Nicks's Story

Nick told his story in a recorded interview. This is the transcript.

My name Nick Schumi, I'm twenty-five years old, I'm a Leo. I'm just a regular guy. |
also happen to be born with Cerebral Palsy (CP). The kind of CP | have is called
Cerebral Palsy Spastic Diplegia, which basically means the lower half of the body is
mostly affected.

Spastic meaning spasticity or tightness of muscles, and Diplegia meaning lower half
of my body which means | utilise a manual wheelchair, but | can also walk with the
aid of two walking sticks which | use all around home. | use the manual chair for the
majority of everything else, if | go out to town or I'm at work, | use my chair.

Right now I'm living with my parents in our family home that they have had way
before my time, and I'm fairly comfortable there at this point in time. | get along with
my parents very well. I'm very lucky for that.

My parents are still together, they’ve been married over 30 years. Sadly, that is
somewhat of a rarity these days and I think that answers a lot of questions about me.
| think this is the foundation that has made me be the person that | am today. Even
their mentality towards me—the fact that | have a disability—they treated me as any
other person.

Growing up with CP and not acquiring an injury of any kind, | believe, had worked
well for me—you become used to something after twenty five years of having to live
a certain way. | can honestly say that 99% of the time, I’'m happy with my situation.

| have a lot of conversations with people about all these sorts of issues, and | believe
that the more people that communicate in any way they can, the more everyone can
learn from it, and that’s what I've learnt in my life.

Obviously there’s been circumstances where I've felt like biting somebody’s head off
about certain things but then I think to myself, “What good is that going to do towards
them learning about something that’s different than themselves?”

You can’t always assume that they would understand everything about what
someone with difference has to deal with because they don’t understand
wholeheartedly what somebody goes through if they have no experience.

But | am saying this because I'm trying to get people to be more open-minded to all
forms of difference. I’'m not going to be the kind of person who says, “How dare that
person be that way”, or, “Others owe me something because of my situation”
because if | didn’t have to deal with what | deal with, | might be seen to be ignorant
also.

| have learned to love that things are somewhat ‘different’ for me. Getting up some
stairs is something that is unique for me to do. Yes, it's something that’s harder for
me to do.

If I could just hop up those stairs like the maijority of people can, it wouldn’t be one of
those special moments of bonding with someone who may be helping me, or the
laughter of my struggle, or the sense of achievement if | do it on my own.
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Also, having that experience of getting helped, | suppose it takes time to be okay
with wanting somebody to help you, and | think that’'s one of the things that a lot of
people struggle with.

A lot of people with disabilities struggle with asking for help because | sense that
some people think that it shows a moment of weakness. But | don’t necessarily think
that it should. From my perspective, | don't like to put that sort of pressure on myself.

If somebody offers to help as me, as long as somebody asks before helping—there
is sometimes nothing that's more annoying than somebody helping when you
haven’t exactly asked for it. It takes time and effort to get the confidence to ask and
to know when not to ask.

Would I rather not ask or would my fear of asking somebody to help me with
something outweigh that which | would like to achieve/experience? I've always
thought—not that it’s bad to miss out on something every now and then—but if all |
need to do is ask somebody for a helping hand for me to experience something—
what’s the big deal?

| guess I’'m very much the kind of person to just take every opportunity for what it is,
and it’s just the way that | want to be. If all | have to do is just simply ask someone to
give me a hand with something—so be it. | don’t see that as a failure of my abilities, |
see that as making the most of life.

Until recently, I worked at Julia Farr Association (JFA). As front-of-house
administration, | also dealt a lot with the events that happened there, and | also run
and chair a youth committee for young people with disability to come together and
speak about what issues are around for young people with disability.

| am slowly realising that this is my path/purpose in life. The way | got involved with
Julia Farr was actually through initiating the committee. | initially did a lot of voluntary
work for an organisation called SHine SA which does amazing work around sexuality
and young people, and | was involved with the Youth Advisory Team there. That’s
where a lot of my learning for youth issues grew.

| actually heard about the Julia Farr Association through a friend when JFA wanted
to hold a youth forum for young people with disability. So of course | jumped at the
chance to be involved.

The person that told me about it and myself were the only two people to show any
sort of interest in the forum. That blew my mind at that point. | thought to myself,
“Well, | know plenty of people who would benefit from these sorts of opportunities to
have a voice”.

So, | basically said to JFA staff at the time, “Look, this is really important to me, and
this is why this needs to happen, and I'd like to come along and reorganise it with
you”. From there, JFA was open to having these conversations which was great,
and after having a couple of meetings | was asked if | would like to apply to be a
member of the board.

There was no youth representation on the board at the time. So, | did an application
and | was successful. It was quite the learning curve too; everyone else was roughly
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twenty years my superior but | knew what my responsibilities were in knowing that
not everybody gets that kind of opportunity.

When that opportunity came my way, we reorganised and held the youth forum. |
remember about ten young people coming along—which is a lot better than two.
And we were able to have some amazing conversations and identify some great
issues.

| loved the conversations that were coming out from all those people, and that
obviously showed the organisation the importance of it, and it has now grown to an
initiative where the group meet every month. The group is recognised within the
organisation which | am very proud of.

Once we had identified certain issues from those first conversations we wanted to
tackle them head on. One of the ways we wanted to do that was formulate a peer-to-
peer mentoring program, which was implemented and created by us as a committee
and has been up and running for quite some time now.

| had always planned on getting full-time employment and | had always discussed
this with people at the Julia Farr Association. This led to my admin role at JFA. My
contract has recently ended and | needed to look at what my next options were. |
have now decided to go back and study Youth Work which is starting shortly. | am
still very much involved with the youth committee today.

| am also very passionate about music. | studied music all the way through school up
until Year Eleven. | would have probably been in Year Nine when | heard about a lot
of local bands and shows that were happening around Adelaide.

A friend said, “You should come and check it all out” and obviously, at that age, |

knew that there were certain things that | needed to put in place for that to happen. |
found a gig that | wanted to go to and | figured out where it was, when it was, all that
sort of thing, and found out that the bands played upstairs where there were no lifts.

So | thought I'd do the right thing and ring the place up, and said, “This is my
situation; I'm in a chair, | completely understand that there’s no lift or any sort of
access, but how can we make this happen?” | was then told, that because of my
situation, if something did happen, | would be a fire hazard to everybody else, so by
law, they could not let me in the door.

So as a relatively young person at that point in time, obviously that’s a hard thing to
hear. | came away and told my parents what had happened and they said, “Well, |
guess you won’t be going then”. My response was, “Oh, you don’t know me very
well do you!” and | rocked up anyway.

| have been going to shows there and all over ever since. It is not a rare thing to see
me get carried up a few flights of stairs, chair and all. | am thankful for my friends
that are willing to do that for me. | have also been known to organise a few shows
myself.

Only years later do | realise the kind of worry my parents where under. | asked my
mum to drive me into town for that first night and she didn’t know whether | was
going to pick up the phone when she was two minutes down the road, saying “Mum,
| really can’t make this work”.

Nick’s Story www.100Leaders.org.au
The 100 Leaders Project: Stories of Living




My parents allowed me to experience and work things out on my own and | wouldn’t
have that any other way. Their mentality never seemed to be, “Can Nick do this?”
Rather it was, “How can Nick do this?”

| can only imagine what it would have been like for my parents to only find out about
my Cerebral Palsy when | was about nine months old when | didn’t reach the
milestone of being able to sit up for myself. And for them to be able to treat me as
‘normal’ as possible is a credit to them.

| suppose | also need to learn to give myself some credit for taking those skills and
achieving what | have. | have come to know that | have a great skill to speak my
mind for myself and others. That is why | have chosen the path of Youth Work and |
am so proud to be able to work with the people that | have so far. Currently | am a
mentor for a young 13-year-old boy living with disability.

| have huge aspirations to travel more, be a home owner, and eventually start a
family. And not to mention, teach people about disability. | am on my way to a lot of
those things.

Am | a leader or just a regular guy? You can be the judge of that. If this story has
been able to give you something positive purely out of the way | have chosen to lead
my life, then | have achieved something that | can be proud of.

Thank you for reading!

Disclaimer

This website has been developed by Purple Orange (the shopfront of the Julia Farr Association) to provide public access to
information that may be helpful in respect of disability issues.

While our goal is that all the information on this website is accurate and verifiable, we cannot accept responsibility for the
accuracy, completeness, or relevance of the information to the purpose of anyone visiting the website.

We give no warranty that the information is free of infection by computer viruses or other contamination, nor that access to the
website or any part of it will not suffer from interruption from time to time, without notice.

We have included links to other websites as a convenience to visitors wishing to find out more information about disability
issues. Julia Farr Association does not accept any responsibility for the accuracy, availability or appropriateness to the user’s
purpose of any information or services on any other website.

The views expressed in these stories are those of the authors and not necessarily those of the Julia Farr Association Inc. or In
Control Australia. We do not accept liability however arising, including liability for negligence, for any loss resulting from the
use of, or reliance upon, the information expressed in these stories.

In some instances, stories may have been edited for practical purposes, but care has been taken not to change the author’s
‘voice’ or the integrity or purpose of the narrative.

© Nick Schumi 2011. Except as provided by the Copyright Act 1968, no part of this publication may be reproduced, stored in a
retrieval system or transmitted in any form or by any means without the prior written permission of the author.
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