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@ wWhat s the purpose of this study?

Hello20 intends to follow the development of a large group
of deaf and hard-of-hearing children over the course

of 20 years. We want to find out how deaf and hard-of-
hearing children are doing in the Netherlands. How do
their language and behaviour develop? What role do
education and environment play in this? How do deaf and
hard-of-hearing children perform at school, and what

do their lives look like as young adults? When we gain a
better understanding of why one deaf or hard-of-hearing
child develops differently from another, we can make sure
our healthcare and education system are better geared

toward their needs.
Questionnaires

Questionnaires Home visit
Home visit « play session
« play session - child tasks

@ what will happen over the
the study?

Questionnaires Questionnaires

@ @00

Between 2023 and 2026, we will be asking pa
part in the study. If you decide to take part, we
collect information up to the point your child has
the age of 20. If you continue to take part, we will re
out to you 13 times over the course of that period. In m
cases, we will ask you to fill in questionnaires. Once your
child grows older, we will ask them to fill in questionnaires
too. We will also visit you at home a couple of times to
administer some tasks to your child, or to film certain
moments you share with your child, such as when you
play together. Young children develop at a rapid pace. For
that reason, we will collect information more often over
the course of that period than when your child is older. The
ages at which we will collect information can be viewed
below.

We realise that we will be collecting data from you quite
often, and that some of these moments are quite far
ahead in the future. For that reason, we have split the
study into several parts. In this brochure, we will tell you
what the study involves up until your child reaches the
age of four. Once they have done so, we will tell you more
about the next part of the study. We will also ask you again
for permission to continue at that point.

The ages at which we would like to collect information and the type of

information we collect. The age range of 2 - 4 years is shown in dark
reen, while the ages before and beyond are shown in light green
m=months).



@ what will the study involve over the
next two years?

During this period, your child will receive care from early
intervention services, an audiology clinic, a Cl team, or a
speech therapy practice. We refer to these as healthcare
organisations. These healthcare organisations will also
monitor your child’'s development. We will request the
data already collected by these organisations as much
as possible, but they do not collect everything we need to
know. For that reason, over the next two years, we will ask
you to participate at four specific times: when your child
is 2.5 years old, 3 years old, 3.5 years old, and 4 years old.
The timeline shows what will happen at these times; for
example, you will receive questionnaires to complete, or we
will visit you at home.

* Questionnaires: At each of the four specified times, we
will ask you to complete questionnaires. You will receive
an email invitation to fill them out online. If you prefer, you
can complete the questionnaires on paper. Each session
takes a maximum of 1 hour. You can pause and continue
later if needed. You can complete the questionnaires
alone or with the other parent/caregiver, if applicable.
Some questionnaires will be sent separately to you

and the other parent/caregiver, focusing on topics like
self-efficacy. That is why we also ask the other parent/
caregiver to participate. If the other parent/caregiver
does not want to participate or if there is no other parent/
caregiver, we will send the questionnaires only to you.

» Home visits: We will visit your home twice during this
period: when your child is 2.5 years old and when your
child is 3.5 years old. The researcher will contact you to
schedule an appointment on a convenient day. During
the home visits, the researcher will film a play session
between parent and child. If both parents/caregivers are
participating in the study, we will film a session with each
of you. At the second home visit, there will also be a few

tasks for your child. The researcher will tell short stories and
ask questions about them to assess how well your child can
empathize with the emotions and thoughts of the characters
in the stories. Each home visit will last between 30 and 60
minutes. We will bring a small gift for your child when we visit
your home.

@ Wwhich data will we collect?

For the purposes of this study, we will collect data from the
healthcare organisations where your child is receiving care,
and from you and the other parent/caregiver, if applicable.
These data can be broken down into different categories,
being identity data, special personal data, and research data.

Identity data:

1. The identity data of your child: name, sex, date of birth

2.Your identity data (and those of the other parent/
coregiver): name, address, email address, telephone
number

Identity data will only be accessible to the project leaders,
the data managers and the researcher conducting your
home visit.

Special personal data:

1. Special personal data of your child: from which
organisations your child is receiving care, degree and
cause of their hearing loss, age at which the hearing loss
was diagnosed, auditory rehabilitation (e.g. using hearing
aids or Cl), any additional problems. We will request data
about their hearing loss from the healthcare
organisations.




2.Special personal data about your family: your family
situation and home language(s).

Special personal data are data that do not directly show
which child is involved. Even so, to a practitioner who
knows the family, for example, it may be clear who these
data relate to. Special personal data are only accessible
to the project leaders and data managers.

Research data:

1. Research data about your child:

a) video recording of playtime with parent and child;

b) questionnaires about hearing development,
language development, general development and
behaviour;

c) language tests;

d) tests on the cognitive development of your child. We
will request any questionnaires that you have already
completed and results of language tests and cognitive
tests from the healthcare organisations.

2.Research data about you (and the other parent/
caregiver): questionnaires about the support you get
from your environment, self-efficacy and parental
stress. We will request any questionnaires you have
already completed from the healthcare organisations.

@ Possible advantages and drawbacks
of taking part

One advantage of taking part is that we will be finding
out more about the development of deaf and hard-of-
hearing children in the Netherlands. Using this knowledge,
we will hopefully be able to offer even better care and
support to deaf and hard-of-hearing children and their
parents in the future. We will be letting you know what the
main outcomes of the study are at the group level. We will
do so following conclusion of the study, but also while the
study is still ongoing.

As part of this study, we will ask you to fill in questionnaires,
and we will visit you at home a couple of times. This will
take up some of your time, so that is a possible drawback
of taking part in the study.

@ Wwhat about my privacy?

You will receive a ‘data protection enclosure’ with this
information brochure. This enclosure tells you more about
how we will use the data we collect, and how we deal with
the privacy of participants. This study has been approved
by the Research Ethics Committee (ETC-SACB).

O Project team

Project leaders

. Loes Wauters (Kentalis) - Lwauters@kentalis.nl

« Rosanne van der Zee (NSDSK) - rvanderzee@nsdsk.nl
Data managers

« Sanne Peet (NSDSK)

« Lynn Rood (Kentalis)

Other project members

See www.hello20.nl.

If you have any questions, feel free to contact
info@hello20.nl or the project leaders.
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Want
to take
part?

This project is part of Deelkracht and is financed by ZonMw.
Deelkracht is a partnership between the following organisations:
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