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Future planning.

It can be difficult to look to the future when you care for someone with
disability. Everyday responsibilities can feel overwhelming, leaving little time
to consider what the future might hold. Thinking about the future can also be
emotionally challenging, causing fear and anxiety.

This Leap in! ebook has been developed to guide parents and carers through
some of the key topics, important considerations and difficult decisions
associated with future planning when you care for someone with disability.

You'll find valuable tips on caring for yourself and preparing for an
emergency including how to develop an emergency care plan. There’s
helpful information on goal setting and transition planning including
preparing for independent living.

We also delve into some of the more difficult topics such as planning for
progressive conditions, what happens when you can no longer fulfill the role
of carer and how to navigate the complex legal and financial considerations.

You may also want to check out the supporting resources:
» Emergency Plan Template

o Emergency Cards.
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Part1

Caring for yourself when you care
for someone with disability.

Looking after yourself can often be the last thing on your mind when you
have multiple responsibilities. If you care for someone with disability, taking
time out for you can bring about feelings of guilt, especially if you are also
juggling work or other family commitments.

However, looking after your mental and physical health can improve your
overall wellbeing and make it easier to look after others.
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Health and wellbeing.

Try to incorporate the following four aspects of a healthy lifestyle into your
regular routine.

X

tO!

Be active: Try to undertake some physical activity or exercise
you enjoy every day. Take advantage of some of the free exercise
classes on YouTube, take a walk around the block, visit the park
with your pet or join a free community exercise program.

Eat well: It's easy to fall into the habit of skipping meals, snacking or
overeating when you are on the go, but your body runs on the fuel it
gets from the food you eat.

Takeaway and fast foods are super tempting because they are
quick and easy but they're ineffective at providing long-term
energy. The first step to eating well is to be aware of your habits and
target any areas you'd like to change. This could be eating a more
balanced diet or reducing processed foods, sugar or alcohol.

Get enough sleep: It’'s easy to underestimate the importance of
sleeping well for energy and maintaining good health.

Take the time to relax before bed with a hot shower, a cup of
chamomile tea, reading a book or magazine, or doing some
stretching. Make sure your room is the right temperature, minimise
screen time and dial down the brightness of your mobile screen if
you use it before bed. If you haven't been sleeping well for a period
of time, speak to a professional who can recommend options
specifically for you.

Get outside: Research shows that being in nature can reduce stress
and fear, decrease blood pressure and lift your spirits. Spend time

in a green space (a park, a forest or a community garden), go for a
walk or treat yourself to a takeaway coffee.
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Mental health.

We don't often think of mental health as something we need to manage

but looking after your mind is as important as eating healthy food and
getting enough sleep. Caring for someone can be stressful and emotionally
demanding which makes it even more important to look after your own
emotional health.

Useful mental health strategies.

Support networks.

Build a support network of caring family and friends you can talk to and
have fun with. Try to build social activity such as meeting a friend for a
coffee into your regular routine.

Online groups.

Join an online community such as a Facebook group, which you can find by
using the search function and filtering by “groups”.

Many support groups have private Facebook group based on a specific
disability that you can request to join. For example, a search for ‘Parents’
+ ‘Autism’ will display a list of public and private groups as well as articles,
videos, events and relevant posts from your Facebook friends.

Build networks.

Find a support group in your community so you can connect with others
who are going through the same thing. Google is a great place to start. If
your first search provides an exceptionally long list of options, refining your
search by adding more relevant terms.

Practice mindfulness or meditation.

Free apps such as Smiling Mind, Calm, Headspace and Mindfulness offer
short exercises that you can do anywhere, anytime.

Seek professional help.

Being able to turn to a professional counsellor or psychologist can
really make a difference when you are feeling overwhelmed, stressed or
depressed. Many people are reluctant to share their feelings with family
or friends so having an outside person to talk to can help you feel less
overwhelmed and support you to develop effective coping strategies.

Your GP can also assist with a Mental Health Care Plan which offers up to
20 subsidised visits to a psychologist or social worker. Find out more here.
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Respite.

Everyone needs a break from time to time. Respite care allows for both
the person with disability and their usual carer to have a break or a change
of scenery. It is the alternative care put in place while a usual caregiver is
unavailable.

The benefits of respite care:

» Reduces stress for you and your family, often leading to greater levels of
patience

» Relieves feelings of frustration and fatigue, increasing wellbeing
» Allows you time to interact with family, friends and the wider community
» Improves the relationship between you and the person you are caring for

» Allows the person you are caring for to have valuable interactions with
other people or learn new skills.

The NDIS and respite care (Short Term Accommodation).

Under the NDIS, respite care is referred to as “Short Term
Accommodation” and covers support and accommodation away from the
person’s usual place of residence for a short period of time.

Short Term Accommodation is generally funded for up to 14 days at a time
for a maximum of 28 days per year. Longer-term arrangements require a
different type of NDIS funding.

It can be used for a variety of purposes including:

» A chance for the person to build independence

» Aplace to make new friends or develop new skills

« Giving informal supports (such as family members or carers) a break.

Itis intended to be funded as a group support rather than an individual
support.

Core supports in an NDIS Plan can be used to fund Short Term
Accommodation if it helps the participant to achieve their goals and meets
the usual NDIS “reasonable and necessary” requirements.

For more information, check out Respite care and the NDIS: Everything you
need to know.
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Part2

Being prepared for an
emergency situation.

It can be hard to think clearly during an emergency. When you care for
someone with disability, planning ahead can reduce the stress associated
with an emergency situation.

If you get sick and require emergency treatment, or are called away
unexpectedly, having a plan can provide confidence that the needs and
preferences of the person you care for will be considered.

Proactive planning also assists you to act swiftly if there is a sudden change
in the condition of the person you care for.

Why plan ahead?

* |t’'s easier for someone else to take over at short notice

« It provides a chance to think through what is best for the person, in
advance

» The person you care for is more likely to be looked after according to
their needs

« |t helps reduce the stress of unexpected situations.
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Developing an emergency plan.

An Emergency Support Plan is a document that outlines important
contacts, care needs and medical information that become a point of
reference in an emergency.

Leap in! has created a handy Emergency Support Plan template which you

can access here.

What to include in an Emergency Support Plan.

1. Name and contact details of:
» Parent/s or primary carer/s
» Person who the plan has been created for
» Additional emergency contact people’s details (i.e. phone, email).

2. Details about the person’s iliness or primary disability.

3. Care needs including:
» Things they need help with
» Any special equipment used
» Behavioural strategies.

4., Contact details for organisations providing regular care and a brief
description of the care provided.

5. If the person is an NDIS participant, it is helpful to include a copy of
their current NDIS Plan and any current service agreements.

6. Medical information:
» Allergies to medication as well as any other allergies
» Medicines taken, dosage and timing

» Health information including Medicare number, health care card
number and health fund information

» Contact details for doctors and specialists.

7. Emergency respite contacts.

It's a good idea to include the following details about who to contact for
emergency respite care: Call the Commonwealth Respite and Carelink
Centre on 1800 052 222 during business hours or 1800 059 059 outside
business hours.

Emergency plans should be signed and dated. Remember to update
the plan if something changes (like getting new care providers or
changing medications or doses).

Future planning:
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Involve the person you care for.

Where possible, it’s important to include the person you care for in
discussions about what might take place in case of an emergency. Find
out if they have any special needs, concerns or preferences for who might
need to look after them. Also consider how your child or young adult may
be able to assist.

Once the plan is finalised, talk through it together so they know what to
expect and can ask questions.

Where to keep an emergency plan.

Keep your emergency plan in a place that is safe and visible, like on the
fridge or a family noticeboard.

Carry a copy with you when travelling with the person you care for. Ensure
your doctor and emergency contacts have a copy too.

Emergency cards.

Emergency cards help other people to help you, regardless of whether you
are a carer or a person with disability. They can be carried in a wallet or
mobile phone case so you always have them when out and about.

“lam a carer” cards include your name, the name of the person you care
for and your relationship to them. They also include contact details of
additional emergency contact people in your plan.

“l have a carer” cards include the person’s name, condition or disability, a
brief outline of the care required and the carer’'s name and contact details.

Download Emergency Card Templates that can be completed and
printed here.

Adding emergency details to your phone.

It's a good idea to add emergency contact details to your phone. If a person
you care for has their own phone, ensure the emergency contact function is
enabled so you can easily be contacted in case of an emergency.

iPhone

How to add an emergency contact to your phone:

1. Click on the Health app (look for the red heart on a white background)
2. Click on your profile picture in the top right

3. GotoMedical ID
4.

Add medical conditions, allergies, medications, blood type, weight and
height. Primary language spoken can also be added here.
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5. Add emergency contact information
6. Turn on “Show when locked” under Emergency Access.

Your emergency contact will show even if the screen is locked. This also
enables an emergency contact to receive a message saying that you have
called emergency services if you use Emergency SOS (see below).

How to make an emergency call (calls police when your phone is locked):
1. Hold down any volume button and the power button at the same time

2. You will then see a little slider pop up that says “Emergency SOS”. If you
slide that across, it will call the police.

Android

How to add an emergency contact to your phone:

1. Openthe phone’s Contacts app

2. Tap Groups then select ICE Emergency Contacts

3. Select Edit > Add members and follow the instructions to add
emergency contacts to your phone

4. To enable the calling of emergency contacts from your locked screen,
ensure the screen is locked and access the lock screen but don’t
unlock it

B. Hold the phone icon and drag it to the centre of the screen. Select the
Emergency button and add your emergency contacts by selecting + to
add each new contact

6. Emergency contacts will now appear on the locked screen.

How to make an emergency call (calls police when your phone is locked):
1. Gotothe password unlock screen
2. Pressthe emergency call button.

These instructions may be slightly different from Android to Android, so if
in doubt, check with your manufacturer.
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Part3

Goals and milestones.

Setting goals can be an effective way to take control and plan for the future
in small and achievable steps.

We tend to think of life in stages, with milestones that mark significant
events like starting school, getting a job or moving out of the family home.

How milestones are defined and the path to reach them can be vastly
different for each individual. This is where goals can come in handy. Goals
are things a person wants to learn, develop or achieve...important steps on
the road to reaching milestones.

Benefits of goal setting:

1. Goals can help you take charge of the future by providing focus and
direction

2. Setting goals can help you identify supports, services and actions
needed to achieve those goals

3. Provides a sense of purpose as you work towards those goals
4. Setting and achieving goals can build motivation and confidence.
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Goals and the NDIS.

Setting goals is an important aspect of developing an NDIS Plan. Goals help
the NDIS to know what’s important to each individual and which NDIS and
other supports can help a person live as independently as possible.

When it comes to the NDIS, goals can be short-term or longer-term and
are usually framed in a positive way, focusing on building skill, strength
and potential.

Goals are recorded in the participant statement section and there must be
at least one goal in each person’s NDIS Plan. The NDIS splits goals into two
categories.

Short-term goals.

» Are based on more immediate needs or plans that can be achieved in
less than 12 months.

» May only require one step or a small number of steps to achieve.

Medium or long-term goals.

» Take several years or longer
» Usually take more steps or a series of short-term goals to achieve
» Are animportant aspect of meeting future needs and aspirations.

There are three steps to setting goals:

1. What is important? Think about what is important and what the person
wants to achieve.

2. Define the goal. For example, for someone who wants to improve how
they communicate, a goal might be: “To improve my ability to speak
clearly so | can have conversations with my friends.”

3. Outline the steps. What is needed to reach those goals? This may
include support from other people or learning new skills. If we use the
same example, the steps might be: “To work with a speech pathologist to
improve the way | speak and practise with family and friends every day.”

Goals are only one aspect of the NDIS planning conversation. Setting a
bigger goal doesn’t necessarily mean obtaining more support. However, the
NDIS will consider supports that help the person to overcome barriers to
achieving their goals.

Goals and NDIS Plan length.

Longer NDIS Plans of up to three years may be available for people with
stable and consistent support needs who are confident in using their
funding to achieve their goals. They're also ideal for people who are
focused on achieving long-term goals.
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Where major life changes or milestones are likely to be achieved over the
next three years, a shorter NDIS Plan is recommended.

Such changes include:

» Early childhood

» Leaving school

» Starting work

« Changes in aliving situation.

A plan reassessment happens at the end of each NDIS Plan. Supports can
be added or removed as the person’s needs and goals change over time,
providing the support is considered “reasonable and necessary” for their
individual needs.

. Theleap in! app can help.

- -
L4

There’s a special section in the Leap in! app designed to assist
with preparing for an NDIS Plan meeting including goal setting. If
you don’t know where to start with setting goals, it has hundreds
of suggestions!

Transitioning from the Early Childhood
Approach to the NDIS.

The Early Childhood Approach (previously called Early Childhood Early
Intervention or ECEI) supports children younger than seven with disability
or developmental delay and their families.

When a child turns seven, there is no automated process for transitioning
to the NDIS and different eligibility criteria apply (see NDIS eligibility
checklist). A separate application process is required, called an Access
Request (see Providing evidence of disability for children).

It is important to plan ahead for this change with your Early Childhood
Partner to ensure continuity of care and supports.
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Part4

Planning for progressive
conditions and long-term care.

Progressive conditions.

The NDIS provides supports for people with disability who have conditions
that are likely to be lifelong. Some disabilities or conditions are progressive
or degenerative, meaning they can worsen over time.

While it can be hard to confront the reality of a changing condition, it can be
helpful to understand the prognosis and possible future changes.

Questions to consider with your health care practitioner:

L]

How is this condition likely to change in the future?
What are the treatment options?

Where are these treatments available? Can they be obtained in the
local area?

How are the person’s independence and/or care needs likely to change?
What additional supports or services may be needed?
What capacity building skills can be learnt now to assist with future needs?
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It's important to talk about these issues together and ensure that
the wishes and preferences of the person you care for are taken into
consideration each step of the way.

Thinking about long-term care.

There are many reasons that a person may need to enter a longer-term

care arrangement such as moving to supported accommodation. Two of
the most common reasons are changes to their condition and changes in
the health or circumstances of people who are responsible for their care.

Part of the process of planning ahead is to consider what longer-term
needs may arise and thinking in advance about things such as:

The person’s likely long-term care needs

Their long-term goals and aspirations

Lifestyle and care preferences

Whether a transition phase is likely to be required

The medical or allied health professionals who can provide guidance

and/or support

The options for care in your local area

If Supported Independent Living (SIL) is an option

The financial implications and any financial support available.

Changing circumstances and the NDIS.

If you or a person you care for is an NDIS participant and
circumstances change, it is important to let the NDIS know. This
includes changes to:

« The level of care provided by family or friends

» Living arrangements

» Health and wellbeing (such as the worsening of a condition).
Under some circumstances, the NDIS may be able to complete
a “plan variation” in which changes can be made without a full
reassessment. If the changes mean additional supports are

required, a plan reassessment (previously called a plan review)
may be necessary.
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5 future thought-starters.

Working through the following list one item at a time is a good way to think
about and structure future planning without it becoming overwhelming.

1. Future living arrangements: such as where you will live, the type of
home you will need to live in and who you live with.

2. Employment: how the changes may affect your ability to work or earn
income as well as the types of financial support that may be available if
you can’t work.

3. Other responsibilities: such as other family members, ageing parents
and children in your care and how these might change over time.

4. Future support needs: including likely home or vehicle modifications.

5. Changing care needs: such as obtaining more support at home, respite
options or new services.

With the right care and support, many people with progressive conditions
live full and satisfying lives. Planning ahead can help equip them (and you)
with the tools and skills to adapt and manage.
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Part5

Transitioning to adulthood.

Moving through the childhood and teenage years into adulthood can be a
challenging time for young people, as well as parents or carers. It can be
hard to know when to offer support and when to step back.

You're not alone if you’re concerned or anxious about:

Talking to children and teenagers about their bodies, boundaries,
sexuality, safety and consent

Risky activities and behaviour

Using drugs or drinking alcohol

Extreme emotions or emotional swings
Self-esteem and social interactions

Social media, bullying and societal pressures
Signs of depression or anxiety

Future education, work or living arrangements.

The transition to adulthood can be particularly difficult for people with
disability and their families as they navigate a changing landscape of
emotions, relationships, decisions and desire for independence.

Starting or finishing school and leaving things that are familiar, structured and
safe can provoke feelings of anxiety, overwhelm or stress.

Future planning:
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<~{. Researchindicates that “youth with disability have reported that

RNy they have similar aspirations to their counterparts without disability.
They’re seeking independence, freedom and new adventures.

Early transition planning and clear communication are valuable strategies
for managing this rite of passage and supporting your child or teen to
become more responsible and independent.

The 6 steps in transition planning.

A transition plan can be a simple document that sets out the steps that
support a transition. It not only gives you and your family an agreed plan of
action, it can also be a valuable document to refer to when completing an
NDIS Plan.

Step 1
Write down the person’s strengths, skills, interest and abilities.

Step 2
Work together to develop some short and long-term goals.

Step 3

Write down the skills/qualifications, practical requirements and/or support
needs associated with achieving those goals.

Step 4

Identify which skills the person needs to develop or practice to reach
their goals. The NDIS usually refers to learning new skills that increase
independence as “capacity building”.

Step 5

Talk with people who might be able to provide advice or support such as
teachers, support workers, allied health professionals, doctors, government
agencies, family members and friends. Research the funding available
(through the NDIS or other programs).

Step 6
Review the plan regularly and adjust as goals and aspirations change.

Future planning: 19
A guide for parents and carers.



Types of transitions.

Early learning.

A fun, safe and accessible early childhood or day care program can give
younger children a great start in life and set them up for school.

More day care and early childhood centres across Australia are introducing
inclusive programs that provide additional support or customised services
for young children with disability.

Some have also integrated allied health professionals and support workers
into their programs to enable children who receive supports to work
towards their NDIS goals.

NDIS Early Childhood Approach.

If you have a child younger than seven with disability or you’re concerned
about their development, the NDIS Early Childhood Approach (ECA) may
be able to assist.

The ECA aims to provide specialised support and services that promote
development, support the wellbeing of the family and child, and help the
child participate in the community.

If your child has a developmental delay, developmental concerns or
disability, your healthcare professional may connect you with an NDIS early
childhood partner.

They can provide information about supports available, connect you with
service providers and help you access the NDIS if required. Note: Early
childhood partners do not complete assessments for diagnosis.

Starting school.

Choosing the right school for your child is a significant decision. While
children with disability have the right to be fully included in school
programs, in reality some schools do this better than others.

Be sure to do your research first - talk to the various schools, other parents,
therapists or people in your networks. Are there other children with similar
needs already at the school? What support programs are available? Attend
an open day to see the school for yourself and gauge how your child feels in
the space. Are the teaching staff flexible and keen to work in collaboration
with parents?

Once you have chosen a school, you can begin preparing for the transition
to “big school”.

Future planning: 20
A guide for parents and carers.



Many kindergartens and childhood development programs have a formal
transition process to allow children to ease their way into primary school
and will provide information to the school about children’s needs, through
conversations, activities and day visits.

You can also help your child prepare by:

« Visiting the school to build familiarity.

» Allowing them to ask questions.

» Talking them through any supports that may be provided.
» Meeting the teacher (and any aides) before school starts.

» Preparing a social story with a photo of their classroom, play area, the
school entrance, library, and of course, a picture of their new teacher.
Some schools may be able to provide this for you, so make sure you ask.

» Practising the daily routine, especially getting ready. Help them to learn
key tasks like dressing themselves and navigating any challenging zips or
buttons on school uniforms. This will come in very handy for toileting and
uniform changes at school.

» Making sure they can open the food you send along for lunch and recess.
Help them learn to open lunchboxes and snack containers so they’re
ready for their first day.

» Ensuring they know children at the school by setting up play dates.
Some schools run playgroups, which are a great way to get to know other
children, and parents.

» Letting them know it’s OK to ask for help from their teachers and aides.
Disability Standards in Education.

The national Disability Standards in Education require that choices and
opportunities for students with disability should be the same or similar to
other students, including enrolment, class participation and using facilities.

The standards define disability broadly and the student does not need to
have a diagnosed disability to be covered by the standards.

Schools are required to make “reasonable adjustments” to help students
with disability participate in the same way as their peers. Students should
have access to specialised educational, medical or personal services that
help them participate. For more information, check out Explaining the
disability standards for education.

School to further education.

Students with disability have the right to participate in educational courses
or programs, and use educational services and facilities, on the same basis
as students without disability.2

Future planning: 01
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However, there are often additional barriers for people with disability -
lack of accessible courses, inadequate on-campus support and financial
constraints to name a few.

Tips for further education planning.

« ldentify steps to improve the chances of securing a place such as
understanding what grades or entrance scores are required to gain
access, Recognition of Prior Learning or industry experience.

» Research courses and delivery methods. Could online study be a more
flexible or accessible option?

» Check out campus facilities and access - it helps to visit in person.

» Getintouch with the university or TAFE equity and diversity office and
see what supports will be available.

« Explore financial assistance including equity scholarships, bursaries
and loans.

While the NDIS doesn’t cover course fees, it can fund reasonable and
necessary supports such as a support person to help with personal care.

Educational institutions receive government funding for disability-related
supports such as sign language interpreters, notetakers and screen reading
software.

Check out Attending university: How the NDIS can help for guidance on
what the NDIS can cover when it comes to higher education.

@, How can the NDIS support further education?

While the NDIS generally doesn’t cover course fees, it can fund
reasonable and necessary supports that help participants achieve
their education-related goals. For example, the NDIS might fund a
support person to help with transitions or personal care.

School or further education to work.

Working can help build confidence, skills, independence and social
networks. But finding a job if you have a disability can be tough and requires
dedication and patience.

As a parent or carer, it can be challenging to watch a person you love go
through setbacks but it’s important to encourage them to talk to someone
they trust and ensure emotional support is in place throughout their journey
to employment.

Future planning: 00
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Adequate research and transition planning during high school years can
help you both be more prepared for the next step into employment. See
Employment: Where to start on page 25.Adequate research and transition
planning during high school years can help you both be more prepared

for the next step into employment. (See Employment: Where to start on

page 24.)
Independent living.

“My child has flown the nest” is a fairly common refrain of parents whose
kids have moved out of home. Transitioning your child or adult with a
disability to independent living can be an emotional time.

See Part 8 on Preparing for independence and Part 9 on Options for
independent living for more information.

Social or community participation.

Being involved in the community can be fulfilling, build confidence, develop
skills and contribute to an overall sense of wellbeing.

Social isolation is common among people with disability, particularly for
people with autism or people with an intellectual disability.

For this reason, it’s important to set social and community participation goals
and ensure the steps to achieving them are appropriate to the individual.

The NDIS can assist in two ways:

1. Increased Social and Community Participation — Capacity Building
budget category covers development and training to increase skills to
participate in community, social and recreational activities.

2. Assistance with Social and Community Participation - Core
supports budget category may fund a support worker to assist an NDIS
participant to take part in social and community activities. For example,
driving the person to and from the activity if they are unable to drive
themselves or catch public transport.

Future planning: 013
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Part 6

Employment: Where to start.

Many people have goals in their NDIS Plan to get job-ready or to find a job
they enjoy. The NDIS plays a key role in helping people who are able to work
prepare for employment and obtain the supports required to study or work.

A good place to start is by thinking about the type of work the person could
do and their interests:

« Strengths - things they’re good at such as working with technology.

» Preferences - what they enjoy doing, whether they prefer to be inside or
outside, whether they like to work with a team or on their own.

« Aspirations — what do they hope to achieve?

« Skills or qualifications they may already possess — what courses and
extra-curricular activities have they already undertaken at school

Let’s talk about work is an NDIS booklet that covers all aspects of
employment planning including setting employment-related goals, planning
for post-school and the types of supports available.

NDIS school leaver employment supports (SLES).

School leaver employment supports (SLES) are designed to help students
with disability find and start a job.

They aim to build a bridge between school and work, helping students
understand their potential, develop skills and build confidence. SLES
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support various pathways including further education, apprenticeships or
traineeships, job seeking and volunteering.

SLES cover the last period of high school and immediately after leaving
school for up to two years in total (up to the age of 22). They are designed
to support each individual’s unique pathway to employment so are different
for everyone.

What'’s included in SLES?

SLES depend on individual goals but cover all aspects of moving from
school to work - from identifying work options and learning new skills to
moving into the workforce and getting started in a new role.

Examples of SLES include:

* Money handling and time management skills

» Work experience

» Travel preparation

» Personal development

» Decision making and problem-solving

o Computer literacy

» Searching for a job, preparing a resume and submitting applications
 Interview preparation

» Self-motivation and personal presentation

« Working independently and as part of a team.®

You'll find SLES as a Capacity Building support in an NDIS Plan, as an
annualised amount rather than a set number of hours.

Dedicated SLES providers help with the transition from school to work
including overcoming any barriers along the way. Before signing up with a
provider, find out if they have experience working with other people with
the same disability and whether they have relevant local connections.

NDIS supports in employment.

NDIS supports in employment fund daily assistance in the workplace
for people who need frequent on-the-job support to achieve their
employment goals.

Supports in employment provide practical help and guidance in a wide
range of employment settings including private enterprise, not-for-profits,
the public, sector, self-employment, family business and Australian
Disability Enterprises (ADESs).

Examples of supports in employment include:
» On-the-job training
» Direct task supervision
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« Job customisation

» Work-related assessments

» Physical assistance and personal care at work

» Supports to manage disability-related behaviour or complex needs
+ Inclusive employment.*

Participants who choose plan management or self manage their NDIS
Plan can use a person of their choice to assist with these tasks such as a
support worker or someone else from within or outside the organisation of
employment.

5 tips for getting job ready.
1. Get a support crew.

Navigating the employment system can be tricky! There are different
government agencies, providers and programs that may be able to assist.

NDIS school leaver employment supports are designed to help with
exploring options, making decisions, filling out forms and preparing for
meetings.

2. Use a variety of resources.

Casting a wide search is important for any job seeker. Here are some ideas
for where to look for work:

» Online platforms and organisation websites
 Disability support groups

» Dedicated programs

» Organisations or businesses in your networks

» Personal connections such as family members and friends.
3. Practise role plays so you are prepared for interviews.

Job interviews can be stressful, especially if you find meeting new people
or communicating challenging.

We recommend practising role plays where an SLES provider, friend

or family member acts as the potential employer and asks you some
interview-type questions. Practising your answers ahead of time will help
you feel more confident and prepared.

4. Be well presented at each step of the way.

First impressions count! How candidates present themselves and dress
are among the things an employer will consider when deciding upon a
successful candidate.
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Always have a tidy appearance, trim your nails, do your hair and wear clean,
neat clothing when dealing with agencies or prospective employers.

5. Improve the chances of job success.

So, how can the young person in your life improve their chances of finding a

job? The following factors can have a positive impact.

» Proactively seeking a job

» Informal experience such as volunteer work

» Developing a clear pathway to further education or work while still at
school

» Receiving formal support

» Having employment-related goals and funding in their NDIS Plan

» Being well connected in the community

» Completing further education.

Disability and the workplace: What the law says.

Equality of opportunity in employment is enshrined in federal and state
legislation in Australia. Businesses that discriminate against a person
in employment because of a disability may be breaking the law. This
covers all aspects of employment, from recruitment through to career
progression.

Australia is also a signatory to the UN Convention on the Rights of Persons
with Disabilities which recognises the rights of people with disability to
“work, on an equal basis with others”.

This includes the right to an opportunity to gain a living by work freely
chosen or accepted in a labour market and work environment that is open,
inclusive and accessible to persons with disability. While the UN convention
is not binding, many of its principles are enshrined in legislation.

Disclosing a disability.

An employee or prospective employee is only required to disclose that
they have a disability if it will affect their ability to do their job or impact
their ability or the ability of others to work safely. Otherwise, disclosure is
completely at the discretion of the employee or prospective employee.

If an employee does disclose a disability:

» The employer is obliged to keep information about the disability
confidential. Written consent is required from the employee before this
information can be disclosed to others.

» The employer must consider appropriate responses including specific
training or work adjustments.

« The employer cannot treat the person less favourably than a person
without disability would be treated in the same circumstances.®
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Part 7

Planning for the future together.

Some people are more comfortable talking about the future than others.
But they’re important conversations to have.

By talking together about what the future might look like, you have a better
chance of creating a future that fulfils the aspirations and meets the needs
of the person you care for. It can also take a lot of pressure off you.

This section covers the considerations for decision making, supported
decision making, tips for talking together and planning for a good life.

Future planning:
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Independent decision making.

Every person has the right to make decisions about their own life.

. “Respect for the freedom to make choices should be accorded

“\_/< toall persons with disabilities, no matter how much support they
need,” says Theresia Degener from the UN Committee on the
Rights of Persons with Disabilities.®

It is important to approach future planning and associated decision making
with an understanding of the rights of people with disability, which include
the right to:

1. Make their own decisions about every aspect of their lives
2. Have help to make decisions

3. Say what they want to do

4. Take risks.

If a person with a disability is able to make their own decisions
independently, they have the right to do so. In this case, the role of a parent
or carer can take on the role of a sounding board or guide.

Supported decision making.

Some people with disability may require support when it comes to making
decisions. “Supported decision making” is the term used when a person
makes a decision by themselves with support or assistance from others.
Supported decision making provides an opportunity for the person to learn
and build their decision-making capabilities.®

Types of support.

Supported decision making can take many forms and the role you'll play
will depend on the experience and abilities of the person you care for as
well as the complexity of the decision being made.

Examples of the ways you may be able to support the person include:

» Provide information about the options available

» Describe the pros and cons of each option, or explore them together
» Use tools or visual aids to improve understanding

» Support the person to try out different options

« Identifying other people to talk to or researching additional information
to aid the decision.
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Tips for talking together.

It is important to set aside enough time for each conversation and to find a
quiet place where you both feel safe and will not be interrupted.

» Be clear on the decision that has to be made and why

 If applicable, ensure the person has someone else to help them
communicate their views

» Ensure any communication aids they use are available
» Explore one topic at atime
» Give the person choice, where possible

» Have some information prepared in advance such as answers to
common questions or links to websites that may be helpful

» Give the person time to think about things and ask questions
« Allow them to finish what they are saying without interrupting

» Write alist of questions that require more information or items that need
further discussion

» Follow up and give the person the opportunity to change their mind.

Planning for a good life.

An important question to consider in the future planning process is “What
does a good life look like?”

What a good life looks like will be different for each person. But most
people would agree that having a home to live in, social connectivity, an
opportunity to make a meaningful contribution to society and the ability to
learn and grow are some of the important aspects of living a good life.

This can be a valuable guiding question for future planning that helps to
ensure the person you care for is at the centre of decisions about their
future. For people with disability who have the capability to be actively
involved in decisions about their future, understanding what they perceive
as a good life can guide both decisions and goal setting. It’s also an
important part of the NDIS planning process.

Some of the things you might like to explore together are listed below.

Home sweet home.

» What are the person’s goals and aspirations when it comes to their home
environment? Do they want to move out of the family home, live with
friends, buy their own home?

» What are the main considerations for their home environment? For
example, safety, support needs, equipment, accessibility, proximity to
services, family and friends etc. Are these likely to change over time?

« Other things that are significant such as space to pursue hobbies,
privacy and location.
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What options for funding and financial support are available? Is there
a financial plan that needs to be implemented now to accommodate
these goals later? (See Part 9 for more information on Options for
Independent Living.)

Making a contribution.

Having the opportunity to make a meaningful contribution to society
through employment, volunteer work or other pursuits has countless
benefits including generating self-confidence, developing skills an
building friendships.

What are the person’s work goals?

How can their interests and abilities be developed to provide a pathway
to that goal?

What training or education opportunities might help?
Are there people or organisations that can assist?

Learning and development.

Known as “capacity building”, this is all about building skills to become
more independent and helping the person reach their long-term goals.
Think of it as the steps that can be taken along the way.

What are the skills the person can learn in the short-term that will help
them reach longer-term goals?

What support might be needed?

What are the goals associated with learning and development that can

be included in the person’s NDIS Plan and be supported by funding from
the Capacity Building budget category?

Meaningful relationships and social interactions.

What are the person’s goals when it comes to family connections,
friendships and relationships?

What programs, supports or community activities might be able to help?
How can opportunities for building friendships and being connected with

people in the community be incorporated into regular activities
or routines?

Identify any barriers to meaningful relationships such as a lack of
confidence, poor communication skills or challenging behaviours. Talk
about how to overcome barriers or challenges.
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Making decisions on another person’s behalf.

Sometimes, circumstances require another person to make a decision on
behalf of a person with disability. Such decisions should be treated with
consideration, caution and with reference to appropriate laws.

Under Australian law, parents are able to make decisions for their children
until they turn 18. When someone turns 18, they are considered an adult and
legally allowed to make their own decisions. This law applies to everyone,
regardless of ability.

Many families implement informal decision-making processes to support
a person with a disability after they turn 18. These often work well and
eliminate the need for a formal approach.

National Disability Services (NDS) is Australia’s peak body for non-
government disability services and outlines the two decision-making
processes in its Supported Decision Making Guide for NDIS providers,
which is outlined below.

Informal decisions.

In situations where a person with a disability aged 18 or over is unable to
make a decision for themselves, a family member or long-term carer or
even a close friend may make informal decisions on their behalf. Informal
decisions can be made when:

“They reflect the person’s wishes and preference, where known:
» And the person seems willing to go along with a proposed decision

» Andthere is a shared view among the significant people in the person’s
life about what should happen

« Andit’s not a decision that requires a formally appointed decision-maker.”®
Informal decisions cannot be made by providers or staff.

Formal decisions.

A formal legal process is usually required to appoint a decision maker for
an adult 18 years and over who, because of a disability, is unable to make
their own reasoned decisions. This may include:

» Where there are conflicting views about what is best for the person
« When a bank or financial institution wants to see formal authority

« When the person objects to the proposed decision (verbally or through
their actions)

» For decisions affected by legislation

« When the parent or main carer becomes unwell and can no longer
provide adequate care or support.

(See Appointing a Guardian or Administrator on page 48 for details)
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Part8

Preparing for independence.

What independence means is different for each person. In any case, itis a
journey that can involve quite a few steps along the way.

Becoming more independent might look like:

Being able to dress themselves

Becoming responsible for their own shopping, cooking and food
preparation

Commencing study or getting a job
Taking control of their own finances
Moving out of home.
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For parents, families and carers, there can often be mixed feelings about
the shift to greater independence. It’s natural to feel concern for the
person’s welfare and whether they’ll be able to manage a new situation.

Having to “let go” can also evoke a wide range of emotions, and changes in
the family unit can affect everyone, including siblings.

In cases where a person with high care needs is moving out of the family
home, it is not uncommon for families and carers to experience a degree
of guilt that they are no longer primary caregivers as well as a deep sense
of loss.

It's important to give yourself permission to feel these emotions and
perhaps seek support from other parents, friends or even professional help
where required.

10 tips for supporting independence.

1. Start early and build from there
2. Begin with easy, day-to-day decisions and activities

3. Encourage interactions with others, especially friends or community
members outside the family unit

4. Letthem choose their friends and who they spend time with

5. Work on developing a healthy lifestyle including eating well and
exercising where possible

6. Take the time to talk about sexual health including what sexual abuse
looks like and how to speak up if something is not right

7. Set goals and use the NDIS Capacity Building budget category to build
skills

8. Develop a core network of health professionals and providers that can
support you both on the journey

9. Talk about what the future might look like and work together to address
issues, concerns or questions along the way

10. Be informed and research supports and funding available so you can
provide guidance as necessary.

Trialling different options.

For significant steps, it can help to have a transition period that involves
trialling a range of different options. Depending on the goal, this could take
place over several years.

Example: Goal - Independent living.

If the person’s goal is to live independently, you might like to trial longer
periods of respite where they are away from their usual place of residence.
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It may also be worthwhile to find out their preferred living arrangements
via a trial. Are they happiest living with another person with disability? Do
they prefer to live with someone their own age or gender? What services or
transport options do they need nearby?

Refer to the home environment related questions in the What does a good
life look like? section on page 30 for guidance. For non-verbal adults, these
trials can help assure you that the final choices align with the person’s

preferences.

-  What is capacity building and how can the NDIS

help?

Capacity building and independence are closely linked. The
Capacity Building budget category is all about developing and
improving the skills needed for living more independently.

This may include support to:

Find and maintain an appropriate place to live

Improve skills to participate in community, social and
recreational activities

Access training or therapy to increase skills such as learning
how to cook or improving communication skills

Find employment-related support, training and assessments
for the person to find and keep a job

Improve relationships through positive behaviours and
interactions with others

Obtain training, advice and help for transitioning from school
to further education such as university or TAFE.

For more information, check out What is capacity building (and
how can it help build independence)?
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Part9

Options for independent living.

With a few exceptions, people with disability are required to find their
own housing. If the person is able to manage their own money and make
decisions for themselves, this can usually be achieved with a range of
supports available. There are also a number of NDIS supports for people
with higher care needs to assist them to live independently.

Ensuring the person you care for has a safe and suitable place to live when
you are no longer around can be a real source of stress for family members
and carers. What can you do to future-proof housing to ensure changing
needs are adequately accommodated?

This question is particularly concerning for parents or carers who are
ageing or ill, and even more worrying for people on low incomes without
existing property assets.

The Australian Government recommends that families make
arrangements for accommodation proactively and early to ensure a planis
in place to provide appropriate accommodation for family members with
disability™. In this section, we explore some of the options for independent
living and the assistance available.
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Independent living options.

Private rental market.

Private rentals may be ideal for people with disability who are able to
manage their own finances and decision-making. However, there can be
drawbacks. Housing in the private rental market may be too inflexible or
unreliable to provide for long-term needs or unsuitable for a person with
high care needs.

Social housing (also called public or community housing).

An option for longer-term housing could be social housing, with many
community housing agreements offering long-term security and affordable
terms. The opportunity may also arise to purchase the home in the future.
Eligibility criteria do apply and there are often wait lists in many areas.

Private ownership.

Not every family can afford to purchase a separate property but for those
that can, private ownership offers a secure home for the person to live in
perpetuity which can be left in your will. Some families establish a Special
Disability Trust, making the person a beneficiary of property where they
can live indefinitely.

Custom arrangements.

With a lack of suitable accommodation for people with disability, some
families and communities are developing innovative solutions. Examples
include investing in properties with friends and small-scale community-
based housing.

Private disability accommodation.

A number of independent housing cooperatives or organisations are
popping up, offering a range of purpose-built investment opportunities and
rental accommodation. While they are mostly connected with Specialist
Disability Accommodation (SDA), some do not require SDA funding.

Specialist Disability Accommodation (SDA).

SDA is housing designed for people with extreme functional impairment
or very high support needs. Funding is available through the NDIS for the
development of specialised homes for a small number of NDIS
participants who meet strict eligibility criteria. SDA supports the concept
of a “home for life”.
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Other considerations.

Some of the other things that you might need to think about when
considering independent living include:

» Ongoing care expenses

» Location suitability

» Ability to accommodate changing future needs

» Strategies for overcoming loneliness and isolation
» Continued skill development and capacity building

» Consideration of continuity of supports as the person moves from one
location to another, such as maintaining the same doctor and allied
health professionals

» Ability to accommodate support worker preferences.

NDIS home and living supports.

1. Individualised Living Options (ILO).

Individualised Living Options (ILO) are NDIS supports for people over
the age of 18 to live in the home of their choice - on their own, with family
or with friends. This option is best suited to people who need formal or
informal help at home for at least six hours a day. It’s designed as a more
flexible alternative to traditional group homes, giving people more choice
and control over where and how they live.

As ILOs are designed to aid independence, it is worthwhile considering
whether it could be part of your future planning strategy.

ILOs consider each individual’'s preferences, strengths and support
requirements as well as informal and community supports. Funding can
be implemented in a rental property, a property the person owns or in the
family home.

They are designed for people ready to explore their home and living needs
and willing to invest time and effort in creating their future home.

ILOs can fund supports in a variety of situations:
» Co-residency: support resides in the home

» Host arrangements: participant resides full-time in the home of a non-
related host who provides support

 Living alone: support is provided in the home of the participant

» Living together: the person lives with other people, such as family
members, who may or may not be NDIS participants.
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What supports can ILOs include?

» Helping a person decide where to live and what is needed to make this
happen

» Support workers to assist with in-home support needs such as personal
care, shopping, cooking or paying bills

» Help to set up and manage the home

» Capacity building to improve independence

» Connecting with other people

» Help with daily decisions

» Support to manage emotions or behaviour

» Training for support crew

» Unpaid volunteers who can help regularly.

It doesn’t cover mortgage payments, regular household expenses like food
or utilities, activities outside the home or supports provided in another area
of an NDIS Plan, such as assistive technology.

A provider works with the person to develop a customised support plan
that suits their individual needs. The plan is implemented in stages and
refined over time.

2. Supported Independent Living (SIL).

Supported Independent Living (SIL) is a package of home and living
supports designed to help people with higher support needs who need
some level of help at home all the time (24/7 care).

SIL provides assistance with or supervision of daily tasks, personal
care, transport and skill development to help an individual to live as
independently as possible.

It may be available when family or friends are unable to meet the needs of
the person and they are living in a shared living environment of 2-7 NDIS
participants or alone.

SIL appears under Core supports - Assistance in Shared Living
Arrangements in an NDIS Plan. Approved funds are stated and can only be
used for SIL. They are not flexible like other Core supports.

The types of things that may be covered by SIL include:

e 24/7 care and overnight support

» Assistance with personal care needs such as getting into and out of bed
» Support for household tasks like preparing meals

« Participating in household activities like shopping

» Managing challenging behaviours.
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Living expenses such as rent and day-to-day costs such as food are not
covered.

SIL is most likely to be included in an NDIS Plan where the person has set
a goal to live independently and has been working towards this goal for
some time.

« It does not include items covered under other NDIS budgets such as
transport or consumables.

 Indivdual and shared supports may be provided.

» Registered or unregistered providers can be used for SIL for people
who are plan managed or who self manage. However, where supports or
services are likely to include the use of regulated restrictive practice, a
registered provider must be used.

For more information, check out the Leap in! Supported Independent
Living ebook.

3. Other types of financial support.

For children and teenagers under the age of 18 with disability, the NDIS may
fund personal care supports.

Other financial supports that may be available if eligibility criteria are met:
» Disability Support Pension

» Newstart Allowance

» Mobility Allowance

» Essential Medical Equipment Payment

» Continence Aids Payment Scheme.

Note: The NDIS does not provide income support.
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Part10

Legal and financial
considerations.

A significant source of distress and concern for many parents and carers
is how the person they care for will be supported when they are no longer
able to provide care themselves. This may be especially true for parents of
children or adults with high care needs or progressive conditions.

Many parents and carers feel overwhelmed trying to manage the current,
everyday responsibilities and administration associated with having a
child with a disability and say they don’t have the brain space to deal with
future planning.

But concern about what may or may not happen in the future is never far
from their thoughts. A common fear expressed by parents and carers is
that no one else really knows or understands the personality and needs
of their child so how could anyone else take on the role of carer? Also, the
legal and financial aspects of planning ahead can be daunting, so many
people put it in the “too hard” basket.

If you care for someone with high care needs, it’s important to take the time
to make formal arrangements that can be implemented in your absence.
On the following pages, we'll demystify the common terms used and talk
about some of the options available.
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Peace of mind.

The advantage of spending time on legal and financial planning now is
peace of mind that your child or the person in your care is at the centre of
any decisions about their future.

While it’s difficult to foresee what might happen in the future, it's important
to consider changes in circumstances while you are still alive (such as you
becomingill), as well as after your death.

During this process, it is helpful to think back to the information on What
does a good life look like? (see page 25) provided earlier in this booklet.
This can be a valuable exercise when making future provisions.

When a formal arrangement might
be necessary.

In situations where the person is able to make their own decisions, special
arrangements are less likely to be required.

More control and formal arrangements might be required in the
following situations:

» Where a disability affects mental capacity
» Where the person needs assistance with money management

» To maintain control of family assets such as the portion of your estate
that goes to each child

» Where there are no obvious options for future informal care-givers
 Ifthere are likely to be disagreements about the person’s future care.

Making a will.

Making a will may be the most important thing you can do to plan for your
family’s future. A will is a legal document expressing a person’s wishes
about how their property is to be distributed upon their death. This
can include personal and business assets, property such as a home or
investment property, cash, investments, shares and personal belongings.

What happens if | don’t have a will?

If you die without a valid legal will, or the will fails to properly dispose of
all of your assets, you will be said to have died “intestate”. This creates
a complicated situation where an administrator must be appointed to
manage things like your funeral, collecting assets and distributing them
after any debts are paid.

If you die intestate, your assets will then be distributed to certain relatives
according to a formula set by law. Your wishes are not taken into account.
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How do | make a will?

The Public Trustee in most states and territories offers a free will-making
service. However, due to the complicated nature of future planning for
children with disability, we recommend having your will drawn up by a
solicitor. Some community based legal centres can also provide guidance.

Can | use my will to provide for my child with disability?

Yes. Your will can be used to make special provisions for accommodation,
physical needs, support needs etc. regardless of your child’s age. Some
examples of things you might like to include in your will are:

» Leaving your child money or property

« Allowing your child to live in a designated property such as the
family home

» Establishing a trust fund to support your child.

You may also like to consider what might happen if circumstances change
and, if appropriate, provide funds for managing future care needs.

Of course, providing for a child with disability may only be one aspect of
your will, especially if you have several children. Every family is different
and what you decide to include in your will is your own decision. You are not
obliged to convey the information contained in your will to the beneficiaries
or other family members. Upon death, beneficiaries of a will are notified by
the executor who you appoint to look after your estate.

Can | make provisions for children under 18 in my will?

Yes. A ‘Testamentary Guardian’ can be appointed to take over parental
responsibility if both parents die, until the child turns 18.

Can my will be contested?

Yes. There is no guarantee that a will won’t be challenged in court. This

can happen if a person believes they may be entitled to a greater share of
assets than allocated in a will. Some lawyers say that talking to family about
your wishes in advance can reduce the chance of a will being contested but
this is not always an option. The possibility of your will being contested is
one reason why you should seek legal advice when preparing a will.
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How trusts can help provide for loved ones.

Atrustis a legal entity that manages and distributes assets to beneficiaries.
Put simply, it’s a structure for looking after assets - such as money or
property - for the benefit of another person.

Trusts are very popular in Australia and an option for providing ongoing
support and care for family members. Trusts can be established while you
are still alive, or they can be written into your will or a separate document to
take effect upon your death.

The benefits of trusts.

» A child or adult with disability can benefit from the assets without having
direct control over spending

« Explicit instructions can be included regarding how the trust can be used

» Provision can be made for housing as well as other needs such as care
and support, maintenance and personal expenses

» Protects your assets
» Potential tax benefits.

Selecting a trustee.

A trustee is the person or people who administer the trust according to
the wishes you set out in the Trust Deed. Trustees can be family members
or friends. It’s also possible to appoint the Public Trustee in your state, a
private trustee company or a professional advisor such as an accountant.
Fees apply when anyone other than a family member or friend becomes a
trustee and these fees are taken from the money held in the trust.

Being a trustee is a big responsibility, so finding the right person or people is
important. Trustees should be independent, trustworthy, financially astute
and willing. It’s a good idea to choose someone who the person you care

for knows and who understands their needs and preferences so you have
confidence they will be at the centre of any future decisions.

You can support the trustee in their decision making by preparing
information such as your Emergency Care Plan and other important
details that only you know about such as the preferences, personality,
communication style and abilities of your loved one.

What you need to know about trusts.

» Ifyou plan to establish a trust while you are still alive, do you have the
assets to put into the trust? Once an asset forms part of a trust, it cannot
be removed.

» Trustees do not have any additional powers such as guardianship or
management of any financial assets that are included in the trust.
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» Atrust does not create new resources so be realistic about what can be
achieved with the assets placed in a trust.

« Build in flexibility to accommodate changing circumstances - include
guidelines for decision making rather than hard and fast requirements.

« Taxation and financial implications — check with your accountant
regarding costs and taxes.

Special Disability Trusts (SDT).

Since 2006, families have been able to establish a Special Disability

Trust to make financial provisions for current and future care and
accommodation needs of family members with severe disability. Such
trusts can pay for care, accommodation, medical costs and other needs of
the beneficiary.

While a beneficiary can be any age, they must meet the eligibility criteria
including the legal definition of “severe disability” by the Social Security Act
1991. It is recommended that an assessment of the beneficiary take place
prior to the preparation of any trust deeds to ensure the criteria are met.
An SDT can only have one beneficiary.

A Special Disability Trust can be set up while you are alive, or in your will as
atestamentary trust.

A principal beneficiary who has reached 16 years of ago must not be
working, or have any likelihood of working, in employment at or above
the relevant minimum wage for more than seven hours a week, or be
participating in the supported wage system.

What are the advantages of Special Disability Trusts?

» Tax concessions may be available

« AnSDT can have assets worth up to $724,750 without impacting income
support payments such as the Disability Support Pension

» Assets to any value can be contributed or gifted to the trust at any time.

What can the funds be used for?

Special Disability Trusts are intended to cover reasonable care and
accommodation needs of the beneficiary.

The trustee is able to:
» Pay for medical and dental expenses, including private health insurance
» Pay maintenance expenses for property assets covered by the trust

 Spend up to a certain amount (($13,000 in 2022-23) on discretionary
items not related to care and accommodation needs, in compliance with
the relevant legislation.
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https://www.dva.gov.au/financial-support/support-families/effects-special-disability-trust
https://www.dva.gov.au/financial-support/support-families/effects-special-disability-trust

The rules around Special Disability Trusts are complex so it is important
to obtain independent legal and financial advice.

For more information, check out:

o Special Disability Trusts — Getting Things Sorted

» Special Disability Trusts Questions & Answers

o Special Disability Trusts

The information on Special Disability Trusts has been prepared with the
assistance of the above documents.

Administrators and guardians.

You may recall that earlier in this document, we talked about informal and
formal decision making (see page 29). We mentioned that when a person
turns 18, they are considered an adult under law and are able to make
decisions for themselves.

But what happens if the person is unable to make decisions for
themselves? Or if there is a conflict about how the person’s care needs
should be fulfilled? How can you be sure that the interests of your loved
one will be safeguarded?

Let’s take a look at the role of administrators and guardians in the decision-
making process.

Administrators.

An administrator (called a ‘financial manager’ in some states) can be
appointed for an adult who, because of disability, is unable to make their
own reasoned decisions.

An administrator makes financial and legal decisions about things such as
buying and selling property, banking, paying bills and managing debts.

A relative or friend who knows the person makes an ideal administrator.
However, if there is no informal network, the Public Trustee in your state, a
solicitor, accountant or organisation can be appointed. Joint administrators
can also be appointed, such as one family member plus the Public Trustee.

According to the WA Public Trustee, “the role of the administrator is to
use the person’s money or assets to maximise their quality of life.”" An
administrator must support the person to make their own decisions where
possible. They must also take into account their desires and preferences
as well as those of family members or other interested parties.
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https://www.servicesaustralia.gov.au/individuals/services/centrelink/special-disability-trusts
https://www.dss.gov.au/disability-and-carers/programs-services/special-disability-trusts/special-disability-trusts-questions-and-answers
https://www.servicesaustralia.gov.au/individuals/services/centrelink/special-disability-trusts

An administrator cannot make decisions about:
» Lifestyle
« Location or nature of accommodation

e Care or health care.

Administrators must account for allincome, expenditure, assets and
liabilities of the represented person and provide annual financial reports to
the designated authority.

Guardianship.

A guardian can make personal and health-related decisions for a person
with decision making disability.

Appointing a guardian is a last resort legal option to safeguard a person’s
interests when there is no suitable informal support available or parties are
in conflict about the needs and interests of the person.

A guardian may be a friend or relative of the person with disability, or the
Public Guardian may be appointed. Guardianship can be full (covering all
personal and health decisions) or partial (covering some decisions only). It
is usually of limited duration, such as one year, followed by a review.

Things a guardian can make decisions about:

» Accommodation and living arrangements

e Health care including consenting to medical and dental treatment

» Education and training

» Whether the personis allowed to work and the nature/location of work
» Hygiene and clothing

» Supports and services to use

» Legal matters not relating to finances or property.

A guardian must take into account the person’s wishes and preferences
when making decisions and act in their best interests. In cases where a
guardian and an administrator are appointed, they must consult each other
and work together to make decisions.

Things a guardian cannot do:

» Make financial decisions

» Discipline the person

» Vote on behalf of the person in an election
» Make a will on behalf of the person

» Consent to the adoption of a child

» Consent to marriage or civil union.
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Appointing an administrator or guardian.

Appointing an administrator or guardian falls under state and territory
legislation. Therefore, the process for appointing an administrator or
guardian is different in each state and territory. The legal process for
appointing both an administrator or guardian involves completing a
formal application which is then assessed and decided upon by an
administrative tribunal.

Some other terms you may have heard.

Public Guardian: The Office of the Public Guardian (OPQG) is a statutory
office established in some states and territories to protect the rights,
interests and wellbeing of adults with impaired decision-making capacity.
The OPG can make personal, health and legal decisions if the Public
Guardian is their guardian or attorney.

Public Trustee: The Public Trustee can act as a person’s financial
administrator or attorney if they need assistance with financial affairs due
to intellectual disability, psychiatric illness, acquired brain injury or age
related illness.
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Part 11

Handy resources.

Self-care and emotional support.

Raising Children

Better Health Victorian Government

Queensland Government
Carers NSW
Carers Australia

Carer Gateway
NSW Health

Beyond Blue
Association for children with a disability

Looking after yourself as a carer

Emergency planning.

o Carer Gateway - Planning for emergencies

Emergency Support Plan
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https://raisingchildren.net.au/
https://www.betterhealth.vic.gov.au/health/servicesandsupport/looking-after-yourself-as-a-carer
https://www.qld.gov.au/community/caring-child/foster-kinship-care/information-for-carers/rights-and-responsibilities/our-commitment-to-you/caring-for-carers
https://www.carersnsw.org.au/services-and-support
https://www.carersaustralia.com.au/home/
https://www.carergateway.gov.au/
https://www.health.nsw.gov.au/carers/pages/default.aspx
https://www.beyondblue.org.au/
https://www.acd.org.au/
https://www.betterhealth.vic.gov.au/health/servicesandsupport/looking-after-yourself-as-a-carer
https://www.leapin.com.au/wp-content/uploads/2020/08/845_Leap-in-Emergency-Support-Plan.pdf
https://www.carergateway.gov.au/help-advice/planning

NDIS-related resources.

» My circumstances have changed. What next?

» How to set and achieve your goals

« Attending university: How the NDIS can help

« NDIS employment supports: All you need to know
» Resources to help you find a job

» Specialist Disability Accommodation

» Supported Independent Living

 Individualised Living Options

Decision making and future planning.

» People with disability and supported decision-making

» WA Public Advocate - FAQs for parents of children with a decision-
making disability

« Disability Legal Services
» Supported decision making and capacity

Wills and Trusts.

Department of Social Services — Special Disability Trusts
Services Australia - Special Disability Trusts

Planning for the future: People with Disability

Special Disability Trusts — Getting things sorted

NSW Trustee and Guardian - Trusts

How to write a will

Making a will

Guardianship and Administrators.

QLD Public Trustee - Disability and aged support services

QLD Public Trustee - Guardianship and financial administration
NSW Public Guardian’s Office

NCAT NSW - Guardianship

VIC Civil and Administrative Tribunal - Appointing a Guardian or
Administrator

VIC Office of the Public Advocate — Guardianship and Administration
WA Public Trustee - Private Administrator’s Guide

ACT Public Trustee and Guardian - Guardianship and Guardianship for
Private Guardians

SA Civil and Administrative Tribunal — Guardianship
NT - Adult Guardianship
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https://www.leapin.com.au/news/my-circumstances-have-changed-what-next/
https://www.leapin.com.au/how-to-set-and-achieve-your-goals/
https://www.leapin.com.au/attending-university-how-the-ndis-can-help/
https://www.leapin.com.au/news/ndis-employment-supports/
https://www.leapin.com.au/employment-series-resources-to-help-you-find-a-job/
https://www.ndis.gov.au/providers/housing-and-living-supports-and-services/specialist-disability-accommodation
https://www.leapin.com.au/resources/supported-independent-living/
https://www.leapin.com.au/news/individual-living-options-ilo-get-ndis-support-to-live-your-way/
https://www.nds.org.au/images/resources/People_with_Disability_and_SDM-Guide_for_NDIS_Providers_in_NSW.pdf
https://www.publicadvocate.wa.gov.au/F/faqs_for_parents_of_children_with_a_decision_making_disability.aspx
https://www.publicadvocate.wa.gov.au/F/faqs_for_parents_of_children_with_a_decision_making_disability.aspx
https://www.humanrights.gov.au/our-work/disability-rights/disability-rights-disability-legal-services
https://www.tag.nsw.gov.au/guardianship/supported-decision-making-and-capacity
https://www.dss.gov.au/disability-and-carers-programs-services/special-disability-trusts
https://www.servicesaustralia.gov.au/individuals/services/centrelink/special-disability-trusts
https://www.dss.gov.au/disability-and-carers-publications-articles/planning-for-the-future-people-with-disability
https://www.dss.gov.au/sites/default/files/documents/01_2015/10_special_disability_trusts_getting_things_sorted_0.pdf
https://www.tag.nsw.gov.au/trusts-landing.html
https://www.canstar.com.au/life-insurance/writing-a-will/
https://www.legalaid.nsw.gov.au/publications/factsheets-and-resources/speaking-for-myself/making-a-will
https://www.pt.qld.gov.au/other-services/disability-and-aged-support/
https://www.pt.qld.gov.au/financial-administration/guardianship-and-administration/
https://www.tag.nsw.gov.au/public-guardian
https://ncat.nsw.gov.au/case-types/guardianship.html
https://www.vcat.vic.gov.au/get-started/guardianship-and-powers-of-attorney/appoint-a-guardian-or-administrator-for-an-adult
https://www.vcat.vic.gov.au/get-started/guardianship-and-powers-of-attorney/appoint-a-guardian-or-administrator-for-an-adult
https://www.publicadvocate.vic.gov.au/
https://www.publicadvocate.vic.gov.au/guardianship-administration/administration
https://www.ptg.act.gov.au/guardianship
https://www.ptg.act.gov.au/images/pdf/ptg-fs-gship-private.pdf
https://www.ptg.act.gov.au/images/pdf/ptg-fs-gship-private.pdf
https://www.sacat.sa.gov.au/case-type/guardianship/what-is-a-guardianship-order
https://nt.gov.au/law/processes/adult-guardianship-and-orders

About Leap in!

Leap in! was established to help people with a disability, their families and
support networks navigate the NDIS with confidence.

As a registered plan manager, Leap in! provides proactive support to help
participants get the most from their NDIS Plan.

We specialise in supporting our members at each step of the NDIS
process - from preparing for a first NDIS Plan to helping manage budgets
and paying providers.

Get choice and control over how NDIS funds are used, with financial and
administrative support that saves time and reduces stress.

Contact Leap in!

Call13000578 78
Email crew@leapin.com.au
Visit leapin.com.au

Other titles in the Leap in ebook series

¢ The Essential NDIS Guide: An introduction to NDIS basics.

¢ Supported Independent Living: Achieving your goal to live
independently.

¢ Mental health conditions and the NDIS: A guide to access and
supports.

¢ Inclusive employment: A comprehensive guide to creating a culture of
inclusion for people with disability in your organisation.
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https://www.leapin.com.au/wp-content/uploads/Leap-in-eBook-Essential-NDIS-Guide.pdf
https://www.leapin.com.au/resources/supported-independent-living/
https://www.leapin.com.au/resources/supported-independent-living/
Mental health conditions and the NDIS: A guide to access and supports.
Mental health conditions and the NDIS: A guide to access and supports.
https://www.leapin.com.au/resources/inclusive-employment/
https://www.leapin.com.au/resources/inclusive-employment/
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https://www.researchgate.net/publication/259192994_Transition_to_Adulthood_for_Youth_with_Disability_Issues_for_the_Disabled_Child_and_Family
https://www.acd.org.au/childrens-rights-in-education/
https://www.ndis.gov.au/providers/working-provider/school-leaver-employment-supports
https://www.ndis.gov.au/understanding/supports-funded-ndis/supports-employment

https://humanrights.gov.au/our-work/disability-rights/know-your-rights-disability-discrimination
https://unidexhealthcare.com.au/articles/the-importance-of-choice-for-people-with-disabilities/#:~:text=%E2%80%9CRespect%20for%20the%20freedom%20to,Persons%20with%20Disabilities%20(CRPD)
https://www.ohchr.org/en/press-releases/2014/04/disability-no-justification-denying-peoples-right-make-their-own-decisions?LangID=E&NewsID=14527
https://www.ohchr.org/en/press-releases/2014/04/disability-no-justification-denying-peoples-right-make-their-own-decisions?LangID=E&NewsID=14527
https://www.nds.org.au/images/resources/People_with_Disability_and_SDM-Guide_for_NDIS_Providers_in_NSW.pdf
https://www.nds.org.au/images/resources/People_with_Disability_and_SDM-Guide_for_NDIS_Providers_in_NSW.pdf
https://www.nds.org.au/images/resources/People_with_Disability_and_SDM-Guide_for_NDIS_Providers_in_NSW.pdf

https://www.nds.org.au/images/resources/People_with_Disability_and_SDM-Guide_for_NDIS_Providers_in_NSW.pdf

https://www.dss.gov.au/sites/default/files/documents/01_2021/booklet-planning-future-people-disability-november-2014.pdf
https://www.wa.gov.au/system/files/2021-12/PTO-private-administrators-factsheet.pdf
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Download the award-winning Leap in! app.
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[ leapin.com.au
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The Leap in! crew acknowledge the traditional At Leap in! we commit to being a safe and
owners of the land on which we work and live. welcoming place for lesbian, gay, bisexual,
We acknowledge the stories, traditions and living transgender, queer, intersex, asexual and gender
cultures of Aboriginal and Torres Strait Islander diverse (LGBTQIA+) people to work and to live as
peoples on this land and commit to building a their authentic selves, without judgement, without
brighter future together. discrimination and free from harassment.
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