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Uniting for the two million Ukrainians living
with a rare disease

16 March, Paris—In light of the current humanitarian crisis in Ukraine, the rare disease
patient community hasn’tbeen as prominentinthe news. Butultimately, it is the two million
Ukrainians living with a rare disease and their families who are among the most affected by
the conflict, faced with the sizeable challenge of meeting the complex medical needs on their
own and falling through the cracks of the humanitarian response.

Three weeks into Russia’s invasion of Ukraine, on 15 March, the EURORDIS' Board of Directors
held a meeting to review thesituation of the rare disease patient community in the country and
set the course of action. The response to thisnew crisis is at the core of the EURORDIS’ mission
and values. It is believed that the overall situation might worsen, with many people with rare
diseases and theircarers being unable to travel to anothercountry or access essential medicines
and basic necessities in Ukraine and those who are able to leave the country facing challenges
related to displacement.

EURORDIS’ responseis two-fold: both immediately responding to the needs of people living
with rare diseases and advocating on behalf of their specific needs with the support of our
multistakeholder networks.

“Across Europe, EURORDIS plays a key role in raising attentionto and catalysing support for
the 30 millionpeopleliving with a rare disease. Today, Ukraine isunder siege, and it is our
shared responsibility to ensure that no person living with a rare disease, whose conditionsare
often debilitating orneed frequent and complex medical attention, is left behind. We need to
be pragmaticin our response to this humanitarian emergency situation while already
preparing medium- and long-term actions” — Terkel Andersen, President of the Board,
EURORDIS-Rare Diseases Europe.

Preliminary reports of challenges are centred around getting complex care and treatment to
peoplein a country whose healthcare system has been completely destabilised —this includes
the key centres of expertise able to deliver care and treatments and the existing supply chainsfor
this unique set of specialised treatments. Where there is a treatment for rare diseases, highly
specialised clinical knowledge is required, often only available in specialised centres of care in
Kyivorin otherareas. Many familieswho were ableto relocatetothe West of the country can no
longer access therapies. Access to ‘ordinary’ care and treatments is also threatened and
underestimated in their critical value, e.g. bandages for Epidermolysis Bullosa and respiratory
rehabilitationfor Cystic Fibrosis.

There is an urgent need for greater collaboration so that patients with rare diseases can
receive medicines and medical devices through internal and international solidarity
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mechanisms. But most importantly, we need to ensure that patientsin territoriesnot controlled
by the Ukrainian government can benefit through ‘aid corridors’. We encourage both
governments and non-governmental organisations in bordercountries to dothe bestthey canto
expedite the export of relief supplies including essential rare disease medicines into Ukraine,
especially considering that the Ukrainian government has lifted restrictions on importing
medicines to reflect the humanitarian crisis.

The circumstances are particularly damaging for children. Families, where both parents are
equal caregivers totheirchild, are unable to leave Ukraine due to border restrictions. Ukraine has
already put in place significantly improved measures to help people with disabilities seeking to
leave the country. However, a child with a rare disease who is dependent on the care of both
accompanying parents or carers cannot flee the conflict. Two carers are often needed for a
dependent with complex care needs, so we need to ensure thatany child with a rare disease can
safely leave the country.

Additionally, there is a need for fast tracks set up on both sides of the border for vulnerable
people, including people living with a rare disease. We know of examples where people have
had to abandon queues at the border after hours and sometimes days of waiting because their
care needs couldn'tbe metintransit and there was no way to be fast-tracked through to the other
side. Though waiting times continue to vary, families transporting people with rare diseases often
need this assurance before making the arduous decisionto seek to leave.

Our assessment also highlights the difficulty in coordinating a response for a population that
requires multifaceted needs. Registering displaced people living with rare diseases to allow
adequate follow-up through health systems across borders remains a challenge. The European
Reference Networks, alongside patient organisations and other networks, should play a greater
role inidentifying the patientsin Ukraine living with rare diseases and assessing theirneeds.

Additional reports point to a need to best manage the exodus of people with a rare disease
and their families leaving Ukraine with significant and specific needs. Since 24 February 2022,
over 4 million people have fled their homes. Most displaced families who leave Ukraine seek
refuge inthe EuropeanUnion, with many finding safety inneighbouring countries, such as Poland
and Romania. In Poland, Ukrainians have been welcomed generously by local communities and
supported by the Government, which hasprovided the same access to care as for Polish nationals
and offered free train travel within the country. However, rare disease patients need support
beyond other displaced people, for example, to find their speciality centres and access to
specialised treatments, or foradapted housing — a role that patient organisations are mobilising
to do within Poland. We recognise that many people from Ukraine will remain in Poland, it is
importantto support countries with the highest number of refugees to be able to manage an
increased patient population. Additionally, as many will go to other countries within the EU,
the Member States and expert centres need to anticipate and ideally facilitate the arrival of
Ukrainian displaced persons across the Union.

"With today’sbroad range of challenges, European actionmust draw on and coordinate the
work of the Member States, European Reference Networks and patient organisations —in
Ukraine, in neighbouring countries and across Europe. Our priorityis to facilitateaccess to
care and treatment for people with rare diseases in Ukraine but also fleeing families, liaising
them with otherfamilies across the EU and establishing contactswith clinical experts to limit
thedisruption of care —including the management of health records. As the majority of
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patientsare arriving in neighbouring countries, whose capacitiesare limited, this emergency
callsinto question theresilience of the European health system, in parallel with the acute
pressures created by COVID-19. The EU has a chance to change the narrative thatit cannot
afford to miss by leveraging its resources and increasing investment in cross-border
healthcare infrastructures to address the needs of the rare disease community. Now, more
than ever, we need a coordinated, holisticapproach torare diseases to meet the challenges
of todayandthe yearstocome,” — Yann Le Cam, EURORDIS Chief Executive Officer.

Mobilising the rare disease community

An estimated two million people in Ukraine live with a rare disease. This is around 5% of the
population. However, numerous elements indicate a high number of patients without a proper
diagnostic.

Since the outset of the war, patient organisations have been playing a strong role to support
this vulnerable community. Patient organisations for Spinal Muscular Atrophy, Duchenne,
Prader Willi syndrome, Cystic Fibrosis, Epidermolysis Bullosa, Myeloma, Melanoma, and
Hemophilia have already helped hundreds of families. We also would like to recognise the efforts
of National Alliances, disease-specific European Federations, respite care centres and individual
member organisationswho have reached out to theirnetworks.

EURORDIS has been fully mobilised from day one of this crisis, to help people with rare
diseases in Ukraine and those fleeing the country during these difficult times. In particular, we
have

1. Set up an internal 'Ukraine Taskforce' (ukraine@eurordis.org) to help us coordinate the

work;
2. Disseminated a statement and have been raising awareness on social media;

3. Set up anonline resource centre for patientsand patient organisations trying to help in
and around Ukraine;

4. Responded toa growing number of individual questions and requests for help, either by
rerouting to a patient organisation where one exists or problem-solving with huge
networks of heroicvolunteers that are emerging;

Raised funds to respond to thisurgent need;

Reached out for help to EURORDIS member organisations and partnering networks,
including the Council of National Alliances, European Federations for Rare Diseases,
EURORDIS Round Table of Companies, European Reference Networks, and policymakers
at both the national and European levels to mobilise the community, share feedback on
the needs of people with rare diseases, exchange on possible solutions, and propose
common actions. This includes orientating families where they can be best supported;
identifying across Europe host families to accommodate those affected by the same
disease; providing funding to enable them to leave the country; identifying concrete
solutions for the distribution of medicinal or care products.

What you can do to help

Join EURORDIS as a volunteer to respond to this humanitarian crisis
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e Doyou have knowledge of or experience of rare diseases?
e Doyoualso have any of the below?

o Leadership or organisational experience in working with refugees or crisis
management?

o Russian or Ukrainianlanguage skills?

o Experience working with a helpline, or helping rare disease patients to solve
problems with access or resettlement?

If yes, please send an emailto helpukraine@eurordis.org with

e Yourname and contact details
e Thedisease(s) you have experience with
e Anylanguagesyou speak
e Abrief outline of your experience and how youwant to help
e Yourgeneral time availability (howmuch time, what times of day)
We will do our best to match you with an organisationor task where you can help.

At a time when Ukraine is on the brink and so much is at stake, international engagement and
support need to be rebalanced to include special assistance to the two million Ukrainians living
with a rare disease. Failure to do so will have significant consequences in Ukraine, Europe, and
beyond.

HHEH

Contact

Stanislav Ostapenko
Communications Manager
EURORDIS-Rare Diseases Europe
stanislav.ostapenko®@eurordis.org

+33156535261

About EURORDIS-Rare Diseases Europe

EURORDIS-Rare Diseases Europe is a unique, non-profit alliance of 984 rare disease patient
organisations from 74 countries that work togethertoimprove the lives of the 30 millionpeople
living with a rare disease in Europe.

By connecting patients, families and patient groups, as well as by bringing together all
stakeholders and mobilising the rare disease community, EURORDIS strengthens the patient
voice and shapes research, policiesand patient services. Follow @eurordis or see the EURORDIS
Facebook page.For more information, visit eurordis.org.
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About rare diseases

The EuropeanUnion considers a disease as rare when it affects less than1in 2,000 citizens. Over
6,000 different rare diseases have beenidentified to date affecting an estimated 30 million people
in Europe and 300 millionworldwide. 72% of rare diseases are genetic whilst others are the result
of infections (bacterial or viral), allergies and environmental causes, or are degenerative and
proliferative.70% of those genetic rare diseases start in childhood.

Due to the low prevalence of each disease, medical expertise is rare, knowledge is scarce, care
offerings inadequate and research limited. Despite their great overall number, rare disease
patients are the orphans of health systems, often denied diagnosis, treatment and the benefits
of research.
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