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LETTER FROM THE EDITOR

Dear Readers, -

This issue of Life Matter Journal, on dis- |
abilities, has been the most personally mean-
ingful to me in my time as editor. I have ce-
rebral palsy and visual impairment as well as
a complex health history. From the trials of
being one of few disabled students in main-
stream classes in my elementary school, to
having to defend my existence to proponents of disability-selec-
tive abortion, to a recent experience when assumptions about my
disability delayed the treatment of a medical complication, I have
experienced many negative effects of of our society’s failure to ful-
ly respect the dignity of disabled people.

I wrote several pieces for this issue. However, I am far from the
only person sharing personal experience or expertise here. I am
proud to say that all of this issue’s contributors have disabilities.
We made this choice deliberately, because people with disabilities
are often not given a voice even about topics that affect them di-
rectly, such as euthanasia or accessibility. Luckily, Rehumanize In-
ternational has many talented, thoughtful disabled people among
its staff and supporters, so many that we couldn’t feature them all.

In this issue, Beth Fox and Sophie Trist discuss the unique
challenges facing disabled people during the ongoing COVID-19
pandemic. Taylor Hyatt outlines how recent Canadian legislation
on physician-assisted-suicide threatens disabled people. And au-
thor Kristen Witucki shares her experiences as a disabled parent.
I hope these and other pieces help you recognize that our society,
while it has made a great deal of progress in the last several de-
cades, still has a great deal to do to respect and protect the dignity,
worth, and needs of people with disabilities.

Making this issue even more poignant is the fact that it marks
my last as Executive Editor. Rehumanize International is shifting
its publication model to focus on the blog and white papers; a se-
lection of the best blog pieces will be published in hard copy on
the same schedule as LMJ was published. I have really enjoyed my
time in this role, and will be continuing as an editor and writer for
the blog. The format may be changing, but Rehumanize Interna-
tional is still committed to spreading the message of respect for
life through the written word.

For justice, peace, and life,

Kelly Matulo,

0PPOSING VIEWS: Should We Pursue Cures for Disabilities?

This journal is dedicated to the aborted, the bombed, the
executed, the euthanized, the abused, the raped, and all other vic-
tims of violence, whether that violence is legal or illegal.

We have been told by our society and our culture wars that those
of us who oppose these acts of violence must be divided. We have
been told to take a lukewarm, halfway attitude toward the victims
of violence. We have been told to embrace some with love while
endorsing the killing of others.

We reject that conventional attitude, whether it’s called Left or
Right, and instead embrace a consistent ethic of life toward all vic-
tims of violence. We are Life Matters Journal, and we are here be-
cause politics kills.

Disclaimer
The views presented in this journal do not necessarily represent the
views of all members, contributors, or donors. We exist to present
a forum for discussion within the Consistent Life Ethic, to promote
discourse and present an opportunity for peer-review and dialogue.
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COVID-19 and Disabilites

By Beth Fox, MPH

Editor’s Note: While the numbers provided for case-fatality rate and simi-
lar statistics were up to date when this article was written, changes in testing
capacity and people’s activity mean they have changed quickly. See the CDC
sites listed in the end-notes for up-to-date figures.

OVID-19, the disease caused by the novel coronavirus
SARS-CoV2, has been frequently compared to the flu.
However, this comparison had the opposite effect of what it
should have. The emergence of a novel flu-like illness should
be alarming. Saying something is as bad as the flu should be
a cause for concern, not relief. I don't say this to cause panic. Panic
is not a beneficial response to any crisis. However, let’s take a look
at what the flu really looks like. Typically, this term is used to refer
to the seasonal flu; however, even that is a variable condition. Spe-
cific characteristics of the circulating viruses, the length and timing
of the active flu season, population immunity from past exposure
or vaccination, and efficacy of that year’s flu vaccine are all critical
factors that influence the severity of the burden that flu causes in
the United States.! Last season, the case-fatality rate for seasonal flu
was 0.096% with 35,520,883 cases; however, the 2017-18 flu season
had a case-fatality rate of 0.136% with 44,802,629 cases.? Thats an
additional 27,000 lives lost to the flu in the 2017-18 season.

Since I studied epidemiology and specifically researched the flu
as part of my Master’s of Public Health, I was eager to look into
the comparisons of COVID-19 and the flu. First, both viruses have
similar symptoms, including cough, fever, and fatigue. Both virus-
es spread primarily through droplets and fomites, active viral parti-
cles that remain on surfaces. However, the infectiousness, reported
as the basic reproductive value or R0, varies. The highest reported
RO for seasonal flu was 1.53 in the 2017-18 season.* The RO for
COVID-19 is still being determined but has been estimated to be
between 2.2* and 5.7.° The case-fatality rate in the United States is
currently 5.6%.° While the global case-fatality rate is expected to be
closer to one percent, this is still over ten times higher than the sea-
sonal flu.” Additionally, while both viruses can lead to pneumonia,
the way they do so is drastically different. Influenza viruses primar-
ily replicate in the upper airways, and life-threatening complica-
tions, such as pneumonia and acute respiratory distress syndrome

(ARDS), are most often caused by secondary bacterial infections.®
However, SARS-CoV-2 binds to receptors which are found abun-
dantly in the lungs, allowing for the preferential infection of lung
tissue and resulting in severe viral pneumonia and rapid onset
ARDS/ Finally, both the flu and COVID-19 disproportionately af-
fect the elderly and those with underlying health issues.

As a result, COVID-19 has had a widespread impact on the dis-
ability community, as this population is three times more likely to
have at least one underlying health condition that increases their
risk of severe or life-threatening illness from COVID-19. Per-
haps, one of the most frightening things that this pandemic has
brought to light is the ableism built into much of our healthcare
system, despite federal laws prohibiting it.!! Several states had
previously published crisis standards of care that would withhold
overdemanded medical resources, such as ICU beds and ventila-
tors, from those over a certain age or with specified physical or
intellectual disabilities. Only Alabama,'? Pennsylvania," and Illi-
nois have appropriately revised their discriminatory guidelines."
California'> !¢ and Massachusetts'” have made revisions but several
discriminatory guidelines remain.'* Georgia issued a reminder to
healthcare providers of the federal non-discrimination require-
ments but didn’t address the concerns or recommendations raised
by disability advocates.’* Wisconsin agreed to address discrimina-
tion concerns and consult a disability expert as they finalize their
guidelines.?* Federal complaints are still pending against Kansas,
New York, Oklahoma, Tennessee, Utah, and Washington.? Letters
of concern have been sent to the governors of Arkansas, Colorado,
Connecticut, Delaware, Florida, Kentucky, Louisiana, Massachu-
setts, Mississippi, Montana, Nebraska, New Hampshire, New Jer-
sey, New York, North Carolina, Ohio, Oklahoma, Oregon, Rhode
Island, Texas, Utah, and Washington D. C.; however, none of these
states have responded. Concern over access to care is not limited
to the US. In the United Kingdom, where such anti-discrimination
legislation doesn’t exist, disability advocates are seeking legal re-
course after the government refused to release guidelines prohibit-
ing disability discrimination in medical rationing.?

Finally, let’s discuss the moral obligation to follow strict social
distancing measures in order to primarily protect the elderly and



disabled. This group is not a small minority. As of 2019, 24.6%
of Americans, over 80.75 million people, were disabled or over
65-years old.” Thats at least one in four Americans who are at
increased risk of severe and possibly life-threatening illness from
COVID-19. This group is probably actually substantially larger
as co-morbidities like diabetes, hypertension, and heart disease,
which are not necessarily disabling, have also been found to sig-
nificantly raise the risk of severe illness. For some perspective, this
is just under the combined populations of California, Florida, and
New York, which are three of the top five most populated states.
Some argue that only these individuals need to stay home. This was
the model that Sweden tested. They initially did not issue shelter-
in-place orders or close businesses, assuming that young, healthy
individuals would contract the virus and build herd immunity,
while those at higher risk stayed safely at home. If their hypothe-
sis were true then Sweden should have a higher recovery rate and
lower case-fatality rate than the United States. However, the op-
posite is actually true. The current case-fatality rate for Sweden is
12.06%, higher than both the U.S. at 5.65% and the global average
at 6.94%.%* A similar pattern is seen for the percent of critical cases.
However, Sweden’s recovery rate, 31.44%, is lower than that of the
U.S., 68.53%, and the global average of 80.47%. These do not equal
100 percent as case-fatality is out of total cases while recovery is
only out of closed cases. Given these data it appears Sweden’s hy-
pothesis is not turning out well.
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Euthanasia in Canada:
State-Assisted Death Before Life

By Taylor Hyatt

ith good reason, Canada prides itself on being a de-

fender of human rights. The Canadian Charter of

Rights and Freedoms became law in 1982.! Section 7

of the Charter states that everyone has “the right to

life, liberty and security of the person” Section 15 of
the Charter lists various attributes for which Canadians cannot be
discriminated against under the law, including race, age, and men-
tal or physical disability.”

In the 2015 Carter case, the Supreme Court of Canada found that
the Canadian Criminal Code’s prohibition on assisting suicide vi-
olated the Charter rights of people with disabilities. Some people
would not be able to end their lives without help as their conditions
changed. In order to do so independently, someone seeking death
would need to act sooner than they might wish and miss out on a
few additional months of life. This loss of time violated the Charter
right to life and interfered with their autonomy. Unlike American
legislators®, Canada’s Parliament was compelled to draft legislation
covering both assisted suicide and euthanasia *.

Thanks to this legislation, Canadian citizens are now divided into
two classes: disabled people whose “reasonable” desire to die should
be enabled®, and nondisabled people whose deaths should be pre-
vented no matter what difficult circumstances they face. Making
death acceptable only in cases of disability is clearly discriminatory.
These procedures are unnecessary, as well; any disabled person can
end their life unaided by refusing food and drink.

The legislation resulting from these efforts, C-14, came into effect
in the summer of 2016. In order to qualify for life-ending measures,
a person must be at least 18 and eligible for government-funded
healthcare, and have a “grievous and irremediable” medical condi-
tion. This means “a serious and incurable illness, disease or disabil-
ity...in an advanced state of irreversible decline” causing “enduring
physical or psychological suffering that is intolerable...and that
cannot be relieved under conditions that they consider acceptable.”
Their request for death must be made voluntarily. Originally, the
person’s death must have been “reasonably foreseeable,” and they
had to give informed consent at the time of the procedure.® These
requirements were changed in a later version I will also examine.”
Informed consent included being made aware of other options,
such as palliative care®. It is important to note, though, that know-
ing about other options is not the same as being able to access them.

According to the initial Carter decision, the law should include
“stringent limits” that are “scrupulously monitored and enforced.”
In addition to holding the “opinion” that the interested person
meets the eligibility criteria, the doctor or nurse must'® ensure the
request was written, signed and dated by the both the person in
question and by two witnesses who are also at least 18 and who do
not provide care to the person who wants to die; own or operate a
facility where they live or are treated; believe that they will benefit
from the person’s death (including financially) or; be connected in
some way that could prevent objectivity (i.e. friends, relatives). The
law also required written confirmation of the medical professional’s
diagnosis from a second, independent medical practitioner, who,
like the witnesses, must be unconnected to the person requesting
euthanasia. Furthermore, 10 days had to pass between the request
and death, unless death or loss of capacity were imminent, and the
person must be provided both (1) an opportunity to withdraw their
request and (2) reliable means by which to understand information
and communicate their decision."! However, there was no provi-
sion in the law to ensure that these communication supports were
unbiased. This left open the possibility for abuse; a caregiver might
relay false messages claiming that their charge wanted to die. And
while the law did not permit people to make advance requests for
euthanasia (i.e., in case they risked losing decision-making capac-
ity before reaching the point where they were ill enough to qualify
to make the request), it called for studies to be done examining
expanding the law to include requests made in advance, as well as
into other areas.!” These studies were released in December 2018%.

When the law was passed, medical professionals objected to
some provisions. First, they argued that the requirement that death
be “reasonably foreseeable” was too vague to be properly applied.
They believed it might be discriminatory, by virtue not of singling
out disabled people as compared to healthy people for aid-in-
dying, but for allowing foo few disabled people to access it. They
asked: was “assistance in dying” only for those whose condition
would eventually cause their death?'* Last fall, the Quebec Superior
Court found the standard so restrictive as to be unconstitution-
al, since disabled people without terminal illnesses were not given
an equal opportunity to end their lives. Parliament was once again
told to craft a bill.*®

The result of this revision, Bill C-7 was introduced this year, but



is on hold at the time of writing due to the coronavirus pandemic.
One reason for assisted-suicide opponents to be glad for the revi-
sion is that, despite the initial law requesting it be studied, a “men-
tal illness” is not considered a disability under the bill, despite the
continued use of the term “psychological suffering”'¢ Thus, men-
tally ill people are not at risk of being coerced into or improperly
given aid-in-dying.

However, the new bill includes even more causes for concern.
Firstly personal care providers can now serve as witnesses for eu-
thanasia applications, and only one witness is required for a eutha-
nasia application."” This is concerning because many people with
disabilities rely on personal assistants and caregivers. What if an
abusive caregiver signed off on an application that they coerced
someone into completing? This being allowed, and the removal of
the requirement of a second witness as a safeguard, makes abuse
even more likely. Further problems arise with the two-track system
that was created in order to deal with the issue of what constituted
a “reasonably foreseeable” death. Even though it gives no defini-
tion of a reasonably foreseeable death, the new law divided people
seeking euthanasia into those whose deaths are reasonably foresee-
able and those whose deaths are not. For those whose deaths are
considered foreseeable (whatever that means), the 10-day waiting
period is removed,' thus removing a potential safeguard against
people acting out of rashness or extreme distress. Also, advance
requests for euthanasia are now allowed. Specifically, people are no
longer required to give consent at the time of euthanasia if they
arrange for the procedure to take place “on a specified day;” and
do not communicate “by words, sounds or gestures, refusal ... or
resistance to its administration”'® For those whose deaths are not
reasonably foreseeable, up to 90 days can pass between the initial
medical assessment and euthanasia procedure, but the medical
practitioner can shorten this time if the person risks losing deci-
sion-making capacity.?

Further concerns appear on examining the newer bill, beyond
the changes in timing and in who can serve as witnesses. First, the
law specifies that one of the two medical professionals certifying
the euthanasia requrest must have “expertise in the condition that
is causing the person’s suffering”* There are a few problems with
this phrasing. Since the professional evaluates their own level of
expertise, there is no way to confirm it. And even if the medical
professional is an expert in the medical condition the person has,
that condition itself may not be the cause of the person’s suffering.
Many disabled people also have limited life choices due to lack of
affordable and accessible housing, a shortage of home-based assis-
tance, and poverty.” There is a danger, then, that a disabled person
could be suffering because of some life circumstance other than
their disability or health condition, but rather than that cause of
suffering being remedied for them, their disability could be seen as
justification for euthanasia without that other problem ever having
to be addressed. Furthermore, while the bill states that “counsel-
ling services, mental health and disability support services” must
be offered and the person must be informed of “available means
to relieve their. suffering”” other than death, there is no guarantee
that the alternate supports discussed will be enough to meet the
person’s needs, or will be provided at all. In other words, the bill
appears to provide people with support options other than death,
but does not go far enough to ensure that these alternatives are ad-

equate. The assumption in the bill still seems to be that death will
be the best recourse for the person.

This is just a brief overview of why this law is so problematic. Like
much of the world, Canada has come a long way in recognizing
and upholding the rights of people with disabilities. Yet disabled
people are still a long way from being able to participate equal-
ly and fully in society. These laws demonstrate that the country is
doing more to provide its citizens with so-called equality in death
than helping them to thrive in life. This gap in its efforts should be

a blemish on its reputation.
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Can Disability Be Expfained By‘a Model?

By Stephanie Hauer

uman beings love to categorize things, and it’s very com-

mon for us to arrange things into dichotomies. Even if

things are not truly opposites, we tend to position them as

such, like cats and dogs, or chocolate and vanilla. But more

and more, were realizing that this method of sorting does
not always accurately reflect the world we live in.

Such is the case for disability. It’s not as simple as “disabled” or
“not disabled” Like many other things in our world, disability is
more complex and nuanced than just “yes” or “no” There are a few
different ways to define disability, which reflect different schools
of thought about it. For example, the Americans with Disabilities
Act defines disability as “a physical or mental impairment that
substantially limits one or more major life activities, a person who
has a history or record of such an impairment, or a person who
is perceived by others as having such an impairment” The most
prominent models of understanding disability are the medical and
social models, but there are others, including the diversity model,
economic model, and affirmational model.?

The medical model of disability looks at disability as a problem
of the individual.’ This way of thinking believes that disability is a
result of a physical condition, and therefore intrinsic to the person’s
body. Thus, it will focus on understanding the condition from a
clinical perspective, and seek to treat the condition or its symp-
toms so as to mitigate its impact. The medical model demonstrates
compassion by offering health care and related services to cure
the disability or increase the functionality of the person, allowing
them to live a more “normal” life.

The medical model has its weaknesses. It risks dehumanizing a
person by seeing their disability as the most important part of their

identity. It also puts a lot of burden on an individual person, requir-
ing them to seek (and pay for) health care and services in order
to mitigate their disability. This burden is manifested in any num-
ber of other ways, because the responsibility to modify activities
or functions is placed on the individual for all circumstances. The
person must ask for accomodations, because they are viewed as the
exception to the rule. The world is not built for them.

The social model of disability, by contrast, looks at disability as a
problem with society. This way of thinking posits that our societal
structures contain barriers or obstacles that prevent certain peo-
ple from fully participating. Systemic barriers, negative attitudes,
and other forms of exclusion are considered to be the cause of the
disability.’ This means that the “problem” is not in the individu-
al, but in the way society is built. Compassion in this model looks
like making changes to society that promote accessibility and in-
clusivity. An example of this would be building a ramp and wheel-
chair-accessible entry to a building so that people using mobility
devices such as wheelchairs or crutches, and people who are walk-
ing without such devices can use the space.

The weakness of the social model is that it can be too general.* By
focusing on society as a whole, it is easy to overlook the need for
individual attention. Some conditions do require medical interven-
tion to reduce risks of complication. The social model of disability
is not suited to catching and resolving those types of issues. Other
conditions also include internal symptoms that cannot be solved
by addressing society’s attitudes and systems, such as chronic pain.®
Additionally, instituting widespread changes to society takes time,
and does not mitigate the real and immediate impacts of disability
in daily life before those changes take effect.



Even if societal changes can be instituted quickly, some disabil-
ities are mitigated by accommodations that exacerbate other dis-
abilities. For example, people with sensory processing differences
may need to receive auditory input at a lower volume, but people
who are hard-of-hearing may need to receive auditory input at a
higher volume. It is not possible to both reduce and magnify the
volume within a single space simultaneously, so the cumulative
accessibility of the space is limited. As problems like these of ac-
commodating multiple disabilities are considered more frequently,
innovative solutions may be presented that can address the var-
ied and diverse needs of differently-abled participants, but in the
meantime, it is difficult to create a totally accessible space.

Both the medical model and the social model of disability have
strengths and weaknesses, so people often develop their own nu-
anced understanding that pulls from both schools of thought. For
example, the social adapted model of disability acknowledges that
while a person’s innate disability may limit them, their environ-
ment can be just as limiting — if not more limiting — than the
inherent effects of the disability itself.?

But what do all these models mean on a practical and personal
level? I include myself in the question about “personal level.” When
it comes to my own life, I can never figure out if I'm actually “dis-
abled” or not. I have four diagnosed chronic illnesses. I take sever-
al prescriptions every day in an attempt to reduce my symptoms.
Even with those medications, I still have to modify certain tasks or
activities to avoid aggravating my conditions. But some days are
better than others, and even my bad days don’t prevent me from
living my life fully independently. Where do I, and others like me,
fall in terms of all these models and theories?

The World Health Organization says “disabilities is an umbrella
term, covering impairments, activity limitations, and participa-
tion restrictions. An impairment is a problem in body function or
structure; an activity limitation is a difficulty encountered by an
individual in executing a task or action; while a participation re-
striction is a problem experienced by an individual in involvement
in life situations.”® By that definition, it seems that I count. I have an

impairment in that my autonomic nervous system cannot properly
regulate my heart rate. I have activity limitations in that it hurts my
joints to do basic tasks like brushing my teeth, braiding my hair, or
writing by hand. These things affect me in many different life situ-
ations, sometimes preventing me from being involved in activities
altogether. It is not uncommon that I have to say “no, I can’t do
that, because of this condition I have.

And vyet, it feels strange for me to say “I am disabled” or “I have
a disability” My mind immediately tries to resist that label — why?
Because disability is heavily stigmatized. We have all been raised
with some degree of ableism, and we've all internatized some
amount of it. It takes ongoing work to unlearn those biases and
stigmas. There is an association of disability with helplessness,
but that’s a false correlation. I can’t do some things, but I can do
others, and even if I couldn’t, that wouldn’t detract from my value
as a person.

We are not defined by our ability to work or accomplish specific
tasks. We don’t get bonus points just because we can do certain
things. We are each entirely unique human beings, living lives that
matter, regardless of our abilities. Whether disability is rooted in
medical diagnosis, in social barriers, a combination of the two, or
something else entirely, one thing remains constant: that our dig-
nity and value is inherent and permanently rooted in ourselves and
our humanity.
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Insecurity

By Sophie Trist

A restaurant needs three things to receive a five-
star rating from COllege students: it must be near campus,

it must be cheap, and its food must be delectable enough to provide
comfort when you fail a test, flub an audition, or just want to pro-
crastinate on homework. For my best friend Alex and me, Taqueria
Corona fulfilled all of these vital functions. We went to the Mexi-
can place at least once a week. The air was laced with the familiar
smells of freshly-baked tortilla chips and the tang of salsa. Spanish
music provided a low undercurrent of sound, almost but not en-
tirely drowned out by the laughter, chattering, and clatter of other
diners. This September night started out like any other, with Alex
and I taking seats at our usual back corner table and me leaning my
cane against the wall where it wouldn't trip anyone.

We were catching up on the latest school happenings when
the waiter came to our table. "What would you like to drink?" he
asked Alex.

"Iced tea," Alex replied, as always.

A slight pause, then the waiter asked, "And what will she be hav-
ing?" I ground my teeth in frustration that was all the more irritat-
ing because it was familiar. Not this again.

"I don't know," Alex said. "Ask her."

"T'll have iced tea too," I said, careful to keep my tone polite and
cheerful. He doesn't mean anything by it, I told myself. Getting an-
gry would just ruin his day, and nobody wants that. Besides, I don't
want him going away with the impression that all blind people are
crazy and start yelling at the drop of a hat.

"That's so stupid,” Alex said as the waiter left. I nodded, not being
able to speak due to the fact that I was eating a large chip loaded
with salsa.

Once I had swallowed the deliciousness, I said, "Sometimes I
want to wear a t-shirt that just says, don't be afraid to talk to me
because I'm blind. I'm not a dragon or anything. I only breathe fire
when I don't get enough sleep or food."

"It's like they think just because you can't see, you're, like, five or
something," Alex said, his voice rising in frustration.

"Thanks for not speaking for me," I said. "I hate it when peo-
ple do that." It was refreshing to have a sighted person share my

frustration at being patronized. A lot of my family members, as
loving and well-meaning as they are, don't understand why I get so
annoyed when strangers talk to them instead of me because they
think I'm incapable of making and/or executing my own decisions.
I think part of it is that, unlike Alex, they've known me since I was
three and would have ordered cake and ice cream for dinner if giv-
en the chance. And they still sometimes see me as that child, and so
speaking up for me is automatic, unconscious.

"Does stuff like that happen often?" Alex asked. I appreciated his
frank curiosity. Most people are afraid to ask me questions about
my blindness, afraid they'll offend me.

"Not super often," I said. "What I tend 