Unmet care and social care needs of RD patients in Eastern
european countries

Results of Rare Barometer Voices surveys:
* Juggling care and daily life, the balancing act of the rare disease community, 2017

* Access to treatment: unequal care for European rare disease patients, 2017 Other European countries :
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Greater difficulties in accessing treatments

% of rare disease patients who didn’t get the medical treatment they needed in the past 12 months
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Everyday life impact of the rare disease on families is
more important
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This can partly be attributed to less support they receive with (% of uncovered needs):
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Greater financial pressure on families
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% who can’t afford it or think it’s hard to manage

Home care Hospital

services admissions

(70%, +12) (29, +9)
Special diet

Treatment and
medication
(51%, +18)

(58%, +8)

Appointments
with healthcare Respite care

professionals (73%, +16)
(42%, +11) Rehabilitation
therapies
(61%, +21)

;*
[ ]

x E UR[IRI]IS

RARE DISEASES EURDPE



People living with a rare disease from eastern Europe rely
more on the internet for information on treatment and care
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Internet is main source of information
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