SIBS-ONLINE

e « Developmental and epileptic
Supporting siblings and  encephalopathies

parents of patients with: < Childhood dementia
 Angelman Syndrome

Hi! My name is Maddy and | am researcher at the University of
New South Wales.

As well as research, | also love my other job as a dance teacher.
I’d love to learn more about your hobbies and interests.

We know that siblings like you need extra support, but there
aren’t many resources or programs out there, especially for
adolescents.

| want to test a new program called SIBS-ONLINE which has
been designed to help you:

e Connect with other siblings
e Ask your parents questions
e Talk freely about your challenges

If you are interested, please contact me using the details below
and speak with your parents about the program. There is more
information below.

maddison.c.smith@unsw.edu.au

UNSW 0490 189 961

SYDNEY




WHAT IS SIBS-ONLINE?

The Program

e 6online group sessions over 6 weeks - one session per week

e Join a group of 5 other siblings to come up with questions you have for
your parent

e Your parent will learn new communication skills in sessions with other
parents

e Talk to your parent about your questions separately from the group

Why should I?

e Connect with people your age who

~ ‘get it” No need to explain what life is
] like at home.
A , e Share stuff you feel you can’t always
o ﬁ say at school

e Help shape the future. What you
share can help researchers design

better support for kids like you.
e Your voice deserves to be heard.

Has SIBS-ONLINE been tested before?

SIBS-ONLINE was developed in Norway by a team
of psychologists and researchers. They have tested
it and are currently running sessions regularly.

This is the first trial of SIBS-ONLINE in Australia.



WHAT ELSE DO | HAVE TO DQ?

We want to know that this program helps siblings
and parents.

To do this, we will ask you to complete some
surveys that take about 20 minutes each.

4+ Before the program

e Survey (20 minutes)

4 Complete SIBS-ONLINE

e Once session per week for 6 weeks

4 Afterthe program
e Survey (20-30 minutes)

4+ Optional interview
* 30-45 minutes

4 3-months after program
e Survey (20 minutes)

Optional interview

e We will invite you to complete a
one-on-one interview to discuss
your experience of SIBS-ONLINE
in more depth

e This will help us to improve the
program




WHAT ABOUT MY INFORMATION?

We will collect written information about you for this research
including:

e Your name, age and gender

e Information about your current mental health,

communication with your parent and knowledge of your
brother or sister’s condition

We will also film the SIBS-ONLINE sessions and interviews and
copy the recorded information down on paper.

We keep your identity and information safe!

1.Any information that identifies
you in the recordings will be
removed (such as names and
locations)

2.0nly the research team can
access your data and it is stored
safely on a UNSW database.

3.All research data will be
destroyed 15 years after the
results have been published

If you want to know the results of the research project, you can let
us know and we will send them to you.



WHAT IF | WANT TO STOP?

If you decide that you don’t
want to participate anymore
that’s ok. You can talk to
your parent or a member of
the research team who can
help you withdraw.

If you have completed any surveys, we will ask if you want us
to remove your information.

If you have completed some SIBS-ONLINE sessions, we will
keep the recordings but all personal information will be
removed from the analysis.

We will ask you to tell us why you no
longer want to participate.

It’s important that you tell the
research team why so we can improve \/

the program. /\\

-



AM | ELIGIBLE?

1. Are you a sibling of someone with a developmental and epileptic
encephalopathy (DEE), childhood dementia or Angelman Syndrome in
Australia?

DEEs may be Dravet Syndrome, Lennox-Gastaut Syndrome, or be related
to a gene like SCN1A or SCN2A.

If you are unsure, ask your parents and they can contact the research
team to help.

l YES NO

2. Are you between the ages of 12 and 18 years
(including 12 and 18)?

l YES NO

3. Are you currently living with your sibling?

l YES NO

4. Do you have access to a computer/smartphone/tablet
and Internet connection?

l YES NO

Contact the research team!

If your answer to any of the first three questions is no, then
unfortunately you don’t meet criteria for this project.

If you only answered no to question 4, contact the research team and
we can discuss the options for you.



WHO TO CONTACT

If you have checked that you are eligible for this study using
our flow chart, you are ready to contact the research team!

Maddison Smith is conducting
this study as part of her PhD at
the University of New South
Wales.

You can ask her any questions by
contacting her on:
maddison.c.smith@unsw.edu.au

You can also contact Dr Lauren
Kelada at:
l.kelada@unsw.edu.au

If you want to express your
interest, please scan this QR
code or click the link and fill out
the brief survey and a researcher
will contact you




