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Aloha All!! 

We hope that everyone has been having a great summer.  After a little hiatus, we will now be 

back to providing monthly updates.  Please let us know if you have anything to share with the 

Network partners and we can include it in future updates. 

2017 WSRGN Regional Summit, Planning for 2018 

The 2017 Western States Summit in October was a great success, with quite a few new 

attendees as well as many familiar faces.  Participants in the 2017 WSRGN annual Summit 

shared their opinions on how and if they will use information discussed at the Summit and the 

results will be available on the WSRGN website soon.   

Volunteers Needed for National Coordinating Committee (NCC) Work Groups 

The following NCC workgroups are looking for new members:  Telegenetics, Clinical Services 

Directory Development, and Genetics and Genomic Education.  Please contact Megan Lyon, 

NCC Project Manager, at mlyon@acmg.net, if you would like to volunteer. 

NCC Evaluation Work Group 

WSRGN participates in the NCC Evaluation Work Group. The group continues to work on 

coming to consensus on what performance measures will be monitored and what data will be 

collected to measure accomplishments of the Networks.  Look for updates coming later this year 

on final performance measures and data collection standards. 

WSRGN Family Advocates' AMCHP Presentation Accepted 

WSRGN Family Advocate Tamara Bakewell, Project Coordinator at the Oregon Family to 

Family Health Information Center, partnered with the WSRGN Family Advocates Work Group 

and Director to submit a presentation to AMCHP.  The presentation was accepted, and the 

group will present on “Family Advocacy – Genetics Networks” partnerships at the annual 2018 

AMCHP meeting in February. 

November 2017 Secretary’s Advisory Committee on Heritable Disorders in Newborns and 

Children 

The most recent meeting was held on November 8-9.  NewSTEPs presented an update about 

progress towards the newborn screening (NBS) timeliness goals outlined by the Committee.  

There were other presentations regarding the evidence review for spinal muscle atrophy and the 

public health impact of severe combined immunodeficiency, carrier status in the context of NBS, 

and a review of long term follow up on NBS.  Reports from the Laboratory Standards and 

Procedures workgroup, Follow-up and Treatment workgroup, and Education and Training 

workgroup were also presented. 

 

mailto:mlyon@acmg.net
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The next ACHDNC meeting will be held February 8-9, 2018.  For more information and links to 

webcasts of past meetings, click here. 

ACHDNC Workgroup Nominations 

The Advisory Committee for Heritable Disorders in Newborns and Children (ACHDNC) is 

accepting nominations for the following three workgroups: 

 

1.  Education and Training 

2.  Follow-up and Treatment 

3.  Laboratory Standards and Procedures 

Self-nominations should include the following information: 

1. Statement of interest.  Be sure to include the workgroup of interest (please indicate one 

Workgroup per nomination) 

2. Brief description of your expertise and experience that will contribute to the Workgroup 

3. CV or Résumé 

Nominations must be emailed to Alaina Harris by 11:59 p.m. on November 20, 2017.  Please 

name the Workgroup in the subject line of the email.  Final decisions regarding Workgroup 

membership will be made by the Chair of the ACHDNC and the Designated Federal Officer for 

the ACHDNC by December 2017. 

Each member selected can serve on the Workgroup for up to four years (e.g., January 1, 2018 

to December 31, 2021).  Past Workgroup members are eligible to apply to serve again.  Any 

member can voluntarily remove themselves from a Workgroup at any time with a resignation 

letter to the Chair of the Workgroup. 

Members are expected to attend (via webinar or in-person) Workgroup meetings held in 

conjunction with the quarterly ACHDNC meetings.  Travel and lodging costs are not covered.  In 

addition, Workgroup members may be asked to participate on monthly teleconferences to work 

on projects. 

For more information on the Committee, please visit the ACHDNC webpage. 

 

TELEHEALTH 

Telegentics Training Update 

The WSRGN, with support from the Southwest Telehealth Resource Center, recently held two 

training sessions, one in Tuscon, AZ in August and another in Iowa City, Iowa in October.  The 

training includes a series of online modules and two webinars along with a one-day in-person 

session.  The purpose of the training is to introduce genetics providers to telemedicine 

equipment and how to incorporate telegenetics into clinical practice. 

https://www.hrsa.gov/advisorycommittees/mchbadvisory/heritabledisorders/meetings/index.html
mailto:aharris@hrsa.gov
http://aphl.cmail19.com/t/d-i-kylkllk-l-t/


                                                 OCTOBER UPDATES 

 
 

 

The next training will be held in Tucson in February 2018.  Please contact Michelle Takemoto at 

michelle@hawaiigenetics.org if you or a genetics provider you know is interested in future 

trainings. 

EDUCATION 

Association of Public Health Laboratories 2017 Newborn Screening and Genetic Testing 

Symposium 

The 2017 APHL Newborn Screening and Genetic Testing Symposium was held in New Orleans, 

LA in September.  The meeting addressed state, national and international newborn screening, 

genetic testing, and policy issues important to national and global public health.  Topics included 

laboratory updates, molecular advances, candidate conditions, clinical outcomes, short and 

long-term follow up and quality assurance/quality control.  Select presentations are now 

available here. 

NBS Molecular Training Workshop 

APHL is soliciting applications for the annual Molecular Training Workshop, to be held Monday,  

February 26 to Friday, March 2, 2018, at the CDC's Newborn Screening and Molecular Biology 

Branch Laboratories in Atlanta, GA.  This five-day intensive workshop will include wet-lab 

activities related to newborn disorders as well as lectures and discussions.  Discussion topics 

will include data reporting and interpretation, evaluation and QA/QC issues, just to name a few.   

 

Visit the training webpage to access the application.  For more information, please contact 

Laura Russell.  

Baby’s First Test Webinar on Family Advocacy in Newborn Screening 

Baby's First Test hosted a webinar in September on how newborn screening programs can 

effectively collaborate with and support family advocates.  During the webinar, Amy Gaviglio, 

MS, CGC from the Minnesota Department of Health, discussed Minnesota's experience 

supporting family advocates, and Shanna Quimby shared her family's advocacy journey and her 

work through Gavin Flying for a Cure.   

The webinar recording is available here.  You can join the online discussion about working with 

family advocates in newborn screening here. 

Short Term Follow-Up Webinar:  Spinal Muscular Atrophy (SMA) 

A NewSTEPs webinar on short-term follow up for SMA found on newborn screening is posted 

here.   

https://www.aphl.org/conferences/proceedings/Pages/2017-NBSGTS-Symposium.aspx
http://aphl.cmail19.com/t/d-i-kylkllk-l-j/
mailto:laura.russell@aphl.org
https://www.youtube.com/watch?v=DU3oOnWkG7A&t=2145s
http://babysfirsttest.org/newborn-screening/working-with-family-advocates-in-newborn-screening
https://vimeo.com/234908404
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The webinar presents clinical background on SMA, updates about the recently approved 

treatment nusinersen, and information on pilot screening studies on SMA in New England and 

Wisconsin.   

The webinar also includes a program spotlight NBS program in Puerto Rico prior to Hurricane 

Maria. 

Cystic Fibrosis NBS Timeliness:  IRT/IRT/DNA 

This webinar was part of a NewSTEPs 360 newborn screening, cystic fibrosis community 

outreach and is posted here.  It included an interactive problem solving/idea sharing session on 

two-screen states performing IRT/IRT/DNA panels, with a primary focus on states that are 

currently using this algorithm. States new or soon to be new to this algorithm will benefit from 

this webinar, as well as programs that have recently implemented changes to their CF 

algorithms. 

 

October SCID Quarterly Webinar 

This NewSTEPs webinar features an update on SCID newborn screening nationally and 

lessons learned from the SCID In-Person Meeting and is posted here.  Newborn screening 

experiences were also shared from the Utah and Tennessee newborn screening programs. 

Southeast Regional Genetics Network Videos on the Emory University Metabolic Camp 

Emory University holds an annual summer Metabolic Camp for adolescent girls and young 

women with inherited metabolic disorders, including phenylketonuria (PKU) and maple syrup 

urine disease (MSUD).  The research-based camp helps adolescent girls and young women 

learn how to care for their own health, and how to assure that they have healthy children, when 

and if they decide to start their own families.  Two videos about the program were developed by 

the Southeast Regional Genetics Network (SERN) and are available here and here. 

 

 

 

https://vimeo.com/238989826
https://vimeo.com/239161894
https://www.youtube.com/watch?v=yNzhxX0xM5E
https://www.youtube.com/watch?v=eIWpX56K2Ro&feature=youtu.be

