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Data protection enclosure

Why am | getting this brochure?
You have been asked to take part in the Hello20 study by
Deelkracht. NSDSK (the Dutch Foundation for Deaf and Hard-of-
hearing Children) is responsible for protecting the data in this
project. We use these data for scientific research. In this brochure,
we will explain how we use these data.

Which data will be used?

We will use and store your personal data for this study. This

includes the following:

« Identity data (e.g. name, address, date of birth);

+ Special personal data (e.g. data regarding your family
situation and home language(s));

» The research data we collect, as described in the information
brochure.

We collectively refer to these data as personal data. We will use

these data to answer the research questions, and to enable us to

publish the results of the study. No identity data will be shown in

these publications (e.g. reports and articles). The data published

cannot be traced back to you or your child. We will occasionally

include photos, videos or quotes of participants in our

publications. If we decide to do so, we will ask for your consent in

each individual case.

How do we collect and process your data?
In this study, we use the BergOp platform to collect data. This
platform is also used in early intervention. To process the data
collected via BergOp, we use regular computer programmes.
Authorised applications are used for the secure storage of your
data.
We will store all personal data in our personal project
environment for the entire duration of the project. This




environment is a secure server location that can only be

accessed by the project team. To protect your privacy, we will

store your personal data using a code. This method is known as
‘pseudonymisation’. Pseudonymisation means the research data will
not be stored together with your identity data. That way, the research
data cannot be traced back directly to you or your child.

To carry out the study, only a few people on the project team have
access to your identity data. The information brochure tells you who
these people are. When employees not on the project team access
the research data, they will not be able to see who the data belong
to.

How long will my data be stored for?
We will store raw data such as printed forms and video material up
to six months after the end of the study (in mid-2045). After that
date, these raw data will be destroyed. The pseudonymised data will
be stored up to ten years after the last scientific publication about
the study. This is the recommended retention term for scientific
research. After that date, your identity data will be deleted.

The anonymous research data will also be deleted at this time,

unless:

« theresearch data are important for a follow-up study with a
similar research question. In this case, we will store the research
data longer.

« theresearch data are important for a follow-up study with a new
research question. If your identity data need to be retained for
longer for this purpose, we will once again ask you whether you
wish to participate.



Which rights do | have?
You have the right to check which personal data we use for the
study. If there are any errors in our data, we will correct these at
your request. On top of that, you have the right to have your identity
data deleted. In that case, we are only allowed to use and store the
research data collected up to that point anonymously.

Can | quit the study if | wish?
Participation in the study is voluntary. It is up to you whether you wish
to participate of not. If you decide to take part, you can quit the study
at any time. If so, the research data collected up to the point you quit
the study will continue to be used anonymously. You can also decide
that you do not want your data to be stored and used for follow-up
studies. Simply notify the project team of your decision.

Exchange of data with third parties
We will request data from third parties (such as early intervention)
as part of the study. More information on which data we will request
and who we will request them from is available in the information
brochure. By signing the consent form, you consent to this exchange
of data.

It may be the case that we identify something during this project that
is not relevant to the project, but that is relevant to you or your child.
If so, the researcher will let you know, so that you can discuss which
action to take.



Questions? Complaints?
If you have any questions, you can contact us at any time via
info@hello20.nl. You can also contact the project leaders.
For more information about your rights with regard to the processing
of personal data, you can visit www.kentalis.nl/privacy-statement
or check the website of the Dutch Data Protection Authority (www.
autoriteitpersoonsgegevens.nl).
If you have any complaints about the study or the way we use your
data, feel free to contact the complaints officer at NSDSK, Marjolein
Meester, via mmeester@nsdsk.nl.
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Data managers
 Sanne Peet (NSDSK)
+ Lynn Rood (Kentalis)

Other project members
See www.hello20.nl.



