HOW CAN WE MAKE IT WORK?

An approach to taking risks

Do you ever think the following?

How do | support someone's right to make their own decisions when:

e their choices seem unsafe and are increasing their vulnerability,
e what they want seems at odds with how they want their life 1o be or
e they may not understand the outcomes of their decision.

We all take risks. How open and comfortable we are to take risks changes
over fime and with experience.

Supported Decision Making seeks to respect everyone’s right 1o take risks
by offering a way for decision makers and their supporters to work
together to identify risks and develop strategies for reducing harm.




Imagine a young man shares with his supporter that he
wants to get up close to a shark. If the supporter took a
supported decision-making approach they would:

Be curious

Ask lots of questions and get to know why the decision
and taking risks is important to the person.




Be proactive

Explore what might be possible including the risks with

the person. It is much more difficult to provide good

decision support in a rush or crisis situation so acting
early is important.
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Be positive

Start by focusing on the good things that can
come from taking risks rather than jumping straight
to the bad things. It can be lots of fun getting up

close to sharks.




It’s important to be able to take risks

| have always bbeen a risk taker and | am
grateful to my family who have always
supported me to take risks. My name is Olivia
and | am passionate about roller skating,
musical theatre and cafs.

When | was born my parents were told that |
may not live long. | needed lots of highly
specialised care because | have a condition
called Tuberous Sclerosis Complex. Epilepsy
is part of this condition and | have spent lots
of time in ambulances and hospital after having seizures.

When the seizures have been very serious, | have had to relearn how to walk,
talk and be independent again. It is incredibly frustrating to have to relearn
everything over and over. People tell me | am like a cat with 9 lives. | am lucky
and happy to be alive.

Even as a child, | always wanted to take risks. | was very busy with activities
including dancing, horse riding, swimming and gymnastics. | joined kinder
gym when | was very small and continued doing gymnastics until | was 16
years old. | chose to stop gymnastics after an accident where | fell off the
uneven bars because of a seizure.

People tell me | am like a cat
with 9 lives. | really am very

lucky and happy to be alive.
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In my teens, | was interested in frying competitive roller skating and my mum
spoke with the coach and owner of the local rink about my medical issues.
He said he would e happy for me to have lessons and would make it work.
My doctors had concerns about me damaging my kidneys if | fell badly but
they didn’t stop me from doing it. | understood that there were serious health
risks | was taking when roller skating, but | felt they were worth it.

| have had lots of seizures while skating and the people supporting me know
what to do and how to look after me. An ambulance is always called, and |
often end up staying in hospital for a short period. Going to hospital is part
of my life and I'm not going 1o let that stop me from doing the things | want
fo do.

| love competitive roller skating. The better | get at skating, the harder the
new tricks become and the level of risk goes up. This is something | manage
with my coach. We take our fime and have a process to gain confidence with
the more challenging tricks, we start learning off-skates before attempting
them on-skates. | have a goal to do a cartwheel on skates as part of my
routine next year.

Taking risks has been an important part of doing the things | want to do in
life. It makes me feel good, and | think everyone should have the right to live
the life they want.

Taking risks has been an
important part of doing the

things | want to do in life.



Olivia’s advice to decision makers

Have a good support team.
Find supporters who understand you and know you well.

They need to know your likes and dislikes, your support needs (e.g. medical,
financial, communication), your goals and the things you want to achieve.

Find supporters who will stand by you, protecting and respecting what you
want.

Supporters should help you stay safe. They can help you understand the
risks and support you to take the risks you choose to take.

Olivia’s advice to supporters

Let people live the lives they want.

No bubble wrap please!




A process to work through together

This is a process decision makers and their supporters can use to work
through decisions involving risk.

What is the decision?
We want to be clear about the decision — what it is and why it is needed.

What does the person want?
What does the decision mean to them? Why is it important?

What are their options?
We want to creatively explore options with the person.

What are the good things that could happen? (for all options)
Putting positives first.

What are the bad things that could happen? (for all options)
How serious are the risks? How likely are they to happen?

What can we do to reduce the risks and possible harm?
How can we make the risks less likely to happen?

How can we reduce their seriousness?

Brainstorm the strategies you could use.

Which option stays most true to what the person wants?
Which strategies does the person like the most?
Which align most with their will and preferences [1]?

[1] A person’s will is who they are, at a deep level including the vision they have for their life, goals, priorities
and values. A person’s preferences are what they want fo do, what they like and don’t like.



After you have explored the risks together what does the person want to do now?

If they understand the risks and still want to go ahead - this
is an informed decision.

We support the person to act on their decision knowing they have the
right to take risks that may lead to harm. We can support and encourage
them to consider implementing the strategies to reduce harm but
ultimately it is up to them.

If they don’t understand the risks how can we support their
decision, staying true to what they want but reducing harm?

We use our knowledge of the person's will and preferences to help
them find ways to make the bad things that could happen less serious
or likely. The strategies developed must be guided by a “least change
to preferences” principle [2].

For example, Ari communicates he wants to travel overseas alone, and
his supporters are concerned he will have difficulty managing his money
and become confused by people speaking in another language. When
working through the risks, if the main purpose of the trip for Ariis to
travel alone, changing plans to explore Australia independently would
reduce the seriousness of the risks and still respect his preference to
travel alone. But if visiting the Eiffel Tower in Paris is the main purpose of
the trip, taking a friend will greatly reduce the likelihood of the risks and
still respect his preference to travel overseas.

We best support people to take risks by understanding who they are,
what is important to them, and working with them to find ways to reduce
harm that make the least change to their preferences.

[2] You can explore more about the least change to preferences principle in - Enabling risk: Putting
Positives First. An online learning resource developed by La Trobe University.
www.enablingriskresource.com.au



A process where the decision maker understood the
risks and still wanted to go ahead

Olivia’s decision to skate competitively

What is the decision?
Olivia needed to decide whether to join a competitive roller-skating league.

What does the person want?
Olivia wanted to skate in local competitions because it would be fun, and she
would have the chance to learn new skills like doing a cartwheel on skates!

What are the good things that could happen?

Olivia could meet new people from other clubs. She might be inspired by
watching other skaters do their routines. Competing would give her the
opportunity to show off what she can do. It may motivate her to try new
things and improve her skatfing.

What are the bad things that could happen?

Olivia knows every time she goes skating there is a risk of having a seizure,
falling and seriously hurting herself. There is a risk she could damage her
kidneys if she falls bbadly.

‘Going to hospital is part of my life and I'm not going to let that stop me from
doing the things | want to do.”

There is also a risk that Olivia won't do well in competition and might feel
upset about too many deductions.




What can we do to reduce the risks and possible harm?
There is an epilepsy management plan in place.

Olivia had worn a helmet to protect herself from head injury in the past.
Sometimes it made her feel very hot which could lead 1o a seizure.

Olivia could take private lessons which would enable more individualised
support. Olivia and her coach could take their time and have a stepped
process to gain confidence with learning more difficult skills. They could
attempt all new tricks off-skate before attempting them on-skates.

Which option stays most true to what the person wants?

Olivia felt confident her coach understood what she would need to stay safe
if she had a seizure. She wanted to collaborate to manage the risk of falling.
She didn’t want to wear a helmet because she felt too hot and looked red in
the face.

After you have explored the risks together what does the person want to do?
Olivia decided she would join the league and skate in competitions. It was
important for her to do it and she felt well supported knowing her clulb had

an epilepsy plan and her coach would work through tricks slowly allowing her

to gain confidence over time.

Reflecting on the decision

Olivia has been skating competitively for over
ten years in the elementary league. The early
days of competing were difficult and Olivia
didn’t always score well. But, with hard work and
persistence she improved and has gone on to
win medals in solo freedance and solo dance
events. To date Olivia has never had a seizure
while competing.




A process where the decision maker didn’t fully
understand the risks and was supported to reduce
harm in a way that respected their preferences

Dale’s decision to catch the train

What is the decision?
At the start of year 8, Dale needed to decide how he would get to high
school in the city, from his home in the suburbs.

What does the person want?
Dale wanted to take the frain to school, as most other school kids did this.
He didn’t want to e seen as different or special to his classmates.

What are their options?
Dale’s mum was willing and able to drive Dale to high school each day.

Dale could also catch a frain from a local station, which was walking distance
from home. Once in the city, he would need to walk from cenftral station
navigating several road crossings to arrive at his school.

What are the good things that could happen?
If Dale was driven to school, his parents would know he arrived at school
safely and on time.

If Dale caught the train, he would have more opportunities to meet other
students both atf his school and other schools. He would also learn new skills
and gain greater independence.

PLATFORM 1




What are the bad things that could happen?

If Dale was driven to school, he and his mother would spend significant
amounts of time in traffic. Dale would not have the opportunity to meet new
people and being driven would highlight to other kids he was different and
had a disability.

If Dale caught the train, he could easily get lost in the city as he had little
road sense. Dale’s parents were concerned in the spur of the moment he
could be persuaded to go with a stranger in their car even though he was
aware of stranger danger. Dale may also be vulnerable to bullies on the train
and could experience rejection from other students and commuters.

What can we do to reduce the risks and possible harm?
Dale had a mobile and would be able to call for help if he got lost or was
having difficulties on the train.

The school was very supportive of Dale travelling independently and would
inform his parents whether he arrived safely each day. The school could
connect Dale with other students who commute on the same train. They may
be able 1o keep an eye out for Dale when travelling.

Dale was open to someone travelling with him initially until he became more
familiar with where he was going.

Which option stays most true to what the person wants?

Dale was confident to call his parents if something went wrong on the way to
school. He liked the idea of connecting with other students who caught the
same frain each day. He was open to having someone go with him on the
tfrain initially.

After you have explored the risks together what does the person want to do?
Even after talking through the risks and benefits of the options Dale had
difficulty understanding what could go wrong. He is a concrete thinker and
until he experiences something he can't really understand concepts like
bullying or getting lost. He wasn’t worried or scared albbout what could go
wrong. Dale still wanted to catch the train to school.




If they don’t understand the risks, how can we support the person’s
decision staying true to what they want but reducing harm?

Dale’s parents understood how important it was for Dale to cafch the frain to
school. Even though they were very scared albout what could happen, they
were willing to collaborate with him 1o see how they could make it work.

Dale’s mum initially caught the train with him, but it became clear travelling
with a parent meant Dale was not approachable by other kids. So, they
considered who else could get involved.

The school connected Dale with older students who agreed to keep an eye
out for him on the tfrain. But the students weren’t reliable, and their support
ended up being hit or miss. On one occasion, Dale got lost and rang his
parents who then called the school and asked if they could go and find him.

Dale’s parents then connected Dale with two young people and paid them a
small amount to help Dale get to know the route, practice what he needed
to know and become more aware of danger. They helped Dale connect with
other kids as a safeguard and practice crossing the road safely in the city.

After a few months Dale said, “I've got this.” So, his supporters pulled lback
only going every second or third time, shadowing him for a little while and
after six months Dale was travelling completely independently on the train.

Dale experienced both bullying and tfremendous kindness while on the train.
There were several fimes when his parents received calls from people
helping Dale to buy his ticket or find his way when he was having trouble.

Reflecting on the decision

A year after Dale started travelling independently, he was at central station
and was observed by a teacher helping a man with disability who was trying
to find his train and had become distressed. Dale’s actions helping the
distressed stranger were recognised by his school at an assembly where he
was given a letter of commendation and praised for his kindness.




Final reflections

When we take the time to reflect on the risks we have taken in our lives, we
realise how much we have learned from those experiences. It may have
helped us work out who we are and what we want or don’t want in life. We may
have been surprised by what we were capable of when given the chance.

When we help others to make decisions involving risks, we want to ensure we
support them to make, reflect on and learn from their experiences too. We
want to e curious, proactive and positive in our approach. We want to work
together to find creative ways to reduce harm that stay tfrue to who the

decision maker is and their preferences.
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