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Back drop: From Ebola to Sickle Cell Disease



Sierra Leone Sickle Cell Disease Project



“Despite the increasingly 
attractive usage of NGS, its 
implementation as a general 

practice is therefore still 
premature with substantial 

challenges to be addressed, and 
it is unlikely to – and should not –

replace present screening 
methods”.  

Ding S,  Pediatr Investig 2022

Next–Generation (NGS) Sequencing Newborn Screening 
Program: Ready for Prime Time?

it will be difficult, if not impossible, to 
implement genomic newborn screening in a 
way that treats the population equitably.” 

NGS presents the possibility of NBS for a 
wider set of disorders, many of which are rare  
and lack effective treatment 



NBS – Communication 
Gap Problem

Psychosocial Issues  
1. Parent Knowledge of and Attitudes about NBS and/or 

Dried Blood Spots 
2. Parent Reactions to NBS Results 
3. Parent Understanding of NBS Results 
4. Parent Education Following Confirmed Diagnosis 
5. Communication 
6. Parent Decisions about Carrier Testing and Future 

Pregnancies 
7. Child and Family Outcomes 
8. Disparities 

 
 

Recommendations  
1. Improve parents’ general knowledge  of NBS 
2. Improve parents’ understanding of NBS positive results 

and next steps 
3. Reduce parents’ emotional distress and ensure that 

their understanding of diagnostics test results and 
related implications. 

4. Support families beyond the NBS process 
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Sustaining NGS-NBS will Require Public Health 
Communication Adjustments and NBS Champions 
• 1. On a public level – NGS-NBS would require a structure that 

would facilitate careful and considerable communication efforts to 
engage future new parents and stakeholders in conversation 
about engagement in the current opt-out system used for NBS. 

• 2. On an individual level – NGS-NBS communication efforts would 
need to address parental expectations and understanding before 
testing, and interpretation of the newborn’s genome sequencing 
findings. Conversation efforts should empower parents and 
engage them in decision-making and ensure parents have support 
on deciding how to act on genomic results.



We Need NGS-NBS Nurse Champions

 Upskilling – Equipped nurses  with technical assistance, context-specific training, and resources to 
provide care and  coordinate follow-up care for prompt management of disease presentations.

 “Task –shifting” – provide specific clinical service previously provided by other 
clinicians or laboratory technicians.

 In the USA, nurses are uniquely placed to reach large segments of the population. With their reputation as 
a trusted source of health information, they could provide pre-test counseling, testing, and treatment 
across the care spectrum.



Nurse Champion Model – Evidence Based Model



Why Nurse Champions for Expanded Newborn 
Screening



Genomic NBS Education Curriculum for Nurse 
Champions

Issues  Related to NBS Results 
1. What are the potential ELSI of positive screening results related to a 

new condition? 
2. What are the potential ELSI implications of false-positive screening 

results related to a new condition? 
3. What are the potential ELSI of false negative screening results related to 

a new condition? 
4. What are the potential ELSI of obtaining and reporting carrier status 

related to a new condition? 
5. What are the potential ELSI of indeterminate results related to a 

condition? 
 
Issues Related to NBS System  

6. What are the cost or resource allocation implications for adding a new 
condition to the RUSP or a state panel? 

7. What are the health disparities or equity considerations related to 
adding a new condition to the RUSP or a state panel? 

8. What are the potential implications for public/parental trust in the NBS 
system or health department that might arise because of adding a new 
condition? 

9. Does a condition raise any concerns regarding parental permission or 
challenges to the ethical or social justification for requiring population-
based screening? 

 


		Issues  Related to NBS Results



		1. What are the potential ELSI of positive screening results related to a new condition?

2. What are the potential ELSI implications of false-positive screening results related to a new condition?

3. What are the potential ELSI of false negative screening results related to a new condition?

4. What are the potential ELSI of obtaining and reporting carrier status related to a new condition?



		5. What are the potential ELSI of indeterminate results related to a condition?



		



		Issues Related to NBS System 



		6. What are the cost or resource allocation implications for adding a new condition to the RUSP or a state panel?

7. What are the health disparities or equity considerations related to adding a new condition to the RUSP or a state panel?

8. What are the potential implications for public/parental trust in the NBS system or health department that might arise because of adding a new condition?

9. Does a condition raise any concerns regarding parental permission or challenges to the ethical or social justification for requiring population-based screening?









Precision Medicine Framework for NBS Genomic 
Communication



Expanding Access to Sickle Cell Disease Care in Sierra 
Leone –
1. Nurse Champion Model for Sickle Cell Newborn 
Screening.
2. Nurse Champion Model for SCD Trait Genetic Counseling 
3. Nurse Champion Model for SCD Primary Care 



First Newborn Cohort Screened for Sickle Cell Disease in Sierra Leone 



Sickle Cell Disease Presentation in Primary Care Cohort



Establishing routine wellness care for 
children with SCD



Nurses’ Mission – Advancing Equity, Just Society, Good Health 
& Dignified Lives

“A nation 
cannot fully 
thrive until 
everyone - no 
matter who they 
are, where they 
live, or how 
much money 
they make - can 
live their 
healthiest 
possible life.” 

Our mandate is to unleash 
our nursing prowess to 

advance just societies, health 
equity, and dignified lives
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