. What we do know is that1. Children born to older parents are at a higher risk for having autism. 2. Parents who have a child with ASD have a 2 to 18 percent chance of having a second child who is also affected. 3. Studies have also shown that among identical twins, if one child has autism, the other will be affected about 36 to 95 percent of the time. In non-identical twins, if one child has autism, then the other is affected about 31 percent of the time.  4. Over the last two decades, extensive research has asked whether there is any link between childhood vaccinations and autism. The results of this research are clear: Vaccines do not cause autism.



Intervention and Supports
• Early intervention is important
• Behavioral interventions

– Applied behavior analysis (ABA)
– Other therapies based on ABA principles 
– Many children affected by autism also benefit from 

other interventions such as speech and 
occupational therapy.

• Developmental regression affects around 1 in 5 
– Those are diagnosed with autism between ages 1 

and 3

Presenter
Presentation Notes
Share facts and resources available on the Indiana Department of Health webpage and social media platforms. Early intervention can improve learning, communication and social skills, as well as underlying brain development.  Applied behavior analysis (ABA) and therapies based on its principles are the most researched and commonly used behavioral interventions for autism. Many children affected by autism also benefit from other interventions such as speech and occupational therapy. Developmental regression, or loss of skills, such as language and social interests, affects around 1 in 5 children who will go on to be diagnosed with autism and typically occurs between ages 1 and 3. 



Associated Challenges
• One-third of people with autism are nonverbal
• 31% of children with ASD have an intellectual disability 

– [IQ] <70) with significant challenges in daily function
– 25% are in the borderline range (IQ 71–85)

• Half of those with autism wander or bolt from safety
• Two-thirds of children with autism between the ages of 6 and 

15 have been bullied
• 28 percent of 8-year-olds with ASD have self-injurious 

behaviors
• Drowning remains a leading cause of death for children with 

autism 
– 90 percent of deaths associated with wandering or bolting by 

those age 14 and younger
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It is estimated that one-third of people with autism are nonverbal.  31% of children with ASD have an intellectual disability (intelligence quotient [IQ] <70) with significant challenges in daily function, 25% are in the borderline range (IQ 71–85). Nearly half of those with autism wander or bolt from safety.  Nearly two-thirds of children with autism between the ages of 6 and 15 have been bullied. Nearly 28 percent of 8-year-olds with ASD have self-injurious behaviors. Head banging, arm biting and skin scratching are among the most common. Drowning remains a leading cause of death for children with autism and accounts for approximately 90 percent of deaths associated with wandering or bolting by those age 14 and younger.



Associated Medical & Mental 
Health Conditions

• Affects the whole body
• ADHD affects 30 to 61 percent of children with autism
• More than half of children with autism have one or more chronic sleep 

problems
• Anxiety disorders affect an estimated 11 to 40 percent of children and teens 

on the autism spectrum
• Depression affects an estimated 7% of children and 26% of adults with 

autism
• Eight times more likely to suffer from one or more chronic gastrointestinal 

disorders
• One-third of people with autism have epilepsy
• Schizophrenia affects between 4 and 35 percent of adults with autism. 
• 32 percent of 2 to 5 year olds with autism are overweight and 16 percent are 

obese. 
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Autism can affect the whole body. Attention Deficient Hyperactivity Disorder (ADHD) affects an estimated 30 to 61 percent of children with autism. More than half of children with autism have one or more chronic sleep problems. Anxiety disorders affect an estimated 11 to 40 percent of children and teens on the autism spectrum. Depression affects an estimated 7% of children and 26% of adults with autism. Children with autism are nearly eight times more likely to suffer from one or more chronic gastrointestinal disorders than are other children. As many as one-third of people with autism have epilepsy (seizure disorder). Studies suggest that schizophrenia affects between 4 and 35 percent of adults with autism. By contrast, schizophrenia affects an estimated 1.1 percent of the general population. Autism-associated health problems extend across the life span – from young children to senior citizens. Nearly a third (32 percent) of 2 to 5 year olds with autism are overweight and 16 percent are obese. By contrast, less than a quarter (23 percent) of 2 to 5 year olds in the general population are overweight and only 10 percent are medically obese. 



Caregivers & Families
• Costs $60,000 a year 

– special services 
– lost wages related to increased demands on one 

or both parents
• Mothers of children with ASD 

– Earn 56 percent less than mothers of children 
with no health limitations

– Earn 35 percent less than mothers of children 
with other disabilities or disorders
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On average, autism costs an estimated $60,000 a year through childhood, with the bulk of the costs in special services and lost wages related to increased demands on one or both parents. Costs increase with the occurrence of intellectual disability. Mothers of children with ASD, who tend to serve as the child’s case manager and advocate, are less likely to work outside the home. On average, they work fewer hours per week and earn 56 percent less than mothers of children with no health limitations and 35 percent less than mothers of children with other disabilities or disorders. 



Autism In Adulthood
• 70,700 to 111,600 each year enter adulthood and age out 

of school based autism services
• Teens with autism receive healthcare transition services half 

as often as those with other special healthcare needs
• Low rate of employment and higher education after high 

school 
• Those employed are below the poverty level
• Nearly half of 25-year-olds with autism have never held a 

paying job
• Research demonstrates that job activities that encourage 

independence reduce autism symptoms and increase daily 
living skills
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Over the next decade, an estimated 707,000 to 1,116,000 teens (70,700 to 111,600 each year) will enter adulthood and age out of school based autism services. Teens with autism receive healthcare transition services half as often as those with other special healthcare needs. Young people whose autism is coupled with associated medical problems are even less likely to receive transition support. Many young adults with autism do not receive any healthcare for years after they stop seeing a pediatrician. More than half of young adults with autism remain unemployed and unenrolled in higher education in the two years after high school. This is a lower rate than that of young adults in other disability categories, including learning disabilities, intellectual disability or speech-language impairment. Of the nearly 18,000 people with autism who used state-funded vocational rehabilitation programs in 2014, only 60 percent left the program with a job. Of these, 80 percent worked part-time at a median weekly rate of $160, putting them well below the poverty level. Nearly half of 25-year-olds with autism have never held a paying job. Research demonstrates that job activities that encourage independence reduce autism symptoms and increase daily living skills. 



Economic Costs
• $268 billion in 2015 

– Anticipate a rise to $461 billion by 2025
• $175 to $196 billion a year for adult services
• $61 to $66 billion a year for child services 
• medical expenditures are 4.1 to 6.2 times greater 

than for those without autism
• 2014 Achieving a Better Life Experience (ABLE) 

Act
• Insurance legislation in all 50 states is providing 

access to medical treatment and therapies
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The cost of caring for Americans with autism had reached $268 billion in 2015 and would rise to $461 billion by 2025 in the absence of more-effective interventions and support across the life span. The majority of autism’s costs in the U.S. are for adult services – an estimated $175 to $196 billion a year, compared to $61 to $66 billion a year for children. On average, medical expenditures for children and adolescents with ASD were 4.1 to 6.2 times greater than for those without autism.   Passage of the 2014 Achieving a Better Life Experience (ABLE) Act allows tax-preferred savings accounts for people with disabilities, including autism, to be established by states.  Passage of autism insurance legislation in all 50 states is providing access to medical treatment and therapies. 



ASD Campaigns
www.AutismSocietyofIndiana.org

www.AutismSpeaks.org/Kindness
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In months past I have challenged you to spread awareness on birth defects and newborn screening conditions like CCHD. This month, I challenge you to spread ASD awareness by being kind.Kindness is the sincere and voluntary use of one’s time, talent and resources to better the lives of others, one’s own life and the world through genuine acts of love, compassion, generosity andservice. It is everything from a simple smile to a major gift. Every act can create an endless ripple of kindness thatleads to a more inclusive world.10 Ways to be kind within your community can be found at autismspeaks.org/kindness-Be inclusive: Include others in group settings. Reach out to someone who may seem shy, isolated or feel alone.-Be polite: Don’t stare or draw attention to people who are exhibiting behaviors that are unfamiliar to you.-Be understanding: Recognize that not everyone interacts with the world the same way you do. Give everyone your full attention and take the time to know and appreciate what makes each individual unique.-Be patient: Give others the time and space they need to digest and share their thoughts, feelings, questions or concerns.And always remember that kindness starts with yourself. Embrace what makes you unique!Self-acceptance fosters acceptance and kindness towards others.For more information on the be kind campaign, visit: autismspeaks.org/kindness You can also take the pledge to Celebrate Differences to spread awareness, promote acceptance and ignite change.  https://www.autism-society.org/get-involved/national-autism-awareness-month/ 

http://www.autismspeaks.org/Kindness
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Together, we can create a kinder, more inclusive world.�



Contact Information
Genomics and Newborn 

Screening
ISDHNBS@isdh.IN.gov

P: (888) 815-0006
F: (317) 234-2995

www.NBS.IN.gov

Indiana Birth Defects and 
Problems Registry (IBDPR)

IBDPR@isdh.IN.gov
www.BirthDefects.IN.gov

USPS:  
Indiana State Dept. of Health – Maternal and Child Health

Attn: GNBS
2 N. Meridian St. 

Indianapolis, IN 46204
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Be on the look out on ISDH social media platforms for more information on how you can recognize ASD within your work as well as COVID-19 updates.On behalf of the GNBS program, thank you for all that you do to keep our Hoosier newborns and their families happy and healthy. Remember that together, we can create a kinder, more inclusive world.�Stay well, Hoosiers. Resources: https://www.cdc.gov/mmwr/volumes/69/ss/ss6904a1.htm?s_cid=ss6904a1_w https://www.cdc.gov/ncbddd/autism/data.html https://www.cdc.gov/ncbddd/autism/addm.htmlhttps://www.autismspeaks.org/autism-statistics
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