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Negotiating consent throughout the research process. Participation on the participant’s 
terms. 

Abstract 

The purpose of this presentation is to discuss negotiation of consent and participation in a 
research project on the meaning of music for First Nations children diagnosed with Autism 
Spectrum Disorder, ASD, in British Columbia, Canada, and to obtain comments and feedback 
from the scientific community. The content of this paper will then be written into a full article 
for submission in a peer-reviewed journal. The children were viewed as competent, so during 
the research process, negotiation of participation consent was conducted in several ways, such 
as written, verbal and non-verbal consent and by use of mind-map. It can be concluded that 
the First Nations children in the study had the competence to negotiate participation, but this, 
however, required sensitivity and attentiveness to the child’s signals and responses from the 
researcher.  

Introduction 

Informed consent is a strong ethical principal in any research project. However, when the 
participant has an impairment, however, it can be difficult for the researcher to know if the 
participant actually understands what participation in the project entails. In my project, I have 
negotiated consent and participation with the participating five children throughout the 
research process. The participants are vulnerable, not only because of their impairment, but 
also due to marginalization in Canadian society where colonial residue is ever-present in daily 
life for First Nations individuals and communities in Canada. Nevertheless, these children’s 
participation in research can give us unique insights which cannot be obtained by second hand 
accounts. First Nations children in BC, Canada appear to be under-detected for autism 
(Lindblom, 2014), and there is a gap in knowledge on the topic.   

Connors & Stalker (2007) argue that children with disabilities have not been paid much 
attention within the social model of disability. The diagnosis of Autism Spectrum Disorder, 
ASD, can be seen as based on a medical, deficit model. Despite this, one can choose to view 
First Nations children with ASD as being competent (Biklen and Burke, 2006), which is the 
stance I chose to take in this particular research project. Thus, I aspired to negotiate 
participation during the whole research process. Five First Nations children with ASD 
participated in the study, one of whom is minimally verbal and one speaks quite little. ASD 
entails difficulties in social communication and interaction (American Psychiatric 
Association, 2013) which made it necessary to ensure the participant’s understandings 
throughout the research process. All the participants have or have had an Autism Spectrum 
Disorder special needs category assigned to them in school (BC Ministry of Education, 2013). 

The issue of respecting children’s rights is important in all research endeavors. Children have 
the right to express their views in all matters that concern them (United Nations, 1989). 
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Indigenous people’s rights were also in focus since the effects of colonialism that are in play 
within institutions and communities put these rights at risk (United Nations, 2008). In this 
research project is has been imperative to ensure that the participant’s consent for 
participation was expressed through negotiation during the whole process. 

Methodology 

An ethnographic study inspired by Indigenous Research Methodologies was carried out. 

Interviews were conducted in 2013 and follow-up interviews, observations, video-filmed 

observations and field notes in 2014. Interviews were transcribed and analyzed from five 

research questions and the results made into mind-maps from every individual interview. 

These mind-maps were used as a mutual focal point in the follow-up interviews to 

disseminate results and ensure correct interpretation. Relevant sequences from the film 

material were analyzed in the software ELAN and the hand-written field notes typed on the 

computer. 

Methods of negotiating consent 

Written consent was obtained from four of the five participating children in accordance with 

ethical requirements (Creswell, 2009) and the minimally verbal participant leaned on the 

researcher’s body, which was interpreted as a non-verbal sign of acceptance (for more details 

see Lindblom, in press and Lindblom, submitted). It is important to respect the rights of 

vulnerable participants (Creswell, 2009) so the issue of informed consent is of high ethical 

priority. Of course, parental and guardian consent was acquired, but it was held asimperative 

to determine during the research process that the child was willingly participating in the 

research.  

Participation was negotiated with several participants through dialogue. This occurred, for 

instance, during filming when one participant was in his room watching cartoons. After 

having been filmed for a while, the participant asked if that was enough. I expressed a desire 

to film some more and he consented. Shortly, he asked again if it was enough. I asked if he 

thought it was enough and he said that it was, so I said it was enough and ended the filming 

session. With another participant, there was negotiation about me coming to observe his 

music class at school. The pupils were giving presentations on something and he had prepared 

a Power point presentation. He did not want me to come when he was presenting. His mother 
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asked if he would give me his presentation, but he said he was not comfortable with that. The 

outcome was that he said it was alright for me to visit his class during music if I did not in any 

way disclose that I was there for his sake. 

Visual support is commonly and successfully used in interaction with individuals with ASD 

(Rao & Gagie, 2006; Meadan; Ostrosky; Triplett; Michna & Fettig, 2011). In the research 

project, mind-maps were used to summarize the interview material and for use during the 

dissemination of results and follow-up interviews as a visual support. This is a new way to use 

mind-maps. An unexpected effect was that in one case the mind-map gave the participant an 

overview of the content of the follow-up interview which then gave her the power to end the 

dialogue. At the beginning of the follow-up interview, I explained that the mind-map was a 

summary of what she had told me the first time we talked and that this was what we were 

going to talk about. As soon as we had talked about the last bubble of the mind-map, she put 

her earbuds in and started listening to her music. 

Results 

The material illustrates how consent and participation is negotiated in multiple ways with the 

participants throughout the research process. This was done through written consent, by 

asking about participation during the interview or observation, by using the mind-map, and by 

sensitivity to signals from the participant. By ensuring the participating children’s informed 

decisions to continue their participation, the power imbalance was addressed and their rights 

were respected, which is particularly important when conducting research within Indigenous 

contexts. Assuming competence and being attentive to the participant’s non-verbal signals 

facilitated empowerment in the research context. 
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