Caring & Living As Neighbours

W Official Event Report

April 16, 2025

_ HIGHLIGHTING THE
“. PIVOTAL ROLE OF
; YOUTH :
ENGAGEMENT IN
NONCOMMUNICABLE

DISEASE (NCD)




W

Acknowledgements

CLAN (Caring & Living As Neighbours) acknowledges the traditional
custodians of Country throughout Australia and the connections of
Aboriginal and Torres Strait Islander peoples to land, sea, and
community. In particular, CLAN acknowledges the Wallumedegal
Peoples of the Eora Nation, on whose land CLAN is headquartered.
CLAN pays its respects to Elders past and present, and extends that
respect to all First Nations peoples around the world.

CLAN thanks the many individuals involved in organising and
presenting at this event, with special thanks to our United Nations
Youth Representatives from Lehigh University: Katie Blomkvist, Nikki
Pasterczyk, Tara Chelvam, and Samiha Islam.

Further, CLAN thanks the many organisations who have generously
contributed to the @MATES4Kids (Maximising Access to Essential
Medicines for Children) movement and helped to make this event a
success.

Suggested citation: @MATES4Kids (Maximising Access To Essential
Supplies for Children) ECOSOC Youth Forum 2025 Official Event
Report. Australia: @ MATES4Kids, April 2025.

Available online at: https://www.clanchildhealth.org/ecosoc-youth-
forum-2025.html



https://www.clanchildhealth.org/ecosoc-youth-forum-2025.html
https://www.clanchildhealth.org/ecosoc-youth-forum-2025.html

Contents

Acknowledgements

List of Abbreviations

Executive Summary

Agenda

Introduction to CLAN and @ MATES4Kids

2
4
5
6
7
8

10

Introduction to ECOSOC Youth Forum

Youth engagement through CLAN via Lehigh University
United Nations partnership

The power of lived experience in NCD youth leadership - the
founding of Africa Sickle Cell Organization (ASCO)

Youth engagement via SickIED (sickle cell diagnostic device

: 11
project)

The power of lived experience in NCD youth leadership - CAH

: 12
community

Youth engagement via @MATES4Kids 13

Closing discussion — reflections and recommendations for

14-15
next steps + Grant Reminder



List of Abbhreviations

Abbreviation Full Text
CAH Congenital Adrenal Hyperplasia
CLAN Caring & Living As Neighbours
NBS Newborn Screening
SDGs Sustainable Development Goals
NCDs Non-communicable diseases
ECOSOC Economic and Social Council of
the UN




Executive Summary

CLAN (Caring & Living as Neighbours) was
proud to host a youth-led side event at the
ECOSOC Youth Forum 2025 in April 2025.

CLAN's parallel event at the ECOSOC
Youth Forum focused on the 2025 theme of
ECOSOC and the High-level Political
Forum (HLPF): “Advancing sustainable,
inclusive, science- and evidence-based
solutions for the 2030 Agenda for
Sustainable Development and its
Sustainable Development Goals for
leaving no one behind” and was an
opportunity to showcase the hard work and
accomplishments of many youth advocates
around the world in support of SDG 3.4,
reducing the preventable mortality of non-
communicable diseases (NCDs).
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TAKING ACTION TO IMPLEMENT
THE 2030 AGENDA
In this report we are thrilled to share

highlights from the event, and promote the
remarkable accomplishments of young

advocates as they organize UN Events and
drive progress to increase access to
medicine, equipment and care for people
living with NCDs; develop international
organizations to support patients living
with Sickle Cell Disease and Congenital
Adrenal and develop
innovative solutions to the early detection

of NCDs. Please enjoy!
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“Highlighting the
pivotal role of youth
engagement in non
communicable disease
(NCD) advocacy”

UNITED NATIONS 2025 ECOSOC YOUTH
FORUM SIDE EVENT
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Event Agenda

Content Speaker

Introduction and Housekeeping Tara Chelvam & Samiha Islam

Youth engagement via NGO CLAN via Lehigh

University United Nations partnership NI FESEETezfs

The power of lived experience in NCD youth
leadership - the founding of Africa Sickle Cell Lea Kilenga
Organization (ASCO)

Youth engagement via SickIED (sickle cell diagnostic Lehigh SickIED team
device project) representatives

The power lived experience in NCD youth leadership -

CAH community Anghela Castro

Youth engagement via @ MATES4Kids Katie Blomkvist & Dhoon Barot

Closing discussion — reflections and

recommendations for next steps Tara Chelvam & Samiha Islam




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.
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Complementing this work, the @MATES4kids initiative, a collaborative, global movement co-
founded by CLAN, aims to promote Meaningful Action Towards Equity and Strengthening
support for children living with chronic health conditions. @MATES4kids brings together
diverse stakeholders, including youth advocates, researchers, healthcare professionals, and
families, to share lived experiences and co-design interventions that are contextually
appropriate and sustainable. This collective effort emphasizes inclusivity, partnership, and
local leadership in advancing the health and rights of children with non-communicable

diseases (NCDs) and other chronic conditions.

Health Professionals




Introduction to ECOSOC
Youth Forum

The 2025 ECOSOC Youth Forum provides a global platform for young people to engage
with UN Member States and stakeholders on advancing the Sustainable Development Goals
(SDGs).

Key highlights:
e A space for youth to share priorities, concerns, and solutions related to the 2030
Agenda.
e Opportunities to interact with:
o Government officials and youth delegates
o Policymakers, civil society, and private sector representatives
e Focus on youth-led contributions to global policy dialogue and sustainable
development.

This parallel event hosted by CLAN and @MATES4Kids aligns with the Forum’s mission,
emphasizing equity in child and youth health.

Our event focused on:
e The role of youth in childhood NCD development,
e Community-driven advocacy and action, and
e Stories of impact in communities around the world

We featured fantastic and one-of-a-kind young presenters who are working to further these
goals!
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Youth enga

gement through

CLAN via Lehigh University
United Nations partnership

Nikki Pasterczyk

CLAN United Nations Youth Representative (2022-2025), B.S.
in Molecular Biology Student at Lehigh University, Sister of
sibling living with NCD (Phenylketonuria/PKU)

As a United Nations Youth Representative with CLAN for three years, Nikki has numerous
responsibilities in this role, helping to spread CLAN's mission as a Lehigh-based representative. She
writes published UN statements and reports on behalf of CLAN, organizes and hosts CLAN's UN-

affiliated virtual presentations, attends

and presents at UN conferences @ NYC Headquarters.

Lehigh-UN Partnership Documents
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Empowering other NCD youth advocates

« Gurrently leading collaborative work on journal manuscript highlighting on youth
NCDs

uth advoacy by different NGOs (ex: CLAN, ASCO, Life for a Child)

in NCD advocacy

enations to enhance youth role in matters and to contribute to the
post 2030 agenda
Lead up to UNHLM on NCDs in September 2025

Stay tuned!

To maximize impact, CLAN participates in a wide range of
events, primarily virtual, to accommodate the diverse time
zones between the Lehigh youth representatives and the
main CLAN team in Australia. All of the events cover
different themes and present various perspectives on
NCDs, including gender, science, and many more.

Nikki has participated in initiatives at the UN, focusing on
newborn screening due to her brother's diagnosis. CLAN's
involvement has gained significant attention, with the UN
academic impact team inviting youth representatives to
present on the importance of youth advocacy. Nikki is
grateful for this experience, as it allows her to represent
CLAN and inspire other young advocates to make their
voices heard at the UN.




The power of lived experience

in NCD youth leadership

= the

founding of Africa Sickle Cell
Organization (ASCO)

Lea Kilenga Masamo

As the founder and executive director of the
Africa Sickle Cell Organization, Lea leads
collaborations with subnational and community-
level programs in high-burden areas to ensure
continuous access to healthcare across
inpatient and outpatient settings within public
health facilities.

Lea's approach at ASCO focuses on partnering
with subnational governments to implement
community-based sickle cell programs that
deliver continuous care from primary to tertiary
levels. Recognizing the burden of out-of-pocket
expenses, Lea prioritizes affordable diagnosis
and treatment through insurance coverage.

Founder and Executive Director of the Africa Sickle Cell Organization

Beyond clinical care, Lea addresses the social
determinants of health by establishing the Sickle
Cell Livelihood Fund to support essential needs,
including food, water, transportation, and
education, thereby empowering youth through
education and sustainable income opportunities.

Lea also collaborates internationally to create
peer support groups with partners like
Generation Patient.

Globally, Lea advocates for youth inclusion in
sickle cell policies, including the development of
the first position statement for the 2025 UN
High-Level Meeting on NCDs, and pushes for the
establishment of youth-specific healthcare
definitions.

Her recommendations prioritize NCDs, including
sickle cell disease, newborn screening, youth
empowerment, targeted interventions, and
dedicated funding to improve care for young
people with chronic illnesses.

Recommendations u i al
1. Inclusion of NCDs prioritisation beyond the Big 6 NCDs and risk factors

2. Promote, empower and resource youth-led and patient led NCD advocacy

3. Enhance research on youth NCDs i.e. definitions and, proven interventions

4. NCD financing for youth NCDs
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Youth engagement via SickiED
(Lehigh University sickle cell
diagnostic device research)

Lehigh 2025 SicklED Team
Vedanth Vivek, Will Lukman, Prashant Kafle, Sarah Lee, River
Knoblauch

The Lehigh SicklED team, featuring students Vedanth Vivek ('28 Population Health), Will
Lukman ('28 Bioengineering), Prashant Kafle ("28 Biostatistics), Sarah Lee (‘27 Chemical
Engineering), and River Knoblauch (‘27 Bioengineering), is working to combat sickle cell
disease, particularly in Sierra Leone and similar resource-limited settings. Their primary focus
is on developing an easy-to-use, point-of-care diagnostic test strip that utilizes a small blood
sample to rapidly distinguish between normal and sickle hemoglobin, thereby enabling early
and accessible diagnosis.

Beyond diagnostics, the team partners with local health ministries to distribute culturally
relevant educational materials, such as posters and flipbooks, to raise awareness and reduce
stigma surrounding sickle cell disease. They are also developing a continuing medical
education (CME) course for healthcare providers, which aims to improve care standards
through standardized training.

The team'’s research examines how diagnosis impacts patient outcomes and perceptions,
informing policy efforts. They work closely with international and in-country partners,
collaborating with local hospitals and manufacturers to refine and scale the test.

This summer, the team plans to pilot the diagnostic device using real patient samples in
Sierra Leone, alongside educational outreach and test optimization, to prepare for broader
deployment.
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The power of lived

experience in NCD youth
leadership - CAH community

Anghela Castro

Anghela Castro is an 18-year-old youth advocate
from Colombia who actively leads and represents
the community of individuals affected by congenital
adrenal hyperplasia (CAH).

Anghela’s main contribution is her leadership role in
founding and growing HSC Uniendo Fuerzas, the
first dedicated CAH community in Colombia. This
community was established in response to a deep
need for support and connection among patients
and caregivers of CAH. Under her guidance, the
group provides collective support, knowledge
sharing, and empowerment for those living with
CAH, fostering a strong network that improves their
overall quality of life. The community fosters
educational and emotional support spaces where
members can share their experiences, challenges,
and coping strategies, ensuring that no one feels
isolated on their journey with CAH.

Additionally, Anghela and her community have
developed tangible resources and initiatives,
including an online library, printable emergency
protocols, medical recommendations, virtual

training sessions with experts, and collaborations
with institutions such as the National University of
Colombia to offer caregiving courses specifically
tailored to chronic illness management. Through
these efforts, they advance education, advocacy,
and accessibility of care for people living with CAH
in Colombia.

CAH youth advocate and college student from Colombia

Her personal testimony reveals that, prior to
joining the community, Anghela felt isolated
and discouraged by her condition; however,
her involvement has been transformative,
granting her empowerment, happiness, and
a sense of collective strength. Furthermore,
with support from international
organizations like Mates for Kids, Anghela
has expanded her advocacy platform by
participating in United Nations events and
speaking engagements, notably presenting
at the 69th Commission on the Status of
Women, demonstrating her leadership
development and commitment to amplifying
the voices of youth affected by chronic
conditions globally.

Our progress

>Zlan

B LEHIGH
Lo




Youth engagement via
@MATES4Kids

Katie Blomkvist
@MATES4Kids previous Project Officer, MPH Student at Lehigh University
CLAN United Nations Youth Representative (2023-2025)

Dhoon Barot
@MATESA4Kids Project Officer, 3rd-year undergraduate Public Health Student at the
University of North Carolina at Charlotte

As the project officers for @MATES4Kids, Katie and Dhoon play a pivotal role in coordinating and
advancing the organization’s youth engagement activities focused on congenital adrenal hyperplasia
(CAH) and childhood non-communicable diseases (NCDs). They are responsible for a broad
spectrum of tasks that support the movement'’s strategic objectives and operational functions.

Key responsibilities include managing the strategic marketing and communications of the
@MATES4Kids movement, thereby raising awareness and fostering global connections among
affected communities. The project officer oversees project management aspects of the community
development grants program, which funds local initiatives aimed at improving access to essential
medicines, strengthening community networks, and expanding newborn screening programs in low-
and middle-income countries. This involves setting timelines, tracking progress, organizing data, and
providing ongoing support to grantees throughout the lifecycle of their projects.

. . . . A
T — 7 -’ The project officer manages @MATES4Kids' presence

on the WHO's Knowledge Action Portal for NCDs,
called the Community of Practice (CoP), which is a
global hub for sharing resources, posting updates,
promoting events, and fostering stakeholder
collaboration. This role enhances youth participation in
global health advocacy and supports WHO's efforts for
increased youth involvement in health system

LEHIGH 47<Clan
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.
Youth Engagement- @MATESAKids Project Officer (B Additionally, the officer keeps the organization's

.......... . website updated by uploading resources, sharing
; community stories, posting grant announcements, and
producing activity reports that track progress. Through
these efforts, the project officer advances
B @MATES4Kids' mission and helps build the leadership
— skills of young advocates shaping the future of public
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Closing discussion - reflections
and recommendations for next
steps

CLAN encourages each of you 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. One way to stay informed and inspired is
by reading CLAN's upcoming collaborative publication on youth engagement in NCD efforts,
which will be released in late spring or early summer. This publication brings together
insights from many of the speakers and groups featured in today's event.

Additionally, mark your calendars for the 2025 UN High-Level Meeting on NCDs,
scheduled for this September. This rare and essential gathering will feature youth advocates
from around the world—including some of the very presenters you've heard from today—and
provide a significant opportunity to spotlight youth-led efforts on a global stage.

To continue supporting CLAN's work, we invite you to , 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: https://www.youtube.com/watch?v=FOR5BTs1jnM

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!



https://www.youtube.com/watch?v=FOR5BTs1jnM

Reflections

Youth Voices Around the World
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Where are our speakers located? “

. CLAN & @MATES4Kids v
Lehigh (UN Youth Representatives & SicklED)
asco [ where ASCO was founded
HSC Uniendo Fuerzas

What’s Next on CLAN'’s Global NCD Agenda

Publication of Youth UN High-Level CLAN parallel event

Invol tin NCD Ad . .
YOREmER Tocecy Meeting on NCDs at UNGAB8O Science
and Research Paper

(Summer 2025) (Sept 2025) Summit (Sept 2025)
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Keep in contact
with us!

CLAN Child Health .

info@clanchildhealth.org \

@clanchildhealth
@mates4kids

www.clanchildhealth.org
www.mates4kids.or

@clanchildhealt

@MATES4Kids




