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en America Latina
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an IPOPI event

IPOPI LATIN AMERICAN PID PATIENTS’ MEETING

Perspectiva médica
Physician perspective

Prof Gesmar Segundo | Presidente de LASID, Brasil
Prof Gesmar Segundo | LASID President, Brazil
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Primer desafio

* Paises heterogeneos

Diferente formacion medica

Diferentes sistemas sanitarios
e Publico
* Privado

population: 666.463.929 (Sep 2023)

Mexico in North America; Guatemala, Honduras, El Salvador, Nicaragua, Costa Rica and Panama
in Central America; Colombia, Venezuela, Ecuador, Peru, Bolivia, Brazil, Paraguay, Chile,
Argentina and Uruguay in South America; and Cuba, Haiti, the Dominican Republic and Puerto

Rico

IPOPIl.org
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Desaflos

» Concientizacion sobre la IDP: profesionales sanitarios/poblacion
* Pocos centros de referencia
* Muy pocas pruebas de laboratorio especializadas

* Acceso a los tratamientos

* Centros IDP sélo en grandes ciudades (grandes distancias)

population: 622,257,054

Mexico in North America; Guatemala, Honduras, El Salvador, Nicaragua, Costa Rica and Panama
in Central America; Colombia, Venezuela, Ecuador, Peru, Bolivia, Brazil, Paraguay, Chile,
Argentina and Uruguay in South America; and Cuba, Haiti, the Dominican Republic and Puerto
Rico

IPOPI.org
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Concientizacion: coOmo abordarla

Educacion medica
e Facultades de medicina Madrinas o padrinos influyentes

* Programas educativos locales

Sensibilizacion de la poblacion

* Social Media (cuantos seguidores temenos?)

e Publicidad en via publica

e Radio/TV — muy costoso

IPOPIl.org
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Desaflos de laboratorio

Pruebas de laboratorio disponibles en centros publicos y de referencia/laboratorios privados de 10 paises: Argentina,
Brasil, Chile, Colombia, Costa Rica, Honduras, Guatemala, México, Paraguay y Peru.
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Laboratory tests $®,\‘0

* Sdlo en programas de investigacion

* Fenotipo de células B

* Fenotipo de células T (excepto células T
naive)

Latin American challenges with the diagnosis and treatment of primary immunodeficiency
diseases. Expert Rev Clin Immunol. 2017;13(5):483-489.

IPOPI.org
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Afrontar los desafios del laboratorio

 Las pruebas funcionales de laboratorio son caras
* No es viable para laboratorios comerciales

* Que hacer??
 Aumentar las pruebas basicas

* Mejorar el acceso a las pruebas gendmicas (los precios estan bajando, los
programas de acceso, por ejemplo, Jeffrey insights)

IPOPI.org



IPOPI LATIN AMERICA?

Suspected IEI

Initial immunological testing according to clinical manifestations
(i.e. ymphocyte sub-populations, lymphocyte proliferation,
immunoglobulins and specific antibodies)

an IPOPI event

Genetic panel for known PIDD associated genes

Positive result Negative result

Diagnosis is achieved

Consider extensive NGS
(exome/genome®)

VUSin a Candidate variant in Novel variant in a
phenotype- a gene that has not known IEl gene
related gene. been previously unrelated to
Novel disease- associated to PIDD phenotype.
causing variant Novel IEl gene Phenotypic expansion

No relevant
finding

Is there a functional assay available clinically?

l

Consider
alternative
diagnoses, PIDD
phenocopies
and/or
sequencing
re-analysis

Yes No
I
[ I

Discard diagnosis Establish diagnosis Consider
functional

analysis in

Consider alternative R vari resea rch

diagnoses/PIDD .eport nove varlar!t setting

phenocopies or refer to (clinvar) agd supporting
ata

research analysis

Future Rare Dis. (2021) FRD11
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Afrontar los desafios del laboratorio

* Newborn screening for SCID
 Salva vidas
* Pero se necesita infraestructura para tratarlos

IPOPIl.org
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Desafio en el acceso al tratamiento

* Distintos estatus segun los paises
* Regulacion del acceso a las inmunoglobulinas
* Inmunobioldgicos y moléculas pequenas (cada vez utilizamos mas)

* Trasplante de médula ésea: pocos centros y camas para enfermedades no
malignas

* En algunos paises: enormes diferencias entre lo publico y lo privado

IPOPI.org



IPOPI LATIN AMERICAN PID PATIENTS’ MEETING an IPOPI event

Desafio en el acceso al tratamiento

* Depende de los primeros pasos
* Mejorar el conocimiento y el diagnostico

* Advocacy

* Los pacientes y la asociacion de médicos trabajan juntos
* Agencias médicas reguladoras
* Politicos

IPOPI.org



IPOPI LATIN AMERICAN PID PATIENTS’ MEETING an IPOPI event

Desafio en el acceso al tratamiento

Immunoglobulinas....
* Necesitamos mejorar la colecta de plasma en Ameérica Latina

IPOPIl.org
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Resumen

* Mucho trabajo por hacer por nuestros pacientes
 Las asociaciones locales de pacientes y médicos deben colaborar

* |dentificar los problemas especificos de cada pais

* Mejorar el conocimiento de los sistemas sanitarios reglamentariosFor
diagnosis
e Acceso al tratamiento

» Estrategias para alcanzar objetivos
e Administrativas
* Politicas

* Apoyo de las sociedades regionales e
internacionales

IPOPI.org
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Brazilian (]roui) for Immunodeficiency

BRAGID

Jeffrey Modell
Foundation

Curin
Universidade Worl WIde
Federal de
Uberlandia

Thank you
Muchas Gracias

Contact: gesmar2@gmail.com
gesmar@ufu.br
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Perspectiva de representantes de pacientes
Patient representatives’ perspective

Roberta Anido de Pena | Reponsable regional en la Junta de IPOPI
Roberta Anido de Pena | IPOPI Regional Board Member

IPOPIl.org
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Some Concepts...

IPOPI.org
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6 Principles of care

@ PID diagnosis

222 National Patient Organisations

Registries

Treatments

-~

A
m Specialised centres
g/

(@

Universal health coverage
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1- PID Diagnosis

IPOPI.org
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2- National Patient Organisations
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3- Registries

IPOPI.org
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4- Specialized centres

IPOPI.org
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5- Treatments

IPOPI.org
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6- Universal Health Coverage- UHC

IPOPI.org



IPOPI LATIN AMERICAN PID PATIENTS’ MEETING an IPOPI event
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o

0-3 3-50 @ 566 @ 67100 Mo data Noanswer € @ What matters to you? »

Ll WHAT PRINCIPLE ARE YOU INTERESTED IN?

https://pidlifeindex.ipopi.org/#/en/principles/world-map
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PID Life Index

17%

‘he index score is based on the weights you have chosen

El salvador

CONTINENT America
SUB-REGION Latin America, Central America
LAST UPDATE 24/04/2023

POPULATION 6,486,201 (World Bank data)
NUMBER OF KNOWN PATIENTS O
POPULATION BASED ON THEORETICAL PREVALENCE 3,243

17% 67th

GLOBAL SCORE RANK

PID diagnosis
[} 15%

National Patient Organisations

— 37%
Registries

0%
Specialised centres
=) 5%
Treatments
famnmmmm) 27%

Universal health coverage
18%

43%

e index score is based on the weights you have chosen

Venezuela

CONTINENT America

See country page

SUB-REGION South America, Latin America

LAST UPDATE ~ 25/07/2023

POPULATION 28,435,943 (World Bank data)

NUMBER OF KNOWN PATIENTS

134

POPULATION BASED ON THEORETICAL PREVALENCE 14,218

43%

GLOBAL SCORE

PID diagnosis
CE—

National Patient Organisations

Registries

45th

RANK

30%

57%

Specialised centres
)

Treatments
—e———————

Universal health coverage
CEE——

80%

10%

51%

31%

IPOPIl.org
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PID Life Index

43%

he index score is based on the weights you have chosen

Uruguay

CONTINENT America
SUB-REGION South America, Latin America
LAST UPDATE ~ 07/09/2020

POPULATION 3,473,727 (World Bank data)
NUMBER OF KNOWN PATIENTS 110
POPULATION BASED ON THEORETICAL PREVALENCE 1,737

43% 47th

GLOBAL SCORE RANK

PID diagnosis
L 21%
National Patient Organisations
o=l 35%
Registries
CE— 20%
Specialised centres
—— 30%
Treatments

79%
Universal health coverage

68%

42%

he index score is based on the weights you have chosen

Puerto Rico

CONTINENT America

SUB-REGION  Latin America, Caribbean

LAST UPDATE  06/04/2020

POPULATION 3,194,034 (World Bank data)

NUMBER OF KNOWN PATIENTS

See country page

POPULATION BASED ON THEORETICAL PREVALENCE 1,597

42%

GLOBAL SCORE

PID diagnosis
L}

National Patient Organisations

Registries

Specialised centres

Treatments

Universal health coverage
—_—

49th

RANK

%

55%

0%

55%

85%

46%

IPOPIl.org
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PID Life Index

Mexico Paraguay

CONTINENT America CONTINENT America
SUB-REGION Latin America, Central America, APEC member SUB-REGION South America, Latin America
LAST UPDATE ~ 09/01/2020 LAST UPDATE  23/06/2020

POPULATION 128,932,753 (World Bank data)
NUMBER OF KNOWN PATIENTS 1,238
POPULATION BASED ON THEORETICAL PREVALENCE = 64,466

POPULATION 732,530 (World Bank data)
NUMBER OF KNOWN PATIENTS 110
POPULATION BASED ON THEORETICAL PREVALENCE 3,566

42% 42% 48th - 39% 39% 52th

GLOBAL SCORE RANK GLOBAL SCORE RANK
PID diagnosis PID diagnosis
— 15% —— 20%

National Patient Organisations National Patient Organisations

58% ——— 50%
Registries . Registries

0% 100%
Specialised centres Specialised centres

65% =3 5%
Treatments Treatments

‘he index score is based on the weights you have chosen 55% ‘he index score is based on the weights you have chosen CE——— 45%

Universal health coverage Universal health coverage

60% a—— 17%
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PID Life Index

Ecuador Bolivia

CONTINENT America
SUB-REGION South America, Latin America
LAST UPDATE  17/07/2023

CONTINENT America
SUB-REGION South America, Latin America
LAST UPDATE  24/04/2023

POPULATION 17,643,060 (World Bank data)
NUMBER OF KNOWN PATIENTS 90
POPULATION BASED ON THEORETICAL PREVALENCE 8,822

POPULATION 11,673,029 (World Bank data)
NUMBER OF KNOWN PATIENTS 80
POPULATION BASED ON THEORETICAL PREVALENCE 5,837

23% 23% 60th 21% 21% 61th
GLOBAL SCORE RANK GLOBAL s‘c)oRE RANK

PID diagnosis

10% PID diagnosis
=5 0%
National Patient Organisations s 4 oo
74% National Patient Organisations
o 59%
Registries —
egistries
0%
) 0%
Specialised centres 5
0% Specialised centres
% 0%
Treatments
= Treatments
he index score is based on the weights you have chosen C—— 33% &
“he index score is based on the weights you have chosen — 53%
Universal health coverage .
21% Universal health coverage
— o
- 1%
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Conclusions

Proffessional

specialized
centres
Access to National or
diagnosis NMO
and specific registries
studies

PATIENT CENTERED

reéf:;ceesrr;[ gnt CARE :
: International
th:éqrp'esd& & regional
an ;
S collaboration
therapy.
Strengthen
management Scientific

of the research
organization
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Conclusions

 Ask IPOPI for support

* Use IPOPI webiste

« Participate in IPOPIl webinars

« Participate at IPIC - IPOPI GPM- Latin American PID Patient’s Meeting
* Leaflets

 PID LIFE INDEX

IPOPIl.org



Thanks
Together we are much stronger!

Muchisimas gracias.
Juntos somos mas fuertes!
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ldentify and Resolve: Tackling challenges together
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