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Fifth Annual Summit - February 8, 2019 - San Antonio

Collaborative Care for NICU Survivors: Quest for the Best

Jointly sponsored by PREMIEre Program, UT Health San Antonio and University Health System;        San Antonio Pediatric Developmental Services, Mednax; UT Health San Antonio, School of Health Professions, Department of Occupational Therapy and by the Rajam Ramamurthy Endowment.

Meeting Summary 
Welcome

Dr. Steve Seidner, Professor and Chairman, Department of Pediatrics, Long School of Medicine, UT Health San Antonio welcomed summit participants and recapped the highlights of the past four summits.  He thanked the NEON Executive Committee for their efforts in planning the event, particularly Dr. Alice Gong, Medical Director, PREMIEre Program and Rita and William Head Distinguished Professor of Environmental and Developmental Neonatology, UTHSA, and Dr. Christine Aune, Medical Director, San Antonio Pediatric Developmental Services, for serving as conference co-chairs.  

Dr. Seidner turned the meeting welcome over to Dr. Bridgett Piernik-Yoder, Chair, Department of Occupational Therapy, UTHSA School of Health Professions.  Dr. Piernik-Yoder greeted participants and reflected on the appropriateness of collaboration in planning the event, noting the design of the meeting facility in the School of Health Professions, with seven training programs, that fosters an interdisciplinary approach education.  

The conference had 75 participants, the highest level of attendance since NEON began, representing NICU follow-up programs in academic and private sectors across Texas.  The meeting was jointly sponsored by PREMIEre Program, UT Health San Antonio and University Health System, San Antonio Pediatric Developmental Services, Mednax, UT Health San Antonio, School of Health Professions, Department of Occupational Therapy and by the Rajam Ramamurthy Endowment.

Why Follow-up is Important – A Family Perspective

Dr. Alice Gong greeted conference participants and acknowledged UH System for providing the CME and CNE for the meeting.  She explained the background on planning a NICU survivor family perspective panel and introduced the moderators, Dr. Christine Aune, Medical Director, and Dr. Mario Fiero, Clinical Director, San Antonio Pediatric Developmental Services, Mednax.  Dr. Aune welcomed all, noting NEON’s collective appreciation for the courage of the six families who agreed to participate in the panel. She also expressed gratitude for the support in organizing the program, with special recognition of Alicia Quim and Leticia Echeverri for their tireless efforts.  Dr. Aune gave a brief personal introduction, noting that she joined Mednax in 2012 and has been working with her colleague, Dr. Fiero, to obtain the best outcomes for NICU survivors. 

Dr. Aune and Dr. Fiero alternated introducing the families, with children ranging in age from 3-13 years, and asking questions to aid families in telling their stories.  Each family was asked to share thoughts, feelings, and recollections about having a baby who was in the NICU, transition to home experience, current situation, and insights for other families and for health care professionals. Recurrent themes in families’ narratives were the psychological state while in the hospital, extreme information overload at discharge, physician use of medical jargon, bonding with empathetic nurses, poor treatment from non-communicative nurses, having to self-advocate for lay term use and explanations of what was happening in the hospital, fear of the unknown, caring for such small infants, PTSD, parent-shaming, being overwhelmed, exhausted, and feeling that family, friends, others did not understand what it means to bring home and care for a NICU survivor.  NICU parent survivor peer mentoring in-person and through social media were discussed as strategies to help mitigate transition and beyond.  

How to Move on as a Collaborative to Make Data Count Towards Changing Outcomes

Dr. Gong introduced Dr. David Lackey, Vice Chancellor for Health Affairs and Chief Medical Officer, The University of Texas System. Dr. Lakey was invited to speak, given his experience as former commissioner of the Texas Department of State Health Services and his current position overseeing multiple collaborative initiatives for the UT System. She noted that earlier in the morning, Dr. Lakey had presented Pediatric Grand Rounds on the topic, “Key Challenges and Opportunities to Improve the Health of All Texans.”   

Dr. Lakey thanked Dr. Gong and the summit participants for inviting him to speak. Through his presentation (see NEON Summit V at http://www.neonatal-net.org), he provided insights on ways to advance from being a network to a collaborative.  He defined collaboration, reviewed  phases of collaborative development, and described current collaboratives of the UT System and its partners: UT Collaborative for Population Health Innovation and Improvement,  Texas Health Improvement Network, Texas Mental Health Care Consortium, Eliminate Tobacco Use, and the Texas Collaborative for Healthy Mothers and Babies.  Dr. Lakey reviewed use of strategic maps and keys to multi-institutional quality improvement. His guidance for starting a collaborative included good leadership, health data, economic/ROI data, and stories. Having resources for dedicated staff to organize and run professional meetings and an authority to direct the collaborative (e.g. state legislature, president of an institution) are also essential to success.   

San Antonio Experience and Introduction

Dr. Gong and Dr. Aune gave a brief report on data collected in San Antonio on infants born between January 1-June 30, 2018, who were either < 1000 g or had Grade III, IV IVH who received follow-up care through their programs, numbers referred to ECI at discharge, and numbers receiving therapy.  This information was shared with NEON members to help frame and inform discussion about services for NICU survivors.

What is the Most Efficient Way to Get Services with ECI for At-risk Neonates and Children? What is the Process? 

Dr. Gong introduced Carol Baisden, OTR, Quality Assurance Therapist and Consultant, Early Childhood Intervention, Health, Developmental, and Independence Services, Texas DHHS.
Dr. Gong thanked Ms. Baisden for her willingness to present and encouraged collegial discussion.  Ms. Baisden presented information on Texas ECI eligibility (see NEON Summit V at http://www.neonatal-net.org) and answered numerous questions to help clarify eligibility requirements, including the rule change from the 2012 legislative session whereby at-risk and atypical are no longer acceptable and there must be an identified need. Ms. Baisden noted that the federal government allows states to set their own eligibility requirements.   

[bookmark: _GoBack]NEON members provided a number of suggestions for improving access to services such as asking for a retest if the Battelee Developmental InventoryTM  does not show need when there are other indicators of need.  Ms. Baisden explained she had ECI staff at the meeting taking notes in order to take back all of the suggestions to ECI leadership. She reviewed the ECI website and how to search for automatic qualifiers and other resources, as well as how to file a complaint.  To access ECI data requires an open records request. The group discussed discrepancies between developmental follow-up program practices and ECI program practices. Ms. Baisden commented that the state does not dictate amount, frequency, duration of services, etc. but leaves these matters to the professionals, e.g. PT, OT.  There is misinformation in the field about having to choose between home health or ECI. A new Medicaid rule for STAR children states that families cannot have home health until they are referred for ECI evaluation. NEON members reported about families being billed by ECI who are on Medicaid, cost-sharing, and numerous other concerns.  Ms. Baisden reiterated that she would provide the suggestions to ECI leadership and looked forward to reporting at NEON Summit VI. NEON members expressed appreciation.

Early Diagnosis of Cerebral Palsy: Implementation Works

Dr. Gong introduced Rachel Byrne, PT, Vice President of Programs, Cerebral Palsy Foundation (CPF). Ms. Byrne presented (see NEON Summit V at http://www.neonatal-net.org) the collaborative work of the Cerebral Palsy Foundation and Nationwide Children’s Hospital with the CPF Early Detection Network, implementation stages for early detection and scale-up phases for programs.  She discussed the network goals and specific aim to decrease the average age of CP diagnosis to 12 months throughout the network which currently has five U.S. sites and highlighted successful initiatives at each site, including the Houston site which partnered with the food bank for access to EIDI and expand GMA to high risk infants. Dr. Andrea Duncan, Medical Director, High Risk Infant Clinic and Tiny Tot Neurodevelopmental Clinic, UTHSC-Houston went on to describe her experiences as a director of one of the sites network sites, what worked, and lessons learned.  When asked about evidence for early intervention, Ms. Byrne discussed three clinical trials in process with publication of one trial imminent. She noted that the evidence on early intervention is not yet available because they only now have CP diagnosis at an early age.  Dr. Yvette Johnson recommended having a presentation at NEON Summit VI on interventions, implementation, and evidence.  Ms. Byrne announced that the CPF Implementation of Early Detection and Intervention in Cerebral Palsy conference is scheduled for April 11-13, 2019, at Nationwide Children’s/Columbus, Ohio and discussed the conference format and training programs. 

Post-meeting Debriefing
Dr. Gong asked meeting participants if they were still committed to work on NEON’s cerebral palsy QI project.  Participants agreed to continue tracking their efforts, using tools such as process mapping, to determine what it takes to move toward earlier diagnosis of CP. Dr. Johnson urged NEON members to continue to send their data/responses to the survey on to help better  understand the visit schedule of each NEON site and evaluate trends since the NEON IV Summit in February 2018. The current QI initiative is to evaluate changes in individual site visit schedules comparing 2017 to 2018.  NEON follow-up programs were asked to complete a short survey of their visit schedules for VLBW infants seen in their NICU follow-up clinic

Dr. Gong reported that Dr. Lakey offered for NEON to have its conference in conjunction with the annual Texas Collaborative for Healthy Mothers and Babies which is held in early 2020 (dates still to be determined).  She asked for volunteers to work on planning the NEON Summit VI. Dr. Niraj Vora, Temple, Dr. Sanjeet Panda, El Paso, and Dr. Ana Allegretti were among those to publicly volunteer to take an active role in planning.  Members of the Executive Committee will meet every two months.  Dr. Gong reported that a meeting summary and speakers’ PowerPoints from NEON Summit V will be posted on the NEON website.    

Action Items

· Dr. Johnson reported that the NEON Executive Committee* will convene in March 2019 to discuss NEON Summit V deliberations and will follow-up with NEON members.
· NEON members will continue to send responses to the NEON survey for the CP QI Project. 
· NEON Executive Committee and member volunteers will pursue collaboration with the Texas Collaborative for Healthy Mothers and Babies to include the NEON Summit VI, to be held in early 2020, in Austin, Texas. 

*NEON Executive Committee 
Dr. Christine Aune, San Antonio Developmental Pediatric Service, Mednax
Dr. Andrea Duncan, University of Texas Health Science Center at Houston
Dr. Alice Gong, UT Health San Antonio
Dr. Yvette Johnson, CookChildren’s Hospital-Fort Worth
Dr. Judith Livingston, UT Health San Antonio
Dr. Martha Hemingway, McLane Children’s Hospital-Temple
Dr. Audelio Rivera, Pediatrix-Austin First Steps
Dr. Niraj Vora, McLane Children’s Hospital-Temple
Dr. Patricia Williams, University of Oklahoma Health Science Center, Oklahoma City

NEON Summit V Meeting Summary prepared by Judith Livingston, PhD, MCHES, Assistant Professor, Office of the Chairman, Department of Pediatrics, UT Health San Antonio and reviewed by NEON Executive Committee members.
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