Labels for CISS Newsletter

My daughter, Jessie, is 14 years old. She loves french fries, short skirts, Hilary Duff movies, boys, writing, dancing, listening to books on tape and baseball. She dislikes all vegetables, cleaning her room, detentions and being forced to walk long distances because her mother thinks it would be healthy for her and the environment. She also has Down syndrome and has been variously labeled as having an intellectual disability, a developmental disability, and special needs. But this so-called “disability” is only one small part of who she is. She is not her diagnosis; her potential and her gifts cannot be defined by her Down syndrome or what ever label you might choose to attach to her. In fact, among friends and family, and in typical settings (including school), her label is irrelevant! What is relevant is her own unique combination of talents, skills and learning styles that describe who she is, where she wants to go and what she has to offer her friends and community.  

Labels can be useful – but only when they actually convey information that is useful. “Diabetic” can be a useful label in certain situations. “Explodes on impact” is another useful label. But disability labels are rarely useful in the real world – they are too general and often promote limited, outdated and discriminatory responses to an individual.

While the label “disabled” can be useful for access to services and information (like quick passes at Disney World, the chance to perform at the Disability Arts Festival in Toronto, tax benefits, school funding and important research on learning and Down syndrome), it is rarely useful outside of that context. Our experience has been that the label limits people’s perceptions of our daughter’s unique gifts, talents and potential, particularly in school settings. In those situations it has been used to place very severe limits on her participation and educational achievement – and so we refuse to use the label and force the school to look at Jessie’s individual strengths, needs and gifts. While it has not always been a smooth ride, it has been both enlightening and empowering. And it has served Jessie well (the bottom line) in supporting her sense of self as a contributing, capable and equal member of her school and neighbourhood community.

Our daughter just turned 14. In the spirit of “nothing about me without me”, she was fully included in her IPRC (Identification, Placement and Review Committee) meeting this year. Jessie was adamant that she did not want the label ‘intellectual disability’. “That’s not all of me,” she said, “that doesn’t tell you who I am. If you have to give me a label it should be,” and she paused for a moment as she thought, “it should be… Creative Jessie”.


The final word about labels, comes, as it should, from Jessie. This is a text poem she wrote that served as the background for a solo she choreographed and performed last spring:

I AM by Jessie Huggett


I am

I am Jessie.





Jessie.

I am beautiful



I am graceful


I am enthusiastic

I am silly


I am helpful

I am loving


I am brave.

I dream. 

I dance my emotions.

My heart is filled with love.

I have


I have Down syndrome
Something extra



A chromosome.
 

Sometimes when people look at me,



I feel that they don’t see the real me.

 
They only see some kid with Down syndrome.


Down syndrome is a big part of me,



But it is not all of me.




It’s not all of me.



I love to laugh.

I love to have a good time.



I love to fool around with my friends.

I like writing stories


I like dancing and singing

And I love people

Be happy 

for who you are in your heart

 

That is true !



People with Down syndrome should be
Allowed in schools.

They should be treated equally – equally


In their hearts.

They should be involved in sports like

Basketball, football.

They should dance and sing!

Sometimes people do not understand me


At all.


Sometimes I do not fit in.



At school sometimes people treat me badly and



Don’t understand me.

They see a girl who has Down syndrome.

They do not see who I really am.



My personal feelings are:

Be gentle, do not fight 

And fight for your rights!



I am Jessie

I have



I have Down syndrome

I have friends & people who love me


I have emotions and laughter

 

And people who love me
I give me gifts

I give my beautiful thoughts


I give lovely dreams

Come, share with me


My dream

Your thoughts.


Together we will 

Change the world 

What kind of schooling might our children experience if we listened and acted upon the voices of people like Norman Kunc (1994), a disability rights advocate who has cerebral palsy: 


"I am not broken! I am not broken! I am a representative of the diversity of the human race!" 











