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DISABILITY

By Ben Mattlin

March 22, 2017

Near the end of last year, the Food and Drug Administration

approved the first drug for the treatment of spinal muscular

atrophy. A number of my Facebook friends rejoiced. “A Christmas

miracle!” one of them declared. But I am not so sure.

Yes, S.M.A. is the No. 1 genetic cause of infant death. And the new

drug, Spinraza, sold by Biogen and developed with Ionis

Pharmaceuticals, will be a godsend for many. Without it, babies

born with this condition, which causes debilitating muscle

weakness, have only slightly better than a 50-50 chance of

surviving past age 2.

According to clinical studies of more than 170 patients who took the

drug, 23 percent of infants died and 40 percent achieved an

otherwise unlikely or impossible degree of motor function, such as

the ability to sit up unassisted and even, in some cases, to stand

and walk.

Spinraza is supposed to be beneficial for those with a later onset,

too, because it works by increasing the body’s production of the

SMN protein, which is what’s lacking in those of us with S.M.A. But

the long-term effects are unclear. The F.D.A. approved the drug in

less than three months under “priority review.”

ADVERTISEMENT

As someone born with S.M.A. 54 years ago — a wheelchair user

since the age of 3 who has never walked or stood — I fear for those

like me who may never look at their lives the same way again. I

fear that Spinraza, while giving hope, and perhaps a stronger and

longer life, to some, may also release a torrent of self-doubt, of

pent-up insecurity about our inexorable dependence and

emaciated bodies. In some ways, it could make it harder for many

of us to live with this type of disability.

Like many disabled adults, I’ve long since become accustomed to

my physical limitations and all they entail. Call me set in my ways,

but I can’t fathom not tooling around on wheels or no longer

needing assistance with all manner of physical tasks, such as

brushing my teeth and driving my lift-equipped minivan. I’m

comforted to be always in the company of helpful people and

devices, to truly understand the notion that no man is an island.

This is the only way I’ve ever known.

Unlock more free articles.
Create an account or log in

Even as a child I felt this way. My mother, a firm believer in the

power of modern medicine, would tell me about Jonas Salk and his

polio vaccine, to shore up her hope of an S.M.A. cure. I recall

responding that I didn’t want to give up everything I’d grown used

to, everything that made me me. My disability experience had

already informed my perspective on the world, and I had no

interest in risking any alteration.

I know now that it’s not all about me. My disability takes a toll on

my family. It’s a drain on my wife’s energy and time, not to mention

the wherewithal of our children. It’s a financial burden on my

father and stepmother, who help with the bills (my personal-care

attendants alone cost $40,000 a year).
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Yet none of them are urging me to take the leap. It’s not as if

Spinraza is truly a cure anyway. It may slow or stop the

progression of weakness in some users, but the underlying

condition remains. While approved for every age and for every

stage of S.M.A., it’s apparently most effective with kids (and adults

with a recent onset of symptoms). So although it might restore a

modicum of muscle tone, I may already be too far gone.

I concede that less deterioration sounds desirable. But what of the

risks? Listed side effects include possible respiratory infections,

kidney toxicity and blood clots. None of which would faze me if I

had nothing to lose, but I do.

Equally daunting, the drug has to be injected directly into the

spinal column several times a year. So it’s a commitment. It’s also

an enormous investment, costing as much as $750,000 the first

year and $375,000 annually forever after.

To be sure, surmounting fears and obstacles like these is how I’ve

lived much of my life. Even Spinraza’s newness — the sense that

those who sign on are being guinea pigs — wouldn’t stop me if I

were hankering for a medical solution to my life’s complications.

Furthermore, I recognize that I wouldn’t have survived as long as I

have without medical interventions. So it’s not passivity or some

kind of technophobia that gives me pause here.

My primary objection comes from my hard-won sense of self-

esteem. Long ago I decided that if I was going to like myself, I had

to make friends with the disability that was inherently part of me.

Living with a disability is not easy. That’s why I became an

advocate of fair treatment and equal access: I knew deep in my

bones that things could be better. It wasn’t that I had to pull myself

up by my bootstraps. Rather, society had to change, become more

inclusive, more open to and validating of people with disabilities.

If instead I’d put my energies into fund-raising for medical

development, that would’ve been a betrayal of my core belief —

namely, that I and all my brothers and sisters in disability are O.K.

as we are.

This resistance to the cure mentality is shared by others and

surfaced this month at the South by Southwest festival in Austin,

Tex., where the title of a panel on neurotechnology — “The End of

Disability?” — angered so many participants that it became a

heated topic and hashtag on social media. Some thought it evoked

eugenics. “Do they have an #EndOfAbleism session?” someone

wrote on Twitter.
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The organizers of the panel later apologized, but did they truly

understand that this is akin to the difference between saying “the

end of racism” and “the end of race”? One takes aim at the

problem; the other, at the victims of the problem.

To be clear, I have nothing against any advancement that will help

others. Not everyone with S.M.A. (or any other disabling condition,

for that matter) has the support I’ve benefited from. But not all of

us in the target market are actually seeking this solution. I can’t

help feeling there’s a contradiction between taking pride in one’s

disability and hankering for a cure. You don’t try to cure something

you like about yourself.

I acknowledge that as I age with S.M.A., I am troubled by my

increasing difficulties with swallowing and breathing and the now

complete loss of use of my hands. Yet even if the drug did help head

off further debility, I’d have to face feeling like a traitor to the

movement, a turncoat to the cause of disability pride.

None of this is to say that medical science shouldn’t be pursued or

that those who are drawn to this drug and its potential benefits

should not take it. It’s just that it will never be the beacon of hope

for me that it already is for others. Because I know that even if it

did eradicate S.M.A., the disability community will still be plagued

by unnecessary and unfair impediments to equality and justice.

Those are ailments that medicine can’t do anything about.
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Disabilities in Disney Movies

By Ashley Gonzalez

Contrary to popular belief, disability studies and educational reform have become a major
priority  in the literary, critical, medical, and political world.  Just recently in 1990, the Americans
with Disabilities Act was passed to give civil rights to people with disabilities.  This shows how
oblivious many were to the severity of  disabilities in society before this time, and also how people
with disabilities have been ostracized and abused through out centuries.  Popular theorists such as
Ronald J. Berger and Lennard J. Davis introduce terminology and views on how to better
understand disabilities.  According to Berger, “disability studies- an interdisciplinary field of
inquiry that includes representation from social sciences, the humanities, and the medical,
rehabilitation, and education professions- is vital to an understanding of  humankind” (Berger,
Introducing Disability studies. 2013).  Berger is definitely opening the doors and helping those
with disabilities find their place in society.  Davis, on the other hand, focuses on the “construction
of  normalcy” saying, “the problem is not the person with disabilities; the problem is the way
normalcy is constructed to create the problem of  the disabled person” (Davis, The Disability
Studies Reader. 2006).  Basically, society gets to label what is normal and what is not.  Here, I will
look at how Disney portrays disabilities and the treatment the characters receive.

 

 

 

 

 

 

 

The first Disney movie I would like to Discuss is Snow White and the Seven Dwarfs.  All of  the seven
dwarfs have some kind of  disability on top of  having a growth impairment.  The two main
dwarfs are Dopey and Doc.  Doc is the leader amongst the seven and suffers a speech
impediment, having trouble pronouncing words correctly and often stuttering. He is also slightly
bigger than the other dwarfs which makes the others look weaker.  Doc’s disabilities are a perfect
representation of  Berger’s ableism-“assumes that some people (and bodies) are normal and
superior while other people are abnormal and inferior” (Berger, Introducing Disability studies.
2013).  Due to Doc’s condition he was the most able dwarf  and all the other dwarfs were
secondary to him.  Disney’s representation of  Doc shows that disabilities like or similar to his
makes all the others lesser and more reliable to the “normal” or “most normal” person.  On the
other hand, Dopey is the complete opposite of  Doc and ableism.  Dopey’s disability would put
him in the intellectual disability category.  Intellectual disability is significant limitations
intellectual functioning and adaptive behavior, which covers many everyday social and practical
skills, this is also the term now used for mental retardation.  Dopey shows signs of  this disabilities
by not being able to talk and his child like behavior.  Dopey also seems to be very clumsy, tripping
over everything and trying to mimic the other dwarfs through out their daily routines.  Disney,
clearly depicts Dopey as a disabled person by making him the weakest dwarf  and also with the
name he was given.

https://youtu.be/YPv1J9otAM4

Another Disney movie that shows a character with a disability is Frozen.  Elsa’s powers can be
seen by how society outcasts people with disabilities.  As a result of  her magic power to make ice
come out of  her hands, Elsa was different from everybody else in the movie.  Her parents kept
her in isolation and taught her that her power was bad and she needed to always control it.  This
relates to Davis’ theory that society controls what is considered normal.  Davis says, “characters
with disabilities are always marked with ideological meaning, as are moments of  disease or
accident that transform such characters.  One of  the tasks for a developing consciousness of
disability issues is the attempt, then, to reverse the hegemony of  the normal and to institute
alternative ways of  thinking about abnormal” (Davis, The Disability Studies Reader.
2006). Once Elsa ran away and completely confined herself  from everyone, she was able to
accept who she was and embrace it.  Elsa also began to feel free and without shame or fear of
her power.  Towards the end of  the movie she gets acceptance from society and was able to
openly be herself  without feeling like a monster for being different.  Frozen also goes to show
how Disney came along way with its portrayal of  disabilities in movies.

The last Disney movie I would like to talk about is Beauty and the Beast.  Lefou’s character in the
cartoon version could have had a disability.  He was a lot shorter than all the other characters
and also very clumsy.  His physical appearance was also much different than those of  the other
characters.  He always had a lost expression on his face and his tongue sticking out of  his mouth
but he was able to talk clearly.  Lefou seems to show signs of  having a learning disability or on
the low spectrum of  autism.  There are a few times in the cartoon where Gaston refers to him
has “stupid” or disregards his intelligence.  Lefou also seemed very child-like and following
Gaston around and trying to be like him.  He can’t do things like Gaston and kind of  messes up
everything he does due to his clumsiness.  This also shows ableism and how easy it was for
Gaston to use his superiority over Lefou to get him to do whatever he wanted.  It also shows how
people with disabilities can easily be taken advantage of  and not even notice because they want
to fit in.  Lefou shows how some people with disabilities can easily be bullied by others because
they want to fit in and get accepted.

There are plenty of  other Disney movies that show characters with disabilities and how they are
treated.  I have noticed that the treatment of  these characters change with the generation which
the movie was released.  Movies can play a role in how society sets the mold for people to know
what’s accepted and what is not accepted.  Disney movies can be used to instill in the minds of
children on who they can accept and who to outcast.  They can compare character traits with
those they see on TV and treat people with similar traits the way they see them getting treated in
movies.  Being that this is such a powerful outlet to relay messages especially to young children,
Disney should start making more movies that accept people with disabilities and show ways to
help them.  This can help change society and form new opinions on disabilities.
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