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1. Screening 

2. Prognostic markers

3. Adjuvant therapy

Focus on improving native liver survival in biliary atresia





Complex and variable patient pathway in biliary atresia

Perinatal care

Delivery, obstetrics, 
midwife care

Early child care, pediatrics, GP 

Pediatric hepatology

Pediatric surgery 

Pediatric hepatology 

Transplant surgery 



Fligor et al., Frontiers of Pediatrics 2022 

Therapeutic trials for Biliary Atresia 



Bezafibrate in biliary atresia? 

EASL School of Rare Liver Disease Hamburg 2021



Kuebler JF et al., J Clin Med 2021

Adjuvant Therapy with Budesonide Post-Kasai Reduces the Need for Liver 
Transplantation in Biliary Atresia



Cholangiocyte organoids can repair bile ducts
Sampaziotis F et al , Science 2021
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One year of EBAR – Where are we?



1. Combine biomarkers and screening tools? 

2. Investigator Initiated Trials with novel compounds?

3. Use available registries to collect data and expand

4. Establish strategy to acquire funding 

Quo Vadis Biliary Atresia- Summary and Perspective



BARE
BILIARY ATRESIA RESEARCH & EDUCATION

Jennifer Lau | President, Co-Founder



Ab o u t  BARE

Founded in 2022, BARE strives to facilitate 
connections within our community and bring 
all stakeholders together to drive research 
and education for better outcomes in 
diagnosis, treatment and management within 
the Biliary Atresia community.​​

www.bareinc.org



BARE 2024 Sym p o s iu m

• Pathogenesis of BA
• MMP7 as a Biomarker
• Kasai vs Primary Transplant
• Biliary Atresia Microbiome
• Clinical Challenges in BA
• Early Detection
• Newborn Screening

Ho t  To p ics - Scie n t ific  Da y



BARE 2024 Sym p o s iu m

• Lack of Educational Resources
• Access to Care- Insurance Barriers
• More Tools for Pediatricians & 

OBGYN
• Patient and Family Support
• Early Detection
• Newborn Screening

Ho t  To p ics - Pa t ie n t  & Fa m ily  Da y



Co m m u n it y  Pa in  Po in t

When discussing with other families about their 
journey with Biliary Atresia, the common pain 
point was lack of early detection with the 
disease. Although a patients BA journey can be 
very different from one patient to another, the 
beginning is similarly challenging. ​

The lack of newborn screening policy across all 
medical systems is detrimental to outcomes in 
diagnosis and treatment.​
Late detection leads to significate morbitity and 
mortality.​

Ea r ly  De t e ct io n



Ne w b o r n  Scr e e n in g
Bilia r y  At r e s ia

On September 8, 2023, BARE submitted a 
nomination package to the Advisory 
Committee on Heritable Disorders in 
Newborns and Children for Biliary Atresia to be 
added to the Recommended Uniform Screening 
Panel for newborns.​

This committee operates within the US 
Department of Health and Human Services.​



Wh y NBS?

Treatment  is available ​
If no t reatment  by 60 days of life, liver failure and significant  morbidity/ mortality set  in ; when 
t reatment  is given early, t ransplant  can be delayed ​
Transplant  is not  a cure:  no split  liver policy in the US, limited living donors​
NBS can help solve these issues through access to early t reatment  leading to life-saving therapy and a 
chance to thrive with their nat ive liver for longer ​

NBS is simple and accurate. ​



Bilis cr e e n .o r g
To o ls  To  He lp



BARE & NBS:

Establish a diverse panel of 
stakeholders to advise, conduct and 
lead in policy, clinical and advocacy 

efforts for the BARE newborn 
screening initiatives.​

In collaboration with providers and 
BARE patient advocates, the NBS Task 
Force will lead policy efforts to add BA 

to state newborn screening panels.

Ta s k  Fo r ce St a t e  NBS

What’s Next  For The Community

BARE will continue to advocate our 
submission of the RUSP application to 
HRSA to include BA at the federal level 

for NBS

Fe d e r a l RUSP



Th a n k Yo u
Contact Us: 

newbornscreening@bareinc.org
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