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Rare Diseases in Paraguay

General Indicators / Paraguay year 2018
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Total territory 406.752 Km2
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Urban area 56,1%

Rural area 43,9%

PIB per capita

Out-0f-pocket healths spending

Annual number of births 144.794
Annual number of births registeresd
in the MSPBS 111.642
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Population structure of Paraguay by sex and age/Year 2018
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Fuente: 5TP / DGEEC. Paraguay. Proyeccion de la poblacién por sexo y edad, segin departamento, 2000-2025.
En base al Censo de Pobladdn del 2012, Reviidn 2015,
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Percentaje of the population by type of health insurance

according to area of residence/Year 2018

B Total pais
. I y =
Otro tipe de seguro (1) No tiene
Tipo de seguro meédico (2)
(1} Incluye: Seguro individual, laboral, familiar, militar, policial y otro; ﬂ 5 ] 3" =
(2} Incluye: Seguro meédico que el encuestado considera principal; 1 ~ad
Mo incluye los departamentos de Bogueran y Alto Paraguay. ﬁ
L4 Sarg! L

Fuente: DGEEC. Encuesta Permanente de Hogares Continua. Ano 2018

Giménez Caballero E, Rodriguez JC, Ocampos
G, Flores L. Composicion del gasto de bolsillo
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en el sistema de salud del Paraguay. Mem. Inst. i "'E ﬁ' ﬁ ﬁ

Investig. Cienc. Salud. 2017; 15(3): 64-72
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Percentaje of live births by type of institution/Year 2018
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Fuente: M5PES / Subsictema de Informacion de las Estadicticas Vitales (SSIEV),




Neonatal death for years, according to causes

1. Lesiones debidas al parto (PO1-PO3;
P10-P15; P20-P28) 537 515 506 533 467 503 470 472 480 481

2. Malformaciones congénitas,

deformidades yanomalias 187 202 258 285 275 275 333 339 273 293
cromosdmicas (Q00-Q99)

Early neonatal mortality (0-6 days) by years. According to causes

ANOS
2008 2009 2010 2011 2012 2013 2014 2015 2014

CAUSAS

Malformaciones congénitas,
deformidades y anom alias 145 147 172 224 208 219 249 235 204
cromosémicas (Q00-Q99)
Sindrome de dificultad

respiratoria del recién nacido 184 186 200 231 184 179 187 161 176
(P22.0)

Deaths in children under 5 years of age. Por years according to causes

1. Lesiones Debidas al Parto (P01-P03; P10-
P15; P20-P28)

563 544 535 562 491 529 505 498 504 502



jEn tus manos esta prevenir, detectar
y tratar los defectos congenitos!
Figwiendo foy siguiendes posos;

ST AR ¢ TR &l
SRR R [T

— W EE— S N SN
" .
R S R E T W

MINISTERIO PE
SALUD PUBLICA
Y BIENESTAR SOCIAL

PROGRAMA NACIONAL
DE PREVENCION DE

DEFECTOS
CONGENITOS

RS § ENIET TP W R O AT
han o s s i e e w e e o S - ]
T -

s & O

ol Ry T R T
i dr b BN i i i @ % i i
wEE,™ = T T

B T T T

A g iy |

- ——— .

Moniiibpus FITEF IR o ol oot B D' bt

S YRR P O e = = e
e S e
e e e e e e e I ]

™ O  — —

e T T T P TR i 1L

o N ——— - RS T W CEE S G 0 W
o Pt L e

BLIT Yo  IpouuIYL Yo vaeo o oo @ Re Y4° |° wy

ppjee! A |92 LECOWGNQYCIONe2 g6 |8 OLERIUISICIQU WMUQIS] g6 |9 28]nq° 6u
ICIOU g6 J02 D6]6GF02 CODREUIf02’ byLy |9 qIRIUILMGIQU g6 WMELI62 UGOUS[T[62 6
I's DeceeIqyq g6 GOUfyL cou nu LroBuyws dme gpenqy |9 breaswciou A

w'nn Pl e o sl B

[ (R -

b9 JTDQIS] g6 J02 DEIECIO2 §] JAICEL!

BLIWIY g6 LLEAGUGIOU g6 DE[ECI02 COUBENIfOZ 6] HILIRNFA’ 61 COIUCIGENCIS CO

g6 |9 cng] |9 DILECCIQU (6U6LY] 6 HLOBLIMIY2 g6 29]1q 20[ICILY |9 CLEYCIQU e,
'S DOfS DCH2 Mo 138\5012" L6BI2[L9qY COWO R2INEZE Mo 0200 boL meqio

] = = -

- omr S I O =i= o @ 2 G

AI210:




R -

iEn tus manos estd prevenir, detectar

y tratar los defectos congenitos!
Siguiendo los siguientes pasos:
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Number of live births with neonatal screening carried out by the
MSPBS/Year 2018

N de nacidos vivos en el MSPBS _ 12.066

N° de nacidos vivos con el test del Piecito en el MSPBS _ 27419
N de nacidos vivas en Paraguay _ 111,642

Numero

Fuente: MSPBS / Subsstema de Iformacion de as Estadisbeas Vitales (SSIEV). Programa Nacional de s Quistca y Retardo Mental
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Cystic Fibrosis and Mental Retardation Prevention Program Law
2138/2003

-Cystic fibrosis
-Congenital hypothyroidism
-Phenylketonuria

National Neonatal Screening Program Law 5732/2016

-Congenital hypothyroidism
-Phenylketonuria

-Cystic fibrosis

-Biotinidase

-Congenital adrenal hyperplasia
-Galactosemia

-Inborn errors of metabolism
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LAWS

v Law 2138/2003 Program for the Prevention of Cystic Fibrosis
and mental retardation caused by congenital hypothyroidism
and phenylketonuria

v Law 4392/2011 Creates the National Fund for Solidarity
Resources for Health (FONARESS)

v Law 4305/2011 Comprehensive care for people with
lysosomal diseases (PAIPEL)

v Law 5732/2016 National Neonatal Detection Program

v Law 5,809 / 2017 That establishes medical coverage within
the National Health System for the treatment of Multiple
Sclerosis (MS)

v Law 6266/2018 Comprehensive care for people with cancer

v Law 6864/2019 Comprehensive care for people with cystic
fibrosis
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ASSOCIATIONS

FEPPER: Paraguayan Federation of Patients
with Rare Diseases

FUPAFI: Foundation to Fight Cystic Fibrosis
APPEL: Paraguayan Association of People
with Lysosomal Deseases

Fundacion San Peregrino: Children with
cancer and leukemias

Paraguayan Association of Scleroderma and
Autoimmune Diseases
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TREATMENT

v’ Cystic fibrosis
v Phenylketonuria
v Imperfect osteogenesis
v Tyrosinemia Type |
v Gaucher disease
v" Mucopolysaccharidosis Types 1y Il
v Fabre [
(o]
v' Pompe eficazs = &
v" Rheumatoid arthritis *"“*ﬂ%?%%ﬁﬁ;ﬁmoﬁ
v’ Different types of cancer zgz‘*‘f?é‘.‘g’#%é’i?ap.dn
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CHALLERGERS

ANSWERS

Lack of data
- Indigenous population
- Rural area and poor people

Disoriented families
Low number of pressionals

They have no diagnosis/High
cost of
studies/Underdiagnosis

No treatmento/High cost

Judicialization of cases

Professionals
networks/Academy/Parents/Com
munity network

Parent Network/Professional
Network in Latin America

Professionals
network/Telemedicine

Diagnostic network

Treatment network/International
Guidelines

Advisory network
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