Disability Difficulties
Being disabled can be difficult
My brain and body have worked the same way for a very long time. I always struggled but I didn’t identify as a disabled person until later in my life, when I needed extra help.
Being disabled can be hard for many reasons. I never realised how difficult it can be. My life has become complex to navigate, and it’s often because of things put in place to help me.
I find getting help to be unexpectantly hard. It can get really frustrating, often more frustrating than the impact of my disability.
Disability difficulties
[image: A monthly calendar, the title highlighted in orange pencil. Each week has two to three days filled in with a variety of doctor, speech therapy, OT, counsellor, support coordinator and case manager appointments.]I knew that disabled people had doctors and therapists, but I didn’t realise how much effort it would take.

[image: A side view of a towering stack of paper.]I have to manage a truly astounding amount of PAPERWORK!

· Medical records
· Therapy worksheets
· Case Notes
· Applications
· Plans
· Notes
It’s never ending. 


It often feels like everything I do requires a goal, which comes with more paperwork.
“My goal is to have no goals, I want to live my life.”
“Sorry, that’s not allowed, could you turn that into a goal?”
[image: A loose Venn diagram of overlapping speech bubbles. The speech bubbles are coloured in red, orange, yellow and pink, and mix where the bubbles overlap.]Each decision I make requires the input of multiple people.
 
They don’t always agree.
Sometimes getting help can take a lot of energy. I could have spent that energy managing my disability.
[image: Sudhashree, a smiling woman with brown skin and long, wavy, dark brown hair. Next to her is a small battery, which has two thirds filled with bright green.]“I need help. Could you help me?”
[image: A smiling face with pale skin and short brown hair.]“To get help from me, I need you to explain all the worst days of your life, and fill in these forms, and…”

[image: Sudhashree in the same style as above. The small battery is filled one third with red. ]“I could have used this energy to make dinner.”

My life often feels like it is controlled by complete strangers. I feel very lonely.




Questions
What parts of your life are surprisingly hard?
What frustrates you about hard parts of your life?
If you could, how would you change the hard parts of your life?
What skills and knowledge do you use to navigate the hard parts of your life?
[image: Enclosed in a thin black circle are the words "Creative Correa" surrounding he silhouettes of two bell-shaped flowers, the left double the length of the right.]
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