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In 2016, I published Once Upon A 
3UHHPLH��D�¿UVW��RI�LWV�NLQG�FKLOGUHQ¶V�
book written to comfort parents of 
premature infants during their jour-
ney through the Neonatal Intensive 
Care Unit (NICU). During my journey, 
I discovered that reading to my mi-
cropreemie was the one activity as a 
PRWKHU�WKDW�,�FRXOG�RႇHU�P\�VRQ�WKDW�
helped normalize my overwhelming 
and traumatic NICU experience. Dur-
ing our nearly three-month stay in the 

NICU, I read to my son every day as research studies suggest 
that reading stimulates healthy brain development in preemies, 
and also helps to form a bond between parent and baby. Many of 
the bedtime stories that we read ended with a parent tucking the 
child into bed at home with Mommy and Daddy. That wasn’t our 
reality for three months. There were no books about us. 

Little did I know that in publishing my deepest emotions carried 
during and post NICU would lead me to become an author and 
speaker, but also an advocate and advisor for the needs of pree-
mie parents, especially African Americans. As the mother of a 
micropreemie and miracle baby born at 26 weeks and weighing 
1 lb 15.3 ounces, I found myself advocating for his needs as I 
knew his life depended on it. Despite my 10-year career working 
to eliminate racial and ethnic disparities in health care, nothing 
prepared me for the heart-wrenching experience of my son’s pre-
mature birth. “Disparity” became real for me as my son joined the 
ranks of the nearly 500,000 premature babies born in the United 
States, nearly half to African American and Hispanic mothers. It 
was through this dual role that I experienced the NICU, one as a 
vulnerable micropreemie mother, and the other as a health equity 
professional.

At birth, my son required life-saving medical interventions; oxy-
gen, phototherapy lights, feeding tubes, a heart monitor, medi-
FDWLRQ��YLWDPLQV��DQG�HYHQ�FDႇHLQH��2YHU�RXU�QHDUO\�WKUHH�PRQWK�
stay in the NICU, I traveled through snowstorms and blizzards, to 
parent and nurture my baby. I only missed three days (two due 
to inclement weather and one self-care day). A typical day in the 
NICU lasted from 7 am until midnight, with many breaks to pump 
breastmilk. My lactation consultant promised that my breastmilk 
was liquid medicine. Midway through our NICU journey, I had to 
return to work, unlike many of my new NICU parent friends who 
were Caucasian. My advocacy skills were tested daily, as his life 

3HHU�5HYLHZHG

“My advocacy skills were tested daily, 
as his life depended on how well I could 
speak “neonatology” language, I had to 
be his voice and articulate his needs. 
This was challenging because, after all, 
³,¶P�MXVW�D�0RP�´�DQ�$IULFDQ�$PHULFDQ�
Mom, and not a doctor.”

-HQQp� -RKQV�� 03+� LV� WKH� PRWKHU� RI� D� PLFURSUHHPLH�� DXWKRU��
VSHDNHU��DGYRFDWH��DQG�QDWLRQDO�VHQLRU�KHDOWK�HTXLW\�OHDGHU��$V�DQ�
DGYRFDWH�IRU�UHGXFLQJ�KHDOWKFDUH�GLVSDULWLHV��-HQQp�IRXQG�KHUVHOI�
DGYRFDWLQJ�IRU�WKH�QHHGV�RI�KHU�VRQ��DV�KLV�VXUYLYDO�GHSHQGHG�RQ�
LW��6KH�DOVR�OHDUQHG�WKH�SRZHU�RI�UHDGLQJ�WR�KHU�VRQ�GDLO\���-HQQp�
ZURWH��³2QFH�8SRQ�D�3UHHPLH�´�ZKLFK�LV�WKH�¿UVW�RI�LWV�NLQG�FKLO-
GUHQ¶V�ERRN�ZULWWHQ�IRU�WKH�SDUHQWV�RI�SUHHPLHV�ZKLOH�WKH\�DUH�LQ�
WKH�1,&8��7KLV�EHGVLGH�FRPSDQLRQ�VHHNV�WR�PRWLYDWH��HQFRXUDJH��
DQG�LQVSLUH�SUHHPLH�EDELHV�DQG�IDPLOLHV�XQWLO�WKH\�JR�KRPH��

+HU� SUHHPLH� SDUHQW� FRQWULEXWLRQV� LQFOXGH� FRQVXOWLQJ� DQG� EORJ-
JLQJ�IRU� IRUWXQH�����FRPSDQLHV�RQ�SUHHPLH�SDUHQW�QHHGV�IURP�
D�FXOWXUDO� OHQV�DQG� UHDGLQJ�DV�D� WRRO� IRU�JURZWK��GHYHORSPHQW��
DQG�ERQGLQJ��6KH�VHUYHV�RQ�QXPHURXV�DGYLVRU\�FRPPLWWHHV�DG-
YRFDWLQJ� IRU� SUHHPLH�EDELHV�DQG�HOLPLQDWLQJ�KHDOWK�GLVSDULWLHV��
LQFOXGLQJ�1,&8�3DUHQW�1HWZRUN��7KH�1DWLRQDO�&RDOLWLRQ�RQ�,QIDQW�
+HDOWK��DQG�0DUFK�RI�'LPHV�3UHPDWXULW\�3UHYHQWLRQ�&ROODERUD-
WLYH�´�6KH�KDV�SUHVHQWHG�DW�QXPHURXV�FRQIHUHQFHV�DV�D�SUHHPLH�
SDUHQW�� LQFOXGLQJ�&RQJUHVVLRQDO�%ODFN�&DXFXV�$QQXDO�/HJLVOD-
WLYH�&RQIHUHQFH��1DWLRQDO�1HRQDWDO�1XUVHV�$VVRFLDWLRQ�&RQIHU-
HQFH��1DWLRQDO�3HULQDWDO�6RFLDO�:RUNHUV�&RQJUHVVLRQDO�%ULH¿QJ��
3UHHPLH� 3DUHQW� $OOLDQFH�� DQG� 1DWLRQDO� 3HULQDWDO� $VVRFLDWLRQ�
$QQXDO�&RQIHUHQFH��-HQQp�ZDV�IHDWXUHG�LQ�WKH�%DE\�)LUVW�%ORJ��
3UHHPLH�:RUOG��+HDUW� DQG�6RXO�0DJD]LQH�� L+HDUW�5DGLR��&%6�
3KLOO\�1HZV�5DGLR��'LVUXSWLYH�:RPHQ� LQ�+HDOWKFDUH�%ORJ��DQG�
:RPHQ�RI�D�1HZ�6LVWHUKRRG��

,Q� KHU� SURIHVVLRQDO� FDSDFLW\�� -HQQp� LV� D�1DWLRQDO�6HQLRU�+HDOWK�
(TXLW\�7KRXJKW�/HDGHU��0RVW�UHFHQWO\��-HQQp�VHUYHG�DV�'LUHFWRU�
RI�4XDOLW\�,PSURYHPHQW�DQG�+HDOWK�(TXLW\�DW�%OXH�&URVV�DQG�%OXH�
6KLHOG��,OOLQRLV��ZKHUH�VKH�ZDV�UHVSRQVLEOH�IRU�OHDGLQJ�VWUDWHJLHV�WR�
LPSURYH�KHDOWK�RXWFRPHV��UHGXFH�FRVW��DQG�UHGXFH�UDFLDO�DQG�HWK-
QLF�KHDOWKFDUH�GLVSDULWLHV�ZLWK�D�IRFXV�RQ�PDWHUQDO�DQG�FKLOG�KHDOWK�
LQQRYDWLRQV��6KH�DOVR�FR�FKDLUHG�WKH�HQWHUSULVH�ZLGH�(TXLW\�6WHHU-
LQJ�&RPPLWWHH��3ULRU�WR�%OXH�&URVV�DQG�%OXH�6KLHOG�,OOLQRLV��-HQQp�
VHUYHG�DV�'LUHFWRU�RI�+HDOWK�'LVSDULWLHV�DW�$PHUL+HDOWK�&DULWDV��
6KH�OHG�LQQRYDWLRQV�WR�UHGXFH�KHDOWKFDUH� LQHTXLWLHV�IRU���PLOOLRQ�
OLYHV� LQ����VWDWHV� LQ� WKH�DUHDV�RI�PDWHUQDO�DQG�FKLOG�KHDOWK��SH-
GLDWULF�DVWKPD��GLDEHWHV��DQG�FDUGLRYDVFXODU�GLVHDVH��-HQQp�KDV�
RYHU�D�GHFDGH�RI�H[SHULHQFH�DGYRFDWLQJ�IRU�SROLF\��EXVLQHVV��DQG�
FRPPXQLW\�FKDQJHV�WR�LPSURYH�KHDOWK�RXWFRPHV�IRU�ORZ�LQFRPH�
FRPPXQLWLHV�WKURXJK�KHU�ZRUN�ZLWK�3ROLF\�/LQN��6XPPLW�+HDOWK�,Q-
VWLWXWH�IRU�5HVHDUFK�DQG�(GXFDWLRQ��5REHUW�:RRG�-RKQVRQ�)RXQ-
GDWLRQ��DQG�WKH�1DWLRQDO�1XUVLQJ�&HQWHUV�&RQVRUWLXP��

-HQQp�LV�D�JUDGXDWH�RI� WKH�'LVSDULWLHV�/HDGHUVKLS�3URJUDP�OHG�
+DUYDUG�0HGLFDO� 6FKRRO�� +HU� DGYLVRU\� DSSRLQWPHQWV� LQFOXGHG��
3HQQV\OYDQLD�2FH�RI�+HDOWK�(TXLW\��$GYLVRU���0LG�$WODQWLF�5H-
JLRQDO�+HDOWK�(TXLW\�&RXQFLO� �&R�&KDLU���5HJLRQDO�&DQFHU�'LV-
SDULWLHV�,QLWLDWLYH�DW�7KRPDV�-H௺HUVRQ�+RVSLWDO��&R�&KDLU���%RDUG�
0HPEHU��3HEEOHV�RI�+RSH��+HU�DZDUGV�LQFOXGH�&HUWL¿FDWH�RI�5HF-
RJQLWLRQ�IURP�WKH�+RQRUDEOH�&RQJUHVVZRPDQ�5RELQ�.HOO\��'�,/���
&KDLU�&RQJUHVVLRQDO�%ODFN�&DXFXV�+HDOWK�%UDLQWUXVW������8QGHU�
)RUW\������$FKLHYHPHQW�$ZDUG��7KH�1HWZRUN�-RXUQDO���7RS�����
'LYHUVH�/HDGHUV�8QGHU�����'LYHUVLW\�0%$�0DJD]LQH���&HUWL¿FDWH�
RI�5HFRJQLWLRQ�IRU�WKH�3UHVLGHQW¶V�&RPPLVVLRQ�RQ�:KLWH�+RXVH�
)HOORZVKLSV�3URJUDP��5HJLRQDO�)LQDOLVW���&HUWL¿FDWH�RI�&RPPHQ-
GDWLRQ�++6�2FH�RI�0LQRULW\�+HDOWK��DQG�3KLODGHOSKLD�/HDGHU�
RQ�WKH�0RYH�3KLODGHOSKLD�%XVLQHVV�-RXUQDO���
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Preemie Parent Perspective:  Addressing Health Equity 
and Cultural Competency in the NICU





“I now believe, that with trauma-informed 
and implicit bias training among hospital 
VWD௺��WKH�SURIHVVLRQDO�VWD௺�ZRXOG�KDYH�
been better equipped to communicate 
and support my delicate and fragile 
nature.”
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depended on how well I could speak “neonatology” language, I 
had to be his voice and articulate his needs. This was challenging 
because, after all, “I’m just a Mom,” an African American Mom, 
and not a doctor.

$V� D�PRWKHU��P\�1,&8� MRXUQH\�ZDV� WUDXPDWLF� DQG� ¿OOHG�ZLWK� D�
sea of emotions, including fear, anxiety, helplessness, and isola-
tion. Much of which NICU parents are facing due to the current 
COVID-19 pandemic. Many of my fears, concerns, and feelings of 
isolation were due to the NICU environment, which was not as cul-
turally friendly and supportive, as I assumed it would be. I’m being 
generous by saying there was little cultural diversity; it was dismal 
at best. There were times when the lack of cultural sensitivity and 
bedside manner caused more pain than my son’s actual health 
status, and it made me very uncomfortable because as the end of 
each night, I had to trust my most prized possession with nurses 
and doctors who I did not always trust. Another challenge I faced 
as an African American preemie parent, was that although our 
larger hospital system had active and robust NICU parent support 
groups, these resources were not made available at the smaller 
hospital where I delivered my son. This hospital served more Afri-
can American and lower-income families than the other hospitals. 
Many of the parents I developed a relationship with, felt as if our 
socio and emotional needs did not matter and were oftentimes 
dismissed because of this missing resource. Lastly, I experienced 
inconsistent positive communication and relationships with many 
RI�WKH�1,&8�VWDႇ��$OWKRXJK�,�QRZ�EHOLHYH�WKDW�DOO�RI�WKH�PHPEHUV�
of my son’s care team, held his safety and the quality of care they 
delivered to him with the utmost regard, our daily communication 
and interaction lacked humility, respect, and sensitivity. I will ad-
mit, I was not always the easiest or most cheerful mother to deal 
with, I now believe, that with trauma-informed and implicit bias 
WUDLQLQJ� DPRQJ� KRVSLWDO� VWDႇ�� WKH� SURIHVVLRQDO� VWDႇ�ZRXOG� KDYH�
been better equipped to communicate and support my delicate 
and fragile nature.

Overall, a good deal of our NICU experience was positive; some 
experiences left permanent and negative memories that, to this 
day, cannot be erased.  As much as I tried checking my profes-
sional credentials at the door before entering the NICU, my inter-
DFWLRQV�ZLWK�WKH�1,&8�VWDႇ�EHJJHG��\HOOHG��DQG�ZDUUDQWHG�XV�WR�
have those tough cultural sensitivity conversations. Not in a nega-
tive way, but as an opportunity for forming better communication, 
respect, and, most importantly, trust. 

In my professional view, the NICU is a microcosm of the larger 
hospital system on steroids, particularly NICU’s serving low in-
come and racially, ethnically, and linguistically diverse popula-
WLRQV��+HDOWK�GLVSDULWLHV�LPSDFWLQJ�WKH�1,&8�DUH�DOVR�D�UHÀHFWLRQ�
of a larger hospital ecosystem. Below are my preemie parent and 
professional recommendations for integrating health equity and 
cultural competency in the NICU:

1. Prioritize health equity and cultural competency as strategic 
priorities and goals. Establishing opportunities for integrating 
and addressing health equity in short and long terms strate-

gies ensures layers of accountability, allocation of funding, 
measurement, and documentation of outcomes. One ex-
DPSOH�RI�DQ�LPSRUWDQW�KHDOWK�HTXLW\�SULRULW\�LQFOXGHV�VWDႇ�GL-
versity. Peer-reviewed studies have shown that cultural con-
gruence among patients and providers yields better health 
outcomes, better communication, and trust. 

2. Make health equity, cultural competency, and implicit bias 
WUDLQLQJ�PDQGDWRU\�IRU�DOO�1,&8�6WDႇ��3DUWLFLSDWLQJ�LQ�DQ�DQ-
nual training program is a great start to begin addressing 
and delivering equitable care to all NICU families. However, 
RQH�WLPH� WUDLQLQJ� LV�QRW� VXႈFLHQW�� ,QWHJUDWLQJ�KHDOWK�HTXLW\�
DQG�LPSOLFLW�ELDV�FRQWHQW� LQWR�FOLQLFDO�URXQGV��VWDႇ�GHYHORS-
ment, and training opportunities are critical to reducing racial 
and ethnic disparities in the NICU. 

3. Communicating in lay terms should be standard in every 
NICU. Literacy and health literacy levels are important con-
siderations for family-centered and culturally appropriate 
care in the NICU. Regardless of one’s educational level, the 
NICU terminology is overwhelming and confusing for a new 
parent entering the NICU. Literacy and health literacy con-
siderations are also important factors for families who are 
limited or non-English speaking. Break the communication 
barriers by speaking the same language and utilizing inter-
preters even if everyone speaks English. I had a great deal 
RI�UHVSHFW�DQG�DSSUHFLDWLRQ�IRU�WKH�1,&8�VWDႇ�ZKR�XVHG�OD\�
terms and avoided NICU jargon when communicating with 
me.  In time, I began understanding the NICU language; 
however, that wasn’t my job as a preemie parent. Preemie 
parents should be made to feel as comfortable speaking and 
LQWHUDFWLQJ�ZLWK�1,&8� VWDႇ� UHJDUGOHVV� RI� WKHLU� OLWHUDF\� DQG�
health literacy levels. 

4. Partner with parents to address the cultural competency, 
spiritual diversity, and unconscious biases that exist in the 
NICU. Listen to the voices of parents with multicultural back-
grounds to be more sensitive to racial, ethnic, language, 
income, education, transportation, and spiritual needs. En-
FRXUDJH� SUHHPLH� SDUHQWV� WR� VSHDN� XS�� 6WDႇ� VKRXOG� YDOXH�
their input. Allow parents to give their insights on their baby’s 
health status, and any gut feelings they may have about a 
diagnosis or new development. This is extremely important 
for minority parents who assume their voice and parental 
role is undervalued.

5. Engage and establish culturally congruent NICU family sup-
ports. Many minority parents may not immediately express a 
need for mental or emotional help while in the NICU for fear 
of being labeled. Where and when possible, make cultur-
ally congruent resources available to support these parents, 
even if the supports are outside of the NICU.

6. Make digital technology and virtual solutions available to 
parents with transportation, competing work schedules, or 
other barriers to delivering care to their preemies. This is 
most critical during the current COVID season, where pa-
rental fears and social distancing may prohibit them from 

5HDGHUV�FDQ�DOVR�IROORZ

1(21$72/2*<�72'$<
YLD�RXU�7ZLWWHU�)HHG
@1(272'$<



79NEONATOLOGY TODAY�www.NeonatologyToday.net�June 2020

visiting their baby. Creating safe opportunities for parents to 
connect with their babies is vital bonding via smart devices 
or other safe technology solutions. 

This November, as we go purple in recognition of Prematurity 
Awareness Month, we hope that you will join us as we launch the 
Once Upon A Preemie Academy, a virtual health equity and cul-
tural competency training program for preemie professionals and 
parents.  For more information about the Once Upon A Preemie 
Academy and for additional health equity and cultural competency 
resources, please join our listserv and visit these online resources: 

1. Once Upon A Preemie Academy Listserv: �ZZZ�RQFHXSRQD-
SUHHPLH�FRP

2. BabyFirst Blog Post: Culture Matters in the NICU KWWSV���
ZZZ�EDE\¿UVW�FRP�HQ�EORJ�SRVWV�MHQQH�MRKQV�FXOWXUH�PDW-
WHUV�LQ�WKH�QLFX�

3. BabyFirst Blog Post: The Importance of Reading to your 
Preemie. KWWSV���ZZZ�EDE\¿UVW�FRP�HQ�EORJ�SRVWV�MHQQH�
MRKQV�WKH�LPSRUWDQFH�RI�UHDGLQJ�WR�\RXU�SUHHPLH�

'LVFORVXUH��7KH�DXWKRU�KDV�QR�GLVFORVXUHV�

NT

“This November, as we go purple in 
recognition of Prematurity Awareness 
Month, we hope that you will join us as 
we launch the Once Upon A Preemie 
Academy, a virtual health equity and 
cultural competency training program for 
preemie professionals and parents.”

&RUUHVSRQGLQJ�$XWKRU� 

-HQQp�-RKQV��03+�
0RWKHU�RI�D�PLFURSUHHPLH��DXWKRU��VSHDNHU��DGYRFDWH��DQG�
QDWLRQDO�VHQLRU�KHDOWK�HTXLW\�OHDGHU
HPDLO�KL#RQFHXSRQDSUHHPLH�FRP

Why PREMATURE INFANTS Need Access 
to an EXCLUSIVE HUMAN MILK DIET

 
 

In the United States, more than 
1 IN 10 BABIES ARE 
BORN PREMATURE. 
Micro preemies are born 
severely premature, weighing 
less than 1,250 grams. 

 

 

MICRO PREEMIES are 
at risk for Necrotizing
Entercolitis (NEC), which:
� Damages intestinal tissue 
� Causes distended abdomen, infection,
   low blood pressure and shock
� Threatens infants' lives
 

What is an Exclusive Human Milk Diet?

When a micro preemie can access an 
EXCLUSIVE HUMAN MILK DIET:

 NO cow’s milk 

Mortality is 
reduced by 

75%2

Feeding 
intolerance 
decreases4

Chances of 
NEC are reduced 

by 77%2

 NO sheep’s milk  NO goat’s milk  NO formula

mother’s milk
human donor milk
human milk-based 
fortifier

HOW TO HELP PREVENT NEC:
EXCLUSIVE HUMAN MILK DIET

Why Is An Exclusive Human
Milk Diet Important?

An Exclusive Human Milk Diet gives vulnerable infants the best chance 
to be healthy and reduces the risk of NEC and other complications.

NEC occurrence 
increases when a 
preemie consumes 
non-human milk 
products.

When that happens:
 

Micro preemies 
who get NEC 

5%

on Exclusive Human 
Milk Diet2

on Non-Human 
Milk Products

of micro preemies 
needing surgery 
will die from NEC330%

Micro preemies requiring 
surgery to treat NEC

12%

17%

1%

HUMAN MILK =  MEDICINE

1  Hair AB, et al. “Beyond Necrotizing Enterocolitis Prevention: Improving Outcomes with an Exclusive Human  
 Milk–Based Diet “. Breastfeeding Medicine DOI: 10.1089/bfm.2015.0134
2  Abrams SA, et al. “Greater Mortality and Morbidity in Extremely Preterm Infants Fed a Diet Containing Cow Milk  
 Protein Products.” Breastfeeding Medicine July/August 2014, 9(6): 281-285
3  Hull  MA et al. “Mortality and management of surgical necrotizing enterocolitis in very low birth weight  
 neonates: a prospective cohort study.” J Am Coll Surg. 2014 Jun;218(6):1148-55.
4  Assad M, Elliott MJ and Abraham JH. "Decreased cost and improved feeding tolerance in VLBW infants 
 fed an exclusive human milk diet" Journal of Perinatology advance online publication 12 November 2015; 
 DOI: 10.1038/jp.2015.168
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