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Disability and Sexual
Objectification

Should disabled women be sexually objectified in
the same ways as nondisabled women, or is all

sexual objectification unjust?

A. LONGING FOR THE MALE GAZE

by Jennifer Bartlett

When I was in my early 30s, | practiced yoga at a studio in my neighborhood in
Brooklyn. On most days, 1 walked there with two friends—one who was in her 20s

and one about my age—hut occasionally w

e each got to class on our own. There

Was a construction site across the street as part of the growing onslaught of gentri-

fication in the neighborhood. My friends wou

Id often complain about being harassed

and catcalled by the construction workers—even more so when they wore their'yoga

clothes. | passed the site day after day witho
When | was younger, in my 20s, | was a
been beautiful and a nice dresser. t also happ

ut incident.
thin, slight woman. | have also always
en to have cerebral palsy, which affects

my motor skills, balance and speech, as it does with most people who have it, It is

typically caused by damage to or malformati
Inmy case, my mother’s umbilical cord was

on of the brain during birth or infancy.
wrapped around my neck in utero. As

my mother was unable to have an emergency cesarean section, | was strangled by

the cord, and hormn clinically dead, The tem
to a portion of my brain,

poraty lack of oxygen caused damage

Cerebral palsy is not uniform and manifests in a number of ways. [t might affect
all limbs severely, or just one side of the body; or the effects may be slight, making

the disability barely perceptible. It can affect
with the condition may not be able to wal
typical ways. '

strength, balance and maovement; some
k unassisted or care for themselves in




J. Bartlett

To put it bluntly, people with cerebral palsy appear to have strange movemenls.
Since they are not in full controt of their muscles, they may have facial expressions
or spasticity that most people find surprising, if not unattractive.

People with cerebral palsy are often mistaken for having a mental impairment.
although the two are not necessarily linked. | have a speech impediment anc
awkward gait. My dlisability is visible, but not necessarily significant. I do have some
physical {imitations, but am able to do most things that a typical person can ¢«
My primary difficulty has been with people’s negative reaction, or what disabil'*
studies scholars call the “social construction” of disability. This primarily me
that the main chalienges disabled people face come from societal prejudice ars
inaccessible spaces.

Recently, the popular feminist Jessica Valenti published a memoir titled »Se-
Object,” which focuses on the toll the “male gaze” has taken on her. She wrote &~
article on this theme for the New York Times, “What Does a Lifetime of Leers Dr
to Us?” Ms. Valenti describes 2 life of sexual harassment beginning at adolescence
She writes of what seems like countless instances of men exposing themselves to k2
on the New York City subway. She describes constantly thwarting unwanted advanc ==
from men in ali areas of her life. Ms. Valenti currently has a 5-year-old daugh:z-
and she wrestles for a way to prepare her child for an onslaught of male harassme~
She takes for granted that this will happen. _

My experiences have been quite different, nearly the opposite, of Ms. Valer «-
and that of most women. | was never hit on or sexually harassed by my profess.-
in college, or later, by my co-workers or superiors. 1 have not felt as if my ez
teachers, friends or colleagues thought less of me because of my gender. I've re
been aggressively hit on in a bar, despite the fact that | have frequented them a's
throughout the years. In fact, I've rarely been approached in a bar at all.

I do remember being sexually harassed by a man on the street. Once. | was %
years old, | was waiting for a bus, and a man putled up and offered me a ride i~ ~
car. When | declined, he got hostile and asked me if | was wearing panties, § - =
mare startled than anything, and 1 left the curb to go to the nearby movie the
where my friend worked. | didn‘t tell my friend what happened, but waited with ==
for the bus, This was very frightening, but | wouldn’t say the incident trauma =
me, nor is it something that deeply affected my life. And it happened only onc=

Let me rephrase that: It happened only once white I was visibly inhabitinz =
own body. Virtually, it has been another story.

In 2013, | began experimenting with the dating website OKCupid becasz:
wanted to explore this concept of being desexualized. ! created a Provoc: -
profile. The photographs were recent, but in photographs, i look “normal.” i -
not mention that | have cerebral palsy. | wanted to use the opportunily to exg e
the sexual world as an able-bodied woman, if only online, and see what all the =
was about.
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Longing For the Male Gaze

AS a preteng, able-bodied

woman, | recejved alf kinds of messages, Men wrote
stupid things, dgBressive things a

nd provocative things. Often, while Iwasinad
With a man who didn’t know of my impairment, | would disclgse ft, anc
always, the man vanished, no matter how strong the connection had b
After a whj le, { changed the profile to reflect th
wrote. Sometimes, no mep wrote, cfepending 0
changed, They could be c¢a led more respectiyl
to know how my disability affected me.
This all feels Jike a politi Ys it is, Strangely, my disability
makes me fegl a5 it I have {j i
might not have the bravery

Fwatch men on the street. T will watch 4 man visyall
who pass him, | am invisibie enough to dg this. Somet;

reaction is different. There seems to be some levet of h
the lust in their e

invisible and given a repy

ialogue
almaost

een beforehand.
atf have 3 disability. Few

n the content. But overall, the m
- the men who wrote primarily

er men
essages
Wanted

y orverbally hargss women
mes men look at me, but the

g me directly, j¢
anger will talk to the nea
OF a complete stran er, about me 1o

p 8

s not uncommon that t will pe |
est able-bodied person, whet
avoid Speaking to me,

s like to get attentjo
nd tedious. And ip -
N make an in

where 3 str

her it be 3 friend

n from the Wrong man, Ji's
ertain cases, traumatic. By
appropriate sexya) comment than
VE s0meone expresg strprise over the facy that

I'have a career. The former, unfortunately, feels “normaj. The fatter makes me feel

invisible and js meant for that purpose.

IHike it when men look at me, [ feels empowering, Frankly, it mafes me feel
like I'm not being excluded,

B. DISABLED WOMEN AND SEXUAL
OBJECTIFICATION (OR THE LACK THEREOF)

from crippledscholar. com

Today in 7he New
the Male Gaze

York Times Opinion Pages there wag 4

Itis a personal dccount of a disabled wo
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On one hand, while it is reasonably well known that disabled people are viewed as
nonsexual by defauit, there is very little available on the lived experience of not
being accepted as an attractive, sexual being. This piece challenges that trend and
does so in The New York Times,

On the other hand, much of the framing of the piece is problematic. It focuses
less on being seen as attractive and sexual within interpersonal relationships and
more on not being treated as a sexual object. Jennifer Bartlett (the author) focuses
on her lack of experiences with catcalling and other forms of sexual harassment.

This is problematic for a couple of reasons. For one it gives a lot of social power
and validation to harmiul social interactions. For another, the author actively plays
“oppression Olympics” between sexism/misogyny and ableism. I so doing she fundla-
memally fails to comprehend the very real harm that can come from catcalling and
other forms of sexual harassment,

I do understand her frustration with the fact that disabled women are left out of
the sexual objectification faced by our nondisabled peers. It is a catch-22 of
intersectional oppression that even being denied an oppressive force usually
experienced by part of your identity as a result of its intersection with disability is in
fact further oppression.

That disabled women are often denied sexual objectification only shows how
disability has denied us the ability to five up to social and cultural understandings

of gender presentation and punishes us by denying us not only the consequences of
being sexually objectified but also of simply being seen as fully women.
That is a conversation that hasn’t happened enough and needs to.
Unfortunately, Bartlett is not starting that conversation. She instead writes almost
fongingly of being sexually objectified as though being seen as worthy of catcalfing
would also mean she was worthy of being seen as a sexual being in healthier
interpersonal interactions. Unfortunately, in this she is probably right,

That however does not negate the issue of her downplaying the seriousness and
real dangers of sexual harassment and catcalling. She writes,

On one hand, | know that | am “lucky” not to be sexually harassed as |
navigate the New York City streets. But | am harassed in other ways that
feel much more damaging. People stare. People insist that I have God's
blessing. People feel most comfortable speaking about me in the third person
rather than addressing me directly. It is not uncommon that | will be in a
sitration where a stranger will talk to the nearest able-bodied person, whether
it be a friend or a complete stranger, about me to avoid speaking to me.
Falso do understand what it feels like to get attention from the wrong man.
It's gross. It's uncomfortable. (t's scary and tedious. And in certain cases,
traumatic. But 1 still would much rather have a man make an inappropriate
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Disabled Women and Objectification

sexual comment than be referred to in the third person or have someone
express surprise over the fact that | have a career. The former, unfortunately,
feefs “normal.” The latter makes me feel invisible and is meant for that
purpose.

She does acknowledge that attention from the “wrong” men can be scary but still
positions it as preferable to the erasure of the ableist interactions she does experience
more frequently.

twould however argue that catcalling and sexual harassment are an erasure of
the humanity and personhood of women. They can also be deadly.

Like Bartlett | am a woman with cerebral palsy. However, | have not lived a life
as free of catcalling and sexual harassment as she describes her life to have been, |
have also experienced the stares, question, prayers and heing ignored in favor of
nondisabled companions. But | am not going to say that one is preferable to the
other,

In every single incident of street harassment that | have experienced, I have felt
either utterly dehumanized or genuinely threatened. | however cannot say that | have
left every dehumanizing disability-specific negative interaction feeling totally safe
either.

Being a disabled woman who has experienced street harassment, | can also attest
to the fact that it hasn't done anything for my being accepted as a sexual being by
society. tn fact it is sometimes used to reinforce the fact that I'm generally not viewed
as sexual. :

As I've written about before, as a result of my disabilities [ am not able to perform
fernininity to cultural expectations. This has resulted in men yelling questions like
“are you a man or woiman?” at me out of car windaws or men foregoing the question
altogether and simply loudiy debating the question as | walk by.

When the harassment is actually sexually suggestive it's threatening. Like the
time I was lost in downtown Winnipeg at hight and someone came up to me
while | was trying to get my bearings, told me | was beautiful and requested that !
go home with him. Luckily when 1 visibly recoiled he moved on. This interaction
was immediately followed by a second man who had witnessed the interaction using
it as an excuse to get way to close to me in order to say, “Well, that was creepy
wasn't it¢”

These interactions didn’t affirm my femininity despite my disability. They made
me terrified. The fact that | am also disabled and less physically able to run away or
fight only exacerbated that fear,

5o while I agree that in many ways the ability to be viewed as a sexual object
is also tied to the more benign assessments on who gets viewed as a sexual being,
I do not agree with Bartlett's downplaying of the harm of sexual harassment.
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Sexual harassment, when coupled with disability, does not actualiy reinforce a
disabled sexual identity in a culture that continues to ignore that disabied people
are sexual beings, Downpiaying the harm of street harassment not only erases the
real harm it causes nondisabled women who experience it regularly but also ignores

that some disabied women do experience it and that it on!

y makes them less safe,
not more fully human,
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Sexual Surrogacy

Should disabled people have free access to
sexual surrogates, or is sexyal surrogacy a form of
sex work that potentially exploits both parties?

DISABILITY AND PAYING FOR SEX
from unlockingwords, wordpress.com

Firstly — is sex a right?

Are we all entitled to have sex? | firmly believe we should all have the option
of having a good sex fife. We should all be able to choose to have sex in the context
of a mutually beneficial situation where no one involved is forced, coerced or has
no real alternative,

Which brings me to sex waorkers. This is a huge topic with so many different
perspectives, including from people who freely chose to work in the sex inclustry.
There are, however, many people who are forced, coerced or have no real choice.
Women can get trapped in the sex industry, and this has to be an important part of
aity conversation around the right to have sex. However they've entered, or whatever
the reason they stay in sex work, we need to ensure that our desire for sex doesn’t
further exploit sex workers. Whether it’s through trafficking or sex slavery, through
being willfully misled or because they need the maney, or whether they've got
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sex Workers and Sex Surrogates

Within the context of disabled people paying for sex, the phrase “sex surrogates”
comes up a lot. What does this mean?

Sex workers—a s€x worker is anyone who works in the sex industry {e.g. porn
actors, prostitutes, fap dancers, phone sex workers, sex surrogates). The predominant
 definition requires the worker to be involved in nsexually explicit behavior.”

Sex therapists—ﬁlicensed mental-health professionals; think counselor. A sex
therapist will not have sex with or engage in any sexual activity with the client.

Sex surrogates—a surrogate does engage in sexual activity with the client. They
Jren’t (or don't have to be) medical professionais, but they do engage in work which
addresses particular sexual difficulties such as erectile dysfunction, anxiety, of lack
of confidence. Think of this more like a way of being able to practice sex of
masturbation with the suppoit of someone. There is an international Professional
Surrogates Association which offers training for surrogates.

should Disabled People Be Able to Pay For Sex?

Firstly, who would be allowedi? Woutd you have to show that you receive disability
related benefits? Prove that you're disabled? How do invisible disabilities factor into
this? Would it just be for people who've proven they can't find a partner? How would
people with mental iliness show that they were eligible? What would happen to people
who faked disability in order to be legally allowed to use a prostitute?

OK, so that was a bit of playing the devil's advocate, but this is a hugely
complicated issue. if you decide that yes, disabled peopte can pay for sex, you then
have a whole load of logistics and specifics to sort out. Especially if you're also in
a society where nondisabled people aren’t allowed to pay for sex.

Rewinding a bit, let’s look at the arguments for and against disabled people paying
for sex.

Arguments For

Rachel Watton; from the Australian organization Touching Base, believes for people
with disabilities, being able to pay for sex is a right. She acknowledges that society
<hould change but feels that in the meantime sex should be available.

Forty-four percent of people ina Guardian poll said they had never had sex with
someone with a physical disahility and probably wouldn’t. Those odds don’t work
well for a disabled person looking for a shag,
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Disability and Paying for Sex

Watton stars in a documentary, Scarlet Road, about her life with Touching Base
and providing sex to disabled people. The film doesn’t acldress the issues that some
sex workers face in terms of exploitation; indeed, the white sex workers featured
appear to dismiss and invalidate the experiences of exploited workers, | was pleased
to see that disabled people were inciuded in the documentary, but the language used
about them wasn’t always so positive. The word “they” to refer to all disabled peopie
was used a lot, as was “deserving,” which to me can conjure up ideas of pity and
can feel demeaning. Why do | deserve sex more than the next person? Does my
disahility make me that special?

However, Scarlet Road wasn't all bad. It talked about developing training for
sex workers who were working with disabled people. This included things like manual
handling and ways of communicating. This has potential to lead to resources and a
bank of knowledge for disabled peaple and their partners.

Within this discussion, the most important voices are those of disabled people
and the sex workers. Disability Now conducted a survey in 2005 which revealed
that 22 percent of disabled male respondents (compared to an estimated 10 percent
if you lool at the whole mate population) reported having paid for sexual services,
compared to just T percent of disabled women. Similarly, just 16 percent of disabled
women had considered paying for sex compared to nearly 38 percent of disabled
men. This figure increases if you ask about paying to see specially trained sex workers,

Would legalizing sex work for disabled clients make the industry safer for the
sex workers? The pros and cons of legalization are far too big a discussion to go into
in this blog, but it is an important part of the conversation so I'd highly suggest going
away and doing some reading about it.

What about the therapeutic benefits of sex? Orgasms can help reduce pain; being
touched in a non-functional way can have mental-health benefits, and sex can be
relaxing.

Would allowing disabled people to pay for sex normalize the idea of disabled
people as sexual heings? Or would it make it easier to see us as “freaks”?

Examples of Where This Already Happens

Mark O'Brien, a disabled writer, wrote:

Fwanted to be loved . . . held, caressed, and valued, But my seff-hatred and
fear were too intense. | doubted [ deserved to be foved . . . Most of the disabled
people I knew ... were sexually active, including disabled people as
deformed as 1. But nothing ever happened.

¥Brien went on to see a sex surrogate and lost his virginity with her.
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fn Holfland and Denmark, support needed around sexy
which social workers discuss with their dis
sex workers or sex assistants.

Asexual assistant is a Dutch model which seems to offer
setvice, instead more focused on erotic massa
no kissing, no oral sex and no penetration. Per

The horrifically named White Hands offer
men in Japan {

ality and sex is something
abled clients and have funded visits to

a non-penetrative sextal
ge and teaching. Some sites suggest
haps a sex surrogate lite?

a masturbation service to disabled
¥'m hoping something got lost in translation of the n
are some troubling connotations with its English version)
of clients who didn’t underst

ame because there
. The video | watched spoke
and their sexual urges and desires and who got confusec
or ended up hurting themselves hecause they didn't kiiow wh

feelings. The service appears to help clients understand how to r
as well as providing m

at to do with their
eact to sexual urges
asturbation for physically disabled men. From my perspective,

it felt rather clinical, slightty reminiscent of the Victorian woman going to her doctor
to have her hysteria treated by orgasm.

And Against

Returning to Rachel Watton’s st.

ance on the issue-—society should change, but until
it does, sex should be purchasable. An argument could be made that providing the
service could hinder or prevent society from changing. It puts a b
issue and means that it's less visible. Disabted people have a means of having sex,
sa society no longer needls to address discrimination or perceptions of disabled people.

Legalizing paying for sex for disabled people is a way of ignoring the issue of
disability and sexuality; society doesn't need to change because we can get sex
a brothel (assuming it's accessible of course!)
assumes that disabled people are only looking for the physical side of sex and that
we don't want or don't deserve an intimate relationship. 1t feels like allowing sex
work for disabled people checks off the box of the funct
allows society to ignore the need for intimacy, which
and participation of society to achieve.

Allowing disabled people to pay for sex focuses heavily on the individual
disabled people who may want to use this service and adapting things for them rather
than on changing society. This approach feels much more in line with the medical
model approach of disability: something is at fault with this person—let’s fix them
rather than addressing how disability is perceived and how we are disabled by society.

i disabled people were seen as accepted members of the community, would we
even be having this discussion?

In an Atlantic article, Alex Ghenis and Mik Scar
and the troubling implications on how we're seen b

andage over the

at
. 1t's an attempt to pacify us, it also

fonal desire for sex and
would require a lot more change

tet echo this tokenistic gesture
y others,
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Disability and Paying for Sex

Alex Ghenis, an American disability advocate and former dating and relationships
columnist says of paying for sex: “It commodifies sex in terms of an action. it makes
it so society can check this box that men are getti ng laid, so we don’t have to have
broader social change—we are giving them sex through a brothel, so we don't
have to change our social attitudes around socialty excluded people with disabilities
... And it pities and coddles us, as if we are being given things that will assuage
us ... rather than have society change around us.”

Mik Scarlet, a disabled TV presenter and musician: “Imagine this, I'm disabled,
growing up in Luton, and it's now legai for me to go to a brothel—fo have sex for
money-—because apparently that's the only way I'm going to lose my virginity.
instantly, my relationship with sex is distorted, and it means that everyone | meet
afterwards is going to say, ‘He’s disabled, that means he’s paid for sex; 1 don’t want
to go to bed with someone who's paid for it.” You've reinforced the fact that you
can’t give it away because you've paid for it, We are reinforcing the idea that some
people are too hideous and too disabled to have sex like the rest of us, and so they
have to pay for it.”

Paying for sex risks making us more “other.” 1t could demean our (unpaid for)
sexual experiences—the idea that if you're disabled, you've probably had to pay for
sex and if you've paid for sex, the experience is therefore lesser. Paying for sex could
further marginalize people with disability. It reinforces the idea we are oo ugly, too
broken, too disabled to have sex and not pay. It also makes us “special,” a subset
of society who are “allowed” to buy sex. it feels like a strange extension of the charity
model of care.

Paying for sex is also expensive, especially if your disability means you can't
work or you live in poverty. This could result in more division within the disabled
community—a tier where more privileged disabled people can afford to pay for sex
and less privileged can’t. Some peopte would argue that benefits shouldn’t be spent
on sex, but [ don’t feel you can police what people do with their money. Some
countries do pay for disabled people to access sex services rather than the disabled
person paying themselves,

There is also potential for sex workers who specialize in sex with disabled people
to be seen as a higher class of sex worker. An elevated role. Or by allowing sex
workers for disabled people, the argument for sex work more generally could be
justified.

When it comes to consent, there are the issues of the sex worker (are they freely
consenting to the work they're doing?) as well as issues of consent for the disabled
person. If you happen to have seen Who's Driving Doug, you may recall a scene
where Doug (a disabled mani has heen bought a prostitute by his driver. He seems
reluctant to make use of this “present” but ends up going ahead with encourage-
ment from the driver, his friend and the worker twho possibly wouldn’t get paid
otherwise?). Whilst | think it was a consensual act, it highlighted the pressures that
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can lead to coerced consent, Feeling that peer pressure means you can’t refuse:
spending the money and then changing your mind or feeling you can’t call a stog
to things. Consider the pressure society puts on people to fose their virginity, or
situations where someone is nonverbal and someone else decides that of course this
person would want to use a sex worker because it's “normal” o have sex. What
about situations involving dementia or other memory issues? And what if someonc
appears to be consenting but actually doesn’t have the mental capacity to do so’
And communication issues?

All About the (Straight) Men?

Perhaps unsurprisingly, most of the information around this topic I could find is focused
on disabled men. From what t could find, there are far more female sex surrogates
which suggests that it's easier for straight men to find someone, Something | reac
also suggested that disabled women felt more at risk of abuse from male sex workers
than disabled men with female sex workers.

And in Conclusion . . .
I'm not actually going to conclude anything. It's a complicated, multi-faceted topic.
and there’s too much 1 still don’t know and | still have too many questions. I hope

that this post has raised some of the arguments for and concerns with the idea of ses
workers for disabled people.
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Prenatal Testing and
Abortion

Should expectant mothers screen for disease and
disability, or does this practice threaten the lives
of disabled people before they’re even born?

A. THE BENEFITS OF PRENATAL TESTING
from WhatToExpect.com

It you'ré nearing the end of your first trimester, your doctor has likely already men-
tioned prenatal testing. And if you're like most new parents, you might be wondering
what it's alt about—and whether it’s for you. While most pregnant women receive
high-level screens for some chromosomal abnormalitics with their first wimester blood
work, your doctor may suggest more specific screenings—including noninvasive
prenatal testing (NIPT) and nuchal translucency (NT)—toward the end of your first
trimester, especially if you're considered high-risk (you're over 35 or have a family
history of genetic birth defects). These tests don’t fook for every possible disorder,
though they do help identify the most common ones.

The decision to get tested is totally up to you, so talk to your doctor about
your optlons. In the meantime, here are a few advantages of prenatal screenings to
consider:

You May Feel More Relaxed if You’re Informed
In the vast majority of cases, prenatal testing will tell you that your baby is almast

certainly developing normaily. and that peace of mind is priceless. Luckily, the latest
testing is more accurate than ever—so while a fafse positive result can happen, it's
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increasingly less likely, Keep in mind: a positive resuft on a prenatal screening still
doesn’t mean your baby definitely has a certain condition (prenatal screenings can't
diagnose a condition; they only tell you your baby’s risk of having it). If you test
positive, your doctor will discuss best next steps, which usually involve meeting with
a genetic counselor and opting for invasive prenatal tests (like amniocentesis or
chorionic villus sampling) that can diagnose the condition with certainty.

tt an abnormality is detected, there are benefits to knowing in advance of your
baby’s birthday, too.

You Can Arrange for Procedures During Pregnancy

tf your baby has an abnarmality that can be addressed while you're still pregnant,
knowing hefore you go into labor can be a big advantage: In some cases, you can
take action. If your doctor finds a serious heart condition, for example, you may be
able to opt for a pre-birth procedure to correct it, if necessary, rather than waiting
until after your bahy is born. Or, a specialist can be on hand soon after you deliver
to help.

You Put Time on Your Side

Knowing you're expecting a child with special needs gives you time to prepare—
both emotionatly and practically. You car;

* Get informed. Tatk to genetic counselors and doctors specializing in your child’s
condition and ask where you can get more information. By researching the
condition now, you and your partner will better understand it and feel better
prepared for your child’s arrival.

* Seek out counseling and support groups. A condition-specific support group with
other parents in the same situation provides community and answers. St. Joseph's
Hospital in Orange, NJ holds regular “perinatal collaborative conferences” to
help parents realistically plan a course of action for lethal defects like trisomy
13. The 22Q Foundation helps inform and support famifies with a child bom
with the 22q microdeletion, while the National Down Syndrome Society links
parents to local support groups.

* Give birth at the right facility. Depending on your child’s condition, you may
want to arrange to give birth at a specialized hospital. What's more, many of
these hospitals that cater to high-risk births already have support groups in their
community outreach programs.
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The Benefits of Prenatai Testing

@ Arrange special care for your child. Lining up a pediatrician with specialized
training while you're still pregnant guarantees care specific to your little one’s
condition from the day he arrives,

You Can Treat a Condition That Doctors Might
Not Otherwise Detect at Birth

Even if you'll love the baby no matter the results of a genetic test, some conditions
aren’t obvious at birth or even months later, like 22q. Without screening, your child
could have symptoms that take longer to pinpoint and treat. Prenatal screenings,
however, can help you to discover conditions early, so your child can receive treatment
from the moment she's born. This, in turn, can sometimes help prevent symptoms.
In the case of 22q, your chitd could have difficulty maintaining calcium or immune
system deficiencies—but by knowing about the condition at birth, doctors can
immediately begin monitoring your child’s calcium levels or avoid giving her vaccines
(which can be deadly),

Parenthood is always a journey into the unknown, but prenatal testing allows
for a little more control and reassurance. Though it's very likely your baby will be
born healthy and normal, modern technology can help you to make the choices that
are best for you and your family.

B. DISABLED U.K. LAWMAKER: END ABORTION
DISCRIMINATION AGAINST DISABLED

by Michael Tennant

Declaring current abortion law in the United Kingdom “eugenic,” Lord Kevin
Shinkwin offered an impassioned speech urging passage of a hill he introduced to
put an end to the law’s “corrosive, unjust and deeply discriminatory” language that
permits aborting a disabled baby right up to the time of his birth while restricting the
time during which a healthy baby may be aborted.

“From this disabled person’s perspective, there is a stark anomaly, an incon-
sistency in the law, whereby discrimination on grounds of disability is both prohibited
in law after birth yet, confusingly, actually enshrined in law at the very point at which
the discrimination begins, at source, before birth,” Shinkwin, who has the genetic
disorder brittle bone disease, said during his opening remarks on the second reading
of his Abortion (Disability Equality) Bill in the House of Lords.

The U .K.'s Abartion Act of 1967 permits the abortion of babies during their first
24 weeks of gestation. Section 1t11td) of the act, however, also allows for abortion
at any time prior to defivery. not just the first 24 weeks, if “there is a substantial risk
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that if the child were born it would suffer from such physical or mental abnormalities
as to be seriously handicapped.”

“It is illegal for an unborn human being to have their fife ended by abortion
beyond 24 weeks, but if they have a disability their life can be ended right up to
birth by law. Where is the consistency, the justice or the equality in that?” Shinkwin
asked when introducing the bill earlier this year.

“If anyone thinks such obvious discrimination is acceptable, | respectfully invite
them to imagine the outcry if the same were applied to skin color or sexual orientation.
Such discrimination would rightly be regarded as outrageous.”

Whether or nat one finds discrimination on particular grounds to be “outrageous”
and worthy of legal prohibition when applied to those who have been horn, the fact
is that the U.K. government does indeed have various laws prohibiting such
discrimination while simultaneously encouraging discrimination against disabled
babies in the womb.

“Our legislation currently affords unborn disabled babies significantly less
protection than that which is afforded those who are able bodied,” Lord David Alton
said in his remarks supporting Shinkwin's bill. “Paracloxically, we will campaign and
raise our voices for wheelchair ramps to he placed on public buildings but fail to
uphold the innate right to life itseif of the disabled person who uses that wheelchair.”

The Lords are not speaking hypothetically. With the increase in prenatal
screenings for various disabilities has indeed come an increase in abortions to
prevent the “unfit” from being born-—a practice “of which a particular regime of the
1930s and 1940s would heartity approve,” Shinkwin pointedly observed,

“For unborn babies whose disability is detected, a mother’'s womb has become
an increasingly dangerous place,” he averred.

Citing stafistics from the Department of Mealth—statistics that a 2014 review
found were likely too low because of underreporting—Shinkwin noted that the number
of abortions after 24 weeks on the grounds of disability had increased 271 percent
over the last 20 years and 56 percent in just the last five. The overall number of
abortions on the grounds of disability, regardless of the point of gestation at which
they occurred, has grown by 68 percent over the last 10 years. Over one-fifth of the
unborn terminated in 2015 were aborted because they had Down syndrome. Alton
pointed out that already about 90 percent of Down syndrome babies are aborted;
that rate is almost certain to rise even higher once the government implements a
new technique that can detect the condition in unborn babies with 99-percent
accuracy. In addition, Shinkwin said, last year 11 babies were aborted because they
had cleft lip or palate despite the fact that such a condition can now be easily corrected
via surgery.

“I find the contrast between the 0.3-percent decline over the last decade in the
number of overall abortions and the rise in the number of abortions on unborn babies
detected with a disability alarming and deeply offensive,” Shinkwin added.
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“What does it say about us and our society,” inquired Alton, “when amniocentesis
and other tests are used as part of (a]search and destroy mission with barely a murmur
of dissent?”

Alton pointed to government reports showing that parents in the UK. are
routinely pressured into aborting their bahies if prenatal tests detect any disabilites.
Mothers reporied that their doctors became angry with them for refus; ng to abort;
one said her doctor “threatened that all medical help would be denjed.” Those who

having failed to abort. One parent said, “I have heard views expressed that suggest
my child is seen as a drain on resources.” .

This is hardlly unexpected in a country in which the sovernment owns and operates
the health care system. And doctors, having become agents of the state rather than
advocates for thejr patients, are only too willing to go along with the program,

“As a disabled person,” said Shinkwin, “I am a prime candidate for abortion on
the grounds of disability. 1 admit that | would like to say to the eugenicists in the
Department of Health anc those who obviously fail to appreciate the enormity of

what is being pPerpetrated in our name: ‘How dare you? How dfare YOUu wipe us out
as mere conditions?'”

One of those Consequences, remarkeac Alton, is that the disabled who are born
are viewed with disctain, “What does it say to the survivors—those who have heen
inconsiderate enough to avoid the perfection test and have somehow managed to
slip through the netz” he asked,

Shinkwin recognizes that his bill, which would strike Section 1(1)d) of the
Abortion Act, will not putan endto the practice of abort; ng babies because of detected
disabilities, but it will at least restrict the time period in which they may be aborted,
putting them on an equal footing with nondisabled babies, Moreover, wrote {jye
Action News, “if passed, Lord Shinkwin’s bill could be the most significant pro-life
legislation since abortion was legalized in the UK.~
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Assisted Suicide

Should people be allowed to seck assistance in
ending their lives, or does legalizing assisted suicide
present too great a threat to vulnerable people?

A. THE DANGER OF ASSISTED SUICIDE LAWS
by Marilyn Golden

My heart goes out to Brittany Maynard, who is dying of brain cancer and who wrote
fast week about her desire for what is often referred to as “death with dignity.”

Yet while 1 have every sympathy for her situation, it is important to remember
that for every case such as this, there are hundreds —or thousands—more people
who could be significantly harmed if assisted suicide is legal.

The legalization of assisted suicide always appears acceptable when the focus
is solely on an individual. But it is fmportant to remember that doing so would have
repercussions across all of society, and would put many people at risk of immense
harm. After all, not every terminal prognosis is correct, and not everyone has a loving
husband, family or support system.

As an advocate working on behalf of disabifity rights for 37 years, and as some-
one who uses a wheelchair, | am all too familiar with the explicit and implicit pressures
faced by people living with chronic or serious disability or disease. But the reality
is that legalizing assisted suicide is a deadly mix with the broken, profit-driven health
care system we have in the United States.

At less than $300, assisted suicide is, to put it biuntly, the cheapest treatment
for a terminaf illness. This means that in places where assisted suicicle is tegal, coercion
is not even necessary. If life-sustaining expensive treatment is denied or even merely
detayed, patients will be steered toward assisted suicicle, where it i legal.
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This problem applies to government-funded health care as well.

In 2008 came the story that Barbara Wagner, a Springfield, Oregon, woman
diagnosed with Jung cancer and prescribed a chemotherapy drug by her personal
physician, had reportedly received a letter from the Oregon Health Plan stating that
her chemotherapy treatment would not be covered. She said she was told that instead,
they would pay for, among other things, her assisted suicide.

“To say to someone: ‘We'll pay for you to die, but not for you to live’—it's cruel,”
she said. .

Another Oregon resident, 53-year-old Randy Stroup, was diagnosed with prostate
cancer. Like Wagner, Stroup was reportedly denied approval of his prescribed
chemotherapy treatment and instead offered coverage for assisted suicide.

Meanwhile, where assisted suicide is legal, an heir or abusive caregiver may
steer someone toward assisted suicide, witness the request, pick up the lethal dose,
and even give the drug—no witnesses are required at the death, so who would know?
This can occur despite the fact that diagnoses of terminal illness are often wrong,
leading people to give up on treatment and lose good years of their lives,

True, “safeguards” have been put in place where assisted suicide is legal. But in
practicai terms, they provide no protection. For example, people with a history of
depression and suicide attempts have received the lethal drugs. Michael Freeland of
Oregon reportedly had a 40-year history of significant depression, yet he received
lethal drugs in Oregon.

These risks are simply not worth the price of assisted suicide.

Available data suggests that pain is rarely the reason why people choose assisted
suicide. Instead, most people do so because they fear burdening their families or
becoming disabled or dependent.

Anyone dying in discomfort that is not otherwise relievable, may legally today,
in all 50 states, receive palliative sedation, wherein the patient is sedated to the point
at which the discomfort is relieved while the dying process takes place peacefully.
This means that today there is a legal solution to painful and uncomfortable deaths,
one that does not raise the very serious problems of legalizing assisted suicide.

The debate about assisted suicide is not new, but voters and elected officials
grow very wary of it when they learn the facts. Just in 2014 alone, assisted suicide
bills were rejected in Massachusetts, New Hampshire, and Connecticut, and stalled
in New Jersey, due to bipartisan, grassroots opposition from a broad coalition of
groups spanning the political spectrum from left to right, including disability rights
organizations, medical professionals and associations, palliative care specialists,
hospice workers, and faith-hased organizations.

Assisted suicide is a unique issue that breaks down ideological boundaties and
requires us to consicer those potentially most vutnerable in our society.

All this means that we should, as a society, strive for better options to address
the fear and uncertainty articulated by Brittany Maynard. But if assisted suicicde is
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legal, some people’s lives will be ended without their consent, through mistakes and
abuse. No safeguards have ever been enacted of proposed that can properly prevent
this outcome, OnNe that can never be undone.

Ultimately, when looking at the higger picture, and not just individual cases,
one thing becomes clear: Any benefits from assisted suicide are simply not worth
the real and significant risks of this dangerous public policy-

B. ASSISTED SUICIDE SHOULD BE LEGAL
by Rafia Zakaria

On Oct. 12, 2014, Brittany Maynard, 29, who suffers from inoperable rerminal brain
cancer, announced plans to voluntarily end her ife. Maynard’s diagnosis means she
will eventually lose all cognitive capabilities. Refusing apgressive chemotherapy
treatment, Maynard decided to move to Oregon, where physician~assisted suicide
is legal. Under Oregon's Death With Dignity Act, mentally competent rerminally ill
patients with less than six months to jive can elect when to die by taking lethal doses
of prescribed drugs. With only a month loft to live, Maynard has made her death
into a campaign for terminally il patients’ right to die.

However, her decision has been met with fervent opposition from disability rights
advocates and religious conservatives. The freedom to live according to one's beliefs
and choices is duly recognized and celebrated in the United States. But terminally
il patients who wish to choose death with dignity versus a painful and prolonged
end often face an enormous challenge even to obtain life-ending drugs. Denying
mentally capable indivicuals the right to end their lives in a peaceful manner is a
dental of their individual rights fo self-determination and freediom of choice.

Oregon is one of only five U.S. states—along with Vermont, Washington, Montana
and New mMexico—that allow medically assisted suicide. In the rest of the country,
assisting people with suicide (even if they are terminally ilf) is a crime. Maynard’s
carnpaign highlights just how intrusive and unfair the taws criminalizing assisted suicide
are for terminally ill patients and their families. For one, these patients must accept
and live with their diagnosis. second, asking a loved one to help end their suffering
bears the cost of exposing them to the threat of prosecution and jail time.

The fear of prosecution for family members who help terminally ill patients is
not theoretical. Last year Barbara Mancini, a 57-year—old nugse in Pennsylvania,
was proseeuted for handing her father, john Yourshaw, a lethal dose of morphine.
Yourshaw was a home hospice patientin failing health and had repeatedly expressed
to family members his wish to die. Mancini was charged with a {elony after an
autopsy showed that her father died from a morphine overdose. The case was
eventually dismissed but not hefore costing Mancini her job and more than $100,00C
in legal fees.
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Fear of prosecution is not the only hurdle facing advocates of death with dignity.
Disability rights activists and religious conservatives have been very vocal about the
ethics regarding assisted suicide laws. “There are hundreds—or thousands—more
people who could be significantly harmecd if assisted suicide is legal,” Marilyn
Golden, a senior policy analyst at the Disability Rights Education and Defense Fund,
wrote in response to Maynard’s announcement. Golden maintains that prognoses of
terminal illness are often wrong and the disabled or terminaity ill may be encouraged
to choose assisted suicide for cost reasons. She adds that dying from illness is not
necessarily painful because of “palliative sedation.”

Ta be sure, there may be terminally il patients who wish to cling to the possibility
of incorrect diagnosis. But most people are convinced of their fatal prognosis, given
the advances in medical technology. Besides, there is scant evidence of misuse and
no local movements to repeal the laws in states that have death with dignity statutes.

Golden's assertions regarding treatment costs as a factos in choosing assisted
death, pasticularly for the poor, also do not hold up. A 2007 study published by The
Journal of Medical Ethics found “no evidence of heightened risk for the elderly, women,
the uninsured, people with low educational status, the poor, the physically disabled
or chronically ill, minors, people with psychiatric illnesses, including depression, or
racial or ethnic minorities” from the death with dignity statutes in Oregon and the
Netherlands.

The criticisms of disability rights advocates suffer from one central contradiction.
They claim to protect the terminally ill {(who are also often disabled) by insuring that
they do not get steered into ending their lives. But that argument takes the crucial
decision of choosing death with dignity away from the very people they purport to
advocate for. Death with dignity statutes such as the one in Oregon allow cognitively
capable patients to decide when and how to end their fives, regardless of their physical
abilities. Hence, opposing physician-assisted suicide denies those disablex| by terminal
illness the right to control their deaths despite the fact that they suffer no cognitive
impairment.

Support For the Right To Die

Religious conservatives oppose assisted death on the basis of their beliefs about the
worth of life and the meaning of suffering. For example, Kara Tippetts, a devout
Christian who is terminally ill, acknowledged in a letter to Maynard the pain of
knowing one's days are numbered. “But it was never intended for us to decide when
that last breath is breathed,” wrote Tippetts. “Brittany, when we trust Jesus to be the
carrier, protector, redeemer of our hearts, death is no tonger dying. My heart longs
for you to know this truth, this love, this forever living.” As with most religious
opponents of assisted suicicle, Tippets applies her own definitions of the transcendent
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value of suffering and the existence of an afterlife on others, including those with
differing views.

But none of these arguments are new. What is new, however, is the number of
people who are engaged in the right-to-die debate because of Maynard’s decision,
Arecent Gallup survey shows that seven out of ten Americans polled supporled some
form of physician-assisted suicide. It's a dramatic increase from just over 50 percent
in 1970s. Legislatures in Hawaii, Kansas, Massachusetts, New Jersey and Pennsytvania
have recently introduced death with dignity bills, with voles in New Jersey and
Pennsylvania expected this year. Maynard's campaign may serve as the catalyst for
other states to consider similar laws.

A handful of European countries—the Netherlands, Belgium, Switzerland and
Luxembourg—have legalized physician-assisted death. But the U.S. doesn’t have to
look that far for examples. On Oct. 15 the Canadlian Supreme Court heard oral
arguments on reversing a two-decade-old precedent, which would decriminalize
assisted death and even permit physician-assisted suicide.

As the representative from Quebec, which has alreadly legalized the measure,
rightly noted, death is part of life, and assistance in dleath is not suicide hut should
more accurately be described as end-of-ife care, Unfortunately, that kind of thoughtful
debate continues to be absent from our discourse in the United States, where death
with dignity is often not an option for the terminally iil.
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Cochlear Implants

Do cochlear implants endanger the future of the
Deaf community, or should people use this
technology to improve hearing?

A. INFANTS MAY BENEFIT FROM ADVANCED
COCHLEAR IMPLANTS

by Brian Owens

Cochlear implants are powerful toals for people with hearing loss. Using electrodes
implanted in the ear that transmit sound directly to the brain, they can give even the
profoundly deaf a sense of sound.

But their success often depends on how early the implants are placed. People
who are born deaf and receive implants as adults have worse outcomes than those
who are fitted with the implants as children, said Andrea Warner-Czyz, an audiologist
at the University of Texas at Dallas who studies development in children with
hearing loss.

This is at least partly because as people with hearing loss grow older, the parts
of their brain that are normally used to process soundls are reassigned ta other jobs,
such as visual processing. Once these reassignments occur, it is difficult to re-train
them to do anything eise.

The brains of children, by contrast, are much more flexible, and can adapt quickly
to process the signals coming from their implants, so cochlear implants are most
successful when implanted at a young age.

The Food and Drug Administration advises that children should be at least 12
months old before receiving a cochlear implant, but Warner-Czyz wondered whether

they would benefit from receiving the implants even earlier.
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“We always want to push the envelope, we're trying to figure out if we get them
implants before 12 months, is that going to be better?” she said. Some children do
receive their implants earlier than the FDA-approved age.

The guestion that Warner-Czyz wanted to answer was: Can infants at that age
properly process the information from the implants? She and her colleagues explored
this question in a study recently published in the journal of the Acoustical Society
of America.

Cochlear implants have two main parts. First, sound is collected by a microphaone
that sits outside the ear like a traditional hearing aid. The sound signal is analyzed
in a speech processor where it is coded for intensity, frequency and duration. Then,
the coded signal is transmitted across the skin to an array of electrodes that have
been surgically implanted in the cochlea, which is located in the inner ear. That
array directly stimulates the auditory nerve to transmit the sound signal to the brain.

But the implants do not reproduce sounds exactly. The implant groups similar
sounds into channels, collecting information on the sounds’ general frequencies, but
losing their finer details. The more channels there are, the more information is provided
about the sounds. Typical implants have between 12 and 22 channels. Those are
more than enough for adults, who only need eight or nine channels to understanc
speech. But younger people, whose brains are less developed, need more. Pre-
schoolers need between 12 and 16 channels to reliably understand speech,

So Warner-Czyz wanted to find out whether infants, whose brains are even less
developed, would need even more information to distinguish different sounds.

She took a group of 6-month-old children with normal hearing and played them
one of two sounds, either “t” or “ta.” Once they became accustomed to that sound,
they listened to a series of both sounds; this time, the sounds were played either
through a normal speaker, or processed by an audio device known as a vocoder to
sound like a 16- or 32-channel cochlear implant, to see if the children could tell the
difference.

When the sounds were unprocessed, or played through 32 channels, the chil-
dren could easily distinguish between the two sounds. But with 16 channels, they
could not.

“Infants may need more information than cochlear implants are able to give them
at this time,” said Warner-Czyz.

Having more channels could heip.

“If we can ingrease the channels, and improve the signal that they're getting,
then maybe we can improve the outcomes for language and speech and hearing for
those getting implants at early ages,” she explained.

Mario Svirsky, a speech and hearing scientist at New York University in New
York City, said that the work tells us important things about how infants understand
degraded speech, but he cautions that the standard method of using a vocoder to
mimic what a cochlear implant user hears is “woefully inadequate.”
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the use of ASL. In practice, this translates to teaching communication methods like
lip reading, leaming to speak (by imitating breathing patterns and mouth shapes)
and, relatively recently, using cochlear implant technology.

AGB'’s reasons for their oral focus depend who you ask. When reached for
comment, Susan Boswell, director of communications and marketing for AGB, told
me that AGB “supports the development of spoken language through evidence-basex!
practices focusing on the use of audition and appropriate technologies.” When | asked
Ruthie jordan, a Deaf activist who runs Audism Free America and helped organize
the rally against AGB, she told me the reason is much more bottom-line. {I spoke
with Ruthie and other Deaf people at the rally through my interpreter, Drew Tolson,
who was extremely helpful.)

Ruthie’s take is that AGB “[Makes] money . .. by miseducating the parents of
Deaf children.” Like many others at the rally, Ruthie feels that AGB takes advantage
of the fact that hearing parents may not understand how a Deaf child can lead a
functional, fulfilling life. A hearing parent in this situation may be easily convinced
that a cochlear implant and an oral-hased approach is the only legitimate option.

AGB’s “listening and spoken language”-based approach comes out of the school
of oralism, which aims to educate Deaf children through the use of oral speech and
iip reading (as opposed to manualism, which advocates for the primary use of ASL
in Deaf education). The goals of oralism may not sound controversial to most hearing
people, but oralism has a long and problematic history.

In the 1860s, Alexander Graham Bell was a prominent oralist, and to some, an
important figure in the spreading of audism—the belief that it is inherently better to
be able to speak and hear. Although he surely thought otherwise, Bell had an ugly
relationship with the Deaf community. Though his mother and wife were Deaf, he
was intent on wiping out “hereditary deafness.” He removed Deaf faculty from schools,
demanded the same schools stop their use of ASL, and advocated against “deaf
intermarriage.”

Bell was also involved in the Eugenics movement, serving for a time as chairman
of the board of scientific advisers to the Eugenics Record Office,

In 1880, prompted by talks between Bell and other prominent figures in deaf
education, 164 delegates met for the Second International Congress on Education of
the Deaf. Only one of the delegates was deaf, At the conference, a resofution was
passed that banned sign language in schools, in an effort to encourage spoken language
skills, and thus “[restore] the deaf-mute to society.” Other passages in the resolution
urge us to “[consider] the incontestable superiority of speech over signs,” and argue
that teaching deaf people fo speak English will “[give them] a more perfect knowtedge
of language.” After its passage, schools in Europe and the United States ceased all
use of sign language.

Given this history, some Deaf people feel that oralisin is rooted in audism. Some
argue that the sentiment of needling to “restore [Deaf people] to society” stilt underlies
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the AGB and companies affiliated with them. In fact, many Deaf peopie and Deaf
allies, like the ones at the rally, strongly oppose the AGB and their affiliates. These
people argue that the AGB and its affiliates propagate practices that harm Deaf people,
all for the sake of making money. And indeed, AGB has a financial stake in the sales
of cochlear implants as well as other “hearing technology.”

In addition to running an academy that trains teachers in oral-based educational
methods, AGB “provides advertising opportunities to companies seeking to promote
their products to individuals who are deaf and hard of hearing.” According to
AGB’s website, one of their “partners in hearing” is Med-£, a large manufacturer of
cochlear implants. As | mentioned earlier, the exhibitors and sponsors for their
2013 symposium include a long list of companies who sell or otherwise advocate
for cochlear implant technology: Advanced Bionics, Cochlear America, the American
Cochlear Implant Alliance, and many others.

Those who oppose the AGB’s practices argue that this is a large coalition of
companies that stand to benefit from the sale of cochlear implants, This, they argue,
is a conflict of interest, and renders any information distributed by these companies
untrustworthy. Ruthie Jordan told me she feels that AGB is “miseducating the parents
of Deaf children ... [AGB is| earning their millions by perpetuating misinformation.
They are using the ears and the bocdies of Deaf people to make themselves rich.”
She thinks AGB's actions are “only related to spoken language and ‘fixing’ Deaf people
... they see Deaf people as sick, disabled, as having a deficit,”

Many within Deaf culture feel similarly. They argue that the AGB harms Deaf
communities by propagating large amounts of information about oralist methods—
including cochlear implants-—and treating ASL as “less than” spoken English.

The controversy is sometimes difficult for hearing people to understand.
Hearing people often assume that Deaf people would naturally want to take advan-
tage of any method that could lead them to become part of the hearing world—
especially cochlear implants, the most advanced hearing technology we have. In
reality, that assumption is far from true. To members of Deaf culture, American Sign
tanguage is a cultural cornerstone. Because Deaf children who receive cochlear
implants at a young age will likely be educated in the oralist method, they are less
likely to learn ASL during their early years, which are the most critical years of language
acquisition. For some Deaf parents, that would result in a child who speaks a dif-
ferent language than they do. Understandably, some see this as a loss of culture—
one that, in some cases, has been passed down through generations. What may
seem to a hearing person like an opportunity may he seen by some Deaf people as
a loss.

The debate stems from a fundamental disagreement: one group sees deafness as
a dlisability, and the other group sees it as a culture. The trouble is that the former
group holds a disproportionate amount of power, and the latter group are the ones
affecte.
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Jeff DuPree volunteers with Audism Eree America, and is a proud sixth-generation
Deaf person. 1 spoke with him through an interpreter at the symposium. Jeff told me,

My whole life I've fived as a Deaf person. | married a Deaf person, I've worked
and associated with Deaf people, and I've had no problem in this world. 50
why are organizations like this trying to lake away my right to live the way
| want to live, my right to raise my children the way | feel they should be
raised?

I¥'s not an easy question to answer. For their part, AGB maintains that they are
simply advocates for the Deaf and hard of hearing. They point to the many people
who, they argue, they have helped, by giving them information, grants, or general
guicance related to cochiear implants and overall oral-focused education. AGB's
waebsite states that they “[Help] to ensure that every child and adult with hearing
loss has the opportunity to listen, talk and thrive in mainstream society.”

That's not a disingenuous statement. The question is whether the affected people
are receiving the full truth about “mainstream society.”
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Nondisabled Actors
in Disabled Roles

s

Should audiences reject nondisabled actors who
“crip up” for roles, or should disabled roles be
open to all kinds of performers?

A. WE WOULDN'T ACCEPT ACTORS BLACKING UP,
S5O WHY APPLAUD “CRIPPING upP”?

by Frances Ryan

“If you do a fitm abour the Holocaust, you're guaranteed an Oscar,” goes the
famous Kate Winslet joke in Extras. The same can be sajd for an actor doing a fitm
about disability. Unless you're a disabled actor, that is. Then you're tucky to even
get the part,

In 2014, when Eddie Redmayne won a Golden Globe for his portrayal of Stephen
Hawking in The Theory of Everything, he became the latest in 1 long fine of
nondisabled actors to portray disabled characters. And to walk away-—literally—with
an award for doing so. From Daniel Day Lewis in My Left Foot to Dustin Hoffman
in Rain Man, the ability to play “disability” is a definite asset for an actor, a source
of genuine acclaim,

But is this as harmless as mainstream audiences seem to see it? While “blacking
up” is rightly now greeted with outrage, “cripping up” is still greeted with awards,
ls there actually much difference between the two? iIn both cases, actors use
prosthetics or props to alter their appearance in order to look like someone from a
minority group. In both cases they often manipulate their voice or body to mimic
them. They take a job from an actor who genuinely has that characteristic, and, in
doing so, perpetuate that group’s underrepresentation in the industry. They do it for
the entertainment of croywes who, by and large, are part of the majority group.
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The explanations for “cripping up” are obvious. The entertainment industry is a
husiness, after all, and stars sell. When Daniel Radcliffe played a disabled orphan in
The Cripple of Inishmaan this won more headllines for the production than if a disabled,
lesser-known actor had been cast. On a practical level too, perhaps hiring a non-
disabled actor is easier. The ability to walk allows Redmayne to portray Hawking
before being diagnosed with motor neurone disease. But 1 can't get away from the
fact that, if these arguments were made for white actors “playing black,” our outrage
would be so great that the scenes would be left on the cutting room floor.

There's a theory of why nondisabled actors playing disabled characters leads to
success: audiences find it reassuring. Christopher Shinn, a playwright who had a
below-the-knee amputation, describes the act of watching a disabled character being
played by an actor who we know is really fit and well as allowing sociefy’s “fear
and loathing around disability” to be “magically transcended.”

When it comes down to it, Shinn says, “pop culture is more interested in
disability as a metaphor than in disability as something that happens to real people.”

After all, disabled characters create powerful images and sentiments for audi-
ences. They can symbolize the triumph of the human spirit over so-called “adversity.”
They can represent what it is to be “different” in some way, an outsider or an underdog
wha ultimately becomes inspirational. These are universal feefings every audience
member can identify with. And there is something a littie comforting in knowing, as
we watch the star jump around the red carpet, that none of it—the pain or negativity
we stili associate with disability—was real,

Perhaps that's part of the problem. Perhaps as a society we see disability as a
painful external extra rather than a proud, integral part of a person, and so it doesn't
seem quite as insulting to have nondisabled actors don prosthetics or get up from a
wheelchair when the director yells “cut.” But for many disabled people in the
audience, this is watching another person fake their identity. When it comes to race,
we helieve it is wiong for the story of someone from a minority to be depicted by a
member of the dominant group for mass entertainment. But we don’t grant disabled
people the same right to self-representation.

Perhaps it is time to think before we next applaud “cripping up.” Disabled people’s
lives are more than something for nondisabled actors to play at.

B. ABLE-BODIED ACTORS IN DISABLED ROLES:
MODERN-DAY “BLACKING UP” ... OR IS IT?

by Tony Seymour

Eddie Redmayne recentty received a Golden Globe and a good deal of well-deserved
praise for his role as the young Stephen Hawking in James Marsh's The Theory of
Everything. The film charts the young physicist, who developed motor neurone disease
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(MND;3, whilst courting his first wife. It has already attracted critical acclaim around
the world, notching up no less than ten BAFTA nominations and five Academy Awards
nominations. However, it has not escaped criticism. Some have cited the film as yet
another example where disabled actors have been overlocked in favor of their able-
bodied counterparts. Is this true? Is playing a disabled character the equivalent of
“blacking up”? Or a guaranteed way to secure a stash of accolades? Should disabled
roles simply be the preserve of disabled actors? '

Frances Ryan’s recent article in the Guardian suggested that Eddie Redmayne’s
Golden Globe-winning performance of the disabled Professor Stephen Hawking was
the equivalent to “blacking up.”

I took this and the other points made in the column very seriously. After all, as
a disabled person myself and writer of The Mermaid in The Gherkin far, | wrestled
with similar issues when working with Northern Rose in bringing the story to the
stage. Christopher, the disabled little boy in the book, is currently played by an able-
bodied actor and 1 still wonder what a disabled person might think of this, were he
or she to see the full studio production at The Lowry Theatre in September 2015.

The reality of casting the stage production of The Mermaid in the Gherkin Jaris
perhaps similar to Eddie Redmayne’s role in The Theory of Everything. In the film,
Redmayne must play both the able-bodied Stephen Hawking before his MND
diagnosis as well as the increasingly crippled scientist, once the disease starts to take
hold. Similarly, the actor playing Christopher in The Mermaid in the Gherkin Jfar must
play able-bodied as well as disabled roles. Therefore the part of Christopher must be
adopted by someone capable of slipping between disabled and nondisabled personas,

| thought reading Ryan’s article might cause me to doubt this. On the contrary,
it only served to assure me that disabled people are not the only ones capable of
playing physically challenged parts.

A number of key points can be distilled from her column, which 1 will attempt
to look at in turn:

1. Anable-bedied actor taking on the persona of a disabled person is the equivalent
of a white person wearing make-up to play a black person;

2. Playing a disabled character is a good way of securing an Oscar or some other
such award:

3. Able-bodied people feel more comfortable seeing disabled roles portrayed by
able-bodied actors;

4. Giving disabled roles to able-bodied actors is robbing disabled actors of a role
which is rightfully theirs, denying them the right of self-representation and further
perpetuating the exclusion of disabled actors from the stage; and

5. ltis wrong for someone from a minority group to be depicted by someone from
a majority group for mass entertainment.
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1. Is “Cripping Up” the Modern Day Equivalent
of “Blacking Up?”

The first observation to make here is that Frances Ryan only seems concerned with
physically disabled people. No mention is made of roles involving those with severe
mental or behavioral prablems. So, whilst it is acceptable for a mentally balanced
person to play a manic depressive or paranoid schizophrenic, it is wrong to aliow
an able-bodied actor to portray a disabled character. Why? 'm not exactly sure. It
seems to be an issue of perception and visual impact.

Writing as a disabled person with mild cerebral palsy, 1 have read the multitude
of comments which followed Frances Ryan'’s asticle on the Guardian website. I have
also researched a host of other opinions held by writers and social commentators
on the issue. As such, | am only too aware of how serious and sensitive this matter
is and how some disabled people may feel offended by comments which they perceive
as going to the core of who they are.

However, having thought hard on this point for a couple of days, | have come
to the firm conclusion that 1 absolutely cannot agree that the act of so-called “cripping
up” is the equivalent of “blacking up” for stage and screen (at least not in the way
that Frances Ryan implies).

“Blacking Up” as a Derisive Act of Racism

The practice of white actors donning makeup to assume the personas of black
characters was widespread in the early 20th century where hlacks were patronizingty
perceived as simple, servile human beings or figures of comical derision. in other
words, the roles perpetuated racism and the erroneous belief that black peopie or
any ethnic minority for that matter, were somehow inferior to the white majority.
Back then, society actively alienated and discriminated against black people.

But Modern Day “Blacking Up” Still Occurs

As Ryan asserts, the kind of “blacking up” that occurred all those years ago to poke
fun and belittle black society has rightly stopped. But this is not to suggest that “blacking
up” does not happen at all to enable an actor to more accurately assume a role. Si
Ben Kingsley won an Oscar for his interpretationt of Mahatama Gandhi in the 1982
film of the same name. Perhaps the fact that his father was Indian helped to silence
any critics, though the Yorkshire-born actor still had to wear a considerable amount
of makeup for the role.

To say that wearing makeup to more accurately portray a role is an inexcusable
act of bigotry seems rather exaggerated. The so called “blacking up” which occurred
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in Gandhi was not some racist act aimed at arrogantly excluding ethnic minarities
from cinema, it was the result of the late Lord Attenborough's desire to accurately
depict one of the most famous freedom fighters of ail time. In aother words, 1o make
Sir Ben Kingsley’s characterization of Gandhi more convincing.

Eddie Redmayne was cast to play the brilliant physician because, like Sir Ben
Kingsley, he is a talented actor with a proven track record. It is also apparent from
the screen shots that his physicality is very similar to the young professor. He is a
good “fit” and believable in the role.

For these reasons the so called “cripping up” of actors to play roles stich as Stephen
Hawking in The Theory of Everything or Christie Brown in My Left Foot is little if
anything to do with the kind of motives behind “blacking up” which occurred so
many years ago. it is in fact, more as a result of the actor’s intention to transform
i or herself into that role, in the same way as he or she might wear a befitting
costume.

2. The Use of Disability to Guarantee an Award

There are many occasions where playing a physically disabled person has led to an
award. The examples are numerous. However, there is a danger that pointing this
out time and again begins to sound just a little cynical, if not bitter.

| tlon't know the criteria on which awards are presented, but | should guess they
run a little deeper than an actor faking a limp or a stumbling gait. One thing is for
certain, approaching topics such as disability is almost certainly quite a challenge,
not just for the actor, but for the dlirector and producers involved.

It must be the case that, in making a film such as The Theory of Everything, those
involved wanted to be as thorough as possible in understanding the nature of
Hawking's disease. That probably explains the months of research conducted by Eddie
Redmayne. Amongst other things, he studied MND and visited patients who had this
condition. Before even attempting to mimic the physical symptoms, a great deal of
fime was spent understanding what it was 1o have the disease. Surely that difficult
challenge, if executed well, is worth an Oscar.

To turn the argument on its head, are we saying that a great actor, who happened
10 have MND, would stand no chance of an award were they to play a young Stephen
Hawking with the same disease?

| would agree that many actors have certainly won awards on the back of
partraying disabled characters, but this is not because it is not a cop out. Itis because
itis a tough challenge where the able-bodied actor must really be at the top of their
game to carry it oft cuccessiully. 1 they do, it is only right that they receive the acclaim
they deserve.
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3. Able-Bodied People Feel More Comfortable Seeing
Disabled Roles Portrayed by Able-Bodied Actors

| agree with Frances Ryan here. Hand on heart, there are times when 1 have found it
hard speaking with people with severe physical impairments. it's a devastating reality
with which we'd rather not cleal, so tcan understand how it's more reassuring to see an
able-badied actor walk away from a disabted part, Nobodly fikes to face a harsh truth.
That does not mean we should not confront it at all, of course. Nevertheless, there
are numerous films where the use of an actor and the illusion of make-helieve elicits
a sense of relief such as seeing brutal re-enacted scenes of the Holocaust or apartheid.

4. Giving Disabled Roles to Able-Bodied Actors
is Robbing Disabled Actors of a Role Which is
Rightfully Theirs

| have already touched on the fact that there is more 1o playing a physically disabled
character than simply “cripping up.” Pretending to have the same physical handlicap
s not enough. The actor must be convincing. He or she must engage with the audience
so that they buy into the story. In other words, they must draw on their subtie skills
as actors 1o cast the magic that is necessary to make a tale genuine. If all that is
neecled to play a character with a given physical disability is personal experience of
the same handicap, then this would give a very narrow, almost blinkered view of
what it is to be an actor.

A Shortage of Disabled Actors

Furthermore, one cannot ignore the financial perspective. Producers must make a
film or theatre performance pay and so, like it or not, they require personatities who
attract the crowds. To be fair, this is something that Frances Ryan readlily understands.

But the criticism that able-badied actors automaticaily win disabled roles over
and above their disabled-bodied counterparts also seems to imply that there is a rich
ceam of well-known disabled talent just waiting to fift any role depicting physical
impairment. This is simply not true.

The only agency which focuses on representing disabled actors in the U.K., of
which | am aware, is the VisABLE Model Agency run by Louise Dyson. The agency
represents welt known clisabled actors such as Colin Young, who played a key role
i the BBC's Call The Midwife. VisABLE is an excellent resource for any casting director
looking to hire a disabled actor, but that does not mean it is always easy to find
someone for a specific role.
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For instance, tie role of Christopher in the physicai theatre production of The
Mermaid in the Gherkin far would require someone with cerebral palsy whe js atso
capable of performing the other able-bodied elements of the piece, As someone with
Christopher’s condlition, I can assure the reader that this s something which js realty
rather difficult.

plum disabled roles played by able-bodied, award-hungry actors js misleading,
These roles aje actually relatively few and far between and arguably not enough to
sustain any acting career,

Why is Disability so Precipus?

Perhaps the point that Frances Ryan made which | found most difficult to agree with
was her comment thas seeing an able-bodied Person assuming a disabled persona
is “for many People in the audience” the same as “watching another person fake
their idlentity, |

The obvious point here s that faking another identity is exactly what acting is
all about. Moreover, why shouldn's able-bodied actors play disabled roles? Are these
parts so sacred as to suggest that no able-hodied person could possibly interpret them
accurately? | have watched 3 number of films depicting disability and | have never
felt that my own identity as a disabled person was being faked. The idea is frankly
absurd,
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mentioned, this was not the case in coles such as Gandlhi. Far from being an insultir
portrayal of the incian revolutionary, Sir Ben Kingley's interpretation was arguabi)
a powerful and insightful piece of acting, worthy of great praise.

Similarly, Eddlie Redmayne's portrayat of Stephen Hawking and Daniel Day
[ewis’s role in My Left Foof, to name but two, could hardly be argued in terms of a
majority group capitalizing on a minority group for the sake of entertainment. 1 am
personally thankful that actors and directors see these stories as so important that
they must be told and 1 am happy to see them gain further publicity through their
connection with famous faces.

The Harsh Reality of Disability in Film

There was a time wher there were hardly any black actors in cinema, because the bar-
rters towatd them were so great. Over time the barriers to such actors broke down and
more and more black artists as well as players from other ethnic minorities emerged.

The same will happen, to an extent, with disabled actors and stars like R.J. Mitte
and Colin Young will, no doubt, lead the way. However they will always be few
and far between. There is a very real and harsh truth to face-—disabled people will
always exist in far fewer numbers comparative to other minority groups, and the
nature of having a disability will make it more difficult to play a wide variety of roles
resuilting in the majority of them losing out on blockbuster scripts.

An actor with severe cerebral palsy or MS might be able to play the role of Stephen
Hawking in a wheelchair, but would find it impossible to pass off an able-bodied
Cambridge student before MND toolc hold. An actor such as R.J. Mitte could have
perhaps been a good call as an alternative for Eddie Redmayne, though bizarrely he
would have to “crip down” for the first part of the fitm and “crip up” for the latter
part. Is there any rea difference? Also, as previously discussed, there is more to playing
any role than simply being Able to mimic the physical attiibutes of the character.

Similarly, casting Christopher for The Mermaid in the Gherkin Jaris not as simple
as hiring the first actor one can find with cerebral palsy or a similar condition. Alter
all, CP itself is a broad church that affects different people in different ways. Colin
Young (although 1 thought about ity wouid have not been suitable as he wouldn't
have been able to execute the more physically demanding able-hodied parts of the
piece. This is a real shame as 1 think other aspects of his physicality woutd have
heen an excellent fit. Perhaps there are other actors out there with a milder form of
cerebral palsy, but would they have hadl the same facial and physical characteristics
as our curfent cast member?

The danger here is that in trying to use a disabled actor, the piece may alter in a
way that was not truly intended. This, as a writer, | will always resist. Furthermore, and
| may well be fambasted for making this point, if we focus on the disability itself toc
closely, there is actually the real risk that the piece becomes just about that—disability
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Conclusion

At first blush, Frances Ryan's article in the Guardian makes some strong paints, but
this is only hecause they appeal to our sense of outrage by hooking into emotive
topics like racism. In reality, there is little in her article that holds water,

I've dealt with disability al} my life and can honestly say 'have never felt offended
when an actor receives an award for “eripping up.” Nor have | felt anger that the casting
of an able-badied person has somehow deprived me of my right to self-expression,
On the other hand, | would feel far more disappointed if | watched a film that fajled
fo deliver simpiy hecause of some misguided act of “positive discrimination,”

Don't get me wrong, | would fike to see more disabled actors in film. | want 1o
see more talent agencies like VisABLF introducing actors into theatre casts and onto
film sets. People need to see disability represented on TV and inthe cinema as general
roles. 1 can even see some disabled actors taking on far bigger parts.

But the reality of it is that those bes suited to developing a mainstream career
in entertainment are those af the periphery of disability, such as R.J. Mitte, who can
keep their symptoms under control. This in turn allows them to play a wider variety
of roles, even perhaps able-bodied parts, Having said that, the irony is that | doubt
that any such individual would wish to base their career entirely on roles made possible
because of their disability.
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