Interview guide and focus group questions

Aims of this study:

Thank you for agreeing to be interviewed/participate in this interview/ focus group
discussion (FGD). | would just like to remind you that the purpose of the current
study is to gain an understanding of the experience of individuals who are involved in
research related to disability inclusive development, the inclusion of researchers who
have disabilities on research teams, and how people are learning about DID research.

Secondary objectives include (1) providing shared research experience and data for
the participants in the PIRL project and who attend the PIRL Institutes; 2) developing
recommendations for the PIRL Project.

We recognize that there is a range of experience levels, and that you might have a lot
of experience, or you might be new to DID research. Regardless of your level of
experience, we are interested in your perspectives.

Interviewer to ensure that consent has been obtained. If the participant has communicated by
email, say: “I have made note on our records that you have provided consent. Please return
the completed consent form by email if possible.”

I would like to remind you that this interview will be recorded and | might take some notes
as we go through the interview. It will take us between 30 and 90 minutes to complete the
interview.

As we discussed, you will not be compensated if you do not begin the interview/FGD but
you receive the honorarium ($25 CDN) if you begin but do not complete.

Interview/focus group structure:
This is the general format | will be using today.

First, we will begin with Introductions and the consent process, which we have just
done/will do in a minute.

Then I will ask some questions:
About your background, and some demographic information

Then some fairly broad questions about DID research, ICT use, and your involvement
in research.
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As we go through the broad topics, I will ask some specific questions that will depend
on your responses to the broad questions.

At any point, please feel free to give specific examples and tell detailed stories from
your experience. We believe that we have a deeper understanding of the issues if we
have some very detailed and contextual stories. If I ask you for more details at any
point, it is to get at the nuances and the complexity of situations.

When either our time is up, or it seems that we have exhausted what to talk about,
we’ll have an opportunity for final remarks and summary statements.

Finally, we can debrief the interview/FGD, and talk about how it went.

Do you have any questions before we go further?

Additional comment for focus group: The focus group will be between 30 and 60
minutes, and we will not have time to address all of the questions in this guide.
Between us we will decide on what the most important topics are for discussion and
allow the conversation to unfold in a natural manner.

Questions
1. Please tell me/us about yourself.

For INTERVIEWS only: The next questions ask about difficulties you may have doing certain
activities because of a HEALTH PROBLEM.

2. Do you have difficulty seeing, even if wearing glasses? a. No - no difficulty
b. Yes — some difficulty c. Yes —a lot of difficulty d. Cannot do at all

3. Do you have difficulty hearing, even if using a hearing aid? a. No- no
difficulty b. Yes — some difficulty c. Yes — a lot of difficulty d. Cannot do at
all

4. Do you have difficulty walking or climbing steps? a. No- no difficulty b. Yes
— some difficulty c. Yes —a lot of difficulty d. Cannot do at all

5. Do you have difficulty remembering or concentrating? a. No — no difficulty b.
Yes — some difficulty c. Yes —a lot of difficulty d. Cannot do at all

Page 2 of 4 / Version June 8, 2020



6. Do you have difficulty (with self-care such as) washing all over or dressing?
a. No — no difficulty b. Yes — some difficulty c. Yes —a lot of difficulty d.
Cannot do at all

7. Using your usual (customary) language, do you have difficulty
communicating, for example understanding or being understood? a. No — no
difficulty b. Yes — some difficulty c. Yes — a lot of difficulty d. Cannot do at
all

Our next set of questions is about Disability Inclusive Development.

8. Please describe what you understand DID to be.

9. How have you participated in research related to DID? Yes/no/not sure
10. Please tell me more about your involvement in research of any kind.

11. If Yes to No 9: Do you feel like you were part of a community when you are part of a
research team?

12. Please take a minute to think of one story about DID research that you remember well.
Please describe this story to me.

If it has not come up in the responses in this section, the interviewer will ask: “Over the past
many months COVID-19 has changed many things. Is there anything you would like to say
about the impact of COVID-19 on DID generally, or on you specifically?”

Let’s talk now about the benefits and challenges of ICT and assistive technologies in DID
research.

13. How have you used ICT?

14. What technologies do you use, and please explain how they assist you in your research
work?

15. What other comments do you have about DID research, inclusion, ICT or any related
topic that we have discussed so far?

16. Do you ever talk to others in person about your involvement in DID research? If yes,
what do you say?

If it feels comfortable, the interviewee can also talk about the impact of their family on
their involvement in research.

17. Has being a part of research studies had an impact on any of your work relationships?
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Lastly, we would like to know about what could be done in future to improve ICT, assistive
technologies, DID research, inclusion on research teams, and so on.

18. What recommendations do you have for future research teams regarding how to best
be inclusive?

19. Is there anything else you would like to share?
20. Do you have any questions about this study that you would like to ask?

21. Please reflect on this interview/focus group discussion and briefly summarize one or
two key points that you would like us to emphasize when we write up this process.

When the interview/FGD is completed, the interviewer should thank the participant(s).
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