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The Second Speaking of NEC: Unplugged 
Jennifer Degl

The Second Speaking of NEC: Unplugged was held on March 28, 
������LQ�$XVWLQ�7H[DV�DW�+\DWW�3ODFH�DW�$XVWLQ�&HGDU�3DUN��,W�ZDV�SUH-
sented by The Morgan Leary Vaughan Fund (Morgan’s Fund) and 
VSRQVRUHG�E\�ERWK�7H[DV�QRQSUR¿W�+DQG�WR�+ROG�DQG�3URODFWD�%LRVFL-
ence. The event hosted 65 attendees from the Texas area. Its goal 
ZDV�WR�VKDUH�SUDFWLFDO�VROXWLRQV�IRU�UHGXFLQJ�WKH�GHYDVWDWLQJ�HႇHFWV�
of Necrotizing Enterocolitis (NEC) on premature infants as well as dis-
cuss ways to prevent it. 

The inaugural Speaking of NEC: Unplugged was held in Connecticut 
in 2018 was such a success that Morgan’s Fund wanted to take it on 
the road to help spread more awareness on Necrotizing Enterocolitis. 
<RX�FDQ�UHDG�DERXW�WKH�¿UVW�FRQIHUHQFH�E\�FOLFNLQJ�EHORZ�����

http://www.speakingformomsandbabies.com/speaking-of-nec-2018/

1(&� LV�D� UDUH�� LQÀDPPDWRU\�GLVHDVH� WKDW� OHDGV� WR�QHFURVLV� �GHDWK��
RI�WKH�LQWHVWLQH�DQG�LW�DႇHFWV�DERXW�������RI�WKH���������LQIDQWV�ERUQ�
preterm each year in the United States. Although all newborn infants 
born preterm or born with a low birth weight (less than 5.5 pounds) are 
at increased risk for NEC, very low birthweight babies are at an even 
greater risk for developing this deadly disease.

&RQIHUHQFH�DWWHQGHHV�ZHUH�DSSURYHG�WR�UHFHLYH�����$0$�35$�&DW-
HJRU\���FUHGLWV�RU�����51�&(8�FUHGLWV�WKURXJK�7KH�3HULQDWDO�$GYLVRU\�
Council: Leadership, Advocacy, and Consultation (PAC/LAC) if they 
were present for the full day of speakers. Guests listened to presen-
tations from relevant NEC experts, including physicians, nurses, and 
parents of children who were diagnosed with Necrotizing Enterocolitis. 

7KLV�RQH�GD\�UHJLRQDO�FRQIHUHQFH�ZDV�EURNHQ�XS�LQWR�GLႇHUHQW�VHJ-
ments so that it touched on all aspects of the disease. These seg-
ments included the disease itself, prevention of NEC, research, and 

development surrounding NEC, and what happens post diagnosis and 
post-surgery. (2)

The medical speakers included Mitchell Goldstein, MD (Professor of 
3HGLDWULFV��/RPD�/LQGD�8QLYHUVLW\�&KLOGUHQ¶V�+RVSLWDO��0HGLFDO�'LUHF-
WRU��1DWLRQDO�&RDOLWLRQ�RI�,QIDQW�+HDOWK���7RU\�0H\HU��0'��3HGLDWULF�6XU-
geon, Dell Children’s Medical Center of Central Texas); Diane Spatz, 
3K'��51�%&��)$$1�� �3URIHVVRU� RI�3HULQDWDO�1XUVLQJ� DQG�1XWULWLRQ��
8QLYHUVLW\�RI�3HQQV\OYDQLD�6FKRRO�RI�1XUVLQJ��1XUVH�5HVHDUFKHU�DW�
&KLOGUHQ¶V�+RVSLWDO�RI�3KLODGHOSKLD���6XQ\RXQJ�.LP��3K'��3URIHVVRU�
RI�%LRFKHPLVWU\�DW�/68�+HDOWK��)RXQGHU�RI�&KRVHQ�'LDJQRVWLFV���0X-
UDOLGKDU�3UHPNXPDU��0'��05&3&+��06��$VVRFLDWH�'LUHFWRU�RI�,QWHVWL-
QDO�5HKDELOLWDWLRQ�6HUYLFHV�IRU�WKH�1,&8�DW�7H[DV�&KLOGUHQ¶V�+RVSLWDO���
The topics of their presentations included information on the neonatol-
ogist’s perspective, surgical NEC, improving human milk and breast-
feeding outcomes, the diagnostics of NEC, and short bowel syndrome. 

What makes Speaking of NEC: Unplugged so special is that there 
were also several parent speakers. Parents of premature and medical-
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“This one-day regional conference was 
EURNHQ�XS�LQWR�GL௺HUHQW�VHJPHQWV�VR�
that it touched on all aspects of the 
disease. These segments included 
the disease itself, prevention of NEC, 
research, and development surrounding 
NEC, and what happens post diagnosis 
and post-surgery. ”
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ly fragile babies have experienced trauma that is not well understood 
by the average person or average physician. This makes it imperative 
that medical professionals hear from parents. The parent speakers 
shared their personal stories of pain and how their baby’s NEC diag-
QRVLV�DႇHFWHG�QRW�RQO\�WKHLU�EDE\�EXW�WKH�ZKROH�IDPLO\�XQLW�

Not every NICU story has a happy ending, and one parent speaker 
shared her family’s story of love and loss of a NEC baby. Our parent 
speakers included Stephanie Vaughan (Co-Founder of The Morgan 

/HDU\�9DXJKDQ�)XQG���.DWKU\Q�:KLWDNHU��&KULVWLQH�7HVWHU� �+DQG� WR�
+ROG���&ULVWDO�*URJDQ��1,&8�+HOSLQJ�+DQG�DQG�3UHHPLH�3DUHQW�$OOL-
DQFH���<DPLOH�-DFNVRQ��1XUWXUHG�E\�'HVLJQ���DQG�+HDWKHU�7DQQHU��6LV-
ter Friend Up). The parent perspective seemed to have an impact on 
the audience, as it should. 

At the conclusion of the conference, attendees were asked to list prac-
tice changes they would make as a result of attending this conference. 
The top three comments were as follows:

1st Push for less bovine supplements/more/earlier pumping

2nd� ,QFUHDVH�HDUOLHU�.DQJDURR�FDUH

3rd Listen/ask/include parents more

A few exhibitors shared space in the back of the conference room and 
were available to speak to attendees both before and after the confer-
ence, and during the breaks. They included Jennifer Degl from Speak-
ing for Moms and Babies, Inc., Yamile Jackson from Nurtured by De-
VLJQ��.HOOL�.HOOH\�DQG�KHU�WHDP�IURP�+DQG�WR�+ROG��&DURO\Q�7HQH\FN�

DQG� KHU� WHDP� IURP�3URODFWD� %LRVFLHQFH�� DQG�+HDWKHU� 7DQQHU� IURP�
Sister Friend Up. 

Throughout the conference, a videographer was set up in a separate 
room, and he was recording personal stories and interviewing speakers 
and attendees to help create a video for The Morgan Leary Vaughn Fund. 

Leveraging the outcomes of both Speaking of NEC: Unplugged con-
ferences, Morgan’s Fund will continue to empower and educate par-
ents, providers, researchers, policymakers, and the public about NEC. 
The Morgan Leary Vaughan Fund urges all parents to understand their 
nutritional options and to advocate for low birth weight and prema-
ture babies (especially those born under 2.2 pounds) to receive only 
EUHDVWPLON��KXPDQ�GRQRU�PLON��DQG�KXPDQ�PLON�EDVHG�IRUWL¿HUV��������

The Morgan Leary Vaughan Fund (Morgan’s Fund) is a 501(c) (3) 
public charity dedicated to NEC. Morgan’s Fund produced a podcast 
series on Necrotizing Enterocolitis, called “Speaking of NEC.” You can 
listen to them on iTunes or download them from this link: 

http://www.morgansfund.org/category/podcast/

“Leveraging the outcomes of both 
Speaking of NEC: Unplugged 
conferences, Morgan’s Fund will 
continue to empower and educate 
parents, providers, researchers, 
policymakers, and the public about 
NEC.”
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Morgan’s Fund has also partnered with the National Organization of 
5DUH�'LVRUGHUV��125'��WR�FUHDWH�D�¿UVW�RI�LWV�NLQG�QDWXUDO�KLVWRU\�UHJLV-
WU\�ZKHUH�WKRVH�DႇHFWHG�E\�1(&�FDQ�HQUROO�WR�KHOS�IXUWKHU�WKH�UHVHDUFK�
into both the causes of NEC and what NEC patients may face as they 
JURZ��<RX�FDQ�¿QG�PRUH�LQIRUPDWLRQ�RQ�WKH�1(&�5HJLVWU\�E\�FOLFNLQJ�
below: (2)

https://www.necregistry.org/. 

For more information on The Morgan Leary Vaughan Fund, please 
visit http://www.morgansfund.org/
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