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Executive
Summary
Executive
Summary
CLAN (Caring & Living as
Neighbours) was proud to host
a youth-led side event at the
2025 Science Summit, held on
the sides of the 80  Session of
the United Nations General
Assembly on 10 September
2025. 

th

CLAN’s parallel event at the
2025 Science Summit focused
on the theme, “critical role of
scientific innovation in
ensuring Earth’s stability and
resilience emphasizing the
need for responsible science
that respects the planet’s
natural limits and prioritizes the
well-being of society and its
people” and was an opportunity
to showcase the hard work and
accomplishments of many
advocates from around the
world in the field of science,
technology, and innovation. 

In this report, we are delighted to
share highlights from the event and
promote the remarkable
accomplishments of advocates
from around the world as they
develop groundbreaking
innovations in the fields of
improving access to essential
medications and equipment,
strengthening CAH and other
childhood NCD communities, and
scaling newborn screening
initiatives. 

This event report will highlight
these extraordinary efforts by
organizations based in Africa,
Brazil, Colombia, the Solomon
Islands, Kazakhstan, and France.
We hope you enjoy!



Introduction to
CLAN and
@MATES4Kids

CLAN (Caring and Living As Neighbours) is an Australian non-
governmental organization founded in 2004 by Dr. Kate Armstrong, with
a mission to advance health equity for children living with chronic health
conditions in low-resource settings. Guided by a human rights-based
approach, CLAN’s work is rooted in the principles outlined in the United
Nations Convention on the Rights of the Child (CRC), particularly the
right of every child to the highest attainable standard of health.

A major area of CLAN’s current focus is promoting universal access to
newborn screening (NBS) services globally. Early identification of
chronic childhood conditions can significantly reduce preventable
morbidity and mortality. However, CLAN emphasizes that achieving
equity in NBS requires intentional efforts to reach marginalized and
underserved populations, particularly in low- and middle-income
countries.

The @MATES4kids (Maximizing Access To
Essential Supplies for children) initiative, co-
founded by CLAN, promotes Meaningful Action
Towards Equity for children with chronic health
conditions. It unites youth advocates,
researchers, healthcare professionals, and
families to share experiences and co-design
sustainable interventions. This effort prioritizes
inclusivity, partnership, and local leadership in
advancing the health and rights of children with
non-communicable diseases (NCDs) and other
chronic conditions.

CLAN Framework for Action
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Introduction to the
2025 Science
Summit at UNGA80

This year’s Science Summit at UNGA80 was
focused on the themes of:

The pivotal role of science in addressing
societal challenges within planetary
boundaries to enhance global well-being

Underscores the importance of conducting
science responsibly, respecting Earth’s
natural limits, and prioritising science for
society and the people
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IFCAH ESPE ESE – Joint
Venture to Distribute

Worldwide IFCAH Funds

Dr. Gevers talked about her work as part of the IFCAH community, which is
the International Fund for Congenital Adrenal Hyperplasia (CAH). She
specifically discussed how projects from all over the world are selected to
receive funding for the research they’re conducting, typically in the areas of
adrenal diseases or gene therapy. Moreover, she described what CAH is
exactly and discussed the objectives of IFCAH. She gave specific examples
of research projects that have been funded by IFCAH. One example was the
use of stem cell therapy/gene therapy to treat CAH. Lastly, she discussed
the process for submitting a grant proposal at IFCAH.

Dr. Evelien Gevers
Paediatrician in Endocrinology and Diabetes at
Royal London Hospital, Barts Health NHS Trust and
Queen Mary University of London, London, United
Kingdom, Chair of Science Committee of European
Society for Paediatric Endocrinology (ESPE).

8
Learn more at:

https://ifcah.com/home 

https://ifcah.com/home/


Update on CAH
Research and Action in

Africa

As the lead for the African Society for Pediatric and Adolescent
Endocrinology (ASPAE)’s focus group, Dr. Musa presented on CAH and its
implications for children and young people in Africa. She provided insight
into the objectives of ASPAE and shared the challenges in Africa, including
poor awareness of NCDs such as CAH and a lack of diagnostic facilities, to
discuss potential effective solutions. She then proceeded to share how
ASPAE’s research has contributed to providing region-specific data and
supporting the development of guidelines tailored to African communities.
Overall, Dr. Musa’s presentation effectively highlighted the importance of
addressing the challenges of NCDs, such as CAH, by catering to the specific
needs of the affected communities.

Salwa Abdelbagi Elhassan
Musa
Assistant Professor of Pediatrics at AL-
Neelain University, Khartoum, Sudan

9



Dr. Bachega focused on her recent research findings on congenital adrenal
hyperplasia (CAH), specifically in São Paolo. The research began by
analyzing genome data associated with the severity of CAH, particularly the
Salt-Wasting form. She discussed some surprising findings about how
economic development could affect the severity of CAH, as shown by the
frequency of diagnoses. Moreover, Dr. Tania emphasized the importance of
economic growth because it influences the availability of newborn
screening. By sharing data, she demonstrated how the diagnosis of more
severe forms of CAH is conducted through NBS, suggesting that states in
Brazil with lower economic development may have higher rates of Salt-
Wasting. Lastly, she discussed her research, which demonstrates that
newborn screening is highly cost-effective and reiterated its importance.

Research Findings on the
Economic Benefits of Caring

for Children with NCDs: An
Example of Congenital
Adrenal Hyperplasia 

Dr. Tania Bachega
Associate Professor at the University of
São Paulo Medical School
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Dr. Paola Duran began her presentation by highlighting how CAH imposes
greater strain and more significant challenges for middle- and lower-income
families. Moreover, she focused on the specific challenges in Colombia, like
limited epidemiological data, that affect CAH communities. Dr. Duran
elaborated on the challenges faced by families, including multiple barriers
and geographic limitations, which hinder care and access to treatment for
CAH communities, drawing from relevant data and findings. Lastly, she made
recommendations that would improve the overall CAH community in
Colombia. Dr. Duran’s presentation, in brief, focused on addressing the
multiple challenges posed by CAH through the design of numerous
interventions, which she discussed in detail throughout the presentation.

Dr. Paola Duran
Chief of Pediatric Endocrinology Service at
Fundacion Cardio Infantil in Bogota,
Colombia.

Health Needs Assessment
Findings – CAH Community

Columbia Update
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Shuba Srinivasan's presentation focused on newborn bloodspot screening
innovations in Honiara, Solomon Islands. She noted that while economically
developed countries use newborn bloodspot screening (NBS) to aid early
diagnosis and management, the Solomon Islands face resource limitations.
She highlighted that economically developed countries can utilize newborn
bloodspot screening (NBS) from dried blood spot (DBS) cards to aid in early
diagnosis and management, and prevent the devastating effects of CH. Ms.
Srinivasan shared the Children’s Hospital in Sydney's efforts to implement
NBS in the region, detailing fundraising, staff education, and the launch day.
She discussed both the successes and challenges encountered and
highlighted their long-term goal of developing a sustainable local newborn
screening program, including the potential for dried blood spots to be sent
from other islands.

Shubha Srinivasan
Clinical Associate Professor and Paediatric
Endocrinologist at The Sydney Children’s
Hospital Network

Establishing Newborn
Bloodspot Screening for

Congenital Hypothyroidism in
Honiara, Solomon Islands,

Using Cord Blood
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Dr. Aman Pulungan shared a detailed update on Indonesia’s commitment to
scaling NBS by 2030 in his presentation. He started with a brief overview of
the presence and history of implementing NBS in Indonesia. Dr. Pulungan
then showcased the development of NBS from 2024 to 2025, as well as
some of the challenges that Indonesia faces. One of the proposed solutions
include: establishing the urgency of NBS by conducting independent pilot
projects demonstrating the local incidence of NBS disorders, as well as
more. In summary, Dr. Aman Pulungan and the team in Indonesia have been
working on prioritizing NBS, as it enables every baby to live and grow
healthily, overcoming technical barriers to integrate NBS into the healthcare
system and programs, and increasing awareness among mothers and
families to consent to screening. 

Update on Indonesia’s
commitment to scaling

NBS on the road to 2030

Dr. Aman Pulungan
Professor of Pediatrics, Faculty of
Medicine at the University of
Indonesia
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The team examined the risk of Cardiovascular Disease (CVD) in Kazakhstan,
noting a strong link between high salt consumption and increased CVD
incidence. Additionally, they displayed a graph that highlighted the fact that,
in recent years, the average incidence rate of CVD has increased. Despite
conflicting research on sodium guidelines in prenatal healthcare, reducing
salt intake is crucial in Kazakhstan due to the country’s chronic
overconsumption of salt. Recently, the team conducted fieldwork in
Kazakhstan, collaborating with a local farm to analyze low-sodium dairy
products at an agricultural research lab and encouraging farmers to test
milk for sodium content. Their goal is to enhance sodium transparency in
food packaging through a new labeling system.

SaltX - Lehigh University
Tara Chelvam - Population Health Major
Elizabeth Ehrhardt - Population Health Major
Laurent Tong - Biology Major

Youth-led research and
advocacy on the

preventable burden of NCDs
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CLAN encourages all of us to continue
playing an active role in advancing youth
engagement in the global response to
non-communicable diseases (NCDs). Your
involvement doesn’t have to end here.
Ask yourself: What can you do to
champion youth advocacy in this space?
Whether it’s initiating conversations about
the importance of youth leadership,
advocating for policies that create greater
access to decision-making platforms, or
collaborating with organizations already
doing this work, your voice and support
matter.

You can amplify your impact by
supporting or getting involved with CLAN
and its partner organizations. CLAN
provides tools, resources, and networks
that empower young advocates and allies
to effect meaningful change. We also
encourage you to let us know about any
new resources and tools that you have
developed and might be willing to share
with others! The @MATES4Kids Toolkit
and WHO Knowledge Action Portal are
two powerful platforms available for you
to use, and tell the world about the great
work you are doing!

Closing Discussion
Make an impact!

What’s next
for CLAN?
To continue supporting CLAN’s work, we
invite you to subscribe to our newsletter,
follow us on social media, and reach out
directly through our website. Your support
helps CLAN and initiatives like @MATES4Kids
continue empowering youth, reducing
inequities and ensuring no child is left behind
in the fight against NCDs. Click this link to
watch the recording of this event in its
entirety from our website:
https://www.clanchildhealth.org/science-
summit-unga80.html.

Together, we can transform awareness into
action and create a world where all children
and young people living with NCDs are heard,
supported, and included!
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info@clanchildhealth.org

CLAN Child Health

@clanchildhealth

www.clanchildhealth.org
www.mates4kids.org

@clanchildhealth
@mates4kids

@MATES4Kids

Keep in contact
with us!
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