NEON Summit 2020
Wednesday, February 26, 2020, 1-5 p.m. 
AT & T Executive Education and Conference Center, Austin, Texas
Meeting Summary
Introduction
Dr. Alice Gong welcomed meeting participants (see Roster) to the sixth annual Neonatal Evaluation and Outcomes Network (NEON) Summit and provided an overview of the afternoon’s sessions.  She thanked Texas Collaborative for Healthy Mothers and Babies (TCHMB) for exemplary support in helping to arrange the meeting.  TCHMB staff, Jon Gibson, reviewed conflicts of interest, CME/CEU contact hours, and related administrative matters. 

Dr. Yvette Johnson, Cook Children’s NEST Developmental Follow-Up Program, introduced the first speaker, Dr. Jan Brunstrom-Hernandez, a pediatric neurologist who is owner and director of One CP Place, a private practice clinic in Plano, Texas.  Dr. Johnson noted that she and Dr. Brunstrom trained together as residents at Washington University-St. Louis. Dr. Brunstrom went on to fellowship in pediatric neurology. While at Washington University-St. Louis, Dr. Brunstrom built a premiere CP program. For personal reasons, she relocated to Plano and established a private practice.  

Cerebral Palsy 2020
Jan Brunstrom-Hernandez, One CP Place, Plano, Texas

Dr. Brunstrom-Hernandez provided requisite disclosures and gave her presentation with PowerPoint via Zoom. Her presentation addressed: defining cerebral palsy and facts about prevalence; describing motor phenotypes; explaining the five levels of the Gross Motor Function Classification System (GMFCS); discussing the importance of GMFCS in the overall management of cerebral palsy; describing common neurodevelopmental co-morbidities, orthopedic consequences, and associated health impairments of cerebral palsy; as well as discussing similarities and differences in management of cerebral palsy for children of different ages (see PowerPoint).  Following the presentation, Dr. Brunstrom opened the floor for questions. She clarified that in terms of etiology, injury is prenatal in premies, born during the prenatal period. There was a question about pain management in older children. Dr. Brunstrom stated that pain management health care providers need help to better discern what is pain. Implementing a pain scale is difficult. Care must be tailored.  Another question was how to address the problems of not being able to get patients into therapy because of barriers such as lack of insurance and ECI not attuned to the issues. Dr. Brunstrom acknowledged that getting patients into therapy is a huge problem.  ECI is at least an affordable source of therapy but is very therapist-dependent and must be backed by a home program. Insurance companies are scaling back on what is covered.  There was discussion about going to the ECI leadership to try to achieve standardization. Dr. Brunstrom noted that guidelines are just a beginning for therapists. There is a need to work on teaching people and trying things that actually work.  Dr. Brunstrom thanked the audience and indicated she would continue to participate in the meeting via Zoom.  Dr. Gong thanked Dr. Brunstrom and asked NEON programs to provide brief program reports.

NEON Member Program Reports
In advance of the summit, NEON member developmental follow-up programs were invited to give brief reports based on a common set of prompts in a PowerPoint slide template: 
· Name of site and population served
· Follow-up practices
· Developmental assessments and when
· Your site’s path or protocol for early CP diagnosis
· Needs your site has identified or barriers to early CP diagnosis
· Training your site has completed with regard to GMA and HINE, any needs
· Questions from your site
· Are you amendable to a collaborative approach?
· What would it take to share de-identified data from your group?

[bookmark: _GoBack]The following individuals presented information about their programs (see links to the PowerPoints): 
· Dr. Cathi Roberts, Dallas Developmental Pediatric Services
· Dr. Mario Fiero & Dr. Christine Aune, San Antonio Pediatric Developmental Services
· Dr. Roy Heyne, THRIVE Program–Children’s Health-Children’s Medical Center Dallas and UT Southwestern Medical Center
· Dr. Yvette Johnson, NEST Developmental Follow-up at Cook Children’s/Ft. Worth 
· Dr. Alice Gong, UT Health San Antonio PREMIEre Program
· Dr. Sydney Kometani, Austin’s First Steps High Risk Follow-up Clinic (slides provided but not presented at the meeting)

Group Discussion followed the formal presentations.  Dr. Gong reported that the Prechtl GMA training is scheduled for San Antonio from January 7-10, 2021.  They will offer slots for 25 people in the basic training and 15 in advanced training.  NEON members discussed timing of making a CP diagnosis, referring for a more formal diagnosis, the variability in assessment protocols and that fact that many physicians, including neurologists, are still afraid to diagnose CP before the age of 2. Consensus was that the NICU is too early to make a diagnosis.  Too much other information is needed to rule out other disorders, even with MRI.  The group discussed using the phrase “high risk for CP” in lieu of straightforward CP diagnosis.  ECI seems more responsive to “high risk for CP” than saying “movement disorder.”  Still, the diagnostic code is “CP”.   Therapy access is a big issue. Some groups of therapists are organizing themselves and getting trained on HINE.  There is advocacy at state ECI levels to treat CP like autism with the goal of increasing knowledge of EI therapists.   Researchers need to design feasible interventions.  Insurers need to understand ROI.  In the real world, without evidence and not enough money for great therapists, there is a need for practical recommendations for the physicians and families. What can they do that works and makes sense?  The group discussed timeframe for International Guidelines on CP Intervention, possibly out in 3-6 months.  

Dr. Gong posed the question, “What are the steps going forward for NEON sites?” while noting the pushback on doing MRIs.  Invited speaker, Dr. Nathalie Maitre, Nationwide Children’s, commented how much progress NEON has made in the past two years, moving from just gathering data to now discussing how to refine CP efforts. She encouraged finding ways to maintain and continue the work, given that sites are at different levels.  With regard to MRIs, she explained that right now MRI is being implemented in a way opposite to what common sense dictates.  Instead, it is better to focus on babies with normal head ultrasound, did a neurologist see them? A subset of these identified at risk would make MRI worth doing.  The group discussed that doing GMA in the NICU is a barrier.  Dr. Maitre described an exciting new technology involving a mat that can do assessment of baby placed on it.  She encouraged forming networks of trained colleagues to read/share GMA testing through Zoom.  The group discussed confidentiality issues, parental release for clinical purposed. By using RedCAP, videos can be uploaded that are secure, HIPAA compliant. Perhaps NEON could create a RedCAP network.  
The question was posed, “What are the harms of CP diagnosis?”  NEON members commented that they are saying, “at risk for CP because of evidence, maybe with treatment the effects will be mild, let’s see what happens.”  Dr. Maitre commented that parents are no fools. They lose trust and it doesn’t serve patients well by not acknowledging the risk.  “The downside is that I look like a fool. I could be wrong; I’ve been wrong before. But what is wrong with acknowledging to families the possibility of being wrong?”  Dr. Brunstrom noted that she is in agreement with early diagnosis as long it results in change/intervention to help the child.  If a diagnosis is made, you have to be ready to take the time to explain to parents who will have many questions. Dr. Maitre reported taking 45 minutes for families with a new diagnosis, also providing resources, scheduling follow-up call in 1-2 weeks, giving comprehensive anticipatory guidance, being open to be contacted as needed, and offering on-site psychological services.      

Interventions to Promote Neurodevelopmental Recovery for High-Risk Infants in the First Year
Presented by Nathalie Maitre, MD, PhD, Director, NICU Follow-Up Clinic, Nationwide Children’s/Columbus, Ohio

Dr. Maitre expressed her appreciation to Dr. Gong for the invitation to speak again at a NEON Summit and to Jon Gibson, TCHMB, for his assistance in helping her to present via Zoom (see PowerPoint).  She outlined her key objectives: discuss the safety concerns unique to the developmental challenges of high-risk infants; review the current state of systematic evidence for early intervention effectiveness in the first year; and describe the mechanisms underlying new interventions for infants with CP.  She prefaced her presentation with an appeal for early diagnosis, noting that if the limits hadn’t been pushed in neonatal care, the ability to do what we are doing now would not exist.  Early and accurate diagnosis enables development of interventions and neurodevelopmental recovery.  Dr. Maitre discussed neurodevelopment in the first year of life and the opportunities and challenges in early CP. She described sensory systems vulnerabilities.  Dr. Maitre outlined the systematic review of evidence, citing research in motor, cognitive, language, vision, sleep, hypertonia, feeding, parental well-being domains.  She cited Novak’s publication in Pediatric Neurology, 2020, detailing the Australian systematic review of reviews aggregated into levels of evidence, benefits, number of studies to acquire evidence, using a traffic light model (red, yellow, green).  While there are many studies, few focus on babies and some therapies are useless, e.g. stretching all day is no good at preventing contractures or spasticity. She cautioned that just because a patient is referred for therapy does not ensure s/he gets real help. She forecast that by summer, there will be at least three therapies for babies in the “green light” category.  Dr. Maitre noted that for babies, a good RCT has shown that skin-to-skin can help mitigate pain and improve sleep patterns. Skin-to-skin should not stop when a baby leaves the NICU. Done well and safely, it is a positive intervention. She reviewed the five Es of early intervention: Start EARLY; Perform EVERYDAY; child actively exploring; stimulating environment; and use best evidence.  She discussed general principles of intervention for CP; principles across systematic reviews; effective interventions for parenting support; and combination therapies. She reported that there is now federal-level policy for early detection and intervention for CP and that the Centers for Disease Control and Prevention has a mandate to develop a national implementation plan.  Dr. Maitre responded to questions from meeting participants, asking for elaboration on the national policy and vision for NICU follow-up in first year of life.  She responded by asserting that in communities, EI providers and pediatricians need education and training.  Providers of neonatal follow-up need guidelines and not just for CP.  Dr. Maitre discussed emphasis on training trainers. In New Mexico, the focus is on communities. There needs to be concurrence among all organizations.  

Closing comments
Dr. Gong noted that in the interest of time, the NEON Executive Committee will draft an outline of next steps for NEON and circulate to members.  Dr. Gong thanked all of the speakers, as well as meeting participants.  Dr. Heyne thanked Dr. Gong for spearheading the meeting.  

Meeting adjourned at 5:07 p.m.

Minutes prepared by Judith Livingston, PhD, MCHES; Member, NEON Executive Committee     


