
MYPOPI SHINE: From 
Readiness to Reality 
in Expanded Newborn 
Screening
SHINE (Screening for Health, Intervention 
and Nurturing of Every Child)
In Malaysia, many newborns with treatable 
Primary Immunodeficiencies were 
diagnosed too late, resulting in severe 
complications. In response, MYPOPI and 
partners launched the SHINE national 
collaborative framework, which is today 
transforming outcomes for babies and 
laying the foundation for equitable access to 
screening at a national level. 

A Silent Gap in Early 
Detection 
In Malaysia, many newborns with 
conditions such as Severe Combined 
Immunodeficiency (SCID) and Spinal 
Muscular Atrophy (SMA) are not diagnosed 
at birth. While the country has long 
implemented newborn screening for 
conditions like G6PD deficiency and 
Congenital Hypothyroidism, expanded 
screening for diseases such as Primary 
Immunodeficiencies remains limited to a 
few pilot centres. 

As a result, many affected infants appear 
healthy initially but rapidly develop severe  
complications. Diagnosis often occurs only 
after irreversible damage, disability, or life 
threatening infections have set in. Families 
face prolonged uncertainty, repeated  
hospitalisations, and overwhelming financial 
and emotional burdens. 

Ironically, Malaysia is not lacking in 
capability. The country already has ISO-
accredited  laboratories, trained specialists, 
and proven screening technologies. The real 
challenge lies  in fragmentation: without 
a unified national framework, access to 
early detection remains  inconsistent and 
unequal. 

Building a National 
Framework Through SHINE
To bridge this gap, MYPOPI with 
the support of IPOPI, together with 
clinicians, researchers,  industry partners, 
policymakers, and collaboration partners – 
SMA Malaysia and MRDS -   launched the 
SHINE (Screening for Health, Intervention 
and Nurturing of Every Child) initiative in 
2024—a national collaborative framework 
for Expanded Newborn  Screening (ENBS).

BEFORE & AFTER, STORY 2

What are World PI Week’s 
Before & After Stories?

Our 2026 Before & After Stories bring to life the 
real-world impact of bold actions, initiatives, 
and policy changes that have transformed 
outcomes for people living with Primary 
Immunodeficiencies - proving the difference 
that decisive leadership and committed 
collaboration can make.

Each story follows the real-life actions 
of an individual or organization that has 
made a tangible difference to the Primary 
Immunodeficiency community, reflecting on 
the impact achieved and the lessons we can 
carry forward into the future.



BEFORE & AFTER, STORY 2

Contact: Bruce W D Lim,  President of Persatuan Pesakit Imunodefisiensi Primer Malaysia, 
MYPOPI, mypopi@yahoo.com.my 

THE SHINE JOURNEY OFFERS KEY 
LESSONS FOR OTHERS: 

1. Translate readiness into a 
coordinated system – Infrastructure 
alone is insufficient  without national 
alignment and governance. 
2. Use pilot data to drive policy – 
Local evidence is critical to scaling 
programmes  nationally. 
3. Collaborate across sectors 
– Sustainable impact requires 
partnerships between  government, 
healthcare, industry, and patient 
groups. 
4. Ensure end-to-end care – 
Screening must be linked to diagnosis, 
treatment, and  follow-up. 
5. Position newborn screening as a 
right – Early detection should be a 
standard of care  for every child. 

SHINE was designed as an integrated 
ecosystem built on four pillars: 

•	 Advocacy to raise awareness and drive 
policy engagement 

•	 Screening to ensure standardised, high-
quality testing 

•	 Diagnosis & Treatment to connect early 
detection with timely care 

•	 New Initiatives to support continuous 
innovation

This open, multi-stakeholder model brings 
together public hospitals, private laboratories,  
academic institutions, and patient 
organisations, ensuring shared ownership and 
scalability. 

Pilot programmes have already demonstrated 
feasibility. Using advanced technologies, 
over 300 newborns have been successfully 
screened with reliable and timely results. 

However, challenges remain. Awareness 
among healthcare providers and parents is 
still  limited, screening coverage is not yet 
nationwide, and sustainable funding and 
policy  adoption are critical next steps. Despite 
these barriers, SHINE continues to build 
momentum  as a coordinated national effort. 

Transforming Outcomes 
Through Early Intervention
Today the impact of SHINE is already 
reshaping the future of rare disease care in 
Malaysia. 

Early detection allows babies to receive life 
saving treatment before symptoms begin. For  
example, infants diagnosed with SCID through 
early screening can achieve survival rates 
above 90% when treated promptly. 

Beyond survival, SHINE reduces long-term 
healthcare costs by preventing intensive care 
admissions, lifelong disability, and repeated 
hospitalisations. Over a 10-year period, the 
initiative is projected to improve or save the 
lives of over 650 children, while significantly 
reducing the burden on families and the  

healthcare system. Importantly, SHINE is 
laying the foundation for a national, data-
driven ecosystem, including  patient registries, 
standardised care pathways, and equitable 
access to screening across  urban and rural 
communities.


