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1. Executive Summary

This Data Management Plan (DMP) defines effective governance and management of research data
generated and or used with the SUITCEYES project. It addresses issues of data generation,
ownership, storage, access, exchange, use, openness, protection, preservation and destruction.

This document (and its subsequent updated versions) will act as a guideline and provides an
overview of research-data-related procedures within the project. It aims to facilitate collaboration
and help avoid unnecessary duplications of work and data creations. It further defines procedures
and routines for easy and effective information sharing during the project time and beyond. It is also
a useful tool in ensuring continuity and bridging gaps even in the cases of additional new members
in the project.

After the introductory parts, Chapter 3 of the document presents an adaptation of five (5) Data
Governance Domains of Data principles, Data quality, Metadata, Data access, and Data lifecycle
which aim at defining the decision-making structures that govern data-related issues within the
project. Following these, chapter 4 provides further description of routines for data management.
The approach of reaching informed consent and other agreements with users taking part in
requirements, user studies, video-recordings and other R&D activities has also been included. The
document is concluded with a short summary and two appendices.
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2. Introduction and Rationale

This deliverable — Data Management Plan (D8.14) — incorporates both Data Governance and Data
Management and accordingly defines the principals, procedures, and routines that are put in place
for the management of research data within the SUITCEYES project.

As such, this document and its subsequent versions, act as a guide to help form an up-to-date
overview of the project-related data and related procedures. This DMP is produced with the aim of
facilitating information sharing and collaboration, while avoiding unnecessary duplications of work.
It also defines the basis for various choices and is meant to help the members to make sound and
appropriate decisions when needed. This DMP is also meant to create continuity even in potential
cases of membership change.

This document presents the data governance approach adopted, and describes the research data
that will be collected, generated and or used. It outlines the related data types and the ways in
which the data will be handled both during and after the project. Furthermore, it will describe which
data will be made available openly and which date will be kept protected, and the reasons why.

This DMP will remain a living document and will be updated when needed as the project progresses.
This deliverable is licensed under the Creative Commons License CC BY-NC-SA (Attribution-
NonCommercial-ShareAlike).

2.1 SUITCEYES and Open Data

SUITCEYES is a three-year long (2018-2020) Horizon 2020 RIA project with a focus on facilitating
communication in cases of deafblindness through a smart haptic interface. The project will address
three challenges of (a) improved perception of the physical surroundings, (b) improved exchanges of
semantic contents, and (c) enjoyable learning through gamification.

The project involves many areas of research including disability studies, user studies, psychophysics,
sensor technologies, face and object recognition, semantics and knowledge management, social
media studies, gamification and affective computing, and smart textiles. As such, much data will be
accessed used and or generated during the project.

Open data, typically refers to online free distribution of research data and results for access and
reuse by third parties towards benefiting both future research and society. With the advances in the
“open” movement, a growing demand for open and interoperable research data has emerged.

The view held in SUITCEYES is that all research, and especially those funded by public money, should
benefit the whole society, be instrumental for progress, and act as a stepping stone for further
research. We will therefore make the research results available through different channels and strive
to provide open access to the project data, as far as possible. However, not all data generated and
used within SUITCEYES are suitable or appropriate for sharing and reuse, and hence, SUITCEYES has
chosen not to participate in the Open Research Data Pilot. The decision to opt out has been based
on two factors, the potential for exploitation of results by some partners, but more importantly, the
vulnerability of some of the project’s study participants and the sensitivity of the data that will be
generated in the project. SUITCEYES involves user-studies (including interviews and observations) of
sensitive nature. The participants, due to the small population and specific circumstances of each
participant, are potentially easily recognizable. Although we anonymize user-study-generated data
soon after collection and before sharing among the project members, this data is still not suitable for
making openly available for wider access and use. This decision is supported by the results of
multiple studies?® that have shown the ease of deanonymisation even in areas where stringent
efforts have been made in removing identifying data.

1 https://www.esat.kuleuven.be/cosic/publications/article-2576.pdf
2 https://petsymposium.org/2013/papers/sharad-deanonymization.pdf
3 https://pdfs.semanticscholar.org/0057/2338a0fe3a021d93d658be03ed1f1b490205.pdf
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2.2 Data Governance and Data Management

In this document we have broadened the scope to also include data governance based on the
structural features outlined by Khatri and Brown (2010)* where in their state-of-the-art contribution
they have defined five data governance domains. Through the use of data governance, there is a
distinction made between governance of data and management of data. Management concerns
making and implementing decisions. Governance is concerned with the creation of a structure that
allows for a decision-making structure. As they exemplify, “governance includes establishing who in
the organization holds decision rights for determining standards for data quality. Management
involves determining the actual metrics employed for data quality” (Khatri & Brown, 2010: 148). By
extending the scope of this document to go beyond data management issues and to also include
data governance a more comprehensive approach is adopted.

4 Khatri, V., & Brown, C. V. (2010). Designing Data Governance. Communicaitons of the ACM, 53(1), 148-152.

doi:10.1145/1629175.1629210
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3. Data Governance

Khatri and Brown (2010) have identified five (5) decision domains for data governance comprising of
(i) Data principles, (ii) Data quality, (iii) Metadata, (iv) Data access and (v) Data life cycle. Khatri and
Brown (2010) propose that there is a need for creating a decision-making structure for each of these
domains, where the full table with more detail is provided in Appendix 1.

In the following subsections, we outline the plan for SUITCEYES data governance according to these
five domains.

3.1 Data principles

Data principles concern the overarching ideas about the kind of decisions that are to be made
relative to the four other domains. These principles also introduce boundary requirements for the
use of data as well as standards for data quality. The role of this domain is to clarify the role of data
as an asset. For the current DMP the following data principles have been established as presented in
Table 1.

Table 1: Adaptation of Khatri and Brown (2010)’s Domain of Data Principles in SUITCEYES

Domain Decisions

Potential Roles or Locus of Accountability

= |[n SUITCEYES data is

used for multiple
purposes, including forming an understanding
of the user needs, preferences and aspirations;
forming an informed overview of the related
policies; experimentations and conduct of
research towards project goals and production
of haptic, intelligent, personalized interface
(HIPI).

The various uses of data are communicated
continuously at regular meetings which are
held at various levels and in different formats.
Furthermore, written documentations and an
information  sharing  tool are further
mechanisms for communicating uses of the
data.

Datasets are seen as assets and are therefore
valuable and should be managed accordingly.

Ownership implies responsibility and
accountability for keeping data assets securely
stored.

As stipulated in related agreements, some of
the data generated in SUITCEYES is of sensitive
nature the use of which is regulated by the
projects internal operational and ethical
guidelines.

Such data assets should be handled through
principles of privacy by design and data
minimization.

All practices should be compliant to General
Data Protection Regulation (GDPR).

The current DMP should be used to guide all
handling of data assets. It should also be
revised regularly to accommodate the

= The Project Management Board (PMB) is the
ultimate  decision-making  body  within
SUITCEYES, and it is responsible to oversee the
existence of appropriate data governance
structures within the project.

= The PMB is responsible for decisions made on
data management issues.

= The PMB should refer difficult issues of data
management to the Ethical Advisory Board
(EAB) for advice.

= The project DMP (the text at hand and its
subsequent updates) will also be reviewed by
the project’s EAB.

= The default structure for ownership is that the

partner creating the data also owns it as
defined in Grant Agreement (GA) article 26
where some data may be subject to JOINT
ownership governed by GA Article 26.2 with
the addition of further stipulated in PCA
section 8.

= Data assets and their ownerships are clearly

defined in a related tool share with all project
members.

= Securely stored refers both to protection

against breach and to instances of force
majeure, i.e. fire, data crash etc.

780814
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development of new insights, challenges and
problems.

3.2 Data quality

Data quality is connected to accurate, complete and trustworthy data being available for various
research tasks in a timely fashion. Lack of data quality is a fundamental problem for most data
intensive work and one of the core issues that can be attended to through the DMP. There are
multiple dimensions involved in data quality which will be presented with the help of the following
table (Table 2). The role of data quality domain is to establish requirements of intended uses of data.

Table 2: Adaptation of Khatri and Brown (2010)’s Domain of Data Quality in SUITCEYES
Potential Roles or Locus of
Accountability

Domain Decisions

= Accuracy refers to the correlation between recorded value, | = The PMB will develop and assign

actual value and the kind of value needed for the research
task. A number of crucial questions emerge regarding the user
study data. For example: Will the interview transcripts reflect
correctly the responses of the participants? Do the local
conventions vary at different partner countries? How will the
principles of data minimization and privacy by design affect
the data sharing and interpretation as cross referenced in

responsibilities to a User-Data
Working Group (UDWG) to
oversee accuracy, timeliness,
completeness and credibility of
user data.

= The PMB will develop and assign

responsibilities to an Analytical-
Data Working Group (ADWG) to
oversee accuracy, timeliness,
completeness and credibility of
analytical and technical data.

different countries of the studies? These accuracy-concerns
are addressed by regular meeting and joint analyses among
the researchers participating in user studies and collaboration
with the User-Data Working Group. For the technical aspects
of the project, experimental data, ontologies and so on, there
will be other questions asked, and the accuracy of that data
will be verified based on domain specific scientific measures
and in collaboration with an Analytical-Data Working Group.

= There are a number of guidelines
and tools devised and routines
put in place in the project in
order to ensure the timely
conduct of all project tasks. The
project PCA  defines the
members’ responsibility towards
one another, the need for timely
deliverance and measures to
ensure compliance.

= Timeliness refers to up-to-date values being available at the
right time. Timeliness is typically a challenge in complex
projects with many dependencies and potential bottle necks.
It is crucial for the project members across the board to be
aware of the relationships between the different tasks and
deadlines to ensure smooth and timely deliverance of results
that are needed for the next phase in the project in their own

and other work packages in the project. = The project has established a

large network of contacts to
allow collection of rich set of
user data which will promote

= Completeness defines the need for the data to be as detailed,
deep and broad as necessary for the research tasks. Related to
the user studies, the ambitions for adherence to GDPR

legislation and the principles of data minimization and privacy data completeness and

by design will be carefully balanced with the need to capture credibility.

the data that is necessary for the design of the HIPI and an o . )

informed understanding of user needs and preferences. For * Similarly, ~continued environ-
mental scanning keeps the

Analytical data, while collection of broad data may not be
bound by the same concerns, a challenge in cases of machine
learning may be the lack of enough data. Such a challenge is
carefully considered and potential solutions are investigated.

project members informed of
emerging data sources and
recent research to promote
access to most relevant and
appropriate set of data for
conduct of research tasks within

= Credibility refers to the need that the sources of data assets
must be trustworthy. In the user studies utmost care is taken
to ensure that most relevant participants are recruited and
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best user-study practices are put in place to ensure high levels SUITCEYES.
of trustworthiness in the results. Regarding the technical and
analytical data, in general Best Available Technology (BAT) and

evaluation methods will be utilized.

= Measures for data quality will be
discussed, set, and documented
in regular task and work package
related meetings. These
measures will be promoted and
followed up by the two data
working groups UDWG and
ADWG.

= A set of measures defined in task and work package meetings
in collaboration with UDWG and ADWG will be used for
evaluation of data quality and associated data collection
procedures.

3.3 Metadata

Metadata includes descriptions of data assets. Proper use of metadata facilitates findability and, in
the long run, quality of research. The role of the metadata domain is given as Establishing the
semantics or “content” of data so that it is interpretable by the users. Khatri and Brown (2010) make
a distinction between three types of metadata. These will be reviewed below according to the way
that they are seen as relevant for the project.

Table 3: Adaptation of Khatri and Brown (2010)’s Domain of Metadata in SUITCEYES

Domain Decisions

Potential Roles or Locus of
Accountability

For describing and documenting different datasets a tool in the
form of a project-wide spreadsheet has been devised with
multiple columns that each describe an attribute of the dataset at
hand. This tool generally includes the following sub-categories of
information.

Content metadata describes the contents of different datasets,
including whether data has been generated through user studies,
policy studies, or technical experimental research streams. The
list of related attributes includes (but is not limited to) dataset
identifier, data description, source and mode of creation. It also
describes whether the data can be shared openly or is of sensitive
nature and special care is required.

Storage metadata involves information about means of data
storage. This involves the choice of local and cloud-based as well
as level of cryptology necessary for different kinds of data. For
each dataset and based on the level of sensitivity (whether it can
be openly shared or not), ownership and data type, the
appropriate means of storage is defined.

User metadata relates to various annotations that different
project members may associate with various data assets. This can
involve notations on usage, findability, preferences and user
history.

General metadata refers to all the other attributes and
information recorded about each dataset, these include area of
use, ownership, date of creation, history of change, the standards
used, general technical format of data, compatibility level with
different analysis tools, the procedure for metadata and data
update, and more.

= The UDWG and the ADWG in
collaboration with different
instances in the project will
develop a plan for the types
of data used and create and
provide guidelines related to
appropriate storage
procedure for each set of
data.

= UDWG and ADWG oversee
that the metadata tool is
kept updated (as potentially
new types and sets of data
may emerge) and includes
sufficient details to provide
appropriate information
towards effective further
data generation, use, and
potential reuse, storage and
long-term preservation.

= The members collaborate
closely with the two data
work groups to facilitate
their task of overseeing the
upkeep of metadata
information.

780814
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3.4 Data access

Building upon compliance with GDPR as well as principles of data minimization and privacy by
design, there needs to be a clear plan for data access in place. The role of this domain is to specify
access requirement of data. The UDWG and the ADWG will be tasked with development of a plan for
data rights to various data assets. The PMB will monitor development of this plan. The plan will also
be evaluated by the EAB as elaborated in the following table.

Table 4: Adaptation of Khatri and Brown (2010)’s Domain of Data access in SUITCEYES

Domain Decisions

Potential Roles or Locus of
Accountability

Risk assessment related to data value and sensitivity will
conducted on regular basis.

Data access related to sensitive material within the project is
based on a clearly defined need for purposes of research as
monitored and decided upon by the PMB.

Mechanisms for sharing such data should be through

= Sharing of sensitive data will be
monitored and decided upon by
the PMB.

= UDWG and ADWG will be tasked
to oversee the procedures for
information security and alert of
deviations and potential risks.

cryptology technology.
= Continued dialogue with partner

organisation IT support centres
will take place to ensure being
kept updated on security and
preservation issues.

= QOther data assets can be shared publicly (Open Data) but
decisions on such initiatives will be taken at a later stage of
the project when all of the research needs of the project are
clearly understood.

= Appropriate naming conventions as well as use of standards
for data sets should be adopted to ensure interoperability
within the project.

3.5 Data lifecycle

All data moves through various lifecycle stages and this DMP is designed with an awareness of this.
The role of this domain is to determine the definition, production, retention and retirement of data.
Informed decisions related to each stage of data lifecycle has gained increased importance in the
light of compliance with the GDPR principles of data minimization and privacy by design. Some of the
measures and related decisions are outlined in Table 5.

780814 ‘SUITCEYES 7



Table 5: Adaptation of Khatri and Brown (2010)’s Domain of data lifecycle in SUITCEYES

Domain Decisions

Potential Roles or Locus of
Accountability

Data inventory will be conducted on multiple occasions
during the project.

Data lifecycle plan will be defined as part of the metadata
tool, mentioned above. That is, at the time of data
creation, not only the data will be defined, but plans will
be put in place for data lifecycle, including long-term
retention and even future destruction if appropriate.

Towards compliance with legislations and other
regulations, some data and records are required to be
kept for given periods of times. An overview of such
regulation is formed through access to related guidelines
and in collaboration with partner organisations’ archival
departments.

At the time of project conclusion, the sensitive data will be
securely archived based on the timelines specified in the
metadata tool or made publicly available through different
channels.

During the project, the UDWG and
the ADWG will be tasked with
recommendations for data life cycle
management.

The UDWG and the ADWG will also
supply recommendations on data
that might at some stage be made
available as open data.

The UDWG and the ADWG might also
make recommendations of changing
physical storage and alternating
practices of metadata during various
stages of data lifecycles.

Formal decisions related to the
recommendations made by the
UDWG and the ADWG will be made
by the PMB.

780814
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4. Data Management

Based on the data governance structures described above, the following sections describe the
project-related datasets and actual measures and steps employed to ensure effective production,
access, use, reuse, storage and preservation of data within SUITCEYES making it FAIR — findable,
accessible, interoperable and re-usable.

4.1 Data collected/generated within SUITCEYES

There are a number of different data types and datasets either collected or generated within
SUITCEYES. Some of this data is defined as sensitive and not suitable for sharing or openly making
available to third parties. Others will be deemed as intellectual assets of partners and intended for
future exploitation or are subject to other copyright issues and will not be shared openly or not at
least before adequate measures have been taken. A third group of data will be made available under
the open data principals for use and reuse by third parties.

The main datasets in SUITCEYES contain data resulting from user-studies, policy studies,
bibliographic searches, collections of semantic vocabularies, algorithms, technical experiments in the
project. For administrative purposes we have grouped these data under two broad categories of
User Data and Analytical Data.

All sensitive data that will include personal information or result from interviews and observations
are placed in the first group. All the other data-sets (although some not related to experiments) fall
in the same category. Table 6 provides a summary of these data and its main categories. The
separate group of Social Data is also provided in the table as a data about the potential interest of
different groups, social media data and disseminated information about the project.

Table 6: Main categories of data and the methods of its collection/generation

Category Type of Study Methods of collection/ generation Data
User-Data User studies Interviews, observations, reaction tracking, Transcripts,
audio visual recording, qualitative data psychophysical data
analysis tools and informed consent
forms
User-Data Policy studies Interviews with decision makers Transcripts
Analytical- Policy studies Policy documents collection Policy documents
Data
Analytical- Literature studies Searches in bibliographic databases (e.g. Bibliographic
Data Web of Science). metadata, collections
of articles and other
publications
Analytical- Semantics Searches for and collection of a set of sign Sets of sign language
Data language vocabularies vocabularies
Analytical- Semantics Searches for collections of social haptic Sets of social haptic
Data signals signals
Analytical- Deploying visual Wearable RGB-D (Red, Green, Blue and Benchmark datasets
Data understanding Depth) cameras or RGB and depth sensors from wearable
algorithms cameras for activity
recognition, object
detection, face and
hands detections,
780814 ‘SUITCEYES 9




navigation

Analytical- User studies Scientific instruments (temperature loggers, Technical

Data am-meters, thermography, optical measurement data
microscopy, video, tensiometers, martindale (temperature, time,
etc.) vibration amplitudes,

frequencies)

Social-Data Social Appropriate accounts on the social media Data about potential
interactions interest of groups,
disseminated
information about the
project

4.2 Standards for collection, creation, and reuse

There are a set of standards and guidelines related to each type of data collected or generated
within the project. For example, there is a detailed interview protocol that defines clearly the aim of
the interviews; the procedure for the interview, analysis, collaboration between the researchers
who conduct the user-studies; instruction about how the interviews are to be conducted, the
instructions for ensuring informed consent by the participants; the interview questions and more. In
other cases, for example for bibliographic studies, the information scientist within the project will
apply best practice for data collection, pre-processing, analysis and visualizations. Similarly, each of
the researchers in the project will apply their field expertise to ensure compliance with standards
and data quality.

Furthermore, information is recorded about each sets of data, in a descriptive accompanying
document. The type of information included may vary from one descriptive overview document to
the next, but in general the types of information that are included may comprise of information
about the contents, the source, means of data collection or generation, privacy level, storage details,
retention instructions, member(s) involved in data creation, notes, dates of creation, use, versions,
tools involved, methods used, and so on.

Additionally, a select set of such information is uniformly captured in a Metadata Tool (Appendix 2),
which for each dataset within the project defines the dataset’s unique id and name, data type,
description, ownership, purpose, area of use, size, level of data sensitivity, depository, duration of
preservation, reuse instructions, accompanying metadata, required tools and methods, data quality
assurance process, and pertinent ethical considerations.

The information provided in the Metadata Tools therefore provides guidelines as to whether each
specific set of data can be shared for reuse or will be of sensitive nature and would need to be
protected and not shared.

4.3 Ownership and responsibilities

In SUITCEYES, some data will be generated and other data may be captured for further analysis and
use within the project. The ownership of the collected data will remain with the original owner. For
the rest, the default structure for data ownership in SUITCEYES is that the partner creating the data
also owns it as defined in GA article 26. Where some data is subject to JOINT ownership, this is
governed by Grant Agreement Article 26.2. Further stipulated are listed in the project’s consortium
agreement, section 8.

For the sake of clarity and future reference, the name(s) of data generator(s) and owner(s) is (are)
clearly stated in the Metadata Tool. The data owners are responsible to provide the required
information that informs the project of the level of data sensitivity and means of storage and
retention.

780814 ISUITCEYES 10



The PMB is the ultimate decision-making body within SUITCEYES and as such it is also responsible for
decisions made on data management issues. The PMB is also responsible to oversee the existence of
appropriate data governance structures within the project. Towards this, the PMB will develop and
assign responsibilities to two Data Working Groups one for User-Data and one for Analytical-Data.
These working groups will collaborate with project members and will oversee accuracy, timeliness,
completeness and credibility of data.

4.4 Dataset labelling convention
Each dataset will be assigned a unique identifying number (each dataset receiving the next
consecutive available number as indicated on the Metadata Tool).
To facilitate labelling of datasets, much of the identifying information about each dataset will be
provided in the Meta-Data Tool and potential accompanying data descriptive file. Therefore, the
actual labelling of the dataset will be as follows:
SC-DS_ID_Name

Where SC-DS is indicative of SuitCeyes-DataSet. ID refers to the dataset’s unique identifying number.
Finally, Name is to be formed in a way to provide immediate meaningful information about the
content of the dataset.

Example: SC-DS_1_Wo0S-809 items-deafblindness-2018-02-02

4.5 Storage and sharing (during and after the project)

Currently, the main depository for SUITCEYES data is BOX, which is a data storage and sharing
solution, procured nationally within Sweden for use by Swedish universities and their collaborators.
This storage facility has been approved as meeting the standards set by the GDPR requirements.
Some data may be stored locally at partner organisations in accordance to secure GDPR-compliant
guidelines. The consortium identifies the level of security; sensitiveness; storage requirements;
retention instructions; sharing routines; and the specifics of archiving, preservation, and or
destruction for each set of data as they emerge and as the project progresses. These parameters will
define how the data within the project are to be handled.

4.6 Data quality and evaluation

The consortium has defined guidelines, procedures, and routines to ensure a general level of quality
of data and research work by the means of the structures that are put in place. In addition to this,
each member of the project is competent in their his or her specific area of research and well
familiar with related guidelines and best practices to ensure quality of work and to apply appropriate
evaluations measures. Furthermore, the internal review structures and collaborative feedback by
colleagues is a further means for ensuring quality of work, data and research.

4.7 Ethical and legal compliance

As mentioned earlier, SUITCEYES involves user studies. The partners involved in these studies either
hold or will seek and obtain ethics approval from their national ethics review boards. Based on the
procedures described above, the sensitive data generated or used within the project will be subject
to guidelines and related best practices. After assigning codes for future cross-referencing purposes,
personal identification information will be removed from the interview and observation data, soon
after data collection and before sharing (only if needed) with other project members.

The consortium partners are also aware of the GDPR (EU) 2016/679° which is a regulation in EU law
on data protection and privacy for all individuals within the European Union. It also addresses the

5 REGULATION (EU) 2016/679 OF THE EUROPEAN PARLIAMENT AND OF THE COUNCIL of 27 April 2016 on the
protection of natural persons with regard to the processing of personal data and on the free movement of
such data, and repealing Directive 95/46/EC (General Data Protection Regulation): http://eur-
lex.europa.eu/legal-content/EN/TXT/PDF/?uri=CELEX:32016R0679&from=EN
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export of personal data outside the EU. The GDPR aims primarily to give control over personal data
and to simplify the regulatory environment for international business by unifying the regulation
within the EU. It also involves decisions regarding which datatypes can be characterized as
containing sensitive information and how such information is stored and shared. Each partner is
aware to examine the possibility of protecting its results and must adequately protect them within
the project, and after its finishing. It is especially important if the results can reasonably be expected
to be commercially or industrially exploited and protecting them is possible, reasonable, and
justified. The consortium considers its own legitimate interests and the legitimate interests
(especially commercial) of the other partners. Already on the stage of submitting the project
application the consortium decided to opt out of the Pilot on Open Research Data in Horizon 2020. It
is connected with:
e allowing the protection of results (e.g. patenting)
e incompatibility with privacy/data protection

Where possible within the SUITCEYES project, the partners are using healthy adults, so that one can
minimise the burden on the target user group. In other words, people with deafblindness are only
being called upon where their “expert user” perspective is required. For healthy users, ethical risks
are low — there is no sensitive data being recorded, so the only concerns are around data protection
and health and safety. The partners will only work with those people with deafblindness who have
the capacity to consent, and who have the communication skills to carry out an interview. Interviews
will be conducted via a caregiver, so that the participant is with someone familiar and with someone
skilled in acting as an intermediary. Interviews will be conducted in a location of the participants'
choice — in this way they will be in a familiar environment. Naturally, informed consent forms will
always be applied.

4.8 The approach and format of reaching informed consent

The approach to be used to reach informed consent, or any other agreement with end users taking
part in requirements and other user studies, has been proposed and performed from the beginning
of the project. This approach and the format of reaching informed consent for this target group is of
usage also for other R&D activities and are made available / published as an important output (the
templated used by the consortium from the beginning of the project are shown in Appendix 3).
Moreover non-sensitive data are stored in a Google drive folder (according to D1.1 Quality
Assurance Plan). The YouTube videos and other dissemination materials involving the presence of
users and outside participants require reaching informed consent for the target group presented on
the video, materials etc. In case the consortium will decide to video-record the interviews, iteration
of the agile process for WP7 or other activities and applications involving persons outside the
consortium, the DMP requires to use the consent form that includes reference on how to treat these
materials (please check the forms in Appendix 3).

At the start, the consortium informs that giving consent to process any personal data collected in the
context of SUITCEYES is entirely voluntary and that the consortium commits to protect personal
data, and process it only according to applicable laws and regulations such as the GDPR. The consent
might be withdrawn at any time, however withdrawing it might not effect immediate stopping of
using the material and that it does usually not affect material that has already been made public.
One is informed that the material collected will be used in internal training of project members
and/or published in which media channels, e.g. billboards, newspapers, website, TV programs,
Twitter, YouTube, LinkedIn etc. It is important to note that the consortium informs that published
material probably reaches large audience and that the consortium is not able to control other use of
the material. It is also mentioned that publishing the material on social media means that the
material is transferred to companies based in the United States. These companies are members of
the "Privacy Shield"- agreement and are thus considered to ensure an adequate level of protection
of personal data.
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SUITCEYES ensures transparency with processing personal data. There is a possibility of receiving
information about the way of processing and copying personal data. It will be received in a
structured, commonly used and machine-readable format. The consortium can rectify or
supplement personal data that is inaccurate or incomplete.

It is possible to erase personal data under certain circumstances, however personal data that has
been already made public, e.g. published on social media is usually not affected by a withdrawn
consent. Because of legal provisions we may also be prevented from immediately erasing personal
data. Lodging a complaint to the supervisory authority is also possible. Therefore, the privacy is an
important issue for SUITCEYES consortium and we do the best to protect personal data of internal
and external members of the project.

Various formats of reaching informed consent have been used in SUITCEYES from the beginning of
the project, e.g.:
e The consent forms for the interviews with the users within WP2 in Greek, German, Swedish,
Dutch and English
e Non-Disclosure Agreements that were signed with the advisors, symposia participants, and
e.g. persons who helped in transcribing some parts of the interviews
e The informed consent forms used for experiments in the Netherlands (in Dutch)
e The informed consent form (in English) used by HB for taking photos, filming and publishing
(for various university applications, also used in the project)
e A letter of consent regarding video/audio recording or photos in German
e Universal consent form created in the second year of project in accordance with the project
identity.
The templates of these informed consent forms can be found in Appendix 3.
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5. Summary

This DMP incorporates both Data Governance and Data Management and accordingly defines the
principals, procedures, and routines that are put in place for the management of research data
within the SUITCEYES project. The SUITCEYES partners will make the research results available
through different channels and strive to provide open access to the project data, as far as possible.
However, not all data generated and used within the project are suitable or appropriate for sharing
and reuse, and hence, SUITCEYES has chosen not to participate in the Open Research Data Pilot. The
main datasets in SUITCEYES contain data resulting from user-studies, policy studies, bibliographic
searches, collections of semantic vocabularies, algorithms, technical experiments in the project. For
administrative purposes these data has been grouped under two broad categories of User Data and
Analytical Data. For the sake of clarity and future reference, the name(s) of data generator(s) and
owner(s) is (are) clearly stated in the Metadata Tool. The data owners are responsible to provide the
required information that informs the project of the level of data sensitivity and means of storage
and retention (relevant informed consent forms are also used). The PMB as the ultimate decision-
making body within SUITCEYES is also responsible for decisions made on data management issues.
Each dataset is assigned a unique identifying number (each dataset receiving the next consecutive
available number as indicated on the Metadata Tool) and the main depository for SUITCEYES data is
BOX, which is a data storage and sharing solution. This storage facility has been approved as meeting
the standards set by the GDPR requirements. Some data may be stored locally at partner
organisations in accordance to secure GDPR-compliant guidelines.
The DMP will be updated over the course of the project whenever significant changes arise, such as
(but not limited to):

e new data

e changes in consortium policies (e.g. new innovation potential, decision to file for a patent)

e changes in consortium composition and external factors (e.g. new consortium members

joining or old members leaving).
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6. Appendices

Appendix 1

Framework for data decision domains (Khatri & Brown, 2010: 149)

Data Governance
Domains

Domain Decisions

Potential Roles or Locus of
Accountability

Data Principles
+ Clarifying the role of
data as an asset

* What are the uses of data for the business?

* What are the mechanisms for communicating
business uses of data on an ongoing basis?

- What are the desirable behaviors for employing
data as assets?

« How are opportunities for sharing and reuse of
data identified?

« How does the regulatory environment influence
the business uses of data?

+ Data owner/trustee

+ Data custodian

+ Data steward

+ Data producer/supplier

+ Data consumer

+ Enterprise Data Committee/
Council

Data Quality

+ Establishing the
requirements of
intended use of data

« What are the standards for data quality with
respect to accuracy, timeliness, completeness
and credibility?

* What is the program for establishing and
communicating data quality?

« How will data quality as well as the associated
program be evaluated?

+ Data owner

+ Subject matter expert
+ Data quality manager
+ Data quality analyst

Metadata

+ Establishing the
semantics or
“content” of data so
that it is interpretable
by the users

* What is the program for documenting the
semantics of data?

- How will data be consistently defined and
modeled so that it is interpretable?

= What is the plan to keep different types of
metadata up-to-date?

+ Enterprise data architect

+ Enterprise data modeler

- Data modeling engineer

- Data architect

- Enterprise Architecture
Committee

Data Access
- Specifying access
requirements of data

»What is the business value of data?

= How will risk assessment be conducted on an
ongoing basis?

« How will assessment results be integrated with
the overall compliance monitoring efforts?

« What are data access standards and
procedures?

* What is the program for periodic monitoring
and audit for compliance?

- How is security awareness and education
disseminated?

» What is the program for backup and recovery?

+ Data owner

+ Data beneficiary

+ Chief information security
officer

+ Data security officer

+ Technical security analyst

+ Enterprise Architecture
Development Committee

Data Lifecycle

+ Determining the
definition, production,
retention and
retirement of data

« How is data inventoried?

- What is the program for data definition,
production, retention, and retirement for
different types of data?

« How do the compliance issues related to
legislation affect data retention and archiving?

+ Enterprise data architect
+ Information chain manager

780814
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Appendix 2

SUITCEYES Metadata

Tool

The following information is recorded for each set of data collected or generated within the project. (One dataset item is included here to exemplify.)

Dataset
D Name Data type
1 WoS-809 | Bibliographic
items- data
deafblindness-
2018-02-02

780814

Description

809 items
Search
conducted on
February 2,
2018
Database: WoS
Search terms:
deafblind®* OR
deaf-blind* OR
"deaf blind*™"
Output format:
full record
including
citation
information

Creator/
Generator
and
Owner
Captured by
Masrine,
Owner Wos

Area of
Purpose of data use of
collection/generation data Format
Bibliometric studies of the | Bibliographic . txt
field data

‘ SUITCEYES

Size

809
items,
599
KB

Level of data
sensitiveness
(whether it will

be made openly

available or
not)

Non-sensitive
[restricted due to
copyright policies

at the host
databases, that is

while HB has
licences to retrieve

such data for
research purpeses,
we are not allow to

make the data
available to others)

If
sensitive,
means of

secure
storage
and
transfer of
data
Non-
sensitive, by
not making
the data
publicly
available we
will meet the
required
safeguards.

Project's
internal
depository.

Duration of

Depository preservation

For the
duration of the
project

16

Preservation
notes (if
relevant)

No need for long
term preservation
as the data will
remain available at
the source
databases,
furthermore newer
publications will be
added to the
cellection and our
collected data will
be outdated for
longer term use.

Reuse
instructions
see previous
column

Accompanying
metadata, and
related standards
for
interoperability
This data by itself is
metadata on scholarly
publications. Other
metadata on date of
search and retrieval,
search terms used,
database information,
stop words and so on
is included in the
accompanying data
overview document.

Tools and
methods
needed to
generate,
use or
access data
(if any)
WoS provides
the required
functionality
for data search
and download.
Other tools
(e.g.
VOSviewer,
Gephi, Raw
and so on) are
used for data
analysis.

Related data
quality
assurance
processes

The process for
data search and
retrieval
(including
database,
access date,
numbers, pre-
processing
procedures, etc)
are all recorded
for audit and
duplication. Pre-
processing of
datais
conducted using
OpenRefine to
optimise data
consistency

Pertinent ethical
considerations

When it comes to the
use of meta-data we
have sought and have
permission for use.
When it comes to
analysis of abstracts,
there is a grey area
where the principle of
fair use is adhered to.

Data mining of full text is

problematic and subject
to copyright where
copyright helders for
each of the items used
needs to be contacted
for parmission. We
therefore avoid
datamining of the full
text.



Appendix 3

Informed consent forms used in SUITCEYES

The consent form used for the interviews with the users within WP2 (in Greek)

HOM20-EU2 1.1. Profect ID: 780814 ﬁ SUITCEYES HOMD0-EU2 1.1, Froject ID: 780814 ﬁ SUITCEYES

ABE1a Y10 XpAOT TPOCWTTIKGIV BEBOPEVIIV 10 EpEUva ] CMUEVTIN KoLV aTTneT K afiomoingn. Ta Sebopéva oag aflomoioivTa pove
o7 ThEoHE ToU TG EPEUVaE TIOU TIEQYRARETT TROpPaTEVL.

0 OKOTIOE TOU TUYKEKPIPEVOU EYypapou:

5 . . . . . . N Xopriynon km xpron Twv Tposwmkwy oag Sebopivuy:
Tag {nreme va umoypdypeTe T aBaia autn Mpokapsvou va Bval Suearn n gphom

v oag SeBopivu yia g oxomols. H cuppenay oy Epeuva T Bebopive oag S YpNOPCTIOINEIV TS TOUG ETAPOUS Tou Epyou KaBG ETOTG
v sBehoVTN) K@, OV TERITTWEN Tou EMAEEETE WO CUUPETOOYETE, TIRETE va K@ OO £peTIKES opdBeg aTdg autod amokheoTikd wa epewwrmkn gpdon. O
3 m v GBex, LAOTE T - BeBopiva va dva Buvard va EPELNTTIKEG opdBeg quTEg dvan eywexprEve ammd To Epyo kel axchouSolv Toug ifoug
NPNEEOTOINBOV 1 TOUg EPELNTITIKONS CHOTIAS Tow £pyou. ovivEg ExEpUBaag K aopaaag pE uTd.
To avnkeipevo mg pehétng: Np- i T TP IV oag pé
On ool Tg pehémg eivan o £5rig ‘Oika Ta Tpoowmkd Seboptva Ba TOpapEVOUY aTapENTT, GG ofila N avioTonn
1. DNoeg evan o BEC TWN OTOMLV PE TUGAOKL) o gyEoT) pE TV E it} o K o & g K g EpeLniy.
autdvopn Safivao;
2 TMoig '€I'NI o cu}mp‘nﬁ; Ka ol cn"v\iqzl; luv pr:.'mw‘uL TUgACKLNpICT) Xpoviki Sidprer g GBeiag:
YETRA pE TV TROCRa0T) OF CYETIES KO XPATTHES TEXVOAOYiES
3. Moeg Sva o SpMEpES KO O OTOWEIS TLV OVBRUITLY PE TUGAOKLXPIOT H dfiaa aurr Siverm ya e (5) £m) ke apopd pévo Ta Sebopva Tou oukhEgEnmo
OyETHG pE T XproT AN K & TR i o uyKkeRpijENT) Epeuva.
Meprypagi TG ouppeToyic oag: Amégupon T auykatdBeon gag:
Fra whaima M ouyEppiG Epee, ypRoEs SepolTa o TANPOpOpIES TOU Mmopeie va amooUpere TV GBed oag pip Tic 31-Okr-2018 afomoivTag T
apopoiv Tov TpdTe acEReong 4 5 o e Ba epeunmTks] opdBa Tou IMTTHA (EKETA). AT T omiypn mou amoclpete Ty 5o ya
Eyouv T poper shelBepng oull £Vou va UTIEPKE! imepn euehiGa AP Tuw BeBopfway OUS, © EpEUVITTIG TG ekl T oTyr Ba oTopaTigE T
fuppaong yIa Toug ouppeTEyowreg. Edw Bew EMEUPETE va OMOVIMOETE oF pig culhoyr] ke ypnapoToinon orowsEiToTe Seboptway Tpokyow. Ootooo, n
E£PUITON, WTTOPETE WO To KAVETE. ANTOTOIgWE. 01 speuvTTES Ba e MpSBupc va peEuvTIKT opdBa B Topd va yenapoToroE Seloptva Tow EYouv oToEIDBEE
OTTOVTTHO0UN OF £PLITTIOEIS Y TOW QLTS TOUS, E0W TOUS TO {NTyoeTe. TPV TS TNV akipea T dBaac.
O Aéyog Trou o epeuvnTEg BEAOUY Ta Tp: G oag péva: Npdéopacn ota Wpoowmkd cag Sebopéva:
Ta GeBopdva Shiw TV CuppETERGVILY oV Epeuve S armpaiTyTa ya “Eygee 1o Bk va {rrioeTe ko va Befre 1o Tpocurmd cog SeBopva. Na hsyoug
EpyEID TrOIOTIKEA avaki) Tou Ba ) o a 3 e EMOTUOVIKTG aKEpaGTITTaS, To oUNMAES dval wa emTpEmera n effoom O Toug
H2020-EU.2 1.1. Froject ID: 7E0814 @ SUITCEYES H2020-6102 1.1. Project ID: 780814 ‘t SUITCEYES
CUMRETEROVTES Ty BEBOMEVLIV TOUG JETG T MM T EQYDOIV TOU EREUNTTIKDU Anhwon ouykardleong
=R T A & By BaBéos K A — . K o

o T sukmpin va UToRGAL EpLTioEg

Komawocs 6 ) oupperoyy] pou sva eSchow) pm on s hedSepogichelifepn v
OTOYLPoL ot TOTE oTIYRF TO aTopamou, Yuwpic v yperilm wr eEnyRow
o RSYIRIG Ko yhpic 1y ik} piou TrEpiSakyn ko Ta vijipa Sikmujsart pou Snyod.
Komawows On pEpN ToU IGTRIKCD WOV IOTORIKGU WTIORE WO YIVOUW YWWOTA OEF
P UTEDBVE GTopa K TG UTEBBUVES apyEg. OTou auTh oyETileTa e T
CUPRETOY pou oy Epeuva. Aivu T G560 OF QUTd Ta GTOUG Wa EXOUN TIROCRam
OO TR 00 ICTOI.

IuUp@LIvLs W CUPPETGoYW OTNV TIpITavis Epeuva
Yroypapr) quppeTEyovTO
Hyepopmvie
CWOPOTETROVURO CUPPETEXOVTOG:

YTIH PpH] EXTTDOMURTO FUMHETEONTOL:
Hyepopmvie

OWOPOTETRIVURO EXTTPOOUNTOU:

Iyéom pe To CURETEXOVTC:
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The consent form used for the interviews with the users within WP2 (in German)

 AFFEriTe
Cognitive

Frresjeic SUITCEVES
Anlazs Interview nar Eveluathon won Nutzersdngchen und -bedirfnissemn

Einverstdndniserklarung

BESCHREIBUMG: Im=nview rur Evaluafion vom Nulzerwinschen und -bedDinissen, om di=
Arnforderungen an eimen ersben Probobyp siness inisligenien Kleldungssalcks filr Menschen mit
Taubblirdhelt i Rafmmen des EU-gefGrderien Projekies ,BUMCEYES" abzulsiten.

LEIMUMNG: Prof. Dr. Ollver Kom, Lea Buchweltz

ZIEL: In der Sludie wird ermitheit, weiche Arswendungssrenanen durch das inteligeni=
Kieldungsstick unmisrstiitzt wenden k3nnb=n. Hierflr werden dem Telneshmem mit Taobblimdhie it e
eimpescihrinkiem 2eh- und Horvermidgen Fragen aus sinem lsifadengesidizi=n Imi=ndew 2
derp=mEgen Cawonnneii=n, BaschENgungen und dem Umgang mE reusn Tachnokopien gesielt

ABLAUF: D= Frobanden erfaiten sime kures Einflhnong in das Projerl. Das inbervies erfolgt
sagueniel in Elnzsigespricen mit der Unbershlbeusg der Bafreuer.

DAUER: Dz Davser der Studie legt pro Telnehmer bed 30 ks 90 WMiraben.

ERHOEENE DATEN: Dokumentier! werden dis Antworisn sus dem Inkerdew. Bl Erverstindnis
[ipesonderte Elnverstindniserciirung "0r Bid-, Videx- und Tonaufnahmen durch das Affecive and
Cognive rstiule der Hochschule Offenbarg ), werden die Inbereiews aufgezsichnet und SOr dis
Transkription und spdiers, projekirsevanis Zaecke veraendet.

VEROFFENTLICHUNG: D Ergebnisss sowis Telle der Dokbumenfabon dissar wissenschatiichen
Studle wenden In Fachartken publizert und s Fachkongresssn vonpeshelt Die Ergebnisse werden
apgregiert dangesieit und =ind nicht auf =ineeine FProtaemden nickfhrbar (Ao B,

RIZIKEN: Wahrend der Stude entsienen keine Aisken. Die ethobensn Dabten wenden sicher
gespeichert und dis Anonyitat der Telmesrer und Begleter st gewdhriekshet

RECHTE DEZ TEILHMEHMERE: Wenn Sk= di=ses Dokument gel=sen haben und sich 0 die
Tediranme an der Budle eptscheiden, geiten di= folpemden Rechis: Ihre Telnahme 52 Srehwililg wmd
Sl bdmren diese jederredt ofme Angatss won Gnirden abibrechen. Durech efmen Abbnuch wind Thnen
kein Machisl entsiefen. Bie haben femer das Rechi, di=e Beantworiung bestimmmier Fragen zu
varaE ke,

Durciy gl Linderpesichnung deses Dokuments eriddne iy meln Snverstiingeis miT oer Teidlnahme an
ger Studle o gen oben beschrehensn Eegingungen.

Fame:

AL Drresmilncriserklinng Specherdeume TILLLINE 15247 1
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The consent form (last page) used for the interviews with the users within WP2 (in Swedish)

‘-_‘\IIII'.

Samiycke till att delia i studien SUITCEYES - Undersokning av
informationsbeteenden hos personsr med dovblindhet i syfte att ubveckla
tekniskt stid i form av ett smart haptiskt kommunikationsgranssnitt baserat pa
smiarta textilier.

I@hﬂi’&tmmﬂignﬂn;hﬂgbﬁmmﬁmmumﬂnﬂi&nmhkﬂ:kﬂinﬁjﬁ@ﬁm:ﬁm
frazor och £3 dem besvarade. Tag far bebdlla den skrifiliza informationen.
O Tag saporycker Gl ait delfa i stodien SUTTCEYES
[ Tag sanxtveker dll aft appeifter om miz behandlas pd dat st som heskrivs i
- i -

Mais och datum Undar=knitt

Undertecimad har limnat information om stoadien:
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The consent form used for the interviews with the users within WP2 (in Dutch)

Technilsche Universibeit
Eindhawven
University of Technology

Instermming onderzoeksdeslname
Studie: Interviews met mensen met doofblindheid.

Doel en Procedurs

Het doel van dit onderzoek is om middels een interiew inzicht te krijgen in de behoeften van
mensen die doofblindheid hebben en op welke manier technologie zou kunnen bijdragen aan
het vergemakkelijoen van dagelijkse activiteiten. Het pesprek duurt ongevesr 60 minuten.
Het interview wordt gevoerd door dr. Myrthe Plaisier enfof prof. dr. Astrid Kappers van de
Technische Universiteit Eindhoven.

Vrijwilligheid

U deelname is peheel wrijwillip. U kunt zonder opgaaf van redenen het pesprek afbrelosn.
Mocht u sen vrazg niet willen beantwoorden dan mag u daar ten alle tijden vanaf zien. Dok
kunt v mog achteraf (binnen 24 uur] weiperen dat vw gepevens voor het onderzoek mogen
wonden gebruikt. Dit zlles blijft zonder nadelige pevolgen.

Vertrouwelijkheid

'Wij delen geen persoonlijke informatie over u met mensen buiten het onderzoeksteamn. Er
zullen awdic-opnamen gemaakt worden tijdens het interview. Deze zullen niet worden
doorpepeven san anderen. Ze zullen vitsluiterd worden afgespesld in bet bijzijn van de
onderzoekers. Het materaal wordt witshuitend gebruikt voor wetenschappelfijke analyse. De
informatie die we met dit onderzoek verzamelen wordt gebruikt voor het schrijven van
wetenschappelijke publicaties. Alles pebeurt geheel anoniem en niets kan naar u hereid
worden.

Nadere inlichtingen

&ls v nog verdere informatie wilt over dit onderzoek, dan kunt u zich wenden tot Myrthe
Plaisier [email: ML.A Plaisier@tus.nl)

Voor everntuele kizchten over dit onderzoek kunt u terecht bij de projectieider, Astrid Kzppers
[A-M.L Kappers@tue.nl].

Instermming onderzoeksdeslname

Bij dezen verklzar ik, [NAAM)...eee e dat ik dit
document heb gelezen en begrepen en dat ik de pelegenheid heb gehad om wragen te stellen.
Ik stem ermee inom vripwillis deel te nemen azn dit onderzoek van de Technische Universiteit
Eindhoven.

Handtekening Particpant Datum
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The consent form used for the interviews with the users within WP2 (in English)

n ESUITCEH’ES

UNIVERSITY OF LEEDS

Consent form to take part in & Reseanch Project on new technologies for Deafbdind People

SUITCEVES [Smart User-Irbendly Interactve Tacbual Cogalitbon: Enhancer that
Wil Bt nichedl 5 B st 1 )

Mame of Imendew Bessarcher: _Dr. Adriana Atkinson

T give written consent. please sign alongside each of the following stotemants. To give verbal
shtotamants

1 Dooedinm that | e resd and understand the informetion shest dated Jure 2018
explaining the sbove resesnch project and | heve hisd the oppartunity to ask questions
abowt the project.

2 lunderstand that my participation is woluntary and thet | am free to withdrew before
m:dutuspenﬂeﬂinﬂuirfurmﬁmsmtiiﬂuutﬁhirﬁ u'rr'rmmardwiﬂu.rt
Ehers u&'ﬁqnuﬁuﬁemnqum Should | chocss to withdrew, dats collected
Erom me will be remowesd from the resssech. bn addtion, should | rot wish b ansesr
any marticuler q.r_:l:inn urnr..lsﬁun:,l mm free to decine.

3 IE"-E p:rm'&l'mfnrm:mbﬂsafﬁzruurmtum to hawe scoess bo my responses. |
mmmmmﬁ|MHMﬁhwmmmm“lﬂm
b idemitified, or idenkifisois in outouts from this reseanch. | wnderstand thet my
responses will be pseudonymised before they are shared with anyone other than the
res=anch team.

4 Iumﬂ'ﬂtmmwmrmﬂuhmﬂﬂﬂm. ot Hhiat
this recording is only for the purpeses of enabling detsiled notes to be taken of the
inferview. | undersband that the reconding will not be shared outside of the University
of Leeds ressarch beam. | give my pesmission fior the interview to be recorded.

5  lmgres that the dats collected from me can be shared in 8 poeudcsmymised fomn for
L= inneleyvmnt Fuhure ressarch.

] Iumﬂutmmmﬁﬁﬂudﬂnmumlmuuﬁlﬁm: stuty, may be
looked &t by sucitors from the University of Leeds wheere it is relevant to my taking part
in this reseanch. | give permission for these individuals to heve sooess to my reconds.

7 | agres fo taloe part in the above resssrch project.

Mame of partidpant Date Signatune

Mame of person taking oonsent Date SiFnatune

To be signed and doted in presence of the participant
Copies:

o Ehi i e agre? Be ofl Barnied the pocciperr sk ceaeka & copry of the digreand S pOTTRCI AT SorEaTr T, Cha AR ma -
T 1 It I TN LA ar Orp 2 T e TTERY ST Do prowiaind 50 S ACTTICREAIE. A copry of The tpred 2% damwd caaeer fhn

Aok v et S I ERCTE i chocur rex ek v b bt it @ e oo
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The form of Non-Disclosure Agreements that were signed with the advisors, symposia participants,

and e.g. persons who helped in transcribing some parts of the interviews

L\

SUITCEYES
NON-DISCLOSURE AGREEMENT

Wirermms Lmemnem'sneq

Deciare that | have been enzaeed 2: an axternal advisor by

HOEGSKOLAN | BORAS, with crpanisation number 202100-3132, having its registered office o
AnEgmEn 1, 50190 Bords, Sweoen; and,

ETHNIKD KENTRD EREVMAS K& TECHNOLOGIKIS AMSAPTYNIS, with WAT number ELDSSTES24Z,
haing its registensd office at 5™ Km Chariaou-Thermi Road, 37001 Thessaioniki, Gresce; and,

Iwins' office at Badstr_ 24, 77632 Offenburg; and,

&
UMIVERSITY OF LEEDS, with registration number RCDDOE38, having its registered office ot Leeds, L52
SIT United Kingsom; and,

STICHTING WU, with VA number 8510 75 373 8.01, hawing its registered offioe at De Soelsian 1107,
4084 HY, Amsterdam, The Hetheriands; and,

LES DOWSTS CUI REVENT [LDOR), with organisation mumber 204 571156000 30. hawing its
regiztered office ot 14 bis rus de novalies, 21240, Taiant, France; and,

mms:.zu.o,mcnmm\-r rze'n:rminn rumiDer QOD0L15733, r\m'rsiu resistmani:ex ul.
27 Grudnia 7, 61-737 Poenan, Foland

[the *Beneficiaries"] in connaction with the project “Smart, User-frisndly, Intamctiee, Tactual,
Cognition-Enhancer, Yizicing Extended Sensosphers - Approprizting sansor technoiogies, machine
lenming, ssmification anid smart haptic interfaces= — SUTCEYES [Froject ID. 780814) and | am duly
nutharzed by the Beneficianies to prowide non-binding advice and guidance onissues related to
either deaf-blindness, the npplicability of reseanch results, technical evakustion or ethical aspects of
the project, based on my kncwiedge and expertize.

For :ruuininﬂmrmz Prnlusi:ml Bdwvice, the Bu!li:fu'is,l'ml’uinuulrfwcnllacﬁﬂhf’, mulldscluu
proprietary information er Confidential information, with the Project Advisory Beard, which cannct
be disclozed under any croumstances to any ather thind party.

Tharefore, | sokminty undertke:

F] o s the Confidential information solefy in connection with purposes contempiated betwesn the
Bencficaries in the Gmnt and Froject Consorfium Agreement and not to use i for any other purpase
or without the prior written consent of the Disclosing Pacty. The Confidentinl information will cnily be
uzad for the preperstion of reports to the iaries, ining fircings and
candusions.

i) ot o copy [in any format, physical, digital or Stherwise] or remove any Confidential Information
from catabeses or premises, ond to fully abide by the intermel procedures for mansgement of
o . on ot o

L\

SUITCEYES
i} mott o disciose, transmit or communicate Confidential Information provided by the Beneficares
cr contzined in reports [or amy chservations, comments, infierences or conchusions érawn from such
Infarmetion or such Reports) availsole in sy manner, shape or form to any other persan.

[¥} to ensure thet the reports of the Project Advisory Board oo nat contzin any business sacrets and
other confidential information supplied by the Beneficiaries, and do ROt in any way newssl any such
busminess secrets and other confidential information, whether dirsctly, indirectty or by impication.
[¥) to procure the full compiiance with the terms of this agresment by any and 2il persons who wark
with me in amy capacity in reviewing and anshysing the information received by the Beneficanes
andjor preparing the mmespanding renortz, and fo provide  list of a1l such perzons to SUMTCEVES
Froject Manaz=ment Eoand and their signed acceptance of the terms of this agresment.

i) to retum ar destroy all copies i what=wer form reproduced or stored), incuding il notes and
gerfvmtives of the Conficentisl Information cisciosed under the Projsct, upan the earier of [i] the
completion or termination of the deslings contemplated in this Azeement; (i] or the terminstion of
this Apreamant (i} or =t the time the Disclosing Party may requast it

The sinove shall not apply for disclosure or use of Confidential informaticn it:

- Thed sl Informati publicty avai y means other than & breach of the

duty of conficentisity.

The Confidential information kas rightfully received from a thind party without confidential

obligatians.

- The disciosure is required by l=w or reguistion with rezsonsile opportunity for the owner to
oppose discosure.

For the mvoidence of doubt, the Project Management Board's approval of making a report public
shall imply that the Beneficaries have agreed that informetion oompromised in the repart has
cemgec 1o be Confidential Informiation sineady at the time of the approval.

This Agresment shall remsin in effect during the implementation of the Froject and shall sursive for
an additinnal period of five years after the termination of the Froject. Notwithstancing the forsgoing,
mig duty to hold in confidence Confidential information that wes disciosed during the term of the
Froject shall remain i effect incefinitely, save othersiss sgresd.

This Agreement shall De construed and interpreted by the lvws of B<igium. The court of Beigium shad
hawe jurisdiction.

Name:

Function:

Fiace:
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The informed consent forms used for experiments in the Netherlands (in Dutch)

Tachaischn Usivarsital
Eindhowen
Unhvarsity of Bechnology

Iwrter"r"ln onderzoeksdeslname

g!e&ll- ie gwer het “Tempaoral groaping of vibraton
pu]sﬁ"l’n-m:dathﬂ d k begint is het b fjk dat u kennis neemt van de
‘werkwijze die bij dit onderzoek gevolgd wardt en dat u instemt met vrijwillize deelname.
Leest n dit document aauh, aandachtig door,

Doed 2n rut van het cnderzoek

Het doed vandit &5 om te meten b het
makhnh;ksthmvuwhnﬂemtmgmmﬁmnaﬂemnﬁghnhm
ondersteunende apparatour voor mensen met een beperidng in het haren en zien e

ontwilkhkelen

Iletmdermekwmdtmigrmetddmrdr Myrthe Plaisier van de Dynamics & Control
Eroepvan het Werlctui samen met praf Astrid Kappers van de
Dymamics & Cantral mm&gﬂmﬂmﬂmmhﬂmm
‘Werknrighouwimnde en de Huoman-Technalogy Interaction group.

Procedurs

Er wordt straks een vibratiemotor op je arm geplakt. Deze zal een serie van trillingen laten
voelen. De vraag aan jou is hoeveel trillingen je hebt pevoeld, We gaan dit eerst even
oefenen zodat je kumnt wennen aan de taak.

Risico’s

Dit pnderzoek brengt geen risico’s met zich mee, en ook peen nadelige bijwerkingen,

Duwr

dunare &0

Participantan

U'bent geselecteerd omdat u als participant geregistreerd staat in de
participantendatabase van ﬂeHmnan—Tedmn}ngylmmmm group van de Technische
Universiteit Eindhoven. Of omdat heb gereageerd hebt op anze oproep wia e-mail

Wirijwillig heid
Thar deslname is geheel vrijwillig. Ukumt zonder opgaaf van redenen weigeren mee te doen
deelname

24 vur) weigeren dat
gelnuﬂm]ka]lalﬂlﬂtm dllen tijde zonder nadelize gevolgen

Parasf participant:

vergoeding bedraagt 20 earo (£2.00 extra indien u niet op de TU/e of Fontys
Eindhoven studeert of werkz))

¥ uwEll)E heid
Eij alle ondermosken van Human-Techmology Interaction wordt gewerks volzens de ethische
code van het NIP (Nederlands Instinnat woar .

W delen gpen persoontijle infarmatie over 0. mat mensen buiten het onderzoeksteam Fr
wordsn geen video- of iz u amaden komnen identificersn. De
informatie dis we met dit onderzoek verzamelen wardt sebraikt woor het schrijven van

publicaties en wordt slechts op Zrospenivesn gerapporteerd. Alles pebeurt
gebeel anoniem en pists kan mear u herleid worden.

HNadere inlich
Alsum'verdmem.fmme“ﬂtm'ﬂ'dnondmk. dan kamt u zich wenden tor Myrthe
Plaisier (email: m.aplaisien@ enll

Voor evertuele Hachten over dit onderzoek kunt u terecht bij de projectleider, Astrid
Eappers [amlEkappersituenl)

Ins

ming onderzoeksdeelname

Bij dezen verklaar ik, [HAAM) dat ik dir
document hel gelezen en begrepen en dat ik de gelegenheid heb gehad om wragen =
stellen, [k stem ermee in om vrijwillig deel te nemen aan dit onderzosk van de
onderzeeksgroep Human- Technology Interaction, Technische Universiteit Eindboren.

Emrekaning Participant Danm

-:Q:'SUITCEYES 23



The informed consent form (in English) used by HB for taking photos, filming and publishing (for

Tamn, tital

780814

, UNIVERSITY OF BORAS
Alcadeze/ snhart

various university applications, also used in the project)

Hlx-ax-ax

Consent for [specify photography and'or filming]

Univarsity of Barks woeld liks bo [specify photograph and/or flm] you, and use fis
evarial in [specify pupess, o g. the Usivarsity's murketing].

‘The exatarial will be problished i [specify in which media chammals the material will
be peblished, & g Magin mpmnd billboards, ads in Bedds Tidning,
Gomwborgs-Posten (newspapar) ad Chamms] § (TV), the Unrersiny’s wobsis, Face-
book, Instagram, Twitter and YouTubs]. The matarial may rexch 2 largs anancs,
amd the Unnversity &5 not abls to control othars use of the matarial

The publisking of the mmrial oo [Facsbook, Insagras, Twitmr, Linkedls and
¥ouToha) mam: that the material & transfrred o compasdes based in the Unsted
Sams. These companiss am manshars of the “Privacy Shisld™-xgreemsnt, and am
s, comsdared o smw 2 adsquats levs] of promction of your personal dafa.

mmﬂhmﬂwmmﬁmﬂmﬁmmﬁwmy
additional parvomal detn that will be publsked togethar with s phato ar £im).

"Tha ploro rapisar & aatided to wse the mtarial hinsber 5l The photographer is
mﬁhﬁ:h&hmm;

Bis your decision whether or not we mty [specify photograph and/er Slm you]. tis

1 ghve my comsant te tha Usiversity of Borks to [specify photograph andior £lm] me
amd e this pavissial 25 described above.

Er=re

Neme m block betrs

Phcs md dite

Emaal adidress

Ta be flledin by the phocezrapher or communicar:

Tha picture Sl thows (conta)

Poctomragitar 1nd dim for e phcts 1hoet

ﬂ SUITCEYES

Privacy Notice

Yo privacy is imporant 10 = af the Univrsity of Becks. Wa ams commitied o

The University of Bosks &5 s controllsr (in Swedish “persemppgisemaris ) of
[rocevsing of parscnal dam at e mmiversity. [ vou havs amy questions sbout bow we
Precess your personal data, you as welcome to read more about this om our websita,
btz orarwr b v’ dxtandondd, or confact your confact paria.

Your Rizke

+  Ths univenity is transpamset with how we [ecess yoer parsenal dar T yom wamt
t ko wehat parsomal dota we procoss mmmmmqmstacepyurﬂn

pamcnal data and i icn about e pr ing fma of chargs once par yean.
To ondar a copy of your data and @ ion about the procsssing, you
can use the form for this Sat i ovaihble o oo website,

bt b e

* Tfyouconsamt o processing of yous parsonal dam you sy withinoy the comsant
at amy timw. Wn-wil.'l\hnmoomn:m wwpwsmal&h.hsenal

o
2152 bo provented fom immodisraly arasing your perscas] dim
*  Yom bave azight not to be mibjoct te a ecizion basod solaly o astomated

PraCE mmmmmm@uoﬁzmﬁmﬂ;
affects. The Unieruity of Bords doss not ke such decldoms.

*+ Vombave asight to have the processing of your personal data restricted.

+ Yomcam request rectification or sepplmantation of persozal data tat is
inaccerate or inconsplota.

Yomlbave asigh wnder certuin cirramsnness, to ha your parsonal data araed.

* YomBavs a gt 10 receive o parsomal dem i a serachmed, commnemly wied
2nd maching-madable Sormat to transmit thows data to another controllar.

Yom ke a gkt to lodee & complaint to the vepaniery sedornty
(Catimpekticass).

Contnct us

Comroller Data Protection Officer
Hogtkolan | Borke Usivarsity of Borke Asa Drynaling

501 80 BORAS Eomil: damikyddikh
Swedan

Tel +46 3343720 D0

Emadl: mastatonabb e
Orgar: 202100-3138
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Letter of consent regarding video/audio recording or photos in German

L. Hochsehiile Ofenburag
A lfactive '

affenburg.university

Lognifive

Einverstandniserklarung Mitwirkende im Rahmen wvon
Foto-Video- und Tonaufnahmen durch das
Affective and Cognitive Institute der Hochschule Cffenburg

Produktion: Foto-Wideo- und Tonaufnahmmen
im Zusammenhang mit dem Projekt SINTCEYES

(nachioigend  Produkiion” genaret)
Diatumd Aumahmeort:

Hiermit eddire ich mein ausdnickliches EinverstSndnis, im Rahmen der Interviess der
0.3. Produkticn, ats Teilnehmerin mitzuwirken.

kzh raume dem Affechve and Cognidive Inshifufe das Recht ein, Ton- und Video- baw.
Fotoaufnahmen (nachfolgend _Aufnahmen” genannt) von meiner Person im Rahmen
des Interviews zu machen

Izh Uberirage dem Affecfive and Cognitive Insfifule an diesen Aufnahmen ausschlieftlich
zeiffich, rawmiich und inhaltlich unbegrenzt samiliche im Zusammenhang mit meiner
Mitewirkung i mir entstehenden oder won mir hierfir ensorbensn urhebemechifichen
Mutzungs-, Letstungsschutz- und sonstigen Schutzrechis.

Ich gestatte dem Affeciive and Cognitive inshfufe, die Aufnahmen wnter Wahrung der
Personfichkeitsrechie ganr oder telseise zu bearbeiten, ummugestalten, zu kiirzen,

Zu synchroniseren oder in andere Weskdformen zu Uberfagen.

Diesa Eridarung unteriegt ausschlieltlich dewtschem Recht.
Busschliefilicher Gerichisstand ist Stutigart.

Teilnehmerin {Name in Druckbuchstaben]:

ﬂ' SUITCEYES
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Universal consent form created in the second year of project in accordance with the project identity

'ﬁ'SUITCE‘f‘ES

Consent for [specfy acoording to “we would like to. " section]

SUITCEYES iz an Information and Commurscation T:l:rmbE;iu pm_ra:t.. firrroed oy the Eurcpean Union's
Horizon 2020 Resesrch and Inrovation programme (2048 - 2020|-

W?muuptrpmeurnuﬁ'ﬁdﬂemhuﬁm materisl sndfor for intamal use of pruj:l:t meETibErs, we reed
your comsent to register mederial in the following formats and to publish this meterial in the following

channels:
We would like to_ The materisl will b published in the project’s...
Take pictures of you \Wiebsite
Take wideo clips of you Twitter ard YouTubs scoounts
[] r=cord our comesrsation [ rsearcrizats st=
[ ot Fubiicity material [posters, leafiets
Inkemal ume reposttones
[ other:

The materisl sublished in other than "'ij:rt's el use r:pna"h:ris' ey reach & large muhence, and
SUITCEYES is reot bl o condrol others usa of the materisl

It needed, the matznal wil b puhish:u I:I:I-E'Ethtr'l'i'm informeakion about you, such a5 [for exampie rame,
affiiaticn or other].

It iis entirety volunkzny to give your consent and dedde if you U perTriEsson b repgister this material. i
lluujuz'rwn:iumt,m:cnﬂ:uﬂrrmy new'i'ﬂm“naturryhmz. anid from thene on, we wil stop u.';inﬁﬂ':
rrkerial. This does usually rot affect material that heve been alresdy made pubiic.

| give my consent to the SUMCEYES project to register and use this makenal &s desoribed above.

MHama Pimce sred dake

Sgrature E-meail address

Information sbowt the matenal:

The registered makerial contents

Friotoprapners name and date for the photo shoot

Ve are committed to protect your personal dats and onfy process it scoonding to applicable Bws and
regulakions such as the Genersl Dwin Protection Reguistion [SDFR).

For additional information, please contact us:
https://suitceyes.eufcontact/
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