Reducing Preventable Mortality
Associated with Congenital Adrenal Hyperplasia (CAH) by 30% by 2030
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delivering on the United Nations' Sustainable Development Goals 3.2.1, 3.2.2 and 3.4, and leverages additional synergies with SDGs 1,
10.and 17. &
SUSTAINABLE

S’Qlan Caring & Living As Neighbours (CLAN) www.clanchildhealth.org — has been improving health outcomes for children living p DEVELOPMENT «
with CAH in resource poor countries since 2004, through a rights-based, community development approach focusing collaborative action Q
on five pillars: (1) Affordable access to medicines and equipment; (2) Education, research and advocacy; (3) Optimal medical management;

(4) Family support groups; and (5) Reducing financial burdens on families. CLAN founded the @MATES4Kids movement in 2021, bringing

together a broad range of individuals and organisations committed to practical actions to reduce preventable mortality from CAH.

Children living with paediatric endocrine conditions in resource-poor countries experience inequitable rates of
preventable mortality and morbidity. Reducing preventable mortality associated with CAH will help member states committed to g% a

SDG 17 - Partnerships for the Goals

(1) Improve access to essential medicines @MATES4Kids and the international CAH Community

(2) Strengthen CAH Communities

(3) Scale access to Newborn Screening. D SDG 10.2 — Reduce inequality within and among countries

Empower and promote social, economic and political inclusion

In 2022, @ MATES4Kids elevated this issue
to WHO in a briefing paper (see below), proposing a
strategic approach to improving access to hydrocortisone
and fludrocortisone tablets. An inaugural CAH@MATES4Kids
Meeting co-chaired by CLAN and GPED (Global Pediatric SDG 3.4 - Reduce NCDs mortality
Endocrinology and Diabetes) convened at IMPE (International Meeting Reduce mortality associated with CAH by 30% by 2030
of Pediatric Endocrinology) 2023, allowed interested stakeholders to
share experiences, identify priorities and agree future strategies.

SDG 3.8 - Universal Health Coverage
Newborn screening, essential CAH medicines & healthcare

SDG 3.2.2 SDG 3.2.1
End neonatal mortality End preventable deaths of
(0-27 days) children <5 years

SDG 1 - End poverty
Reduce out of pocket expenditures (OOPE) and
catastrophic health spends associated with CAH

IMPE 2023 facilitated communication between
global and regional paediatric endocrine societies and
@MATES4Kids agreed an implementation plan for strategic
action in the six WHO regions utilising the Knowledge To Action
Framework.

Knowledge Action Portal on NCDs Select Language = | Q. | &P

Tools available in the @MATES4Kids Toolkit to aid et o &) o et
. o . . oy . . . € all have a role to piay. #,# Organization
identification of priorities, guide implementation, What will it take to achieve equitable access to

monitor progress and evaluate outcomes will be essential medicines & equipment for the global
housed on the WHO's Knowledge Action Portal Congenital Adrenal Hyperplasia (CAH) Community?
(KAP — image attached) and indude: CLAN Snapshot A briefing paper for the World Health Organisation
Survey; CAH Health Needs Assessment; CAH Equity g
Scorecard; Child Health Equity Checklist Count
(CHECC) Scorecard and @MATES4Kids Monitoring
Indicators.
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@MATES4Kids - Maximising Access To Essential Supplies for Children'living with NCDs
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Overview

Champions for each WHO Region and a Community
of Practice facilitate a Continuous Quality

19 12 1 Key Messages
Improvement approach to critical action with o @YD e Listening o the CAH Commanity
an agreed timeline. Drug / monetary donations . cunTESak s o e e oyt
from Direct Relief, GPED, CARES Foundation, the Prepared by @ MATES4Kids . practice
international CAH Community and CLAN have MATEsapips) (TR To Bl upples o) How s @UATESAKids ropoing o reduce th praveniale

mortality associated with CAH?

already supported CAH Communities in Ukraine, Februany 2022

Sri Lanka, Zimbabwe and Bolivia.

Reducing preventable mortality associated with CAH will require innovative, sustained, multistakeholder and multidisciplinary efforts.
All Paediatric endocrinologists have a role to play in advancing this agenda on the road to 2030. We welcome anyone with interest to reach out to

, or gpedinfo@gmail.com for more information.
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Pakistan (SPED) and South Asian Pediatric Association (SAPA), Pakistan. 13 Children’s Hospital at Westmead and University of New South Wales, Sydney, Australia. 14 Faculty
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