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Background/Purpose:

Findings from health research using “big data” (large sets of routinely-collected healthcare data) have
benefitted individual arthritis patients and society as-a-whole. However, growing public concerns
about personal information being accessed for unintended purposes could erode trust in this
research and its potential benefits.

We conducted this study to elucidate the public's views on the role of big data in health research.
Methods:

This was a partnership between researchers at Arthritis Research Canada and consumer-patient
leaders from three joint and skin disease patient organizations. We developed an online survey
assessing: 1) Perceptions about the role of big data in health research and access and privacy
controls, 2) Willingness to participate in projects using big data, 3) Major concerns, and 4) Interest in
learning more. Respondents were recruited via the websites, e-mail lists, and social media channels
of Canadian health research groups, including the three patient organisations.

Survey: Our three-part, ~20-min. survey was open from Jan-Aug 2017. Part 1 asked about
respondents’ familiarity and initial perceptions about using big data in health research. In Part 2 they
were provided with some background information, then asked their views on specific topics (i.e.
benefits of using big data, data access and privacy). In Part 3 respondents were queried further
about their perceptions of big data and ongoing educational needs.

Analysis:
For each question, we calculated the percentage of respondents selecting each response option.
Results:

151 individuals completed the survey (117=77% female; 47% aged 50-69 years, 28% aged 30-49
years). 101 (67%) had a chronic disease.

At the start of the survey (Part 1), 79% of respondents felt positively about the use of big data for
health research and 95% knew the term “electronic health/medical record”, but only 58% knew the
terms “administrative data/health database”.

In Part 2, respondents felt the ability to study large numbers of people (selected by 73%) and long-
term effects and rare events (76%) were the top benefits of using big data; long-term treatment
effects and disease complications were the most important research topics (see Table).
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59% felt the use of big data should be approved by university research ethics boards, and 67%
wanted to learn more about how data stewards grant access to data. De-identifying personal

information was the most important privacy measure (selected by 89%).

At the end of the survey (after viewing background information about big data), 93% felt positively
about big data (vs. 79% at the start), but only 58% were confident about privacy and security
measures in place.

Conclusion:

While ethics board approvals and de-identification of healthcare data were highly regarded, more
public education, especially about data access and privacy controls, may enhance public trust about
using big data in health research.
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Expressed as the percentage selecting each response option; as multiple responses could be selected, the sum of percentage-
frequencies exceeds 100%
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