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Introduction

 Joana Mendivelso Fundadora y presidenta de la Fundación Cdls Colombia 
cornelia de lange Colombia, hace 8 años trabajando por los derechos de los 
pacientes con este diagnóstico y otros de enfermedades huérfanas y quién
prepara el siguiente congreso mundial de cornelia de lange que por motivos
de pandemia se pospuso para el año 2022 teniendo a Colombia como sede.

 Joanna Mendivelso founder and President of Cornelia of Lange (CL) 
Association since eight years ago. The association works in favour of the
patiens with CL  and other orphan diseases. They are preparing the world
congress which was postponed last year and will take place in 1922 in 
Colombia.



WHAT WILL I FACE IF A FAMILY MEMBER HAS AN 
ORPHAN/RARE DISEASE OR DISHABILITY?
LAW 1392 OF 2010, MEMO 011 OF 2016.

1. AT AN EMOTIONAL LEVEL (GRIEF, ACCEPTANCE, FAMILY 
ADAPTATION). WHAT TOOLS DO I HAVE?

2. AT A MEDICAL LEVEL (HOW TO PROVIDE QUALITY 
TREATMENT TO MY FAMILY MEMBER WHO HAS A 
DISHABILITY OR AN ORPHAN/RARE DISEASE)

3. AT A SOCIAL LEVEL (HOW TO REFLECT MY SITUATION 
TO MY SOCIAL ENVIRONMENT WITHOUT FEELING  
FRUSTATED OR LEFT ASIDE).

4. AT AN EDUCATIONAL LEVEL(INCLUSION OF OUR 
CHILDREN AND FAMILY MEMBERS IN THEIR SCHOOL 
ENVIRONMENT). DECREE 1421/18
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Support networks provide assistance 
that helps us understand the diagnosis.
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CURRENT CONTEXT OF COLOMBIA

 LAW 1392 OF 2010

 ORPHAN/RARE DISEASES ARE THOSE 
THAT ARE CHRONICALLY 
DEBILITATING, SERIOUS, LIFE-
THREATENING.

 PREVALENCE 1:5000 PEOPLE

 THERE ARE 2198 DISEASES INCLUDED 
IN THE NATIONAL OR (RESOLUTION 
5265 OF 2018) 

 NATIONAL PATIENT REGISTRY

 NATIONWIDE DATABASE. IT IS CONSTANTLY 
UPDATED.

 BASIC INFORMATION IS RECORDED FOR THE 
REGISTRY OF DIAGNOSED PATIENTS



 THERE ARE 58.032 PATIENTS INCLUDED IN THE 
NATIONAL ORPHAN/RARE DISEASE PATIENT 
REGISTRY (DECEMBER 2020 DATA)

 THE REGISTRY ALLOWS FOR A BETTER 
UNDERSTANDING REGARDING:

 INCIDENCE

 PREVALENCE

 DEATH RATE

 NUMBER OF CASES DETECTED IN EACH 
GEOGRAPHICAL ZONE



 80% OF THE DISEASES ARE OF GENETIC 
ORIGIN.

 75% OF THE PATIENTS ARE AFFILIATED TO 
THE HEALTH CONTRIBUTIVE REGIME

 THE DISEASES WITH THE GREATEST 
NUMBER OF PATIENTS ARE:

 5.6% MULTIPLE SCLEROSIS

 4.7% VON WILLEBRAND’S DISEASE

 4.7% HEREDITARY DEFICIENCY OF FACTOR 
VIII

 3.7% GUILLAIN-BARRÉ

 2.5% MOTOR NEURON DISEASE

 (Data taken from the National Orphan/Rare Disease 
Patient Registry up to December 31st, 2020)

DATA

- 21%: THE DEPARTMENT WITH THE HIGHEST 
PREVALENCE OF ORPHAN/RARE DISEASES IS 
ANTIOQUIA

- 17%: BOGOTÁ IS THE AREA WITH THE SECOND 
HIGHEST PREVALENCE PERCENTAGE.

- 13%: VALLE DEL CAUCA HAS THE THIRD HIGHEST 
PREVALENCE PERCENTAGE.

- 10%: CUNDINAMARCA IS THE DEPARTMENT WITH 
THE FOURTH HIGHEST PREVALENCE IN O/R

- 5%: SANTANDER IS THE DEPARTMENT WITH THE 
FIFTH HIGHEST PREVALENCE IN O/R



 INTEGRAL ASSISTANCE APPROACH

 PROMOTION

 PREVENTION

 DIAGNOSE

 TREATMENT

 REHABILITATION

 SOCIAL INCLUSION

 THE CENTERS OF REFERENCE MUST PROVIDE THIS INTEGRAL ASSISTANCE TO 
PATIENTS.
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2020 



OUR SOCIAL MEDIA:
fundacioncdlscolombia@Gmail.com @cdlscolombia

cdlscolombia@Gmail.com
Telephone: (+57) 3164920158
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