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In their recent Review, Watson et  al. 
discussed the need for ongoing international 
surveil lance of Creutzfeldt–Jakob Disease 
(CJD) (Watson, N. et al. The importance 
of ongoing international surveillance for 
Creutzfeldt–Jakob disease. Nat. Rev. Neurol. 
17, 362–379 (2021)1). CJD belongs to a unique 
group of rare neurodegenerative pathologies 
called prion diseases for which, to date, no 
cure or effective treatment is available. Despite 
being rare, CJD is a great concern to public 
health, particularly its variant (vCJD) and 
iatrogenic (iCJD) forms, which have a long 
incubation period2.

We agree with Watson et al.1 that reference 
centres and international collaboration 
are crucial for improved management and 
discussion of rare diseases such as CJD. 
This kind of collaboration is pivotal to help 
countries with a deficient or nonexistent 
surveillance system to manage cases with 
greater accuracy and efficiency. For example, 
in Brazil, a collaboration between the Ministry 
of Health and several research groups was 
established in the early 2000s and resulted 
in a protocol for notification, follow- up and 
management of reported cases of CJD that is 
still in use today3. However, in 2018, some of 
these collaborations were discontinued and 
since then genetic assessment has not been 
performed in individuals with suspected 
CJD, worsening an already weak surveillance 
system4. Although the Brazilian CJD protocol 
involves a simple but well- designed report 
sheet, accessing the resulting epidemiological 
data is not straightforward. The data must be 
requested from the Brazilian Ministry of Health 

we would be able to improve our understand-
ing of the epide miology and clinical features 
of CJD. Such an international effort could also 
facili tate the exchange of biological samples 
between centres, accelerating CJD research 
and clinical trials.
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Related links
CJD International Surveillance Network (CJDISN):  
https://www.eurocjd.ed.ac.uk/
CJD Without Borders: https://epicjd.shinyapps.io/cjdMAP/
DCJ Epishiny: https://epicjd.shinyapps.io/dcjBRASIL/

online. When provided, the data are codified 
in almost all fields. When we compared data 
obtained via this route with a Ministry of 
Health publication covering the same time 
period5, we identified some differences in  
the number of cases reported, highlighting the 
challenges involved in collecting and sharing 
accurate data on rare diseases.

Recently, after an extensive effort to 
access and decode Brazilian epidemiological 
data and make it more accessible to the 
population, our group launched an online 
dashboard called DCJ EpiShiny, to map and 
share information about CJD in Brazil (in 
Portuguese). We also created CJD Without 
Borders, an international databank based 
on the databank of the CJD International 
Surveillance Network (CJDISN), formerly 
EuroCJD, but with additional data from 
Asian, South American and African countries. 
The main goal of CJD Without Borders is to 
pool information on CJD cases from around 
the world and compile information about 
geographical distribution and clinical–
pathological features. Unfortunately, to date, 
we have been unable to include data from 
African countries as we face limitations in 
data availability.

The recommendation of Watson et al.1 that 
countries with established CJD surveillance 
systems should provide support to other coun-
tries is outstanding. We support this initiative 
and encourage actions towards this aim. The 
CJDISN is an exceptional example of how we 
can create a unified source of global CJD data. 
By using the CJDISN as a model and expand-
ing the collaborations to additional countries, 
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