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womwen | “Macrozones® Chile in figures, 2019
TARAPACA

Population ~1gMM
ANTOFAGASTA North 40% Metropolitan Region of Santiago

ATACAMA

— GDP per capita ~ U$27,000
Central Median income ~ U$6,700
SouthCentral Health expenditure
—M— 9.12% GDP
Us1,450/per capita (33% out-of-pocket)
South
7N Health care system: mixed
: Public 80%, Private 15%, Armed
Forces 3%
Austral

R&D Expenditure 0.35 % GDP
Us1.5 billion

Sources: Instituto Nacional de Estadistica
World Bank, WHO



1. Existing Legislation and Policies on RDs

Universal newborn screening program for PKU-since 1992
Pilot for other 20 IEM, cystic fibrosis (suspended 2019) and hearing los

Explicit Health care guarantees Law (Health care reform-2004)
Guidelines and coverage for 8o high-burden health care issues
RDs: Hemophilias, Cystic Fibrosis, Pediatric cancers

High cost medication and devices law (2014-30 diseases)

16 RDs: MPS |, Il, VI, Gaucher, Fabry, tyrosinemia type 1 Epidermolisis Bullosa, Huntington,
Multiple sclerosis, ALS

National RD awareness and education day (2020)

Encina G et al Orphanet RD J 2019



...But this iIs not a rare diseases law

-Only high cost medications
A contar del primer decreto (2015) Or dEV|ceS are Cove rec"
Mucopolisacaridosis tipo I |13 nOt d|agnOS|S or

[ T B compre hesive thera pies
Mucopolisacaridosis tipo VI l 7

Tirosinemia tipo 1 l 14

s e eteda T -*Competition” for resources

Esclerosis miltiple refractaria B 194 be tween R D s an d W| t h

Enfermedad de Gaucher I 29 o
MRy N man common conditions

Tratamiento para las siguientes enfermedades | Pacientes beneficiados

Displasa broncopuimonar en prematuros L1 TEFAVTTIE) S . 050
Cancer demama gen Hor2

A contar del sequndo decreto (2017)

Almentacion nterl I 500

PieT : ; "
Bomba de insulina en diabetes tipo I severa _ 846 * estimacion para 2017

Fuente Fonasa / Ministerio de Salud EL MERCURIO




2. Current National Activities and Areas of
Emphasis

1. Development of a (draft) National plan for RDs
Convened by Senator Carolina Goic and Minister of Health
Multi-stake holder (n=150) collaborative working groups:
-Education, and Awareness
-Registries, information and Research
-Governance and organization
-Clinical Services
-Finantial protection
1st document to be delivered to the Minister of Health on Friday April 30, 2021

2. Annoucement by MoH of commitment to include RDs in Health Goals and Plans for
2021-2030



3. Challenges, Barriers, or Obstacles

Lack of local definition of RDs

Lack of information on n patients, diagnosis (or lack thereof), needs,
available services and gaps

Many immediate needs, but gaps will take a long time to fill
how to establish priorities?

Need for consensus in several areas
Funding mechanism.... Specific fund vs integrated in the system
Operational mechanism for services: National institute vs integrated system
Quality standards: which? By whom? (vs “self-declared” centers of excellence)



4. Legislative or Policy Needs In Research,
Regulatory, or Healthcare Services

2021: First explicit inclusion of RDs,
biobanks and data sharing in
Ministry of Science’s RFA

Impact of future data privacy law in
research and clinical care?

Role of telehealth in contributing to
access




5. Opportunities for Future Collaborations &
6. Suggested Activities for Country, Region, or a
Sustainable ERCAL

Repository and analysis of programs and legislations in LAC countries,
with implementation perspective (what works? what really doesn’t?)

Consensus on best practices, in regional contexts for specific RDs

Joint educational activities and shared resources-

Repository of educational materials, for patients and clinicians in Spanish
and Portuguese



2 Annoucement and Invitation @

. ). Global Genomic
Medicine Collaborative — n

Home About Us v Working Groups v Resource Center News v Events - : wi Bl - X ,- ; GZMC You ng
Q! Investigators
Forum

6th G2MC International
Conference

6th G2MC International Conference

Genomic Medicine Implementation in Low-Resource Settings

September 29 - October 1, 2021 | Virtual Meeting

Ask a Question

https://g2mc.org/santiago2021/

April 30 for oral presentations
May 31 for virtual posters

Trainees and recent graduates
FOCUS on Implementation in Limited Resources Settings
Networking with global leaders

https://g2mc.org/2021YIF/



https://g2mc.org/santiago2021/
https://g2mc.org/2021YIF/
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