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Citizen Science and crowdsourcing is a set of processes 
through which citizens take part in scientific, policy or design 
research by undertaking research tasks such as problem 
formulation, data collection, data analysis or ideas generation. 
 
Crowdsourcing and Citizen Science is the involvement of 
citizens in structured, rigorous and critical research or 
creative practice. Citizens take on work voluntarily (although 
can be paid), respecting rules,  and facilitating research 
otherwise economically or technically impossible. Citizen can 
perform tasks that researchers or machines cannot do,  but 
can also participate in developing science. Participants derive 
a variety of benefits,  as do researchers. The availability of 
tools and methods also allows non-traditional researchers to 
devise and conduct good quality research to inform their own 
activities and advocacy.  
 

From CSCS@ED: http://citsci.ed.ac.uk 
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• Citizens as scientists 
– Patients as researchers  
– ‘lay experts’, ‘lay epidemiology’, ‘experts of experience’, 

‘experiential knowledge’, ‘patient knowledge’ 

 
• Public participation 

– Creation of publics 
– Publics in particular 
– Emergent concerned groups 

 
• Good science 

– Contested science 
– Different ‘goods’ 
 

 
‘Alternative’ forms of knowledge and ways of knowing in 
medicine and healthcare…  

 



Multiple Sclerosis (MS)  

MS is an autoimmune condition. This means that the immune system, which 
normally helps to fight off infections, mistakes its own tissue for a foreign body, 
such as bacteria, and attacks it. In MS, the immune system attacks the myelin 
surrounding the nerve fibres. This damages the myelin and strips it off the 
nerve fibres, either partially or completely, leaving scars (also known as lesion, 
plaques or sclerosis).  

(Multiple Sclerosis Society [MS Society], 2012) 



Chronic cerebrospinal venous insufficiency (CCSVI)  

The ‘liberation’ procedure 

2009 

1. Zamboni, P. et al., 2009. Chronic cerebrospinal venous insufficiency in patients with 
multiple sclerosis. Journal of Neurology, Neurosurgery, and Psychiatry, 80(4), pp.392–
399. 

 
2. Zamboni, P. et al., 2009. A prospective open-label study of endovascular treatment of 

chronic cerebrospinal venous insufficiency. Journal of vascular surgery, 50(6), 
pp.1348–1358.e1–3. 
 
 



You can see hundreds of patients testifying on the internet how 
their MS has been cured by his treatment [Zamboni]. Sadly, any 
discussion about the evidence is no longer academic, but is now 
mainly taking place on internet blogs and in the media. 
Academic arguments about the quality of the evidence are 
viewed as irrelevant or arrogant. This is not evidence-based 
science but Internet-based practice. 

(Reekers, 2012, European Journal of Vascular & Endovascular Surgery) 



 

Gafson & Giovannoni, 2012, ‘CCSVI-A. A call to clinicians and scientists to vocalise in an 
Internet age.’ 





 



 



 

Video  

http://www.youtube.com/watch?v=99Xoe8zdHrs


 



 



• I would like to make it clear that I played no part in instigating 
a Facebook uprising over my research. I am not an activist but 
a scientist who has published 27 peer reviewed studies of 
chronic cerebrospinal venous insufficiency (CCSVI) and its 
relationship to multiple sclerosis in 18 interdisciplinary 
journals. [Zamboni response to Nature commentary, 2011]  

 

• You know what - scientists are of primary importance in this 
story....but without activism this science would have been 
buried. [Posting on thisisms.com] 

 

• CCSVI will continue to be defined by the researchers, not the 
patients and caregivers. Which is the way it should be. [Posting 
on thisisms.com] 

 
 

 

• Obviously, as you say, this isn't scientific, but very helpful for 
the overview, and especially for newcomers, including medical 
people 

 

• I'd like to clarify that CCSVI_tracking.com is NOT scientifically 
valid. not blinded etc. however it is a well thought out registry 
dating back to the early days and keeps monthly updates. It is 
an honest open source effort . Understand the limitations and 
look for trends 

 

 

 

 

 

But is this science? 



• I'd like to clarify that CCSVI_tracking.com is 
NOT scientifically valid, not blinded etc. 
however it is a well thought out registry dating 
back to the early days and keeps monthly 
updates. It is an honest open source effort . 
Understand the limitations and look for 
trends. [Posting on thisisms.com] 

 



But to me you know watching people like Denise Manley 
doing her videos and stuff like that it was like, do you know 
what that’s good enough for me, that shows me that this is 
worth looking at. And I think you know applying a huge 
dose of common sense to it and going OK well this 
procedure is not new, they give it all the time for people 
with other conditions, so that risk is kind of minimal and it 
was very much a case of weighing things up and going OK 
well what have I got to lose here and what have I got to 
gain?  
 

Interview with woman living with MS 

‘Walking proof?’ 



• Experiments in living 
– ‘…unlike scientific experiments, this form of experimentation has been 

explicitly associated with the moral purpose of the improvement of 
society since its very inception.’ (Marres, 2012) 

 

• Experiments in ‘living with’ 
– Finding ways to ‘live with’ disease through active experimentation and 

monitoring (n=1)  

– Highly personalised and individual, but also shared, aggregated and 
analysed (n=1 of many)  

– Consequences for:  

• Healthcare practices and relationships with practitioners 

• Development and disintegration of support networks 

• Mobilization of scientists, practitioners, policy-makers and the public  

• Fundraising for individuals and clinical studies 

 

 

 

 

 

 

 

Experiments in ‘living with’  



• ‘The conscientious, explicit, and judicious use of current best evidence in 
making decisions about the care of individual patients.’  

(Sackett and Rosenberg, 1995, ‘The Need for Evidence-Based Medicine) 

 

• ‘…in this pluralistic situation there is no such thing as ‘the evidence.’ 
Instead, there are several competing bodies of evidence that are subject 
to multiple interpretations by different stakeholders.’  

(Van de Ven and Schomaker, 2002, ‘The Rhetoric of Evidence-Based Medicine’) 

 

• Evidence-based activism (Rabeharisoa, Moreira, & Akrich, 2013) 

– …a collective inquiry associating patients/activists and 
specialists/professionals in the conjoint fabrics of scientific statements 
(matters of fact) and political claims (matters of concern). 

 

• Role of social media in shaping the production of ‘evidence’ 

New forms of evidence? 
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Thank you! 

Questions? 


