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• Topic: Socio-spatial aspects of substance use
• Face-to-face interviews with female University students in Vienna, Austria who
currently use legal but not illegal substances
• Recruitment strategies: in person, posters, leaflets, social media, referral
• Interested individuals completed a screening questionnaire online prior to
interview
• Inclusion criteria to be finalised during/after recruitment (desired criteria
specified a priori)
• This required collecting contact details as well as data on legal and illegal
substance use (i.e., the suggested approach is also relevant for studies with users
of illegal substances)
• Challenges for data protection: working as a single person (not in a team),
limited facilities (home office)

In the substance use field:
• Inclusion and exclusion criteria refer to hidden and highly sensitive
characteristics
• Recruitment is typically done through sign-up or referral with some
sort of screening process (e.g. screening questionnaire)
• Contact details and sensitive data may be collected/stored together
However:
• Collecting/storing contact details and sensitive data together
increases the risk of negative outcomes for participants
• Practical guidance on protecting identity from recruitment stage
onwards appears to be lacking (cf. later stages, especially publication)

Anonymising, destroying, hiding and locking away data after it has
been collected:
• “Common strategies for ensuring confidentiality include keeping data
in locked filing cabinets and/or password-protected electronic data
files”. (p. 87 in Miller, P. G., Carter, A., & Hall, W. (2010). Ethical issues in alcohol, other drugs and addiction-related research. In
P. G. Miller, J. Strang, & P. M. Miller (Eds.), Addiction Research Methods (pp. 79–93). Chichester, West Sussex, U.K., Ames, Iowa:
Addiction Press/Wiley-Blackwell.)

• “In order to maintain respondents’ confidentiality, all data were
coded, all transcribed tapes were destroyed, and none of the data
was kept at our homes or in the office. We shifted the tapes and
transcriptions between different hiding places and finally transferred
the data into an uninvolved person’s possession”. (p. 288 in Decorte, T. (2000). A
qualitative study of cocaine and crack use in Antwerp, Belgium: some ethical issues. In EMCDDA scientific monograph series: no. 4.
Understanding and responding to drug use: The role of qualitative research (pp. 285–290). Luxembourg: Office for Official
Publications of the European Communities.)

• “Standard precautions are to store names and identifiers and the
survey data separately and securely“. (p. 15 in Fry, C., & Hall, W. (2004). Ethical challenges
in drug epidemiology: issues, principles and guidelines. Global Assessment Programme on Drug Abuse (GAP)
Toolkit: Module 7. Vienna: United Nations Office on Drugs and Crime. Retrieved from
http://www.unodc.org/documents/GAP/GAP%20toolkit%20module%207%20ENGLISH%2003-89740_ebook.pdf,
last accessed 30.9.2018)

• „Whenever possible, at the earliest possible stage the identifying
information should be stored separately from the answers to the rest
of the questionnaire, with some type of link system used if there is a
compelling reason to retain that information“. (p. 29 in Johnston, L. D. (2003).
Planning, administration and costs. In United Nations Office on Drugs and Crime (Ed.), Global
Assessment Programme on Drug Abuse (GAP) Toolkit: Module 3. Conducting School Surveys on Drug
Abuse (pp. 21–29). New York, Vienna: United Nations.)

• Also referred to as “pseudonymisation” in other sources
Keep it separate and link it – but how?

How to protect the identity of (potential) study participants
already at the recruitment stage?
• I will offer a possible answer to this question drawing upon my
doctoral research
• I am interested to hear how other colleagues have approached this
(and if they know of any further literature that addresses this)

Sign-up form (e.g.
contact details)

Screening
questionnaire (e.g.
sensitive data)

• Separating identifying information and sensitive data already at the
recruitment stage
• Sign-up form and screening questionnaire hosted on two different
online survey platforms (www.soscisurvey.de;
www.onlinesurveys.ac.uk) (both specialised in academic research and
located in EU countries), using different usernames and passwords

• Sign-up form presented as for “registration” only
• At the end of the sign-up form, participants were referred to the
screening questionnaire

• Printed “invitation cards” with pre-determined identifier
Front:

Back:

• ID code = three letters (e.g. EKH) – for use on sign-up form

• PIN number = four digits (e.g. 2893) – for use on screening questionnaire
• Excel-table showing all ID/PIN combinations
• NB! For even better security, it is possible to work with conversion tables
(e.g. E = 2, K = 8, H = 93) that are printed and kept in a separate location

• If “yes”, then the final question on the sign-up form was:

• If “yes”, then the next page showed this:

1. Check dataset from screening questionnaire: who meets the
inclusion criteria? And what are their PIN numbers?
2. Check Excel-sheet (or conversion tables): look up and note the ID
codes corresponding to the eligible PINs
3. Check dataset from sign-up forms: what are the contact details of
the eligible IDs?
4. Contact the eligible individuals using the contact details provided
on the sign-up form
Of course, the three files must not be kept in the same folder (or
indeed on the same computer!)

• Ask them nicely!
• Physical reminders:
• Special “thank you for signing up” cards
• Posters
• (Researcher walking round the building)

• Up to two electronic reminders by e-mail or SMS/WhatsApp per
person
• Only for those recruited in person
• Participants stated preferred mode of contact on the sign-up form
• Very clear distinction between purpose of “registration form” and
“questionnaire about alcohol and cigarettes”

85 unique, completed
sign-up forms

74 unique, completed
screening questionnaires

14 no matching complete
screening questionnaire

3 no matching complete
sign-up form

71 matched, complete sign-up forms and complete
screening questionnaires available
• In total, 88 people completed one part or the other and can thus be
considered to have been interested in the study
• 81% of people interested in the study completed both parts

When was screener completed?

n

%

Immediately after sign-up form

44

52%

Later, without electronic reminder

10

12%

After 1st electronic reminder

16

19%

After 2nd electronic reminder

1

1%

Never

14

16%

TOTAL

85

• Of those who had signed up, 64% completed the screening
questionnaire without an additional electronic reminder by the
researcher

100%

• It was possible to match/link all data using the linking system (problem
was missing data rather than erroneous data)
• Some “inconsequential” errors (e.g. providing both ID code and PIN
number on the sign-up form)
• Participants were surprised that the sign-up form was so short
• Participants appreciated the opportunity to complete the rest of the
questionnaire at a more convenient time
• Feedback from the pilot/pre-test phase suggested that the two-step
approach is seen as cumbersome but demonstrating professionality and
a true commitment to ensuring anonymity

This presentation showed how:
• contact details and sensitive data can be separated from the very beginning
• pseudonymisation can be integrated into the recruitment/sign-up process
Pros
• Both sets of data stored online (no
need to store contact details
offline)
• Works with various recruitment
strategies
• Minimises risk of negative
outcomes for participants
• Approach appreciated by
participants (incl. increased trust)
• Offers a chance to “back out” of the
research

Cons
• Complex and requires careful
planning
• More resources spent on preparing
recruitment
• Might not be feasible for large
studies
• Might not work with certain
populations
• Missing data (debatable)

• A two-step approach, consisting of
• a separate sign-up form and
• a screening questionnaire, and

• supported by

• a linking system and
• reminders,

• can help to better protect potential research participants at
the recruitment stage using
• snowball sampling and/or
• screening questionnaires.

• Your views and suggestions?
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