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Since Russia invaded Ukraine on 24 February 2022, the normal flow of life in the 

country was interrupted in many ways. International organisations including the 

 have documented the “biggest refugee crisis since the Second World War” 

with an estimated 8 million people who have fled Ukraine and more than 8 million 

Ukrainians displaced internally. In the regions hardest hit by the war, the humanitarian 

situation is very severe.


In the epicentre of the humanitarian crisis, although often forgotten or left behind, 

there are vulnerable populations, including people living with a rare disease, who 

require special attention and support to address their complex needs. 


In the build-up to the fully fledged war in Ukraine, Ukrainian public awareness and 

government policy had been making significant progress. In 2015 Ukraine adopted the 

Law on Rare Diseases, which aspired to guarantee uninterrupted, free of charge, 

lifelong treatment and support for Ukrainians living with a rare disease (hereinafter - 

ULWRD), including the provision of essential medicines and relevant nutritional 

products. Following this milestone achievement, the government has covered 

treatments for 17 rare diseases through its state procurement programmes. 


In October 2021, only 4 months before the invasion, Ukraine adopted an Action Plan to 

implement its National Strategy for Rare Diseases, with dedicated funding set aside. 

Many of the action points, though rigorously planned, were put on hold by the war.
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Overview 

https://unric.org/en/the-un-and-the-war-in-ukraine-key-information/
https://unric.org/en/the-un-and-the-war-in-ukraine-key-information/
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Based on the data from the  Survey on the needs of ULWRD, nearly 

40% of Ukrainian families living with a rare disease were forced to move, and have 

been at least temporarily displaced internally or left the country (see Figure 1).

Rare Barometer
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61 %

25 %

13 %

2 %

https://www.eurordis.org/rare-barometer-programme
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1 See the report at:  

www.humanitarianoutcomes.org/sites/default/files/publications/ukraine_review_2022.pdf

https://www.humanitarianoutcomes.org/sites/default/files/publications/ukraine_review_2022.pdf
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State authorities 
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Food and/or basic supplies such as 

hygiene product and clothes

Treatment or medicines

Online or face to face medical 

consultations

Other, specify...

Information such as where to go to  

get treatment or social benefits

44%

44%

41%

28%

14%
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The Highest Priority 
Outstanding Issues

I had to move to another city 

within Ukraine

I had to move outside  

of Ukraine

I am still living in the same 

place in Ukraine
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0 1 2 3 4 5 6

The treatment or medicines you 

need and used to have access to

Money, resources 

or income to live

A suitable place 

to live in

Enough food, or being 

able to cook food

Enough or good enough 

clothes, bedding and blankets

Safe water for 

drinking and cooking

Soap, water, sanitary material 

and a suitable place to wash

Clean toilets
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A medical team 

specialised in 

his/her rare 

disease

A general 

practitioner

A psychologist 

or psychiatrist

A 

physiotherapist

12%

33%

41%

51%

55%

35%

35%

26%

9%

6%

5%

11%

22%

23%

17%

18%
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Lack of information (e.g. where to get 

treatment or social benefits)

Financial difficulties

Uncertainty if there's appropriate 

housing on the other side

Concerns about the safety of the travel

Health status and/or the treatment 

associated with it not allowing travels

Difficulty to find appropriate medical 

transportation

Other, specify...

Not being allowed to leave Ukraine 

because of the war

 Uncertainty in finding a medical team 

that will take care of the rare disease

60%

60%

50%

43%

37%

8%

7%

7%

7%
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Perhaps unsurprisingly, mental 

health has deteriorated in a 

context of uncertainty and threat.


 shows people 

affected by rare diseases are 

three times more likely to report 

sadness and depression than the 

general population. Now, these 

families have a double burden. 


Based on the data from our survey 

(see Figure 8) 85% say they are 

very often, often, or sometimes 

depressed or unhappy since the 

start of the war, with 59% saying 

they are often very often unhappy. 

77% report not being able to solve 

their problems. 60% say they feel 

isolated.


3 in 10 say they would take 

advantage of online psychological 

support if available. 


Those who are still living in 

Ukraine (in the same or another 

city since the war began) express 

a widespread feeling of 

uncertainty: 7 in 10 don’t know if 

they are safe or say that they are 

probably safe where they are. 

There is a feeling of imminent 

threat for 26% who do not feel 

safe and protected where they 

are. The feeling of uncertainty is 

still prominent among those who 

left Ukraine (52%) but the feeling 

of direct threat only concerns a 

few (3%). 

Previous research

Have you felt 

unhappy and/or 

depressed?

Have you felt you 

could not overcome 

your problems?

Have you felt 

isolated?

26%

33%

59%

44%

28%

32%

15%

23%

40%

https://download2.eurordis.org/rbv/juggling_care_and_daily_life.infographic__final.pdf
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EURORDIS recommendations for the 
short and medium term



2 The European Reference Networks for rare and 

complex diseases respond to the Ukrainian crisis,


The Lancet Regional Health - Europe, Volume 19, 

2022, 100464,ISSN 2666-7762, 


doi.org/10.1016/j.lanepe.2022.100464
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If we all do our part, together 

we can help Ukraine to build 

back better for rare diseases. 

https://doi.org/10.1016/j.lanepe.2022.100464


Non-governmental organisations,  
patient groups, and public entities  
contributing to this report

The pictures in the report are copyright of EURORDIS-Rare Diseases Europe, EURORDIS member organisations, unsplash.com, 

pexels.com, All-Ukrainian Association of Aid to Cystic Fibrosis Patients, NGO "Association of Patients with Pulmonary Hypertension" 

and NGO "Ukrainian Association of Patients with Phenylketonuria" Special Children", Charitable foundation «Sister Dalila».
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