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Guide to Obtaining Informed Consent
A PD-Net Study Design Brief
Consent to participate in a research study should be understood as a process rather than an event [1]. Researchers should plan for and articulate the steps by which consent is initially obtained and the steps by which it is reviewed throughout the study. In order for participants to give meaningful consent, they should be able to understand the intent of the research, be clear about what they are being asked to do and if any risks are involved, and know how their information will be used.
Enabling Informed Consent
Consent may be documented in many ways. Oral or implied consent are as legitimate as written consent, and in some contexts may even be more appropriate. The key idea is to go over the information verbally and document the process of gaining consent in field notes so as to leave a written trail. Even with oral consent, however, is still reasonable to leave written material with the participant (e.g., an information letter). 
Consent must always be in language that is understandable and not legalistic or too scientific, and the consent process should make room for questions, as appropriate to the research context. When a written-and-signed approach to consent is used, the information letter and consent form are best presented as one document. 
The Information Letter should begin with an invitation to potential participants and should explain why they have been asked to participate. The body should provide a brief (i.e., a paragraph or two), plain-language description of the PD-Net project (examples in English can be found in Appendix B), the particular study that participation is sought for, and the nature of participation. An explanation of how key ethics issues—such as consent and confidentiality—will be handled, along with a discussion of risks and benefits, and compensation if any, should follow. The information letter should be written as if it was being sent from the researcher to the participant, that is, in the 2nd person. It should include an introduction of the researchers and their affiliations.
The Consent Form should include a brief summary of what will happen from the participant’s perspective—without redundancy. It should note that the study has been explained to the participant, and the participant has had a chance to have his or her questions answered. The basic elements of consent, bulleted below, should be taken into account relevant regardless of process – whether written in hard copy, via e-mail, on the web, or presented verbally in person or over the phone. However, not all items are appropriate for all protocols, and some additional items may be useful on a case by case basis. Appendix A contains an example form.
General Points
· Use letterhead of the department/organization undertaking the research
· The language level is appropriate to the age and reading level of the participant population
· Affiliation and contact information for the investigators and (where appropriate) research coordinator is included
· Participants are given a copy of the information letter to keep for their own 
Introductory Remarks	
· Introductory information on PD-Net
· An invitation to participate should be worded in a professional and respectful manner
· The time commitment and the location of where the study will be conducted should be clarified.
· The reason why the potential participant is being approached should be explained, and a list of relevant inclusion and exclusion criteria, should be provided.
· If relevant, the number of participants who will be involved should be mentioned (e.g., if this could affect confidentiality - see below)
Conditions for participating
· There must be an explicit statement that the individual’s participation is voluntary, and that he/she may refuse to participate, may withdraw at any time, and may decline to answer any question or participate in any parts of the tasks – all without negative consequences
· Any conditions on withdrawal of data if the participant chooses to withdraw from the study should be clarified (e.g., if data are anonymized or de-linked, they cannot be withdrawn; similarly, it is almost impossible to withdraw data from a focus group discussion)
· Information regarding use of audio and video recordings (including potential use for presentation purposes) should be broken out as separate options, to which participants can consent (or not).
Risks/Benefits
· Reasonably foreseeable risks, harms or inconveniences, and how they will be managed should be clearly explained in lay terms
· Potential benefits—including information that there is no direct benefit—should be mentioned, as appropriate
· Information about any payment or compensation for participation or expense reimbursement should be mentioned (but not over-emphasized)
Access to information, confidentiality, and publication of results
· Information regarding who will have access to the data should be clarified, including sharing data among PD-Net partners
· Information regarding retention and disposition (e.g., deletion) of the data during and after completion of research is relevant. Note: destruction of data is not the only acceptable method of disposition. Methods will depend on the identifiability, sensitivity, and richness of the data.
· If applicable, different degrees of confidentiality should be presented as options
· The procedures for maintaining confidentiality should be described, if relevant—e.g., use of study-specific ID numbers, pseudonyms, generic descriptors, composites, or aggregates
· Any foreseeable limits to confidentiality—e.g., for participation in focus groups, research involving key informants or duty to report—should be mentioned
· The researcher’s intent to publish or make public presentations based on the research should be made explicit
· A summary of the research results, and a mechanism to provide the summary, should be offered
See also the definition of Informed Consent given in the Directive 2001/20/EC [2] relating to the implementation of good clinical practice in the conduct of clinical trials on medicinal products for human, which also applies to other (i.e., non-clinical) EU-funded research. See also Directive 95/46/EC [3] for general guidelines regarding the role of informed consent.
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This file is a part of the ethics process described in:
Marc Langheinrich, Albrecht Schmidt, Nigel Davies, and Rui José (2013): A Practical Framework for Ethics – the PD-Net Approach to Supporting Ethics Compliance in Public Display Studies. In: Proceedings of the Second International Symposium on Pervasive Displays (Mountain View, CA, June 4-5, 2013). PerDis 2013. ACM, New York, NY.
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The research should provide more sophisticated, empirically-based understandings of

_. The project will provide an opportunity to examine and report on our
findings, if desired.

COSTS AND COMPENSATION:

You will not be paid for participating in this study. However, we intend to offer a gift
certificate as an incentive to participate, and also to offset the cost of any text messages
incurred during the experiment.

There is unlikely to be any significant cost — financial or other — to you for participation
in the study. No additional charges are made to you as an individual or your mobile
phone account other than charges associated with any text messages you may choose to
send.

CONFIDENTIALITY:

All information collected in this study belongs to the fieldworker and will be maintained
in a confidential manner at Lancaster University. Nobody, other than the fieldwork
researcher and the research team, will have access to the data. Any tape recordings will
be destroyed at the end of the project. Although rare, it is possible that disclosure may be
required by law. Otherwise, the information will not be disclosed to third parties without
your permission. If the study is published, your name and institution will be kept
confidential.

PEOPLE TO CONTACT:

If you have further iuestions related to this research study, you may contact the Principal

Investigator,

If you are not satisfied with the manner in which this study is being conducted, you may
report (anonymously if you so choose) any complaints to Yvonne Fox, Secretary to the
Ethical Committee, Lancaster University by calling 01524-592068 , emailing
y.fox@lancaster.ac.uk; or addressing a letter to Y.Fox, Ethical Committee, Lancaster
University, LA1 4YR.
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SUBJECT'S CONSENT:

Tunderstand that I am free to refuse to participate in this research project or to withdraw
my consent and discontinue participation in the project at any time without prejudice.

T understand that I will not be paid to participate in this study.

T have had the opportunity to fully discuss this investigation and the procedure(s) with a
study investigator.

All my questions regarding this project have been answered.

I agree to participate in the project as described above.

Subject's signature

Date signed

Subject's printed name

A COPY OF THIS FORM HAS BEEN GIVEN TO ME

Subject's initials

T have discussed with the subject, (and, if required, the subject’s guardian) the
procedure(s) described above and the risks involved; I believe he/she understands the
contents of the consent form, and is competent to give a legally effective and informed
consent.

Signature of Investigator

Date signed
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What is the pd-net project about?
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context-awareness with rich media access. Thus the content viewed on different displays and by different people will reflect the diversity of
the display’s locations and the interests and requirements of the viewers. PD-NET will also investigate support for mobile displays, e.g., on
cars, buses, trains, or even as wearable platforms.

Global Reach

Existing signage systems operate as isolated islands under single management domains (the baseline). PD-NET will explore the creation of
very large-scale interconnected networks that have the ability to reach significant percentages of the developed world with single
applications. In addition to this global perspective the interconnection and federation of display networks will enable small scale operators to
increase their reach through the network effect.

Public Access (Ingestion and Consumption)

Mobile devices typically offer access to content while on the move but are heavily optimized for use by one person at a time they provide
private displays. Television and radio, in contrast, provide content that is often consumed by multiple static people (usually known to each
other) in front of the same receiver. PD-NET provides an interesting intersection of these models content will be displayed in public but
accessible while viewers are mobile. Similarly, PD-NET will emphasize public participation in display networks, both as a content provider
and display operator, by investigation of micro-economic value chains.

Interactive

Traditional signage systems do not support any form of interaction; the baseline is thus non-interactive public displays. PD-NET will include
support for interaction that will greatly expand the possibilities for new forms of information access and application interaction.

Rich Media
PD-NET will support a full range of high-quality media including audio, video, animations and, uniquely, interactive applications. There are

many baseline systems that offer high quality rich media delivery, but none that presently offer interactivity or are open to contributed
content and applications.

For more information, visit: www.pd-net.org
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BACKGROUND & PURPOSE:

This project will inform our understanding of . The primary emphasis
in this study is on _ We will be interested in 1
STUDY PROCEDURE:

The main study procedure for this project is study description. You are being asked to
participate in a study that will require the following:

Signing up to the system _)

Attending a brief introduction to the system

Completing a short questionnaire to elicit your previous experience with -
Using the system for a period of approximately *

Responding to the daily privacy diary requests (an option is provided to skip a day’s
entry if nothing significant occurred or you have no time)

e Completing an exit interview to review an interesting uses of the system during the
study

Note that when writing the data into a project report or any other form of documentation,
steps are taken to ensure anonymity for all those involved in the study. Confidentiality
will be maintained at all times. Any recordings that are made or any materials collected
are the property of the researcher, will be kept in a secure environment, and will be
destroyed at the conclusion of the research.

Note also that— and details of how to use our system will only be made
available to anyone participating in the experiment. ﬂ

RISKS OF PARTICIPATION IN THE STUDY:
The risks of participating in this study are minimal.

It is the investigators' intention to anonymise any research findings or reports and thereby
ensure that your identity in these studies will remain confidential at all times.

However, there is a small risk of inadvertent disclosure. In addition, your identity and the
study findings may be disclosed through legal action — when, for example, non-disclosure
would constitute contempt of court. However, as far as possible, we will ensure that any
such disclosure is unlikely to have an adverse effect on you, on your family members,
and on your family relationships.

BENEFITS:

There may be no personal benefit to you from participating in this project. The benefits
of this research may include learming more about management of private information
online.




