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 WORLD LIPODYSTROPHY DAY 

It was created in 2013 as a platform for developing benchmark activities and for 

undertaking, coordinating and promoting political and social actions in different parts of 

the world in collaboration with international country alliances.  

In March, AELIP celebrates the most important awareness campaign of the year at an 

international level: World Lipodystrophy Day on 31 March. 

This campaign is promoted by the European Organisation for Rare Diseases (EURORDIS) 

and the Spanish Federation for Rare Diseases (FEDER) and is carried out in coordination 

with the Ibero-American Alliance for Rare Diseases (ALIBER), Rare Diseases International 

(RDI), the Spanish Society for Lipodystrophies (SEL) and the European Consortium for 

Lipodystrophies (ECLIP).   

Is it fair that your life depends on your postcode? 

31 March marks World Lipodystrophy Day in Spain, a date set aside to raise awareness of 

these rare diseases characterised by abnormal loss of adipose tissue and serious metabolic 

complications.This year, the campaign focuses on equitable access to metreleptin, the 

only treatment currently authorised for lipodystrophy, approved by the European 

Medicines Agency. 

 However, in Spain, public funding for this treatment is not guaranteed, which creates a 

worrying inequality among patients.Because when it comes to health, it shouldn't matter 

where you live.  

Today, we are raising our voices for fair, equitable and barrier-free access to the only 

treatment available. For people with lipodystrophy. For their right to live 
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. 
Aims and Objectives of World Day 

✓ Among AELIP's objectives for this campaign: 

 

✓ Raise awareness about the public health issues posed by 

lipodystrophies. 

✓ Implement actions that help prevent the social isolation that 

those affected by lipodystrophies and their families often 

suffer. 

✓ Carry out activities to disseminate information about the 

characteristics and particularities of lipodystrophies. 

✓ Raise awareness in society about the physical, metabolic and 

emotional impact that lipodystrophies have on the lives of 

those affected. 

✓ Coordinate actions with all parties involved: patients, public 

administration, health professionals, etc., to seek resources 

and improve care for those affected. 

✓ Defend equity in access to treatment, especially metreleptin, 

the only drug authorised for lipodystrophies. 

✓ Denounce regional inequality in access to treatment in 

Spain. 

✓ Promote the right to fair healthcare, regardless of place of 

residence. 
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Why a symbolic gesture? 

Because it is a distinctive element that encourages everyone 

to join the Campaign. It generates a feeling of unity and 

cohesion around people with lipodystrophies and exemplifies 

the conceptual idea of the Campaign in a simple and 

straightforward way. The origin of the gesture stems from 

support for lipodystrophy research. 

What gesture are we going to promote? 

Gesture: Campaign ‘L’ form an L with the thumb and index 

finger of your left hand What do we want to inspire? Why this 

gesture? 

• This gesture symbolises the initial ‘L’ of the word 

Lipodystrophy 

•    It conveys a message of unity and support. 

•    It conveys positivity and a sense of victory. 
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WHAT ACTIONS WILL WE TAKE AT AELIP? 

1. Request for adherence to the manifesto on lipodystrophy by local councils 

throughout the country. 

On World Lipodystrophy Day, the manifesto drawn up by AELIP is a central part of the institutional action linked 

to this date. It is a strategic document whose objective is to convey to society, healthcare professionals 

and public authorities a clear, well-founded and collective position on the reality experienced by people 

affected by these rare diseases. 

Its main function is to highlight the magnitude and severity of lipodystrophies, emphasising their 

chronic nature, their potential life-threatening risk and the profound physical, psychological and 

social impact they have. At the same time, the manifesto serves to raise awareness and highlight 

structural problems such as delayed diagnosis, lack of specialised training and inequalities in access 

to treatment. 

In addition, the document acts as an advocacy and advocacy tool, as it formulates specific 

demands addressed to health institutions, public bodies, scientific societies and agents in the 

health field. These requests seek to promote real improvements in early diagnosis, referral to 

reference centres, research, international coordination and therapeutic equity. The manifesto 

not only informs, but also articulates the collective voice of patients, families and 

professionals, becoming a key instrument for promoting commitments, guiding health 

policies and moving towards a fairer, more specialised and accessible model of care. 
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2. Social media campaign  

The main purpose of the social media campaign for World Lipodystrophy Day is to promote real change in the health and social situation of those 

affected, promoting equity in access to diagnosis, specialised care and treatment. Through awareness-raising and dissemination activities, the aim is to 

highlight the fact that lipodystrophies are rare, serious and often unknown diseases, whose invisibility contributes to delayed diagnosis and clinical 

deterioration. 

 

 

 

 

The initiative also aims to raise awareness among society and institutional leaders that the 

rarity of a disease cannot justify inequalities in rights or healthcare, and that lack of access 

to therapeutic resources or trained professionals has direct consequences on the health and 

quality of life of those living with these conditions. 

In this context, the campaign acts as a tool for social mobilisation and institutional 

advocacy aimed at generating commitment, promoting political decisions and moving 

towards a more just, accessible healthcare model based on effective equality.    

#Lipodystrophy          #HealthEquity      

#NoLeptinNoLife 
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3. Visibility actions at sporting events broadcast on television. 

 

The campaign's presence at televised sporting events transforms a symbolic gesture into a high-

impact communication action, capable of amplifying visibility, reinforcing the legitimacy of the cause 

and accelerating social awareness of lipodystrophies. 

 

   #Lipodystrophy          #HealthEquity      #NoLeptinNoLife 
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4. Awareness campaign in primary and secondary schools through the story ‘Celia, 

an unusual princess’. 

During the month of March, AELIP runs a programme of educational and 

awareness-raising talks in schools and colleges throughout Spain to 

mark World Lipodystrophy Day. The aim of this educational initiative is 

to raise awareness among students about these rare diseases, 

promoting knowledge, empathy and social awareness from an early age. 

The sessions provide a clear and tailored explanation of what 

lipodystrophies are and what their medical and social implications are. 

As part of the activity, students learn about Celia's story through the 

storybook ‘Celia, una Princesa Poco Frecuente’ (Celia, a Rare Princess), 

an educational resource that facilitates understanding of the disease 

from a close and human perspective.  

The talks also highlight the fundamental role of scientific research as a 

driver of hope and improved quality of life for affected individuals and 

their families around the world. 

 

The main objective of this programme is to give a voice and visibility to lipodystrophies, to those who live with them, and to the need to 

promote scientific knowledge and social commitment as essential tools for advancing towards greater health equity. 

#Lipodystrophy          #HealthEquity      #NoLeptinNoLife 
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5. Turquoise lighting in public spaces in Spain 
 

• Every 31 March, various Spanish cities join in the commemoration of World Lipodystrophy Day by illuminating iconic buildings, 

town halls, fountains and monuments in turquoise.  

 

• This symbolic action seeks to: 

• •    Raise awareness of these rare and little-known diseases. 

• •    Sensitise the population to early diagnosis. 

• •    Show institutional support for patients and families. 

• The decorative lighting is usually coordinated between AELIP and local authorities and cultural or public health departments. 

Although the participating buildings change every year, the initiative maintains a consistent message: to turn urban spaces into a 

visual platform for social awareness. 
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6. AWARENESS-RAISING AND FUNDRAISING ACTIVITIES 

We will organise visibility, awareness and fundraising activities such as the ‘EVENING FOR LIPODYSTROPHY’ and the ‘III SOLIDARITY 

FOOTBALL TOURNAMENT’ among others. 
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How can I support World Lipodystrophy Day? 

1. Share the stories of the 31 days of the campaign daily on social media 

Share the stories of these 31 days on social media with the hashtags 

Lipodystrophies exist, rights do too. 

 

 

 

 

 

 

 

 

#Lipodystrophy          #HealthEquity      #NoLeptinNoLife 
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2. Ask your local council to light up a landmark building, town hall or fountain in 

turquoise on 31 March and upload a photo to social media with the hashtags con los 

hashtags #Lipodystrophy          #HealthEquity      #NoLeptinNoLife 
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3. Support and share the manifesto for Lipodystrophies 2026 
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4. Upload your photo with the L 

gesture (using your thumb 

and index finger) to 

FACEBOOK or INSTAGRAM 

with the hashtags 

 

 

 

 

#Lipodystrophy          #HealthEquity      

#NoLeptinNoLife 
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CALENDAR OF SCHEDULED ACTIVITIES FOR WORLD DAY 
TURQUOISE LIGHTING OF EMBLEMATIC BUILDINGS AND ADHERENCE TO THE DECALOGUE BY 

PLENARY SESSIONS (31 MARCH) 

TOTANA, ALHAMA DE MURCIA, CARTAGENA, MURCIA, CONSEJERÍA DE SALUD RM, MOGUER, HUELVA, RUBÍ, SANTIAGO DE 

COMPOSTELA, VIGO.  

 

1. TRAINING ACTIVITIES 

TOTANA  

✓ THURSDAY, 26 FEBRUARY (SAN JOSÉ SCHOOL) 

✓ MONDAY, 9 MARCH (JUAN DE LA CIERVA SECONDARY SCHOOL) 

✓ TUESDAY, 10 MARCH (JUAN DE LA CIERVA SECONDARY SCHOOL) 

✓ TUESDAY, 17 MARCH (CEIB EL PARETÓN) 

MOGUER  

✓ TUESDAY, 24 MARCH (IES GARFIAS MOGUER) 

ACTIONS IN INTERNATIONAL DELEGATIONS  

✓ ARGENTINA, REPLICATE DECALOGUE AND CAMPAIGN 

✓ PORTUGAL, REPLICATE DECALOGUE AND CAMPAIGN 

✓ PERU, REPLICATE DECALOGUE AND CAMPAIGN 

✓ NETHERLANDS, REPLICATE DECALOGUE AND CAMPAIGN 
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2. VISIBILITY ACTIONS 

TOTANA  

✓ FRIDAY, 6 MARCH “EVENING FOR LIPODISTROPHIES”  

✓ SATURDAY, 28 MARCH “III DAY OF SOLIDARITY AND FRIENDSHIP IN YOUTH FOOTBALL” 

✓ 23 TO 31 MARCH EXHIBITION OF BANNER FOR WORLD LIPODYSTROPHY DAY ON THE FACADE OF THE SENIOR CENTRE 

✓ MARCH HIKING ROUTE - ANDARINES TOTANA 

MURCIA  

✓ 23 MARCH TO 31 APRIL EXHIBITION OF BANNER FOR WORLD LIPODYSTROPHY DAY ON THE FACADE OF THE REGIONAL HEALTH 

MINISTRY OF MURCIA 

✓ SATURDAY 28 MARCH ‘UCAM BASKET- BILBAO BASKET’ 

✓ 5 APRIL ‘REAL MURCIA VS ATLETICO DE MADRID B’ 

#Lipodystrophy  

#HealthEquity  

#NoLeptinNoLife 


