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Call to Order

Chairman Morris called to order the April 26, 2013 meeting of the Newborn Screening Advisory Committee at approximately 9:00 am.  
Roll call of committee members, staff and guests
Chairman Morris reminded everyone that this was a conference call and to identify themselves when speaking.  Roll call was made by Patrick Clynch and introductions were made.  Members, staff and guests attending are listed at the beginning of these minutes. 
Review and Approval of Minutes
Chairman Morris asked about the minutes from the November 2, 2012 meeting. David R. Martinez requested the following changes be made to the minutes:
· Page 2, paragraph 4.

· Add “disorders” to the sentence “Children continue to add more disorders especially if we are talking about Secretary’s Recommended Uniform Screening Panel.”

· Page 7, paragraph 5

· Add “periodicity schedule” to the sentence “The audit already exists and at least one of the newborn screens is already on the periodicity schedule.”

· Page 7, paragraph 6

· Add “periodicity schedule” to the sentence “ Chairman Morris asked Dr. Lawson if he wanted to put a motion to the committee that they make a recommendation to DSHS and the Commissioner that that requirement is added to periodicity schedule?” 

Chairman Morris stated that he was not familiar with what a periodicity schedule was.  Jann Melton-Kissel explained that it is a Medicaid schedule for routine checkups for children on Medicaid.  There are certain things that have to be done each checkup and actually the newborn screening is one of those items for one of the checkups.
Chairman Morris asked if he had a motion to accept the minutes with the additions Mr. Martinez pointed out.  Dr. Speer made a motion, Dr. Guillory seconded.  The motion to accept the minutes was approved. 

Newborn Screening Rules Update-David R. Martinez
David R. Martinez gave an update on the Newborn Screening Rules that were proposed for amendment.  The rules were scheduled to go to the Department of State Health Services Council at the end of February, 2013; however that meeting was postponed until April 3, 2013.  The rules were presented to the Council, and the Council did vote them through the process.  They will be sent over to the Health and Human Services Executive Commissioner for final approval and for publication into the Texas Register.  They are scheduled to be published in the register on May 31, 2013.  At that time, on June 1, 2013, the official public comment period will begin and end on June 30, 2013.  At the last meeting, Dr. Gong requested that the informal comments received be shared.  Mr. Martinez shared comments from The Texas Pediatric

 Society (TPS), Morgan Sanders with the March of Dimes (MOD) and Denise Rose with the Texas Hospital Association (THA).
Update on Severe Combined Immunodeficiency (SCID) Statewide Screening Implementation-Rachel Lee, Dr. Debra Freedenberg
Rachel Lee gave an update on the implementation of SCID.  SCID was added to the recommended panel May, 2010.  Received agency approval March, 2012 and began screening population wide on December 1, 2012.  Building retrofitted for SCID screening.
· Statistics from December 1 to the end of March, 2013
· 237,684 specimens which equals about 122,000 babies (2 screens per baby)

· Out of 240,000 specimens, 1,199 were reported abnormal
· Some were asked to be retested and some were referred

· Meet with immunologists every 4-6 weeks to receive feedback
Dr. Debra Freedenberg gave an update on referral cases and diagnosis.

· Diagnosed 2 children with SCID

· One of the babies unfortunately passed away during the transplant process

Texas NBS System-Update on Gaps and Barriers Part II-Susan Tanksley
Susan Tanksley gave an update on gaps and barriers.  She stated that this was a continuation from the last meeting.  This project, Texas Newborn Screening Performance Measures Project (TNSPMP)  was a CDC grant that the Department obtained.  It ended up being a 3 ½ year project.  Overall goal was to develop and further identify evidence-based performance measures to improve patient care for newborns.  Focused on the pre and post analytical aspects.  
· Four goals

· Formalize a steering committee to help drive the project; several members of the advisory committee participated

· Develop and define performance measures that may reveal gaps
· Pilot these performance measures for effectiveness

· Identify recommended document evidence based on interventions

Susan stated that the information provided at the last meeting and what is being provided today, is an update on something done as part of Goal 2 which was to assess the NBS system.     

· System Assessment
· Started with an external review of the program that was done by the NBS and Genetic Resource Center  
· Conducted an internal evaluation using a tool call Internal Program Evaluation and Assessment Scheme (PEAS)
· Received input from stakeholder team during brainstorming sessions
· Held several focus groups where additional information was received.

Susan stated that in today’s meeting, the focus would be on:

· Medical Management

· Program Evaluation

· Program Administration and Finance

· Personnel 

· Information Systems

· Contingency Planning

· Medical Management-Gaps
· Current funding for NBS does not incorporate system costs
· Education, laboratory, follow-up, confirmation testing and diagnostic costs

· Counseling services are not consistently provided
· Lack of specialists and lack of access to specialists in some areas of the state
· Providers are not consistently utilizing subspecialty assistance
· Providers do not consistently provide case information to NBS Program
· Lack of defined and coordinated roles and responsibilities between primary care physician and subspecialists
· Difficult to access information on critical patients seen in the emergency room, typically prior to receiving screen results
· Transition to adult care is needed in conjunction with the NBS system
· Medical Management-Interventions
· Consider contracts with academic centers or private specialty providers to assist with specialty follow-up and care, including diagnostic testing, genetic counseling, treatment, nutritional counseling, tracking of patients, data collection and reporting
· Evaluate other state models and develop a cost analysis model based on standard testing guidelines
· Engage state and national groups in the process of recruiting more physicians and subspecialists to rural areas with programs that offer loan payment assistance to new graduates in exchange for specific years of service
· Program Evaluation-Gaps

· No established procedures for reviewing and validating DSHS laboratory results via comparisons of 1st and 2nd screen results, confirmatory results from external laboratories or recall rates from other state programs
· Need a documented, uniform system for collecting, validating and maintaining case data or procedures for short or long-term program evaluation
· Subspecialists and pcps don’t consistently report confirmatory laboratory results and information on cases detected after an abnormal screen
· Lack of a formal annual report summarizing key performance indicators for the entire screening system
· Program Evaluation-Interventions
· Consider a more uniform way of maintaining case management records and ensure that appropriate indicators are recorded for ongoing internal and external program evaluation/comparison
· Develop an online system to allow post analytical providers a way to report diagnostic and follow-up survey data to NBS Program
· Apply for federal and nonprofit grant funding whenever possible

· Contract with specialty centers to perform diagnostic testing and report results to DSHS for more complete data collection
· Cases exceeding desired time to treatment should be studied with emphasis on actions to shorten time from birth to treatment

· Results of performance measures developed through TNSPMP could be reviewed to help identify delays

· Confirmatory test results significantly different from screening laboratory results should be evaluated to explain discrepancies and correct any laboratory testing problems at either the confirmatory or screening laboratory

· Request another comprehensive peer review of the Texas NBS system to compare progress since the initial review in February, 2005

· Publish an online annual summary report of the performance measure data.  Include strategies that the program will use to address insufficiencies or how it will continue meeting objectives

· Program Administration and Finance-Gaps
· Laboratory and follow-up functions are divided between two different organizational areas
· There is no mechanism for enforcement of the law or rules requiring NBS
· Program finance and business plans should be inclusive of system issues such as:
· Laboratory and follow-up services

· Diagnostic clinical services

· Genetic and nutritional counseling services

· Employee education, recruitment and retention 

· Data integration

· Consider grants as opportunities for additional program funding
· Program Administration and Finance-Interventions
· Perform a cost benefit analysis of newborn screening
· Document the total costs of care for each of the disorders if left untreated
· Consider concepts of Return on Investment (ROI) and legal liability of a missed case

· Determine which NBS system components the fee should cover

· Increase NBS fee to implement screens for recommended conditions and incorporate more costs of clinical care (for all out of range screens) such as diagnostic testing and follow-up
· Eliminate the division of the program and bring under a single management/decision making structure

· Allow NBS to carry funds across biennium

· Require insurance companies to pay for newborn screening, diagnostic tests and follow-up by law

· Personnel-Gaps
· DSHS is often faced with resource constraints that impact the ability to maintain sufficient staff capacity or to reward staff for good performance
· Ongoing hiring freeze and sequestration of positions

· Sparse opportunities for incentives such as merits or promotions

· Disparities between state salaries and private industry

· High staff turnover makes it difficult to keep staff appropriately trained
· DSHS and providers

· There may not be a sufficient number of specialists to assist families of affected newborns
· Personnel-Interventions

· Need a process/mechanism to actively recruit and retain talented staff

· Career ladder to provide incentive for growth and development

· Incentives or rewards for good work

· Continue providing NBS Grand Rounds and other training opportunities for healthcare providers and DSHS staff

· Offer loan repayment for specialists who locate to underserved areas

· Consider a consumer advocate as a full or part time staff member responsible for parent support activities-newsletters, website information, support meetings, annual report, etc.

· Information Systems-Gaps

· Though the NBS Program shares a database, the lab piece is specimen centric while the follow-up piece is patient centric, making it very difficult to directly link the screening results with case outcome data

· Complex organizational infrastructure supports IT at DSHS

· Statewide Department of Information Resources contract

· Division of labor between DSHS IT departments

· Difficult to coordinate needed changes to improve system

· Written procedures associated with maintaining database integrity for network, hardware and software components are not easily accessible

· NBS data are not integrated with other health database systems (e.g. vital records, newborn hearing, immunizations)

· Health information exchanges are not in place to integrate electronic medical records between the NBS Program, primary care physicians and subspecialists

· Current NBS database doesn’t support automated downloads to national database

· Information Systems-Interventions

· Train internal designated NBS IT Applications Development staff that can help bridge the gap between the specimen-centric laboratory data and patient-centric clinical care coordination data

· Reimburse or incentivize specialists and providers for linkage or integration efforts

· Evaluate the possibility of web-based system enhancements to allow healthcare providers to electronically submit confirmatory test results and diagnostic data

· Develop a specific business plan to assess the data sharing needs of the NBS blood spot and hearing screening programs

· Continue to pursue data sharing with other child health programs including vital statistics, immunizations and birth defects registry to reduce data entry, increase accuracy and integrate data into a child health record
· As a first step in data sharing with Vital Statistics, research steps needed to have the NBS serial number added back to the birth record and make that a program priority

· Utilize a health information exchange infrastructure that supports the electronic transfer of data to connect providers, specialists, clinical care coordination staff and laboratories to:

· Facilitate effective communication and case management

· Reduce reporting time

· Improve communication between stakeholders

· Provide a template for the creation of customized patient management plans for providers

· Track patient status

· Verify the delivery of results to providers

· Ensure the completion of required screens

· Contingency Planning-Gaps

· The NBS Program has not yet exchanged specimens with the Florida NBS Program to exercise the existing contingency plan (COOP)

· The existing back-up lab could not test second screens

· Overreliance on single vendor for laboratory testing

· Limited discussions regarding planning for patients in COOP situations

· Contingency Planning-Interventions

· Begin discussions with Oregon NBS Laboratory as lab that could test our second screens in an emergency

· Develop a back-up system for the courier

· Utilize CDC generic NBS cards if cannot obtain Texas-specific collection kits

· Develop communication plan for healthcare providers (public service announcements, alert emails, emergency contacts, etc.)

· Develop plan for displaced patients with critical NBS results

· Have a direct phone number to assist displaced families with locating medical care/nutritional needs for NBS disorders and ensure families/healthcare providers are aware of its availability

· Keep supply of formulas on hand for emergency situations

· Develop memorandum of understanding with pediatric specialty centers for emergency prescriptions

· Next Steps

· Update the 2008 Gaps and Barriers Report to include current status, pending issues and suggested interventions

· Utilize information for program improvement purposes
NBS Post Analytical Performance Measures: 2010 and 2011 Data-Susan Tanksley, Debra Freedenberg
Susan Tanksley stated that these measures were developed as part of the Newborn Screening Performance Measures Project.  The last meeting was focused on the pre-analytical performance measures for 2010 and 2011.  This data was previously presented to the committee and a recommendation was made that on an annual basis statistics would be provided to the committee.  Perhaps in the next meeting or the one after that, we can also do the 2012 measures.  The measures discussed today are all disorder specific measures, and they all focus on time to treatment for the specific measures. 
· Phenylketonuria (PKU)

· Time to initiate treatment 

· First month of life

· For 2010-2011, 64% (21/33) met goal


· Data not available for 5 cases

· Galactosemia (GALT)
· Time to initiate treatment with treatment being initiation of a soy base diet 

· Within 7 days of life

· Combining data for 2010 and 2011, 56% (5/9) of GALT cases met goal

· Congenital Hypothyroidism (CH)
· Time to initiate treatment 

· Within 14 days of life

· 47% (219/468) met goal

· Sickle Cell Disease (SCD)
· Time to penicillin treatment with treatment being twice-daily prophylactic penicillin therapy

· Initiated by 2 months of age

· 76% (47/62) with treatment dates met goal

· Data not available for 202 cases

· Congenital Adrenal Hyperplasia (CAH)
· Time to initiate treatment for Salt Wasting CAH

· Within 7 days of life

· 19% of cases (10/52) met treatment goal

· Congenital Adrenal Hyperplasia (CAH) by Gender

· Time to initiate treatment for Salt Wasting CAH

· Within 7 days of life

· 19% (6/31) males and 21% (4/19) females met treatment goal

· MCAD

· Time to treatment/intervention

· Within 7 days of life

· 25% (10/40) with treatment date met goal

· Data not available for 34 cases

Newborn Screening Secondary Targets-David R. Martinez
David R. Martinez gave an update on the Newborn Screening secondary targets.  The committee made a recommendation for Dr. Lakey to consider information regarding how the program counts disorders that are currently screened for.  Considering that many of the disorders on the secondary panel are consistently detected and identified through the screening of the primary panel disorders.  Program staff is working on a memorandum to the Commissioner to provide the information regarding the Committee’s recommendation and to provide options for the Commissioner to consider.  The points we need to consider while we are developing the options for the Commissioner include cost associated with the lab testing, cost associated with the Clinical Care Coordination (CCC) activities, work load impact to the lab and CCC, cost for providing benefits under the NBS Benefits Program, cost related to education and education materials for providers and education for our program staff.  We also need to consider options associated with screening for the complete secondary panel.  As we are developing our memorandum, we want to ensure that we provide the Commissioner with options for various scenarios including the recommendation you made about just counting the disorders and pretty much doing what we are doing now detecting the conditions we are screening on the primary panel.  We want to give the Commissioner the options that will cover several options and lay out the costs associated for each option.  We wanted to let you know that that recommendation is still in the works.  We are close to preparing what we need to do and will keep you updated on our progress.  Obviously, it will be up to our Commissioner to decide which option he will steer us to implement or not implement.  
Legislative updates-David R. Martinez
David R. Martinez went over the legislative updates provided by Amanda Broden, DSHS Governmental Affairs.
· HB 740 
· The bill requires DSHS to require newborn screening tests to screen for disorders listed as core and secondary conditions in the December 2011 Recommended Uniform Screening Panel of the Secretary's Advisory Committee on Heritable Disorders in Newborns and Children, rather than for disorders listed in the core panel and in the secondary targets of the uniform newborn screening panel recommended in the 2005 report by the American College of Medical Genetics.

· The bill specifies that the Newborn Screening Advisory Committee is required to advise DSHS regarding strategic planning, policy, rules, and services related to newborn screening and additional newborn screening tests for each disorder included in the panel or in another report determined by DSHS to provide more stringent newborn screening guidelines.

Mr. Martinez stated that the bullets Amanda has prepared are the highlights of the changes in statute related to CCHD and some other issues, other items in the statutory rules.

· Requires DSHS, with the advice of the Newborn Screening Advisory Committee, to authorize a newborn screening test for critical congenital heart disease to be performed at a birthing facility that provides care to newborn patients and that complies with the test procedures and the standards of accuracy and precision required by DSHS for each screening test. 

· The bill requires a birthing facility, if DSHS authorizes the performance at a birthing facility of a screening test for CCHD, to perform the screening test on each newborn who is a patient of the facility before the newborn is discharged from the facility unless the parent declines the screening, the newborn is transferred to another facility before the screening test is performed, the screening test has previously been completed, or the newborn is discharged from the birthing facility not more than 10 hours after birth and a referral for the newborn was made to another birthing facility, physician, or health care provider. 

· The bill requires DSHS, before requiring any additional screening test for CCHD, to review the necessity of the additional screening test, including an assessment of the test implementation costs to DSHS, birthing facilities, and other health care providers.

Mr. Martinez stated that the last action was on April 24, 2013 and the bill has passed the House and is engrossed.  The above items are related to HB 740 specific to CCHD.  There are also provisions that have been proposed for the Newborn Screening Advisory Committee.

· HB 740 also includes as required members of the Newborn Screening Advisory Committee at least four physicians licensed to practice medicine in this state, including at least two physicians specializing in neonatal-perinatal medicine. The bill increases from one to two the minimum number of committee members required to be hospital representatives and sets at two the minimum number of committee members required to be persons who have family members affected by a condition for which newborn screening is or may be required and sets at two the minimum number of committee members required to be health care providers who are involved in the delivery of newborn screening services, follow-up, or treatment in this state. 
· The bill requires the advisory committee to review the necessity of requiring additional screening tests, including an assessment of the test implementation costs to DSHS, birthing facilities, and other health care providers.
· SB 253 – sponsored by Deuell

· Relates to newborn screening for CCHD
· Last action January 29, 2013 referred to Senate Health and Human Services
· Has not had a hearing, may be waiting on Crownover’s HB 740 to come over to the Senate
· Deuell’s bill is not a companion to HB 740, but is similar regarding requirements for screening for CCHD.

· Specifies the screening be done by pulse oximetry, rather than whatever appropriate testing the department establishes by rule.  

· SB 761 – by Lucio

· Relating to the licensing and regulation of medical laboratory professionals
· Last action February 26, 2013 referred to State Health and Human Services

· Has not been heard

· HB 2297 – sponsored by Naishtat
· Relating to the licensing and regulation of medical laboratory professionals
· Last action April 17, 2013 heard in House Public Health Committee 
· Left pending
· Creates a new Chapter 703, Occupations Code, titled Medical Laboratory Professionals

· The bill creates a new professional licensing program within the DSHS Professional Licensing and Certification Unit. The proposed program will license and regulate three levels of medical laboratory professionals:

· Medical Laboratory Scientist

· Categorical Medical Laboratory Scientist

· Medical Laboratory Technician

· SB 761 and HB 2297

· Creates a Medical Laboratory Science Advisory Committee with 9 members to provide advice and recommendations to DSHS and the Executive Commissioner on technical matters relevant to the administration and enforcement of the chapter, including examination approval, licensing standards and qualifications, renewal requirements, standards of professional conduct, and continuing education requirements. 

· A person must hold a license in order to perform or offer to perform medical laboratory tests or to represent oneself as a medical laboratory scientist, unless exempt.  Certain persons can be exempted by the executive commissioner during a public health emergency.

· Sets out five licensure qualifications for each of the three categories of medical laboratory professionals: 1) education, either a baccalaureate or an associate’s degree; 2) completion of medical laboratory experience or training required by rule; 3) certification by a nationally recognized certification organization; 4) payment of fees; and 5) compliance with any other requirement.

· This would also affect the DSHS Laboratory, which has approximately 161 current positions that would be subject to this new law.  Of these positions, only 35 staff members possess a certification that would meet the requirements of this bill. 

· Although the bill provides an exemption for staff who have performed medical laboratory testing for three of the previous five years before the license is required, approximately 86 staff hired from September 1, 2012 to August 31, 2014 will not have had the three years’ experience, and they will be required to complete a medical laboratory science program and be certified.

· It may be difficult to fill laboratory positions as individuals may be less likely to enter the laboratory science profession if they need to complete a medical laboratory science program and become licensed.

· Currently, all clinical laboratories that conduct high-complexity testing for the diagnosis, prevention and treatment of diseases in support of the Centers for Medicare and Medicaid Services (CMS) must be accredited by a CMS approved agency, such as the Clinical Laboratory Improvement Act (CLIA) inspections services or the College of American Pathologists.  This bill would add additional requirements on top of the federal requirements. 

· HB 1471 – sponsored by Laubenberg
· Relating to newborn hearing screening
· Last action April 8, 2013 reported from House Public Health
· Recommended for Local & Consent calendar
· SB 793 – sponsored by Deuell

· Relating to newborn hearing screening
· Last action April 11, 2013 voted out of Senate
· April 15 referred to House Public Health
· HB 1471 and SB 793
· Amends Chapter 47 of the Health and Safety Code to allow referrals for newborn hearing screening by a birthing facility. 

· H.B. 411 from the 82nd Legislature made several changes to the screening, reporting, oversight and follow-up requirements for newborn hearing screening.  Of particular note, facilities’ responsibility related to screening newborns and infants was amended.  Among other requirements, H.B. 411 expanded the responsibility of facilities in regard to provision of the hearing screening: “shall offer” was changed to “shall perform, either directly or through a transfer agreement.”

· After the legislative session, DSHS encountered difficulties in developing rules or guidelines for the midwife-operated facilities that comply with the law and that coincide with how these birthing centers operate.  Midwives noted that it is not financially viable for many midwife-operated birthing centers to directly provide the hearing screening due to low client volume, cost of the equipment, and cost to comply with being a certified program.  Thus, most birthing centers are more likely to rely on another mechanism to provide the hearing screening to their clients by referring them for the service elsewhere.  However, under H.B. 411, use of a transfer agreement is the only indirect option in compliance with the law for performing the initial newborn hearing screen. The main area of difficulty identified by stakeholders representing birthing centers at an H.B. 411 stakeholder meeting held by DSHS was the term “transfer agreement.”

· DSHS sought this change to clarify under what circumstances a facility must perform a newborn hearing screening while still ensuring that all babies born in Texas are given access to newborn hearing screening. It offers midwife-run birthing centers a practical way to comply with the hearing screening law, if the centers are unable to directly provide the screening
Critical Congenital Heart Disease (CCHD) Update-Dr. Charleta Guillory
Dr. Guillory stated that she would not repeat information presented at the previous advisory committee meeting, but would give a brief update.  
Texas Pulse Oximetry Project (TxPOP) is a joint educational initiative between University of Texas Health Science Center, San Antonio Department of Pediatrics and Baylor College of Medicine Texas Children’s Hospital.  It is an educational program where they have actually created an educational program logic model to guide the educational implementation and evaluation of implementation for CCHD.  We have over 13 Texas rural and metropolitan birthing facilities that have participated in this project with access to various resources and we have begun to collect data on this particular project.  Initially, we did a literature review and a needs assessment and actually evaluated each 13 sites for its ability to implement the educational program and determine and review existing resources, identify stakeholders that included nurses, physicians and nurse champions and physicians.  The newborn screening educational plan for CCHD included curriculum development with specific objectives to educate health care professionals in reasons for and the process of screening as well as how to communicate with families about the screen.  We held a Train-the-Trainer Seminar and it was conducted for the nurse champions which we were able to identify during the needs assessment of the project.  With the input from nurses, physicians, public health educators and families which included Spanish speaking family members and health care providers, we created an educational tool kit that address cultural and literacy issues.  The tool kit included a color coded curriculum and algorithm; it included pamphlets in both Spanish and English for families as well as families who had positive screens.  We created a PowerPoint presentation for nurses and for physicians as well as wall posters, laminated cards with the algorithm so that it would be very easy for the nurse champions and the nurses to implement the Pulse Oximetry Project in hospitals.  Dr. Guillory is very excited about a video that was done with Dr. Gong doing a lot of the work.  They will be very happy to send the site to the Chairman and if you would like, ensure that all members get it.  C&E accreditations was provided for the nurses and between December 1, 2012 and February 28, 2013, we trained over 216 nurses at the hospital giving them after the training, both pre and post test which showed a major improvement in their knowledge about it and how to implement it.  Also, trained were 117 physicians at the different facilities.  Between March and July, 2013, for quality assurance, an additional measure was added, the educational impact effectiveness of nurse training and the nurse champions.  At the hospitals, we are actually collecting aggregate results of pulse oximetry for CCHD.  We have a data collection survey that was developed by the TxPOP data specialist.  The first month of data at the birthing facilities, 1,688 total births of which 1,544 CCHD newborn screens were done.  Using our recommended protocol, six positive screens were picked up, two were transported due to the positive screen and one had a concern of CCHD.  We have presented this information at TPS, Texas Medical Association (TMA) and MOD.  Dr. Guillory hopes to have the completed information for the next meeting.   
50th Anniversary Celebration Newborn Screening-Rachel Lee
Rachel Lee stated that 50 years ago in 1963, some states started newborn screens.  In Texas, we started in 1965 for population screening; however, Texas had a PKU pilot in 1963.  To celebrate this anniversary, in collaboration with Association of Public Health Laboratories (APHL) and the Center for Disease Control (CDC), a campaign was started.  The goal of this campaign is to celebrate achievement, raise awareness among parents, families and health care providers, and on-going support from policy makers.  Some events and some activities that they have been doing include creating brochures for parents and the public as well as for policy makers.  We have received and distributed the brochures through our Government Affairs Office to our Legislators.  In addition to the brochures, they hosted some receptions and national conferences.  There is a traveling display that is going around different states.  We will receive the display on May 13, 2013.  The display contains national data with a part of the display being Texas specific information.  The display will be at the laboratory May 13-14, 2013, the Bernstein Bldg. on main campus May 15, 2013, the Travis Bldg. on May 16-17, 2013 and on May 19, 2013, the display will be set up at the Capitol on the ground floor rotunda area.  The display will be from May 20-24, 2013.  We plan to have staff to sit with the display during office hours 9am - 5pm in case there are questions or comments.  We will invite some parents to stop by the display and help with answering the questions if they have the time.  We are trying to setup a ceremony at the Capitol with Representative Crownover giving a short speech.  Hoping to invite some family members or patients who have been affected by newborn screening disorders to come and join the event.  Since the Legislature is in session, Representative Crownover will need to give a date when she is available.  We plan to have a brown bag luncheon at the lab for the laboratory staff so that they can also celebrate the 50th anniversary of newborn screening.   
Periodicity Schedule and Texas Health Steps Information-Mindy Shroder 
Mindy Shroder was asked to share with the Committee what Texas Health Steps does with the periodicity schedule.  The Committee was given a handout of the quality tool and the periodicity schedule.  The quality tool was made primarily for the DSHS review team a couple of years ago.  The managed care companies are aware that the tool is available.  They aren’t required to use it, but Mindy knows some of them actually do use it.  On the periodicity schedule, the newborn screen is on there.  The quality review at DSHS utilizes the periodicity schedule and the tool.  She knows that they do check to make sure that both are on the card.  

Public Comments 
None

Future Action and Agenda Items
· Remind Susan Tanksley to distribute the updated Gaps and Barriers report from the TNSPMP project.  This includes information presented in this meeting

· Susan Tanksley is to distribute new slides that incorporate 2012 performance measures and compares that data to the 2010 and 2011 target goals and actual performance discussed in this meeting

· David R. Martinez is to update the Committee on the options presented to the DSHS Commissioner regarding the testing for secondary targets

· Dr. Guillory is to send a link to the site where the CCHD video can be located to Chairman Morris.  He will make sure that all Committee members get it.

· Dr. Gong suggests future planning for the celebration of the actual 50th year anniversary for Texas Newborn Screening which will occur in 2015.  Celebration should coincide with the legislative session.

Adjournment

The next meeting will be determined at a later date.  There being no further business, the meeting was adjourned at approximately 12:00 p.m.
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