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Presenter
Presentation Notes
Good morning everyone and welcome to the 3rd Medical Home Learning Collaborative call for FY20. My name is Cassie Johnson and I’m the Project Coordinator for the CSHCN SDG at the Dept of State Health Services. Thank you for joining us. This is my first time facilitating this collaborative and the first time we have done this not being in our office, so please bear with us.



Housekeeping

• All lines are in listen only mode
o To speak, click the raise hand icon and the organizer will unmute your line

• If your computer does not have a mic, please use the phone for audio (phone is 
preferred)
o Dial audio pin to enable audio

• Use the Question box to: 
o Communicate with organizers
o Ask the speaker a question
o Get help with technical difficulties

• Today’s call will be recorded
• Agenda and PDF of slides are available in the Handouts section

Presenter
Presentation Notes
Just a few housekeeping reminders before we get started…All lines are in listen only mode
To speak, click the raise hand icon and the organizer will unmute your line
If your computer does not have a mic, please use the phone for audio (phone is preferred)
Dial audio pin to enable audio
Use the Question box to: 
Communicate with organizers
Ask the speaker a question
Get help with technical difficulties
Today’s call will be recorded
Agenda and PDF of slides are available in the Handouts section



Agenda

1. Welcome & Housekeeping
2. Managing Autism in the Medical Home: Referrals and Supports Following the 

ASD Diagnosis
3. CSHCN Systems Development Group Updates
4. Upcoming Events
5. Other Member Updates and Events
6. Health Equity
7. Resources
8. Adjourn

Presenter
Presentation Notes
This is our agenda for today.....
Our guess presentation is titled Managing Autism in the Medical Home: Referrals and Supports Following the ASD Diagnosis
CSHCN Systems Development Group Updates
Upcoming Events
Other Member Updates and Events
Health Equity
Resources
Adjourn



Managing Autism in the 
Medical Home: Referrals and 
Supports Following the ASD 
Diagnosis

Robin P. Goin-Kochel, Ph.D.
Associate Professor of Pediatrics, Psychology, Baylor College of Medicine
Associate Director for Research, Autism Center, Texas Children’s Hospital

Presenter
Presentation Notes
Dr. Kochel received her Ph.D. in Experimental Psychology from Virginia Commonwealth University in Richmond, Virginia, and has worked at Baylor College of Medicine (BCM) in Houston, Texas, for the past 14 years. She leads the autism-research program at the Texas Children's Hospital Autism Center. Her expertise is in the design and execution of clinical research studies focused on the phenotypic characterization and treatment of children with autism spectrum disorder (ASD). During her tenure at BCM, Dr. Kochel has served as the site principal investigator for three large network-affiliated studies supported by the prestigious Simons Foundation. These network efforts have helped her to launch specific programs of research on the emergence and early identification of ASD, how parent perceptions about ASD influence their health-related behaviors, and emergent vaccine hesitancy resulting from fears about ASD. More information can be found at her lab page: www.bcm.edu/autism 
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1. Referral of complex or questionable cases for 
ASD specialist evaluation and treatment

2. Educational, therapeutic, and personal-support 
referrals for families awaiting specialist evaluation 
and those who receive an ASD diagnosis

3. Medical diagnostic workup in children with 
confirmed or suspected ASD

Overview

Presenter
Presentation Notes
This webinar will focus on 1) referral of complex or questionable cases for ASD specialist evaluation and intervention, 2) how to support families who are waiting for a specialist evaluation or who have been recently diagnosed, and 3) medical-diagnostic workup for children with confirmed or suspected ASD.
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Diagnostic Decision Tree

• If concerns remain following a passed        
M-CHAT-R/F but it is unclear whether DSM-5 
criteria are met, refer to an ASD specialist

• Clear cases should be 
diagnosed, but when 
unsure, refer.

Presenter
Presentation Notes
As a brief overview of our prior webinar on evaluating for ASD, we reviewed all symptoms of ASD and discussed examples of key behaviors that may be observed among toddlers and young children, particularly those that can be elicited during clinical visits. Behavioral observations such as these, in conjunction with parent report, are key to affirming whether a child meets criteria for ASD. 

Once you have conducted your evaluation, which should include M-CHAT R/ with Follow up screening, clinical observations, and parent report, what are next steps? This diagnostic decision tree offers guidance on the appropriate next steps, depending on your findings:

In the situation where a child fails the M-CHAT-R/ with Follow up and also meets DSM-5 criteria for ASD, we encourage you to make the ASD diagnosis and refer immediately to early intervention and for other evidence-based treatments. To facilitate ongoing care for ASD-related questions and address associated concerns, simultaneously refer to an ASD specialist. 

In the situation where a child does not fail the M-CHAT-R/ with Follow up, but concerns remain, determine if he or she is meeting DSM-5 criteria for ASD. If so, then make the ASD diagnosis and refer as just described. 

If there is any question about whether the child is truly meeting DSM-5 criteria for ASD, refer for a specialist evaluation. 

Overall, when the presentation of ASD is clear, make the ASD diagnosis. When unsure, refer to a specialist.
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•Passed MCHAT-R/F but provider or parent still has    
concerns about the child’s social development

•Parent reports concerns consistent with ASD but the 
provider does not observe concerning behaviors

•Provider observes behaviors consistent with ASD but the 
parent does not endorse concerns for ASD

•Developmental, behavioral, psychiatric, and/ormedical
issues that complicate the child’s presentation

When to Refer for ASD Specialty Evaluation

Presenter
Presentation Notes
There will certainly be cases in which it is unclear whether a child’s presentation is consistent with ASD, and it is not expected that primary care providers will be able to make formal ASD diagnoses in all cases. As noted previously, when unsure whether an ASD diagnosis is warranted, refer for specialist evaluation. 

There are various situations in which you may wish to refer for specialist evaluation, such as when a patient passes the M-CHAT-R/ with Follow up, yet there are still concerns for ASD noted by the care provider or parent. You will likely encounter other scenarios in which you observe behaviors concerning for ASD, but the parent does not endorse concerns for ASD, or vice-versa. 

Additionally, behavioral, psychiatric and/or medical issues may complicate the child’s presentation and result in diagnostic uncertainty. In all of these cases, referral for specialty evaluation may well be appropriate.
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Locating ASD Specialists/Providers

Presenter
Presentation Notes
In situations where you would like to refer for an ASD specialist evaluation, there are several ways to find providers in your area, as well as information regarding resources. Many national organizations have websites containing search tools that can identify specific types of professionals by locale. Local universities and hospitals may offer diagnostic centers or clinics, or they may have affiliations with private practitioners who specialize in ASD. Other local, autism-specific organizations maintain lists of providers by subspecialty area. 
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Refer 
for 

Intervention

Presenter
Presentation Notes
Whether you make the diagnosis of ASD or further evaluation is required to determine if your patient meets criteria for ASD, any child that you have concern about should be referred for intervention at the time of your evaluation. This is to allow interventions to begin to address any concerning symptoms as soon as possible. For example, if a child presents with delayed language as well as other symptoms of ASD, whether or not the child is diagnosed with ASD, the child would likely benefit from speech therapy. 

Therefore, any suspected or confirmed cases of ASD should be referred for intervention at the time that you either refer for further evaluation OR make the diagnosis of ASD.



Page  12

xxx00.#####.ppt  4/29/2020 10:02:12 AM
Pediatrics Pediatrics 

Parents’ Commonly Asked Questions

“What level of ASD does my child have?”
•Severity of ASD symptoms vs. overall level of developmental functioning

•Schools can evaluate level of developmental/cognitive functioning

•Those with more mild presentations generally require lower levels of 
support

•Severity may change over time as a function of development, 
interventions, and individual differences

Presenter
Presentation Notes
Before moving on to a discussion of referrals for children with ASD or suspected ASD, it may be helpful to consider some of the more common questions that parents ask immediately following an ASD diagnosis. Here we highlight three of the most common questions and how they can be addressed. 
First is, “What level of ASD does my child have?”
When people ask about “level” of ASD, sometimes they mean the severity of autism symptoms, but sometimes this question is conflated with the child’s overall level of functioning. The school will be able to evaluate the child’s level of cognitive, academic, and adaptive functioning and how much support he or she needs in the academic setting.
Generally speaking, children with more mild presentations require a lower level of support than children with more severe symptoms. However, level of severity may fluctuate over time as the child grows and depending on the quality and frequency of interventions and individual variability. 
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Parents’ Commonly Asked Questions

“Will my child grow out of it?”

•ASD is a pervasive developmental disorder

•Symptoms may wax and wane over time

•Appropriate interventions facilitate skill acquisition 

•Most children do not lose the ASD diagnosis

Presenter
Presentation Notes
The next frequently asked question is, “Will my child grow out of it?”
ASD is a pervasive developmental disorder, meaning symptoms are evident throughout the lifespan. Symptoms may wax and wane over time, and certain symptoms may be more challenging at certain developmental levels—for example, more repetitive behaviors when the child is younger, more problems with peers as they become a pre-teen). This does not mean that children with ASD will not make progress or learn new skills, particularly if they receive appropriate interventions. But based on the current evidence, most children do not lose the ASD diagnosis over time. Research shows, however, that a small percentage of children achieve optimal outcomes and may no longer meet criteria for ASD. [Neuropsychol Rev. 2008 Dec;18(4):339-66. doi: 10.1007/s11065-008-9075-9. Epub 2008 Nov 14. Can children with autism recover? If so, how? Helt M1, Kelley E, Kinsbourne M, Pandey J, Boorstein H, Herbert M, Fein D.]
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Parents’ Commonly Asked Questions

“What can I do to help?”

•Secure evidence-based services

•Specialized school-based services and private therapies

•Avoid non-evidence-based interventions

Presenter
Presentation Notes
And another commonly asked question is, “What can I do to help?”
Securing evidenced-based services is the best way to help a child with ASD. In particular, intensive behaviorally based intervention, such as Applied Behavior Analysis (ABA), has been shown to be the most beneficial. Additionally, specialized school-based services and private developmental therapies are beneficial, which will be discussed on the following slide. Encourage parents to be cautious about which treatments they choose to implement and to avoid non-evidenced based interventions, particularly those that are potentially harmful.





Page  15

xxx00.#####.ppt  4/29/2020 10:02:14 AM
Pediatrics Pediatrics 

Recommendations for Suspected or 
Confirmed ASD Cases
•Early Childhood Intervention (ECI)

•Local public school/PPCD preschool programs

•Applied Behavior Analysis (ABA)

•Speech/Language therapy

•Behavioral family therapy (parent management training)

•Autism Speaks—toolkits   

•CDC—Positive Parenting Tips

Presenter
Presentation Notes
There are several common types of therapeutic or supportive resources to recommend for children who have either suspected ASD or diagnosed ASD. These include early childhood intervention, local public schools and PPCD programs, ABA, and speech therapy. For parents with concerns about managing particularly difficult behaviors, it may also be helpful to recommend behavioral family therapy, also known as parent-management training.

The Autism Speaks website has a variety of toolkits focused on specific topics, including feeding, sleep problems, toilet training, and challenging behaviors. 

Additionally, the Centers for Disease Control and Prevention maintains a site on positive parenting tips. All of these can be good sources of information for families who are newly diagnosed or who are waiting for an ASD-specialist evaluation. 
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•Provides in-home services to children from birth-3 
years

•May include developmental stimulation, 
speech/language therapy, occupational therapy, 
physical therapy, vision/hearing impairment services

•ECI also helps with transitioning to preschool 
programs at age 3 years

Early Childhood Intervention (ECI)

Presenter
Presentation Notes
A primary recommendation for young children with developmental delays or related concerns is Early Childhood Intervention, which provides in-home therapy services for children ages birth to three. These therapies may include developmental therapy, speech therapy, occupational and physical therapy, as well as services for children with visual and hearing impairments. 

Early Childhood Intervention can also assist with transitioning children to school-based services and special education preschool programming at age 3.

Although up to 10-15% of children have a developmental disability, in 2015 less than 3% of children in the United States received Early Intervention services. IF your patient does not qualify for ECI services, that may not necessarily mean that he or she would not benefit from developmental therapies, and the family’s insurance may cover private developmental therapies. Please encourage families who do not qualify for ECI to seek out evaluations for private ST, OT, or PT as needed.

Reference: Early Childhood Technical Assistance Center, Child Outcome Highlights FFY 2015.
Available at: http://ectacenter.org/partc/partcdata.asp
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•To locate local ECI providers:
-Call 1-800-628-5115 

-Visit https://dmzweb.dars.state.tx.us/prd/citysearch

•Families can contact ECI; in Texas, providers are 
mandated to make referrals to ECI

•ECI has 45 days to complete the evaluation

Obtaining ECI

Presenter
Presentation Notes
To obtain ECI services, families can contact ECI directly, or providers can make a referral for them. Information about how to identify local ECI providers is included here. Of note, once the request for evaluation has been received, ECI has 45 days to complete the evaluation.
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•On their 3rd birthday, children with ASD (and other 
developmental disabilities) are eligible to receive 
services through their local public school district

•Services may include a specialized preschool program 
(PPCD), speech/language therapy, occupational 
therapy, physical therapy, in-home behavior support

•To determine eligibility for services, a Full and 
Individual Evaluation (FIE) through the families’ zoned 
school should be requested IN WRITING

School-Based Services for Children with ASD

Presenter
Presentation Notes
Once a child turns 3 years-old, they may be eligible for services through the public school system. Services may include a specialized preschool setting, called Preschool Programs for Children with Disabilities or PPCD, speech therapy, occupational therapy, or even in-home behavioral support. Importantly, not all children will qualify for all or even some of these services. Communication between the family and the school is extremely important to ensure the family’s concerns and needs are heard.

Families must request an evaluation through their local school district in order to determine eligibility for these services. 
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•Federal law that requires schools to serve the educational 
needs of students with disabilities, including ASD

•Ensures access to a free and appropriate public 
education (FAPE) for all

•Families can request an evaluation to determine eligibility 
for special education services at any time

•IDEA gives families an equal say in decisions about their 
child’s educational goals

The Individuals with Disabilities Education Act 
(IDEA)

Presenter
Presentation Notes
Services offered by the public school system are protected by federal law. Specifically, federal law requires schools to serve the educational needs of eligible students with disabilities, which is a protection afforded through The Individuals with Disabilities Education Act (IDEA). IDEA ensures that students with disabilities have access to a free and appropriate public education (FAPE), just like all other children. Therefore, schools must evaluate students suspected of having disabilities, including ASD. 

IDEA also gives families an equal say in decisions about their child’s educational goals, including evaluations and the specific services and supports that the school will provide.

Parents and guardians have the right to request that their child’s school conduct an evaluation to determine their child’s eligibility to receive special education services at any time. 

It is important for families to understand that an evaluation for special education services is a right protected by this federal law. Understanding their child’s rights is very important for navigating the public school system. 
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Preschool Programs for Children 
with Disabilities (PPCD)
•Children ages 3-5 years with ASD ligible for PPCD

•Referral process can begin ~90 days before 3rd

birthday (or any time between ages of 3 and 5 years)

•If a child is receiving ECI services, his or her ECI 
service provider can help get the referral process to 
PPCD started

•If a child is not in ECI, the family may request an 
evaluation and initiate the referral process for PPCD

Presenter
Presentation Notes
As mentioned previously, the public school system offers a specialized preschool setting, called Preschool Programs for Children with Disabilities or PPCD. This program is available in all independent school districts in Texas. Children ages 3-5 with ASD often enter in to the public school system through PPCD. 

The referral process for PPCD can begin about 90 days before the child turns 3 years old or any time between the ages of 3 and 5. The family does not need to wait until the start of the following school year to request an evaluation for PPCD or to start attending PPCD.

If a child is in an ECI program, the family’s ECI service provider should let the school district know that the child may be eligible for public school services and help the family get the referral process started.

If the child is not working with ECI, THE FAMILY may request evaluation and initiate the referral process for PPCD. Encourage the family to request an evaluation IN WRITING to the school to which they are zoned. This written request should include the DATE the request is being submitted, as this “starts the clock” for the school to respond to the family’s request. Importantly, if a family only verbally requests the evaluation, this clock does not start.
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Applied Behavior Analysis (ABA)
•Evidence-based intervention for children with ASD

•Increases prosocial and functional behaviors and 
reduces maladaptive behaviors 

•Based on idea that people are more likely to repeat 
behaviors that are rewarded (positive reinforcement)

•1:1 interaction between therapist and child; group 
instruction also useful

Presenter
Presentation Notes
In addition to ECI and school services, Applied Behavior Analysis or ABA is an effective intervention for many individuals with ASD. Behavior analysis focuses on the principles that explain how learning takes place. Positive reinforcement is one such principle--when a behavior is followed by some sort of reward, the behavior is more likely to be repeated. Through decades of research, the field of behavior analysis has developed many techniques for increasing behaviors and teaching new skills, as well as reducing problem behavior (e.g., National Autism Center [NAC], 2015; Wong et al., 2014, 2015). ABA is the use of these techniques and principles to bring about meaningful and positive change in behavior. ABA also helps parents further develop skills to address behaviors in all settings.

Behavior analysts began working with young children with autism and related disorders in the 1960s. Early techniques often involved adults directing most of the instruction, although some allowed the child to take the lead. Since that time, a wide variety of ABA techniques have been developed for building useful skills in learners with autism – from toddlers through adulthood. These techniques can be used in structured situations such as a classroom lesson, as well as in "everyday" situations, such as family dinnertime or the neighborhood playground. Some ABA therapy sessions involve one-on-one interaction between the behavior analyst and the learner. Group instruction can likewise prove useful.

Of note, effective ABA intervention for ASD is not a "one size fits all" approach and should never be viewed as a "canned" set of programs or drills. Additionally, ABA interventions should be supervised by a qualified Board Certified Behavior Analyst or BCBA.
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Why do we recommend ABA?
•Widely recognized as safe and effective treatment that 
can improve:

-Basic skills such as looking, listening and imitating

-Complex skills such as reading, conversing and 
understanding another person’s perspective

•ABA techniques can produce improvements in

-Communication, social skills, play, self-care and 
independence, learning

Presenter
Presentation Notes
ABA is considered the gold-standard behavioral intervention for ASD and is recommended for several reasons. Firstly:
ABA is widely recognized as a safe and effective treatment for ASD. ABA principles and techniques can foster basic skills such as looking, listening and imitating, as well as complex skills such as reading, conversing and understanding another person’s perspective. ABA techniques can produce improvements in many areas, including but not limited to communication, social relationships, play and leisure skills, self-care and independence, and learning.
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•FEAT-Houston (www.feathouston.org) maintains 
an updated list of in-home and center-based ABA 
providers

•Some private insurance plans cover ABA. Advise 
the family to:

-Review policy and contact insurance company with questions

- If ABA is not covered, advocate with their HR department to 
have ABA included as a covered benefit

How to Access ABA

Presenter
Presentation Notes
In terms of accessing ABA, it is important to note that most, if not all, insurance plans will not cover ABA without a formal diagnosis. The Houston chapter of Families for Effective Autism Treatment, or FEAT Houston, maintains an updated list of in-home and center-based ABA providers.

Unfortunately, not all insurance plans cover ABA, although some private insurance plans do provide coverage for ABA services. In order to determine if specific private insurance plans cover ABA, advise families to review their child’s insurance policy and contact the insurance company directly to determine if ABA is covered. If ABA is not covered by the private insurance plan, suggest that the parent advocate with their employer’s HR department to change the policy and add ABA as a covered benefit.
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•Although Medicaid, CHIP and many private 
insurance plans do not cover ABA, there are other
ways to get help with behavior

•Harris Center, UH-Clear Lake and Texana Center 
offer grant-funded ABA programs (for example, 
ABA-SkIP)

-Services provided to children ages 3-15 years

-Apply early; wait lists can be long!

How to Access ABA (continued)

Presenter
Presentation Notes
Currently in the state of Texas, Medicaid and CHIP do not cover ABA. However, there some grant-funded programs that provide ABA services on a sliding-fee scale to families that do not have insurance coverage for ABA. Examples of local grant-funded ABA programs include those provided by the Harris Center for Mental Health and IDD (specifically, ABA SkIP), Texana Center, and the Center for Autism and Developmental Disabilities at the University of Houston Clear Lake. These programs provide services to children 3 to 15 years of age with documented ASD diagnoses. As there is a very high demand for these services, waitlists are often quite long. Therefore, advise families to apply as early as possible. In some cases, families of children younger than 3 years of age who have been diagnosed with ASD can contact these programs and add their child’s name to an “interest list”, such that the wait time may be shorter than if the family waited until the child’s third birthday before contacting these programs.
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•Some families pay out of pocket for ABA 
consultations to help with a specific behavioral 
concern

•Families can find potential providers through:
-www.feathouston.org

-www.bacb.com

How to Access ABA (continued)

Presenter
Presentation Notes
In some cases, families may be able to pay out of pocket for ABA services, or for consultation with a behavior analyst to help address specific behavioral difficulties. 

As noted previously, a listing of ABA providers in the Greater Houston area is maintained on FEAT Houston’s website: www.feathouston.org. Additionally, families can search for providers through the Behavior Analyst Certification Board’s website: bacb.com. 
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•Type of intervention often recommended for 
children with ASD 

•Small group and 1:1 activities help children with 
social and communication difficulties learn to 
interact more appropriately with others

•May be offered through schools, community 
agencies, therapy practices

Social Skills Training

Presenter
Presentation Notes
Social skills training is another type of intervention that is often recommended for children with ASD. This intervention is most useful for children with language and who are interested in peer interactions. To benefit from social skills intervention, children should have enough language to support interactions with children around their age. 

Social skills training should be conducted in a small group setting with some one-on-one activities to help children with ASD (and other social/communication difficulties) to learn to interact more appropriately with others.

Social skills groups are often most effective when the group includes some children with stronger social skills than your patient and some children with poorer social skills than your patient. This allows the child to learn from watching children with stronger skills and to provide assistance (which helps with self-esteem) for children with poorer social skills.

Social skills training may be offered through schools, through community service agencies, or through private practices.
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•Social skills training providers may offer programs 
from preschool-age through adulthood

-Example:  Social Motion Skills (www.socialmotionskills.org) 

•These services are not usually covered by 
insurance 

•Other options include online programs (example:  
Model Me Kids), books, and social stories

Social Skills Training

Presenter
Presentation Notes
Social skills training providers may have programs for all ages. As noted previously, adequate language abilities to support some interactions or conversations is important for these interventions. 

There are several local providers, including some with multiple locations, such as Social Motion Skills. However, these services are not usually covered by insurance. 

Parents can also find online programs, books, or make social stories, either on their own or with the assistance of an ABA therapist or counselor. 
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•Speech/Language therapy – addresses speech 
and language delays and difficulties

•Occupational therapy – helps children develop fine 
motor skills and self-help skills (dressing, feeding, 
toileting)

•Physical therapy – works on gross motor skill 
development

Other Therapies

Presenter
Presentation Notes
In addition to ABA and social skills training, the other most commonly recommended therapies for children with confirmed or suspected ASD are speech therapy, occupational therapy, and physical therapy. 

Speech therapy addresses speech delays and other language difficulties, including pragmatic challenges. 

Occupational therapy helps children develop or improve fine motor skills and self-help skills, such as buttoning clothes, getting dressed, and feeding themselves. 

Physical therapy focuses on gross-motor skill development, including low muscle tone, coordination, posture, and breathing control. 

Children may receive speech, occupational, and/or physical therapy through the school, or they may receive these services privately. Some children receive them in both settings, depending on their specific needs. 
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•Refers to several programs that help with long-term needs 
for people with disabilities

•May provide Medicaid (regardless of family income), respite 
care, therapies, day habilitation, home modifications, and 
other services

•All programs have long waiting lists   (~8-12 years!)

•Sign up as soon as possible

Medicaid Waivers

Presenter
Presentation Notes
It is also important for providers to inform eligible families about Medicaid waivers. Medicaid waivers refer to several programs that help with the long-term needs of individuals with disabilities. They may provide Medicaid—regardless of the family’s income—respite care, therapies, day habilitation, home modifications, and other services. All Medicaid waiver programs have long wait lists—as long as 8 to 12 years—so it is important that families sign up as soon as possible. An individual can only receive services through one waiver program but can be on the waiting lists for all.
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Informational Resources for Confirmed ASD 
Cases

•Autism Speaks—100 Days tool kit and Family Support tool kit 
autismspeaks.org/family-services/tool-kits

•Local MHMRA—for example, The Harris Center for Mental Health and 
IDD mhmraharris.org; Texana Center texanacenter.com

•Centers for Disease Control and Prevention cdc.gov

•Families for Effective Autism Treatment FEATHouston.org

•ARC of Greater Houston aogh.org

•DARS dars.state.tx.us

•Autism Society of America autism-society.org

Presenter
Presentation Notes
There are many different resources for families whose children receive an ASD diagnosis. It is helpful if providers can direct them to trusted sources for information, as it can be difficult to determine good or accurate information from misleading information. One of the best websites families can visit for more information is Autism Speaks, where they can download the 100 Days tool kit—a guide for what to do in the first 100 days after receiving an ASD diagnosis—and the Family Support tool kit, which helps teach family members and friends more about autism and it effects on families. Currently, there are more than 40 different tool kits on the Autism Speaks website designed for families and services providers. 
Other helpful resources include the local Mental Health and Mental Retardation Authority, such as the Harris Center for Mental Health and IDD or the Texana Center; the Centers for Disease Control and Prevention; Families for Effective Autism Treatment; the ARC of Greater Houston; the Department of Assistive and Rehabilitative Services; and the Autism Society of America. 
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•Support Groups and Organizations
-Facebook groups or Meetup.com

-Family To Family Network   familytofamilynetwork.org

-Know Autism   know-autism.org

-Project Autism   projectautism.org

-Katy Autism Support   katyautismsupport.org

•Community
-Therapy waiting rooms

-Schools

Personal Support for Parents

Presenter
Presentation Notes
In addition to informational resources, many parents find help and encouragement through other parents of children with ASD and supportive organizations. These can include Facebook groups or connections through Meetup.com; the Family to Family Network; Know Autism; Project Autism; and the Katy Autism Support group. Families may also find personal supports in their community—for example, getting to know other parents in therapy waiting rooms or at their children’s schools. 
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Presenter
Presentation Notes
As a brief review, we have discussed the importance of making an ASD diagnosis when symptoms are clear, as well as the value of simultaneous referral of diagnosed or suspected cases to early intervention and evidence-based therapies, like ABA. Unclear cases should also be referred for an ASD specialist evaluation to determine whether the child meets criteria for ASD. 

We’ve also discussed the need to support families who have a child that has recently been diagnosed with ASD or who is currently waiting for a specialist evaluation. It can be very confusing to know where to go for accurate information and what treatments should be prioritized, so outlining these options for them as a trusted provider is key. 

The next piece to consider is a medical workup for children who receive an ASD diagnosis. Because ASD is often accompanied by other medical and psychiatric conditions, it is important to inquire about and address possible comorbid diagnoses. 
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Medical Workup

•Consistent biologic markers for ASD do not exist

•Additional medical workup for each child will vary 
based on medical history and presenting symptoms

Presenter
Presentation Notes
As you know by now, ASD is a behaviorally-based diagnosis. Currently, there are no biologic markers for ASD. There is also no single approach when it comes to the medical workup for children with ASD. The work up will depend on the child’s history and clinical findings. This is important to consider for children who have received an ASD diagnosis outside of your practice who may not have received a medical work up at the time of their initial diagnosis, including children with an educational classification of ASD.
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Medical Workup

•Consider in all children with ASD:
-Audiology assessment

-Genetic testing (Chromosome Microarray 
Analysis [CMA]; DNA testing for Fragile X 
syndrome)  (Schaefer et al., 2013)

-Referral for clinical genetics evaluation

Presenter
Presentation Notes
As part of the initial medical workup, if not already completed, an Audiology assessment should be performed on all children with ASD (as well as children with delayed speech and language development) to rule out a significant hearing loss. Some of the early features of ASD may include lack of babbling as an infant and lack of spoken language, as well as an inconsistent response to name, which also occur in children with hearing loss. 

The American College of Medical Genetics has recommended that a chromosomal microarray, or CMA, is indicated in all patients with ASD, and Fragile X testing is indicated in all male patients. Fragile X testing is indicated in females who have phenotypic features or a family history of x-linked neurodevelopmental disorders.

All families should be offered a referral for clinical genetics evaluation that includes genetic counseling. 

Reference:
Schaefer GB, Mendelsohn NJ, Professional Practice and Guidelines Committee Clinical genetics evaluation in identifying the etiology of autism spectrum disorders: 2013 guideline revisions. Genet Med.2013;15(5):399–407
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•Chromosomal Microarray Analysis (CMA) (Shen et al., 2010) 

•DNA testing for Fragile X (Hatton et al., 2006)

•Identifying an etiologic diagnosis affords

- Targeted surveillance for associated medical conditions

- Genetic counseling

- Peace of mind for family (knowing what caused their child’s developmental 
disability)

Genetic Testing

Presenter
Presentation Notes
With regard to genetic findings in ASD, the diagnostic yield for CMA alone has been reported at between 7-10% and the diagnostic yield for Fragile X has been reported at 0.5% (Shen et al., 2010; PMID 20231187). Approximately 25% of children with Fragile X Syndrome meet diagnostic criteria for ASD (Hatton et al., 2006; PMID 16700053).

More than 800 different genomic changes have been reported in individuals with ASD (Schaefer et al., 2013; SFARI Gene). Between 10-20% of children will have positive findings on genetic testing, and these rates are higher in children with global developmental delays, seizures and dysmorphic features. The diagnostic yield is almost 30% for “complex ASD.” This would include children with microcephaly, seizures, congenital anomalies, and dysmorphic features (Schaefer et al., 2013).

The importance of making an etiologic diagnosis is to provide targeted surveillance for potentially associated medical complications and to provide genetic counseling. 

Reference (same): Schaefer GB, Mendelsohn NJ, Professional Practice and Guidelines Committee Clinical genetics evaluation in identifying the etiology of autism spectrum disorders: 2013 guideline revisions. Genet Med.2013;15(5):399–407
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•Indications:
- History of decompensation with mild illness
- Cyclic vomiting
- Seizures
- Global developmental regression 

•Physical exam findings:
- Hypotonia or hypertonia
- Course features
- Cleft palate
- Syndactyly

Metabolic Testing

Presenter
Presentation Notes
There is a low incidence of metabolic disorders in children with ASD, and for this reason, metabolic testing is not recommended as standard-of-care for all patients. However, metabolic testing is indicated in the presence of clinical symptoms such as decompensation with mild illness, cyclic vomiting, seizures, and a history of developmental regression. 

Physical exam findings may include increased or decreased tone, course features, cleft palate and syndactyly. 

The work-up for a metabolic disorder may include: plasma amino acids, ammonia, lactate, acylcarnitine profile, urine organic acids and mucopolysaccharides.


Reference: American Academy of Pediatrics. Autism: Caring for Children with Autism Spectrum Disorders: A Resource Toolkit. Elk Grove Village, Ill: American Academy of Pediatrics; 2012.
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•Screening EEGs are not recommended for all 
children with ASD (AAP, 2012)

•EEG is indicated when:
-Clinical history of seizures or suspicion of seizures
-History of isolated language regression 

EEG

Presenter
Presentation Notes
Although seizures occur in up to one third of children with ASD, screening EEGs are not recommended for all patients with an ASD diagnosis. 

Indications for an EEG include a clinical history of seizures or suspicion of seizures, as well as a history of language regression. Regression includes loss of social-communication abilities at any age. 

Reference: American Academy of Pediatrics. Autism: Caring for Children with Autism Spectrum Disorders: A Resource Toolkit. Elk Grove Village, Ill: American Academy of Pediatrics; 2012.
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•Indications:
-Microcephaly
-Midline facial defects
-Neurocutaneous lesions
-Seizures
-Focal neurologic findings on exam

Neuroimaging

Presenter
Presentation Notes
There is no evidence to support routine neuroimaging of children with ASD, even in children with Macrocephaly. Imaging should be considered in the presence of: microcephaly, midline facial defects, neurocutaneous lesions, seizures, and focal neurologic findings on exam. 

A midline facial defect would include cleft lip or palate. Neurocutaneous features may include café-au-lait or ash leaf spots that are concerning for neurofibromatosis or tuberous sclerosis. Examples of focal neurologic findings include weakness or loss of muscle control, changes in tone such as hypotonia or hypertonia, involuntary movements, and changes in vision.
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•Prevalence of sleep disturbances in children with 
ASD ranges from 53-78% (Malow et al., 2012)

•Screening for both environmental and medical 
contributors should be performed

•Need for therapeutic interventions should be 
determined

Sleep

Presenter
Presentation Notes
Sleep disturbances are extremely common in children with ASD and reportedly affect a majority of children.
All children with ASD should be screened for insomnia. Screening for both environmental contributors to insomnia (for example, lack of a bedtime routine, presence of a television in the bedroom), as well as medical contributors should be performed during the clinic visit. Medical contributions may include: GI disorders, nutritional issues, underlying sleep disorders (such as sleep-disordered breathing, or restless leg syndrome).

Reference: Malow BA, Byars K, Johnson K, et al. Sleep Committee of the Autism Treatment N. A practice pathway for the identification, evaluation, and management of insomnia in children and adolescents with autism spectrum disorders. Pediatrics. 2012;130(suppl 2):S106–24.
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•Providers can ask the following questions:

1) Does the child fall asleep within 20 minutes after 
going to bed?

2) Does the child fall asleep in the parent’s or 
sibling’s bed?

3) Does the child sleep too little?
4) Does the child wake up at least once at night?
5) Does the child experience excessive daytime 

tiredness?

Sleep History

Presenter
Presentation Notes
If sleep concerns are elicited during the visit. Provider’s can ask additional questions to assess the severity of the sleep disturbance and need for additional interventions or referrals. The following questions were developed by the ATN Sleep Committee for providers to use in screening for insomnia and may assist in determining the need for therapeutic intervention. 
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Sleep Resource

https://www.autismspeaks.org/science/resources-programs/autism-treatment-
network/tools-you-can-use/sleep-tool-kit

Presenter
Presentation Notes
This sleep tool-kit is available through the Autism Speaks website and contains valuable information about how to provide a comfortable sleep setting, how to establish a bedtime routine, how to keep a regular schedule, how to have the child fall asleep by themselves and promoting appropriate daytime behaviors.
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•Parental report of GI symptoms is higher in 
children with ASD (Bresnahan et al., 2015)

•No consistent evidence associating GI 
disturbances and ASD (Ibrahim et al., 2009)

•Children with ASD presenting with GI symptoms 
warrant the same evaluation as children without 
ASD

Gastrointestinal Symptoms

Presenter
Presentation Notes
Parental report of GI symptoms in children with ASD is significantly higher than symptoms reported by parents of typically developing children. This includes constipation, food allergy or intolerance, and diarrhea.
In a 2015 study using a birth cohort of over 100,000 children, mothers of children with ASD were almost 3 times as likely to report a history of constipation and almost twice as likely to report food intolerance.

To date, there have been no prospective studies that have examined the prevalence of GI disturbances in children with ASD, and there is no evidence to support an association between GI disturbance and ASD. [Reference: Pediatrics. 2009 Aug;124(2):680-6. doi: 10.1542/peds.2008-2933. Epub 2009 Jul 27.
Incidence of gastrointestinal symptoms in children with autism: a population-based study.
Ibrahim SH1, Voigt RG, Katusic SK, Weaver AL, Barbaresi WJ.]

For these reasons, children with ASD who present with GI symptoms should be managed in the same ways as children without ASD.

Reference: Bresnahan M., Hornig M., Schultz A. F., Gunnes N., Hirtz D., Lie K. K., et al. . (2015). Association of maternal report of infant and toddler gastrointestinal symptoms with autism: evidence from a prospective birth cohort. JAMA Psychiatry 72, 466–474.
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• Many medical co-morbidities can be addressed by 
the pediatrician within the medical home

• The medical home provides coordination and 
organization of medical care, as well as referrals to 
appropriate interventions

•Communication between primary care providers and 
subspecialists is essential to co-management of care

Co-management of Care

Presenter
Presentation Notes
Whether an autism diagnosis is made by the primary care provider or a specialist, the primary care provider has an established and long term relationship with the patient and his or her family. They see the patient more frequently, and as part of the Medical Home model, they play a pivotal role in the organization and coordination of care. This includes care for medical co-morbidities such as sleep concerns, toileting, and GI issues, as well as the access to appropriate interventions that will likely change as the child becomes older and transitions into adulthood.

If there are concerns that the general pediatrician is unable to address, referral to a specialist provider may be required; in these situations, communication between providers is essential for co-management of care.
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Take Home Messages
1. Refer complex or questionable cases for ASD 
specialist evaluation and treatment

2. Provide educational, therapeutic, and personal-
support referrals for families awaiting specialist 
evaluation and those who receive an ASD diagnosis

3. Perform the recommended medical diagnostic 
workup in children with confirmed or suspected ASD

Presenter
Presentation Notes
The most important take-away messages from this presentation are to…
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https://www.texaschildrens.org/departments/autism

•ASD diagnostic services

•Treatment/therapy
-Parent management training, ABA, social skills groups, 
pharmacotherapy

•Family support
-Workshops, newsletters, educational resources

Autism Center at Texas Children’s

https://www.texaschildrens.org/departments/autism
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•www.bcm.edu/autism

•Our mission is to create knowledge about and 
advance our understanding of autism through 
research that brings value to families.

• SPARK for Autism 
www.sparkforautism.org/texaschildrens

Research at the Autism Center

http://www.bcm.edu/autism
http://www.sparkforautism.org/texaschildrens
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Next Steps

Questions?

kochel@bcm.edu

Presenter
Presentation Notes
Text
Text
Text
Text



CSHCN Systems Development 
Group Updates

Presenter
Presentation Notes
As you know, Erin Thompson accepted a position in maternal health. She is still in the same section here at DSHS, and we want to congratulate her on this new adventure.  Im happy to be taking over the project coordinator role for cshcn and will be facilitating this collaborative moving forward.
We have a new admin for the child and adolescent health branch,  Rosie Alier, were very happy to have her.
The entire team is working remotely to promote social distancing, hopefully next quarter we will be in the office for this webinar!
Our team is finalizing the needs assessment report and we hope to have that out shortly



Upcoming Events
• Route 66 Abilities Conference

o Postponed due to Covid-19, new date TBD

• Texas Primary Care Consortium Annual Summit
o Postponed due to Covid-19, new date TBD

• 16th Annual TxP2P Statewide Conference
o Postponed due to Covid-19
o New date August 22-23

• Project Leadership Training of Trainers
o November 2-4 in Austin
o Sign up for the interest list

Presenter
Presentation Notes
Route 66 Abilities Conference
Postponsed due to covid-19, new date tbd
Texas Primary Care Consortium Annual Summit 
Postponed due to Covid-19, new date TBD
16th Annual TxP2P Statewide Conference
Postponed due to Covid-19, new date august 22-23
Project Leadership Training of Trainers
November 2-4 in Austin
Sign up for the interest list

https://www.navigatelifetexas.org/en/services-groups-events/event/route-66-abilities-conference
https://www.txprimarycareconsortium.org/
https://www.txp2p.org/conference/conference/txp2p-statewide-parent-conference
http://www.familyvoicesofca.org/ToT/
https://forms.gle/WeZdd3GpnF6KwXx28


Other Member Updates and 
Upcoming Events

Presenter
Presentation Notes
If anyone has anything else to add, please raise your hand now so we can unmute you.



CSHCN Resource Guide: Now 
Available in Spanish

New program brochure includes general health care and family support resources for CSHCN and their families. 
Order brochures here: https://bit.ly/38t2cYo

Presenter
Presentation Notes
The CSHCN resource guide is printed and available. If you place your order, we will get that mailed out as soon as we are back in the office.

https://bit.ly/38t2cYo


April is Autism Awareness Month

• Coach to Communicate Parent Coaching
o For caregivers of children with Autism Spectrum Disorder age birth to 22
o Individualized coaching based on child’s needs to improve child’s communication skills

• 28th Annual Texas Autism Conference - August 6-7, San Antonio
o Provides parents, educators, and campus leadership with strategies, resources, tools, and 

evidence-based practices in the education and service of students with Autism Spectrum 
Disorder.

• AutFest at Home – April 30, 7pm
• Films will be about autism or made by filmmakers with autism. Through film and video we 

can raise awareness in a broader community about life with autism. Through film we can 
show a range of ages and abilities, challenges and triumphs, (however big or small), that 
living with autism can bring.

• Parent 2 Parent Autism Listserv
• For parents with children who have Autism or Asperger syndrome to share information and 

support.

Presenter
Presentation Notes
Coach to Communicate Parent Coaching
For caregivers of children with Autism Spectrum Disorder age birth to 22
Individualized coaching based on child’s needs to improve child’s communication skills
28th Annual Texas Autism Conference - August 6-7, San Antonio
Provides parents, educators, and campus leadership with strategies, resources, tools, and evidence-based practices in the education and service of students with Autism Spectrum Disorder.
AutFest at Home – April 30, 7pm
Films will be about autism or made by filmmakers with autism. Through film and video we can raise awareness in a broader community about life with autism. Through film we can show a range of ages and abilities, challenges and triumphs, (however big or small), that living with autism can bring. 
Parent 2 Parent Autism Listserv
For parents with children who have Autism or Asperger syndrome to share information and support.





https://autism.tamu.edu/
http://txautism.esc2.net/
https://p2p.onecause.com/autfest2020/home
mailto:listservs@TxP2P.org?subject=Autism%20Listserv


Trainings and Articles

• New Texas Health Steps Modules
o Breastfeeding, Postpartum Health: Screening and Intervention, Management of Overweight 

and Obesity in Children and Adolescents, and Trauma-informed Care for Children in Foster 
Care

• New Texas Health Steps Quick Courses
o Food Insecurity: What Texas Health Steps Providers Need to Know, Housing Instability: What 

Texas Health Steps Providers Need to Know, Child Passenger Safety: What Texas Health Steps 
Providers Need to Know, and How to Recognize and Respond to Child Trafficking

Presenter
Presentation Notes
New Texas Health Steps Modules 
Breastfeeding, Postpartum Health: Screening and Intervention, Management of Overweight and Obesity in Children and Adolescents, and Trauma-informed Care for Children in Foster Care
New Texas Health Steps Quick Courses
Food Insecurity: What Texas Health Steps Providers Need to Know, Housing Instability: What Texas Health Steps Providers Need to Know, Child Passenger Safety: What Texas Health Steps Providers Need to Know, and How to Recognize and Respond to Child Trafficking 

https://www.txhealthsteps.com/478-breastfeeding?utm_source=courseannouncement&utm_medium=email&utm_campaign=BF%2BPOST-other
https://www.txhealthsteps.com/457-postpartum-health?utm_source=courseannouncement&utm_medium=email&utm_campaign=BF%2BPOST-other
https://www.txhealthsteps.com/483-management-overweight?utm_source=courseannouncement&utm_medium=email&utm_campaign=MOOCA-other
https://www.txhealthsteps.com/486-trauma-informed-care-children-foster-care?utm_source=courseannouncement&utm_medium=email&utm_campaign=FOSTER-other
https://www.txhealthsteps.com/static/courses/food-insecurity/sections/section-1-1.html?utm_source=courseannouncement&utm_medium=email&utm_campaign=FOOD
https://www.txhealthsteps.com/static/courses/housing-instability/sections/section-1-1.html?utm_source=courseannouncement&utm_medium=email&utm_campaign=HOUSING
https://www.txhealthsteps.com/static/courses/car-seat-safety/sections/section-1-1.html?utm_source=courseannouncement&utm_medium=email&utm_campaign=CAR-other
https://www.txhealthsteps.com/static/courses/child-trafficking/sections/section-1-1.html?utm_source=courseannouncement&utm_medium=email&utm_campaign=TRAFFICK-other


Videos and Webinars
• Primary Care Approach to Prevention – April 16, 12pm

o Register Here

• Family Resource Centers and Family Engagement - April 22, 2pm
o Register Here

• Reducing Health Disparities through Community Partnerships: Implementation 
Strategies - Apr 22, 1pm
o Register Here

• American Immunization Registry Association: H1N1 Lessons Learned, April 27, 
3pm
o Register Here

• Supporting Families with Opiate Use Disorder through Family Resource Centers -
April 29, 11:30am
o Register Here

Presenter
Presentation Notes
Primary Care Approach to Prevention – April 16, 12pm
Register Here
 Family Resource Centers and Family Engagement - April 22, 2pm 
Register Here
Reducing Health Disparities through Community Partnerships: Implementation Strategies - Apr 22, 1pm
Register Here
American Immunization Registry Association: H1N1 Lessons Learned, April 27, 3pm
Register Here
 Supporting Families with Opiate Use Disorder through Family Resource Centers - April 29, 11:30am
Register Here

https://www.eventbrite.com/e/childrens-mental-health-and-the-life-course-model-primary-care-approach-to-prevention-tickets-99206644745
https://zoom.us/webinar/register/WN_eOWgilt1QfilSJmlD_rEoQ
https://register.gotowebinar.com/register/3592286311881822476
http://essentialelements.naccho.org/event/american-immunization-registry-association-aira-discovery-sessions-topic-h1n1-lessons-learned
https://www.eventbrite.com/e/supporting-families-with-opiate-use-disorder-through-family-resource-centers-registration-101236826072


Additional Information

• Genetics of Adult Intellectual Disability Research Study
o Scientists at Baylor College of Medicine are looking for adults with intellectual disability to 

participate in a genetic study
o If a family is interested in participating, please direct them to the study web site for eligibility 

criteria and additional information

Presenter
Presentation Notes
Scientists at Baylor College of Medicine are looking for adults with intellectual disability to participate in a genetic study
If a family is interested in participating, please direct them to the study web site for eligibility criteria and additional information

https://www.hgsc.bcm.edu/human/genetics-adult-intellectual-disability-research-study


2020 Census Reminder
• April 1: Census Day – every home will receive an invitation to participate in the 

Census by this date
• May – July: Census takers were to begin visiting homes that haven’t responded to 

the 2020 Census
• December: Census Bureau will deliver apportionment counts to the President and 

Congress
• For more Census info, visit 2020census.gov
• For a "Why the 2020 Census Matters to Texans" Fact Sheet and Toolkit, visit here.

Presenter
Presentation Notes
The 2020 Census is important for the future of our families, communities, and State. An accurate count during the Census helps ensure that Texas receives the congressional representation, federal funding (health care, housing, education, transportation, food), and information we need to thrive for the next decade. 

April 1st was Census Day – every home should have received an invitation to participate in the Census by this date.
Moving forward, starting next month, Census takers were to begin visiting homes that haven’t yet responded to the Census.
For more Census info, visit 2020census.gov
For a "Why the 2020 Census Matters to Texans" Fact Sheet and Toolkit, visit the link here


https://2020census.gov/en.html
https://countallkids.org/resources/why-the-2020-census-matters-to-texas/


Upcoming Meetings

• Transition to Adulthood Learning Collaborative
o May 13, 12 pm – 1:30 pm CT

• Medical Home Learning Collaborative
o June 15, 10 – 11:30 am CT (Date and time subject to change)

Presenter
Presentation Notes

Our upcoming meetings include the 
Transition to Adulthood Learning Collaborative
May 13, 12 pm – 1:30 pm CT
Medical Home Learning Collaborative
June 15, 10 – 11:30 am CT (Date and time subject to change)



Thank you!
Please take the post-call survey. We value your feedback!

Cassandra.Johnson@DSHS.Texas.gov

Presenter
Presentation Notes
Thank you! Please take the post call survey. Stay safe!!
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