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Scenario 1

Two research studies are being conducted with the same research population. One is a big, multi-site project, the other is a smaller PhD project. Both projects are overseen by the same Chief Investigator. 

The PhD student has generously helped out with the big study, and in return has been permitted to approach participants in that study to see if they are interested in taking part in the PhD research. Both studies involve taking baseline measurements from participants, of things like height and weight. Researchers on the large study have done this for every participant, but the PhD student (for reasons unknown) has lots of missing data. 

Given that the large study has all the data that is needed to fill in the student’s missing data, the PhD student asks if they can have access to this in order to fill in the blanks. The researcher on the large project is unsure what to do, as they know that they do not have consent to share the information, but doesn’t want to get a very helpful student in trouble with their supervisor. The researcher suggests checking with the Chief Investigator (also the student’s supervisor), at which point the PhD student looks worried, and suggests that they just leave it.

Discussion

Firstly, we wondered why participants would need the baseline measurements taken twice. We discussed the possibility that the baseline measurements might have been required at different times for the two studies, and while height wouldn’t change, data such as weight could vary and so using one set of data might not have been possible. If this was not the case and the measurements would have been accurate at the same time for both studies, then it might have been sensible to have an arrangement in place from the beginning that would facilitate data sharing. Taking measurements once only would also minimise the burden of participation for patients. 

This scenario was made more complex by the relationship that the PhD student had with the researcher. As the student had previously been very helpful, the researcher might have felt a personal obligation to help them out by providing access to the data – we thought it was unlikely anyone would ever find out and so the researcher may feel they should help the student cover their mistake. We agreed however that this would not actually help the student, and instead the researcher should encourage them to be open with the CI about the mistake made in order to find a way forward. It was also agreed that the researcher had legal and ethical obligations to keep the participants’ data secure regardless of any relationship with the student. 

We decided that as the participants had only consented for the data collected to be used in the large study, without further consent the PhD student could not use it. We considered ways that the student could gain access to the data – it might be appropriate to submit an amendment to the ethics committee to reconsent the patients so that the data collected could be used instead of taking more measurements. It was agreed that ultimately the data should not be used unless participants were reconsented.

Scenario 2

You send a transcript of a telephone interview to a participant for them to agree. The participant phones you to say that they wish to change some of the things they said, well most of it actually. What should you do? 

You send all of your interview participants a summary of your coding and ask for comments. A few email back ‘fine’ (or the like) but one objects to the summary saying that her views have either been distorted or are absent. What should you do?

Discussion 

For the first part of this scenario we considered ethical issues relating to member validation – we agreed that if participants would not be allowed to change the transcript afterwards, there would be little point including this process in the study protocol. If member validation was included and participants were then not allowed to make changes, this would not be fair.  On the other hand, allowing changes to the transcript might pick up a different kind of data; participants might dislike how their views had come across in hindsight. If participants were allowed to then change most of their interview, the data included might be what the participant wants people to think their view is instead of what they actually think. We agreed that it might depend on the type of research and that if a considered view was the data needed then it might be better to provide a topic guide in advance for the participants to think about. We agreed that if a participant did want to change parts of their interview then it would be appropriate to include a footnote explaining this in the write up. 

When discussing the second part of the scenario we talked about the possibility that some participants would be more outspoken than others and keen to have their views included in the findings, even when their responses are an anomaly overall. In this case it might be sensible to send the transcript with codes to the participant to show them how their interview was interpreted in case they disagree. This suggestion brought us to a discussion around whose interpretation of the interview was most important – we considered that generally it is the researcher’s interpretation of the data that makes up most of research work, and this is stated clearly in methods sections of protocols and papers. The participant should be advised that the coding includes general trends of all participant interviews and so theirs may not have been included. In this case, it would potentially be useful to have a third coder analyse the contentious interview in order to agree an interpretation. 
