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10 months into the invasion, 

coping mechanisms have 

been put in place to help 

overcome some of these 

challenges. However, many 

problems require additional 

resources and crisis 

response mechanisms.
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Diagnosis of Rare Diseases

Genetic tests are rather 

expensive and not so 

affordable for our patients. The 

primary patients who have no 

initial diagnosis are often 

incapable to get this diagnosis 

due to its expensiveness. They 

may decide that it is better to 

spend this money on just living 

costs, which is very sad.

Ukrainian geneticist, the city 

of Rivne
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Availability of Necessary Medicines

One of the biggest problems 

we are facing is that we still 

have a huge number of patients 

with rare diseases, like Spinal 

Muscular Atrophy (SMA), that 

were not given any kind of 

treatment in Ukraine, and, 

unfortunately, considering the 

lack of funding, we understand 

that those patients are left 

without any treatment 

accordingly. It is not just one or 

two patients all over Ukraine. 

We are in communication with 

each and every company about 

humanitarian aid, but we often 

hit a dead end.

Ukrainian doctor, Kyiv



Everybody is getting tired of 

the war [...] So we are losing 

the volume of donations. 

Initially, it was easier to ask for 

humanitarian aid and some 

grants but it's becoming more 

and more difficult now [...] We 

still have problems, and they 

are accumulating.

Ukrainian doctor, Kyiv
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Power Supply 
Interruptions



For its part, EURORDIS 

expresses its readiness to 

expand its psychological 

support programme to 

include both family 

members of ULWRD and 

doctors working with them.
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Psychological Support for Doctors
As already outlined in 

, psychological support is an 

important element of assistance to 

ULWRD affected by the war.


Psychological support resources are 

also needed for caregivers of ULWRD, 

as well as doctors who work with them.


During wartime, doctors face daunting 

challenges, including the need to work 

(sometimes overtime) with complex 

diseases in appropriate conditions and 

in the absence of basic guarantees of 

personal safety. All this requires great 

adaptability and resilience, both 

physically and psychologically.

our previous 

report

https://www.eurordis.org/publications/helping-ukraine-to-build-back-better-for-rare-diseases/
https://www.eurordis.org/publications/helping-ukraine-to-build-back-better-for-rare-diseases/
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Better Coordination of Medical Care 
in the Field of Rare Diseases

We are now in a situation when  

patients are lost, basically. 

They do not know what to do, 

or where to go. As are we 

[doctors], to be honest. We 

started providing our support 

with communication. We 

emailed our colleagues when it 

all started. Patients called us 

saying, ‘We are coming’. 

‘Coming where?’ And they say, 

‘We don't know’. So, you call 

Poltava, or Vinnytsia, or Lviv 

and you say, ‘There are 

patients on the way to you, 

maybe you can accept them’. 

Then, eventually, they are 

abroad somehow.

Ukrainian doctor, Kyiv
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We are about 200 kilometres 

from the capital [...] where 

patients would stop in transit, 

coming from other regions of 

Ukraine on their way to 

Western Ukraine or abroad. 

They did not know where they 

were going. one day they 

would be in Poland, the 

following day they would be in 

Germany. And initially we were 

trying to find someone who 

would help us in this regard.

Ukrainian doctor, Vinnytsia

All that [coordination and 

communication] was first put in 

motion based on personal 

contacts. And then, there was 

the Hub that took that function 

and started implementing that. 

Now, we want to have a virtual 

Hub here in Ukraine, and we 

want to engage all the doctors 

that work with rare diseases.

Ukrainian doctor, Kyiv
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