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Leave No One Behind!



Nothing About Us, Without us!

Accessed 15 february 2019, http://www.un.org/disabilities/documents/maps/enablemap.jpg



Invisible?



Article 18 - Liberty of 

movement and nationality

1. States Parties shall recognize the rights of 
persons with disabilities to liberty of 
movement, to freedom to choose their 
residence and to a nationality, on an equal 
basis with others, including …

2. Children with disabilities shall be 
registered immediately after birth and 
shall have the right from birth to a name, 

the right to acquire a nationality and, as far 
as possible, the right to know and be cared 
for by their parents.



Example from Ethiopia



Perception
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Symptoms vary & can be invisible in many ways… 

Illustrative photo. This presentation does not necessarily reflect the position of the person in this photo. Source: EURORDIS Photo Contest

One day you appear completely healthy, the next day 
you are sick, and two days later you appear completely 

normal again” Female, Spain

I don't look ill but am very ill with a condition which no one 
understands or has heard of” Female, United Kingdom

Rare diseases are complex and often invisible

EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease 
community. 

Survey performed via EURORDIS survey initiative Rare Barometer Voices 

...underreporting, unknown diagnosis
or stigma.

http://www.eurordis.org/photo-contest
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More than 
4 in 10 have 
difficulties

with
Understanding & 

learning

Communicating 
with others

More than 
5 in 10 have 
difficulties

with

Controlling 
behaviour

Taking care of 
finances & everyday 
administrative tasks

Personal 
care activities

More than 
7 in 10 have 
difficulties

with

Daily activities 
& tasks 

Motor/ sensorial 
functioning 

Social life 
/relations

People living with a rare disease have serious 
difficulties with several Activities of Daily Living

EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease community. 
http://download2.eurordis.org.s3.amazonaws.com/rbv/2017_05_09_Social%20survey%20leaflet%2
0final.pdf

8 in 10 face

difficulties in more 

than one aspect of 

everyday life

http://download2.eurordis.org.s3.amazonaws.com/rbv/2017_05_09_Social survey leaflet final.pdf
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Image on care pathway  used for illustration purposes. 
Source: Nationella Funktionen Sällsynta Diagnoser, Sweden

Care pathway is complex and hard to manage

EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease 
community. 

Survey performed via EURORDIS survey initiative Rare Barometer Voices 

https://www.youtube.com/watch?v=B8ZO9w4eOMM&list=PLrRRsBcz0_Sye1pNRFPsEs-cDJgewhd_B&index=9
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The appointments should be multidisciplinary allowing for 
the various specialists to see the person on the same day and 

the same place

Besides facilitating communication and the definition of 
adequate treatment it would also avoid that the person has 
to travel to different appointments and places, being absent 
from work (losing income and facing discrimination at the 

workplace) and spending a lot in travel”

Female, Portugal

EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease 
community. 

Survey performed via EURORDIS survey initiative Rare Barometer Voices 
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Significant impact on professional life

The rare disease led to an 
income decrease for 69%

EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease 
community. 

Survey performed via EURORDIS survey initiative Rare Barometer Voices 

7 in 10
People living with a rare disease 

& family carers had to
reduce or stop professional activity

due to the disease

58% absent from work over 15 days/year 
41% asked for special leave from work but could 
not obtain it
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Deteriorated mental health 

EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease 
community. 

Survey performed via EURORDIS survey initiative Rare Barometer Voices 
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A burden that heavily falls on women  

The role of the primary carer for people living with a rare 
disease is primarily assumed by women

Spouse 
(25%)

Father 
(6%)

Others (5%)
Who organises and coordinates care in your household?

Mother
(64%)

EURORDIS. 2017. Juggling care and daily life: The balancing act of the rare disease 
community. 

Survey performed via EURORDIS survey initiative Rare Barometer Voices 
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Concluding: leaving no one behind



Thank you!

Lieven Bauwens
lieven.bauwens@ifglobal.org


