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Zakladni informace

Pozadi: \Vzacna onemocnéni postihuji jednotlivé malé skupiny pacientd, v souhrnu v8ak vyznamnou &ast populace. Uroveri povédomi ve spoleénosti
ovliviiuje v€asnost rozpoznani, orientaci v systému péce i postoje k dostupnosti I€€by a podpurnych sluzeb.

Cilem pruzkumu bylo mimo jiné zmapovat povédomi o vzacnych onemocnénich mezi laickou vefejnosti, jejich realnou zkuSenost s nimi a analyzovat
vnimani zdravotni péce v CR smérem k témto pacientum.

Metodologie: Kvantitativni online reprezentativni dotazovani dospélé populace CR, N=806, v&k 15-65 let, dotazovani na pfelomu ledna a tnora 2026,
reprezentativné dle pohlavi, véku, vzdélani, regionu a velikosti mista bydlisté. Casové srovnani s Setfenim z roku 2020.

Zaveér: Povédomi o vzacnych onemocnénich se dlouhodobé drzi na stabilni urovni, zaroven roste Sife diagndz, které si lidé dokazou spontanné
vybavit. Znalosti provazi terminologicka nejistota, orientace v tématu byva lepsi u vzdélanéjsi ¢asti populace. Kazdy druhy zna alespon jednu
pacientskou organizaci, kazdy paty ma zkuSenost s vzacnym onemocnénim, kazdy dvanacty dokonce zkuSenost velmi blizkou (pacientem je nékdo
z rodiny nebo on sam). Informace jsou nejCastéji vyhledavany online a u Iékafl, nové se objevuje vyuzivani nastroju umélé inteligence. Pretrvava
presvédCeni, Ze vzacna onemocnéni jsou celozivotni, velmi zavazna a €asto na né neexistuje Ié¢ba. Pokud je |éCba dostupna, verejnost typicky
podporuje jeji Sirokou dostupnost.

Prazkum realizovan pro Ceskou asociaci pro vzacna onemocnéni (CAVO) spole&nosti Ipsos ve spolupraci se spoleénosti Takeda.
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Vzacnym onemochneni jsou tisice,
48 % populace spontanné
dokaze konkrétné jmenovat
alespon jedno.

Pocet spontanné vyjmenovanych
riiznych vzacnych onemocnéni

(v priméru zminil kazdy 1 — 2 onemocnéni)

99
68

Vina 2020 Vina 2026

TOP 10 vzacnych onemocnéni podle spontanni
a podporené znalosti v populaci

%=podil populace

Nemoc motylich kridel 52%

Spinalni svalova atrofie (SMA)
Cysticka fibroza
Albinismus

Hemofilie

Amyotroficka lateralni skleréza
(ALS)
Duchennova (DMD), Beckerova
(BMD) svalova dystrofie

@Podpoiena znalost

HodgkinGv lymfom 12%

® Zminéno spontanné

Rettliv syndrom 12%

Williamslv syndrom 1%



Alespon jednu pacientskou
organizaci zna témer polovina
populace.

TOP 15 pacientskych organizaci podle podporené znalosti
%=podil populace

DEBRACR [ 12%

Ceska asociace pro vzacna onemocnéni (CAVO) [Jli| 8%
. ., - . Fuck Cancer [JJl| 8%
Kazdy 12. Cech zna Ceskou Spolesnost Parkinson [ 5%

asociaci pro vzacna onemocneni. Kiub nemocnych cystickou fiorszou [l 7%
META [l 7%

Paletek [l 7%

Ceska aliance pro kardiovaskulamni onemocnéni (CAKO) [} 6%

Asociace rodi&ll a pratel zdravotné postizenych déti v CR; . 49,
Klub Be TCS 0

Asociace genové terapie . 4%,
Lymfom Help . 4%

ALsA Il 4%

m Zna néjaku pacientskou organizaci
(v priméru 1 - 2) Revma Liga Ceska republika l 3%

® Nezna zadnou DIAGNOZA NARKOLEPSIE [ 3%

Zivot bez streva [ 3%




%=podil populace

Znalost spravné definice vzacného

onemochéni Odhad poctu pacientii s VO v CR

Nevim

| 5o, A T Nevim/Nedokazi odhadnout
® Pokud postihuje méné nez 1 osobu na

100 000 obyvatel m 500 tis. a vice pacientt

m Pokud postihuje méné nez 1 osobu na m 100-499 tis. pacientd
10 000 obyvatel

- f e Do 100 tis. pacientu
E Pokud postihuje méné nez 1 osobu na

2000 obyvatel 2020 2026

Odhad poétu VO
Nevim

m Je to cela jedna skupina bez rozliseni
na jednotliva onemocnéni

mTisice

m Desitky

Jednotky

2020 2026



Postoje k zavaznosti vzacnych onemocnéni

m Zcela souhlasim m SpiSe souhlasim ® SpiSe nesouhlasim
®m Naprosto nesouhlasim = Nevim

81 % Cecht vnima vzacna
onemocneni jako
celozivotni.

podil populace

77 % Cech( povazuje
vzacha onemocnéni za zivot
ohrozuijici.

%
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33 % CechU Vvéfi, Ze pacienti se
vzacnym onemocné&nim maji v CR
stejny pristup k IéCbé jako pacienti

S jinymi rozsirenymi zavaznymi

chorobami.

Podle 86 % Cecht by méla byt 1é&ba

vzacnych onemocneni plne hrazena
pojistovnou.

Na vetSinu vzacnych onemocnéni zatim
neexistuje kauzalni leCba, realne tuto
skute¢nost vi 61 % Cechu.

podil populace

%=

Postoje k Ié¢bé pacientli s vzachym onemocnénim

Nevim m Naprosto nesouhlasim  ® SpiSe nesouhlasim
m SpiSe souhlasim m Zcela souhlasim
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Zkusenost se vzachym onemocnénim

>

m Ano, mam zkuSenost s VO
Ne, neznam nikoho s VO

Blizkou zkusenost se
vzacnym onemochnenim

(pacientem je bud Clen rodiny nebo oni sami)

ma 8 % Cech.

U koho mate zkuSenost se vzacnym

onemocnhénim?
%=podil populace

U osoby, ktera neni z mého blizkého o
: 7%
okoli
Nékdo z blizkého okoli je pacient se 6%
vzacnym onemocnénim °

Nékdo z meé rodiny je pacient se
vzacnym onemocnénim

6%

Sam/sama jsem pacient se vzacnym 49
onemocnénim 0



TOP 4 mista, kde hledaji lidé se
zkusenosti s VO informace:

1. Internetové vyhledavace (46 %)

2. OSetrujici lekar pacienta s VO (42 %)
3. Socialni sité a diskuzi fora (37 %)
4. MuUj oSetfujici Iékar (napf. prakticky

lékar) (37 %)

Roste take vyznam umelé inteligence
(aktivni konzultace s nastroji Al 17 %).

Reakce na zkusenost s VO: Jaké kroky podnikaji ti
aktivni?

Hledal/a jsem informace na internetu — pfes vyhledavac¢ _ 46%
Resil/a jsem situaci s o$etfujicim lékafem pacienta s _ 429,
vzacnym onemocnénim 0
Hledal/a jsem informace na internetu — na socialnich _ 37%
sitich a diskuznich férech °
Konzultoval/a jsem situaci se svym osetfujicim Iékafem _ 379%
(napF. praktickym Iékafem) °

Poradila/a jsem se s nékym z rodiny, z blizkého okoli, _ 24%,

se znamym

%=podil populace

Radil/a jsem se / konzultoval/a jsem informace s o
umélou inteligenci (Al) (napf. Chat GPT, Gemini, atd.) - 17%

Obratil/a jsem se na nékterou z nadaci pomahajici - 14%
pacientim se zavaznym onemocnénim 0

Pockal/a jsem, jak se bude stav pacienta dale vyvijet, o
pouze jsem situaci sledoval/a - 14%

Obratila/a jsem se na pacientskou organizaci . 4%

L o Jiné: finanéni pomoc, shirka
Jiné kroky - 14% na Donio, konzultace s

odborniky, zajem o pacienta,




https://vzacha-onemocneni.cz/

https://vzacha-onemocneni.cz/publikace/
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Awareness of Rare Disease
Among the General Public
in the Czech Republic

Note: Czech version on page 2.
Pozn.: Verze v ¢estiné na str. 2.




Basic information

Background: Individually, rare diseases (RD) affect small groups of patients, but collectively they impact a significant part of the population. The level
of awareness within society influences early diagnosis, orientation in the healthcare system, and attitudes towards the availability of treatment and
support services.

Aim of the research was, among others, to map the rare diseases awareness among the general public, their real-life experience with them, and to
analyze the perception of healthcare in the Czech Republic towards these patients.

Methodology: Online quantitative representative research of the Czech adult population, N=806, age 15-65, research conducted January/ February
2026, representative by gender, age, education, region and size of place of residence. Time comparison with the survey from 2020.

Results: Awareness of rare diseases has remained stable for a long time, while the range of diagnoses that people can spontaneously recall is
growing. Knowledge is accompanied by terminological uncertainty, and orientation in the topic tends to be better among the more educated part of the
population. Every second person knows at least one patient organization, every fifth has experience with a rare disease, and every twelfth even has

a very close experience (the patient is someone from the family or the person themselves). Information is most often sought online and from doctors,
and the use of artificial intelligence tools is newly emerging. The belief persists that rare diseases are lifelong, very serious, and often have no
treatment. If treatment is available, the public typically supports its wide availability.

Research conducted for the association Rare Diseases Czech Republic (CAVO) by Ipsos in cooperation with Takeda.

w czech republic
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There are thousands of rare
diseases, 48% of the population
can spontaneously name at least

one.

Number of spontaneously
mentioned different rare
diseases

(on average, each person mentioned 1-2 diseases)

99

68

Wave 2020 Wave 2026
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TOP 10 rare diseases according to spontaneous
and prompted awareness in the population

%=share of population

Butterfly wing disease 52%

Spinal muscular atrophy (SMA)
Cystic fibrosis
Albinism

Hemophilia

Amyotrophic lateral sclerosis
(ALS)

Duchenne (DMD), Becker (BMD)
muscular dystrophy

@Prompted
16% awareness
Hodgkin lymphoma 12% ® Spontaneously
mentioned
Rett syndrome 12%

Williams syndrome 1%



Almost half of the population
knows at least one patient
organization (1-2 on average).

Every 12th Czech knows the
association Rare Dviseases
Czech Republic (CAVO).

m Do know some patient
organization (1-2 on average)

= Don't know any
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TOP 15 patient organizations by prompted awareness

%=share of population

DEBRACR [ 12%
Ceska asociace pro vzacna onemocnéni (CAVO) [} 8%
Fuck Cancer [} 8%
Spole¢nost Parkinson [Jl| 8%
Klub nemocnych cystickou fibrézou - 7%
META [l 7%
Palecek [l 7%

Ceska aliance pro kardiovaskularmni onemocnéni (CAKO) [} 6%

Asociace rodi&(l a pratel zdravotné postizenych déti v CR; . 4%
Klub Be TCS 0

Asociace genoveé terapie . 4%
Lymfom Help [l 4%

ALSA B 4%

Revma Liga Ceska republika [} 3%
DIAGNOZA NARKOLEPSIE I 3%

Zivot bez streva [ 3%



%=share of population

Knowledge of the Rare Disease right definition

Don't know

m [f it affects less than 1 person per
100,000 population

m [f it affects less than 1 person per
10,000 population

@ If it affects less than 1 person per
2,000 population

Wave 2020 Wave 2026

Estimated number of patients with Rare
Disease in the Czech Republic

Wave 2020 Wave 2026

Estimated number of Rare Diseases

Wave 2020 Wave 2026
15

| don't know

H |t's a whole group without distinction
into individual diseases

B Thousands

E Tens

Units

Don't know/Can't estimate

m 500 thousand and more patients

m 100-499 thousand patients

Up to 100 thousand patients



Attitudes towards the seriousness of rare
diseases

81 % Of CzeChS percelve m Completely agree m Rather agree m Rather disagree
rare diseases as lifelong.

m Completely disagree Don't know

77% of Czechs consider
rare diseases as life-
threatening.

share of population

%=

21

4
o © o o © o ©
AN AN AN (o] AN AN (o]
o o o
N (qV] N N (qV] N (qV]
Rare diseases usually Rare diseases are Rare diseases only Rare diseases
plague patients exclusively hereditary in affect children are life-
throughout their lives origin threatening
diseases

16



33% of Czechs believe that patients with
rare diseases have the same access to
treatment in the Czech Republic as patients
with other widespread serious diseases.

According to 86% of Czechs, the treatment
of rare diseases should be fully covered by
health insurance.

There is currently no causal treatment for
most rare diseases, and 61% of Czechs are
actually aware of this fact.

17

share of population

%=

Attitudes towards the treatment of patients with rare

diseases
Don't know m Completely disagree m Rather disagree
m Rather agree m Completely agree

Not interviewed

24

6 8 7
o © o © o © o © o ©
N N N N N N N N N N
o o o o o o o o o
N N N N N N N N N N
Drug development for RDs is  RDs treatment is not very  There is no treatment for most ~ Patients with RDs in the Medicines for
complicated by the small expensive, as it affects a rare diseases Czech Republic have the patients with RDs
number of patients small number of patients same access to treatment and  should be fully
care as patients with other  covered by health
more widespread serious insurance
diseases companies if there
is already an

approved treatment
with innovative
drugs in the EU or
worldwide



Experience with a rare disease

Who do you have experience with rare
diseases?

%=share of population

Someone who is not in my close - 79

surroundings

No, | don't know anyone with RD

Someone in my family is a patient with
a rare disease

Someone in my close surroundings is a 6%
® Yes, | have experience with RD patient with a rare disease °

6%

| am a patient with a rare disease 49
myself °

8% of Czechs have close
experience with a rare disease

(the patient is either a family member or themselves).
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TOP 4 places where people with rare disease

experience search information: Reaction to the experience with RD: What steps are

those active taking? ,

| searched for information on the Internet — via a search _ 46%
engine °
| resolved the situation with the treating doctor of a _ 429,
patient with a RD 0
| searched for information on the Internet — on social _ 37%
networks and discussion forums 0
| consulted the situation with my treating doctor (e.g. _ 379%
general practitioner) 0

| consulted someone from the family, from the close _ 249
surroundings, with an acquaintance 0
(37%) g q

1. Internet search engines (46%)
2. The treating doctor of the patient with RD (42%)

3. Social networks and discussion forums (37%)

4. My treating doctor (e.g. general practitioner)

| consulted / consulted information with artificial o
intelligence (Al) (e.g. Chat GPT, Gemini, etc.) - 17%

| contacted one of the foundations helping patients with o
serious diseases - 14%

The importance of artificial intelligence is also . - -
. ) . . o | waited to see how.the patient's condition would - 14%
growing (active consultations with Al tools 17%). develop further, | just monitored the situation o

| contacted a patient organization . 4%

o Other: financial assistance,
Other steps - 14% Donio collection,

consultations with experts,
interest in the patient
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