
PO DYNAMIC STRUCTURE TO FAVOR 
COMMUNICATION AND EFFICIENCY

MARTÍN JIMÉNEZ FERNÁNDEZ 

HHT SPAIN

LUISA BOTELLA CUBELL



www.asociacionhht.org

Our Value

Mission Vision
The HHT Spain Association aims to become the national reference in supporting patients and
families with HHT.

We want to represent, promote and defend the rights of those affected by HHT, as well as
develop projects that improve their quality of life.

Promote and support lines of research and raise awareness in society by giving visibility to
people who suffer from rare diseases and HHT in particular.

Joint effort through the associative movement, to seek for solutions and build a common

project. To strive for excellence in health care within the national territory.

To support a collaborative system between the different international HHT associations, thus

enabling harmonized synergies, and to support the creation of international reference centres

or clinical units that guarantee the universality of healthcare for HHT patients regardless their

country of residence.
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ASSOCIATION ORGANIZATION

BOARD OF DIRECTORS

GENERAL MEMBER ASSEMBLY

ADVISORY COMMITTEE

It is the Association's highest decision-making body.  
Ordinary meetings are held once a year.

It plans and approves the most important decisions made or to be  

taken during the year. 

Representative body that manages and represents the interests of the Association in 

accordance with the provisions and directives of the General Assembly. It is made 
up of several completely volunteer members

Advisory body of the Board of Directors, composed of patients, 

physicians and researchers,

TERRITORIAL COMMISSION
Group formed by partners representing each geographical area within the country, 

collaborating and informing the board of events that happen in their respective areas 

and promoting relationships between the associates of each region.
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WE CAN ACHIEVE

Members must feel fully represented, that they are listened to and that they have an easy and
communication channel with the representatives of the association, which makes them feel accompanied
and supported.

www.asociacionhht.org

MORE 
FINANCING

CENTRES OF 
REFERENCE

MORE INVESTIGATION QUALITY MEDICAL 
CARE

SOCIAL VISIBILITY OF 
THE HHT

MEMBER SERVICE

MAKING THE ASSOCIATIONAL 
MOVEMENT STRONG



1 meeting per month 
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ADVISORY 
COMMITEE

5 MEMBERS

BOARDS OF 
DIRECTORS

DYNAMIZING 
THE ASSOCIATIONAL 

MOVEMENT 17 members 

TERRITORIAL
COMMISION 

17  GROUPS

OF

ASSOCIATES 
GENERAL MEMBERS 

ASSEMBLY 

405 MEMBERS

HHT CONGRESS

a meeting every 3 months

a meeting  annual

a meeting  every two years



Our Team

www.hhteurope.org

Vocaly

NEUS VALLÉS PÉREZ 

Secretary

ESTER CARRASCO 
FERNÁNDEZ

President

MARTÍN JIMÉNEZ 
FERNÁNDEZ

Treasurer

FRANCISCO NAVALÓN 
NAVAJAS

Vicepresident

NURIA CUADRA 
ESCOLAR



Rebeca Andradas

Advisory
Committee

Maria Patrocinio Verde 
González

Luisa Botella Cubells Bienvenido Muñoz

GP Family Doctor Scientific researcher Former President HHT Spain
Scientific researcher, 

nutritionist expert
Computer Expert

Eder Castro



REPRESENTANTS OF THE TERRITORIAL 
COMMISSION
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17 Regions

52 Provinces

POLITICAL MAP OF SPAIN



Partnership process
socios
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Increase of full membership 

from 2019 until 20 October 

2023 
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Socios
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Distribution of associates by autonomous 
regions
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ASTURIAS
REPRESENTATIVE

MONSERRAT ARDEVOL 
LLOPIS

NºOF MEMBERS: 1
Nº EMAILS: 1

NºWhatsApp: 1

GALICIA
REPRESENTATIVE

CHARO ESTÉVEZ GÓMEZ
Nº OF MEMBERS: 27

Nº EMAILS: 27
Nº WHATSAPP: 27

CANTABRIA
Representative

Yolanda Merino Ortiz
No. of members: 16

No. of emails: 16
Nº WhatsApp : 14

EUSKADI

REPRESENTATIVE
NURIA CUADRA 

ESCOLAR
NO. OF MEMBERS: 53

NO. OF EMAILS: 48
Nº of WHATSAPP: 44
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NAVARRA

REPRESENTATIVE
YOLANDA MERINO ORTIZ

NO. OF MEMBERS: 9
NO. OF EMAILS: 7

Nº of WHATSAPP: 6

ARAGÓN

REPRESENTATIVE
ESTHER CAJA BUETAS

Nº OF MEMBERS: 11
Nº EMAILS: 10

NºWHATSAPP: 11 

CATALUNYA

REPRESENTATIVE
NEUS VALLÉS PÉREZ

Nº OF MEMBERS: 41
Nº EMAILS: 41

NºWHATSAPP: 34 

LA RIOJA

REPRESENTATIVE
ESTHER LASA MUÑOZ

Nº OF MEMBERS: 5
Nº EMAILS: 5

NºWHATSAPP: 9 
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CASTILLA Y 
LEÓN

REPRESENTATIVE
ROSA DEL RÍO ROBLES

NºOF MEMBERS: 33
Nº EMAILS: 29

Nº WHATSAPP: 28 

MADRID

REPRESENTATIVE
REBECA ANDRADAS RIVAS

Nº OF MEMBERS: 90
Nº EMAILS: 86

NºWHATSAPP: 62 EXTREMADURA

REPRESENTATIVE
CARLOS SIERRA OLIVA

Nº OF MEMBERS: 6
Nº EMAILS: 6

NºWHATSAPP: 7 

CASTILLA LA 
MANCHA

REPRESENTATIVE
ISABEL BRIÑAS ANADÓN

NºOF MEMBERS: 14
Nº EMAILS: 10

NºWHATSAPP: 15 

COMUNITAT 
VALENCIANA

REPRESENTATIVE
LOURDES CANO ALCINA

Nº OF MEMBERS: 41
Nº EMAILS: 36

NºWHATSAPP: 45 
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ANDALUCIA

REPRESENTATIVE
MªCARMEN ALMAGRO 

TORRES
Nº OF MEMBERS: 27

Nº EMAILS: 27
NºWHATSAPP: 30 

ISLAS CANARIAS

REPRESENTATIVE
Soraya Díaz Díaz

Nº OF MEMBERS: 22
Nº EMAILS: 22

NºWHATSAPP: 21 

MURCIA

REPRESENTATIVE
TOÑI JIMÉNEZ 

BARQUERO
Nº OF MEMBERS: 5

Nº EMAILS: 5
NºWHATSAPP: 5 

ISLAS BALEARES

REPRESENTATIVE
Verónica Pozo Cano

Nº OF MEMBERS: 5
Nº EMAILS: 5

NºWHATSAPP: 10 



Consultations
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Consultations
Consultation service via the web. They are answered by 

the Vice-President of the Association, Nuria Cuadra, 

supported by the members of the Advisory Committee.

www.asociacionehht.orghttp://www.asociacionhht.org/preguntas-frecuentes/
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ORGANISATIONS WE PARTICIPATE
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WEB AND SOCIAL NETWORKS
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RESEARCH AND CLINICAL CENTRES



PROJECT OF PATIENT’S 
CARD/APP

Project for the creation of a membership card for the HHT Association in which data will be collected to help the doctor or

healthcare assistant to identify the patient as well as some of the patient's pathologies, previously suffered by the patient.

It will also show in a general way those clinical procedures that are not advisable to carry out as a HHT patient.
All of this is done by reading a QR code to access this information or the link to the general information.

wwwasociacionhht.org



Milestones

www.hhteurope.org
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THANK YOU

presidencia@asociacionhht.org

www.asociacionhht.org
LEIDEN 4-5 NOVEMBER

XIII Congress of 2022 in Valencia


