
Working together, learning 
together 

ECQI, Leuven, 9 February, 2017 
 

Alice Schippers 
Executive Director Disability Studies in Nederland 

Senior researcher Disability Studies, VU University Medical Centre, Amsterdam 
 

 



Hit the road... 

     Back in the early 1990s 

• Set: field of intellectual disabilities 

• Scene: Ask me - ?!?! Ableism and binary thinking 

• Mainstream methods didn’t work: no data, no glory 

 



Disability Studies in the Netherlands 

 

 

 

• study disability in context 

• promote and advocate social change: emancipatory field 

of study 

• transdisciplinary = multidisciplinary + 

including experiental knowledge, lived experience 

 



Nothing about us, without us 

 

 

 

 

   
 

 Alex: 
 
“I’m an artist, illustrator and 

performer. I want to be 
famous. 

 
Everyone has the right to have 

his/her own disability. 
 
We also belong to society.” 
 
Participatory and 
transdisciplinary approach 



Finding new ways 

    - creative methods 

    - different knowledge 

 

 

 



Finding new ways 

Flexible and mouldable attributes: 

- Ethos 

- Recruiting researchers 

- Designing the study 

- Facilitating the process/practicalities 

- Generating data 

- Analysing data 

- Using results 

 

 

 

from: Frankena, T.K., et al (submitted). A consensus statement on how to 
conduct inclusive health research. 
 
 



Finding new ways 

Ethos 

– Meeting basic human rights 
– The development and recognition of the influences of a group 

culture with open communication, respect, patience and 
understanding of limiting conditions 

– Understanding and respecting cultural, representational 
differences, personal biases and power relationships 

– Being aware good collaboration starts before the onset of the 
study and continues in all stages of the study 

– Ensuring all information is accessible to all team members and 
all team members can contribute in their own way, without 
coercing information 

– Recognising the potential of (emotional) difficulties of this work 
and the need for sensitivity 

– Ensuring all team members feel safe and supported 
– Keeping decisions transparent and open for discussion 

 

 



Finding new ways:  
nothing about us, without us 

 

 

 

 

 



‘open the black box’ 

• Evaluation of, and reflection on, inclusive research 
processes, especially by researchers with intellectual 
disabilities, to ‘open the black box’. 

• Enhance sharing of knowledge, information, and 
experiences with inclusive research.  

• Power relations between researchers with and without 
intellectual disabilities and sharing of academic privileges.  

• Moral and ethical issues in inclusive approaches and the 
roles of people with intellectual disabilities on ethics 
committees. 

• Relation and similarities between inclusive research designs 
and the self-advocacy movement. 

• Different models of inclusive research. 
• How and why inclusive research adds value to health 

research. 
• Dissemination of inclusive research outcomes to people 

with intellectual disabilities and effective accessible 
dissemination strategies. 

• Training for researchers both with and without intellectual 
disabilities on inclusive research and support.  

• Research agenda developed and supported by people with 
intellectual disabilities.  

 

 

 

Frankena, T.K., et al (submitted) 



 
nothing about us, without us 

 
 

 

Beyond binary thinking: 

- creative methods 

- different knowledge 

 

 

 

 



 

US... 
  

 


