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Introduction

The Social Model of Disability, though its conception varies across theorists,
claims that people are disabled not only by impairment and difference, but also, by
the barriers constructed by society. However, theorists such as Elizabeth Barnes and
Susan Wendell believe pain poses a special problem for social theorists. Insofar as
pain, even with the absence of social barriers, detracts from an individual’s quality of
life. If so, Social Model theorists are left to evaluate: is it possible to fit pain into the
Social Model of Disability? And, if so, would it be a worthwhile pursuit?

In this paper, I first describe how the Social Model departs from the previously
accepted medical model of disability. I then explore several critiques of the Social
Model that show how it fails to incorporate the experience of chronic pain sufficiently.
I present three strategies with which the Social Model responds to those critiques:
breaking away from a literal interpretation of the model, distinguishing chronic pain
from other forms of disability, and considering how the experience of pain might be
alleviated through the removal of societal barriers. Lastly, I investigate the usefulness
of the Social Model for conceptualizing pain by applying it to the controversial case
of assisted suicide. I conclude that the Social Model of Disability is a useful tool
for theorizing chronic pain because it offers important objections to the idea that
assisted suicide offers autonomy and choice to a chronic pain experiencer. In the final
analysis, I demonstrate that although the Social Model has theoretical difficulties in
modeling pain, the case study of assisted suicide offers good reasons to work through
those difficulties.

What is the Social Model of Disability?

The goal is to assess the efficacy of the Social Model of Disability for chronic
pain experiencers through evaluating the ethics of assisted suicide. However, to
do so, one must first understand what adherents to that model believe about health
and disability. Developed in the 1970s, the Social Model of Disability emerged in
opposition to the medical model, which views health and disability through the lens
of the natural sciences. The medical model, which defines disability as “independent
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of our specific, contingent social categories and practices . . . social or personal values,”
is based on “statistical normalcy, adaptive fitness, and biological function.”' By contrast,
the Social Model defines disability through a barriers-based approach, which considers
the environmental, social, cultural, and political factors that impede and, in doing so,
disable non-normative bodies.? Unlike the medical model, which emphasizes individual
impairment in defining disability, the Social Model is societal in scope. Its theorists contend
that “disability definitions are not rationally determined but socially constructed” by the
“social meanings individuals attach to particular physical and mental impairments.”

Many Social Model theorists take the stance that disability and impairment are
constituted by societal barriers, and since “barriers can be removed [and] if you remove
the barrier then you [can] remove the disability.”* Whereas medical model theorists
believe that “difficulties faced by disabled people are a direct result of their individual
impairments or lack or loss of functioning,” Social Model theorists contend that disability
is created by a society built for non-disabled people. Accordingly, disability can be
defined as a type of “social oppression.” Thus, proponents of the Social Model claim that
a reconstruction of society to fit disabled and chronically ill individuals will lift this social
oppression and, if not eliminating disability entirely, will at least eliminate the need for
the category of disability.®* However, critics of the Social Model object that it does not fit
all disabilities, including, but not limited to, chronic pain.
Critique of the Social Model: No Room for Pain

One major critique of the Social Model of Disability is its failure to address the
issue of pain. In a literal reading of the barriers-based approach, if the removal of barriers
leads to the removal of disability, then removing barriers should also eliminate pain from
someone living with chronic pain. However, it seems unlikely that the dismantling of
societal barriers could totally eliminate the experience of pain for persons with chronic
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pain.” Cara Jones raises this critique of Social Model in her article “The Pain of Endo
Existence: Toward a Feminist Disability Studies Reading of Endometriosis” (2016).
She points out that while one symptom of endometriosis, infertility, is widely addressed
by Social Model theorists, another symptom of endometriosis, chronic pain, is “largely
under-theorized” precisely because it is harder to explain by a barriers approach.® Society
might no longer consider infertility disabling if it ceased to value fertility as a norm of the
female experience (after all, men who are unable to carry a pregnancy are not considered
disabled); by comparison, a life devoid of pain seems less like a socially constructed value
than it does a universal good.

Emily Rogers offers a similar critique in her article “Recursive Debility,” which
follows a patient activist group that fought to have their painful condition identified
as a chronic illness (ME/CFS). Rogers argues that it is necessary to recognize bodily
impairment, such as pain, alongside socio-political aspects of disability in order to
understand the interdependent facets of the disabled/chronically ill experience which a
purely Social Model of Disability might obscure.” Indeed, critics of the Social Model
caution that when it comes to impairments such as pain, Social Model theorists “are in
danger of assuming that impairment has no part at all in determining our experiences.”'’
Even critics who acknowledge that social factors play a large part in the destabilization
of people living with chronic pain argue that the Social Model offers too simplistic an
explanation by presenting impairment as “irrelevant, neutral and, sometimes, positive,
but never, ever as the quandary it really is.”!! In fact, by conceptualizing disability as a
condition caused primarily by societal factors and by including only those disabilities
clearly delimited by social barriers, the Social Model risks excluding painful conditions
entirely."?

Theories of Pain Under the Social Model

Studies tackling the issue of how to incorporate chronic and acute pain into the
Social Model framework can be categorized into three major approaches. All three address
the problematic notion that removing social barriers should eradicate pain. The first
approach argues that the removal of barriers will eradicate not disability in a literal sense
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but rather the need to specify disability as a discrete category of the human condition.
A second approach separates chronic pain from other disabilities by creating a special
framework for impairments or unhealthy disabilities."* A third approach contends that the
removal of social barriers will actually diminish and, in extreme cases, totally eradicate
the experience of pain.
Approach One: Breaking Away from the Literal Sense

This first approach to the problem of pain in the Social Model of Disability
asserts that, when it comes to pain, the removal of barriers should not be taken literally.'
Indeed, as some Social Model theorists suggest, the removal of barriers can be expected
to eradicate not the physical experience of pain but rather the disruption that chronic
pain causes. It stands to reason, therefore, that society should dismantle the physical and
ideological obstacles preventing chronic pain experiencers from participating fully in
society. In doing so, it would not only reduce the limitations on those living with pain but
also the need to categorize people who experience chronic pain.'s

Inhisbook The Polio Paradox (2002), for example, Dr. Richard Bruno suggests that
it is not the experience of the sensation of pain that makes life difficult for those disabled
by Post-Polio Syndrome (PPS) but rather a society that promotes norms incompatible
with PPS existence.'® Such social factors also contribute to the underdiagnosis and
undertreatment of PPS, by perpetuating, for instance, the cultural prejudice that young
people—the most common age group aftected at the time of his book—do not experience
chronic pain but merely seek drugs.'” Moreover, according to Bruno, many other global
(though by no means universal) social norms make chronic pain debilitating in our
modern society: constantly working at the upper limits of one’s ability instead of at a
sustainable level, using every available assistive device at all times, internalizing the
idea that pain is necessary for advancement (no pain, no gain); overdoing rehabilitation
exercises; and pushing through uncomfortable temperatures.'® If these practices were to
be denormalized, he argues, PPS patients would continue to experience pain but would
no longer be considered disabled." In this view, remodeling society’s values and practices
neither cures pain nor does away with deviations from the “normal body”; instead, it
accounts for these deviations, thereby abolishing the need for the category of disability.
By suggesting problems with breaking away from the literal definition of disability, Bruno
creates the preconditions for a unique consideration of pain within the social model.
Approach Two: Separating Out Chronic Pain from Other Disabilities

Susan Wendell, in her article “Unhealthy Disabled: Treating Chronic Illnesses as
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Disabilities” (2001) posits that there are actually two categories of disabled people who
ought to be treated differently under the Social Model. The first is “healthy disabled” people
who have impairments or normative deviations but are not actually “sick.” People in this
category might include individuals who are deaf, autistic, or wheelchair-bound. Some
characteristics of this type are that their disability does not lower their life expectancy and
that their impairments are fairly static rather than deteriorating or fluctuating (although
someone’s status as healthy disabled may change throughout their lifetime).?° The Social
Model deals well with situations such as these as removing the barrier removes the
negative experiences of the disability, i.e., if everyone knew sign language, there would
be few negative consequences of being deaf.

On the other hand, those with chronic pain fit into a group Wendell categorizes
as “unhealthy disabled.””" This category includes terminal conditions as well as any
condition that would have a negative impact on the life of the individual even if society
was built with them in mind. The Social Model is applied less effectively to this category
because “impairment in itself can be a negative, painful experience.””> Wendell cautions
against applying the message “remove the barriers that have been erected arbitrarily
against our participation, and we will perform as well as anyone else” to people in the
unhealthy disabled category.” Instead, she claims that this aspect of the Social Model
may only work for those in the category of healthy disability.** Thus, by separating the
unhealthy and healthy disabled, she illustrates how a Social Model of Disability needs to
be differently tailored to each of the two groups.?

Approach Three: Literally Reducing the Pain Experience

A third group of Social Model theorists believe that removing barriers does, in
fact, reduce or remove the physical experience of pain. In the weaker version of this view,
societal barriers do not cause the physical sensation of pain as much as they contribute to
the experience of that sensation as debilitating. For example, women, people of color, and
younger people are far less likely to receive adequate care for pain. As a result, pain plays
a larger role in their lives, and because they are inadequately treated, they experience
far more debilitation and impairment from that pain in the long term.?® Moreover, many
societal factors cause or exacerbate pain, such as stress, hygiene, and access to consistent
and comfortable sleeping conditions. If these barriers were to be removed, experiencers
of pain would suffer less or may not experience pain in the first place.

In this theory, deconstructing the social barriers will not obliterate the experience
of pain, but it will remove those factors that make pain worse and prevent pain experiencers
from receiving adequate care.?’ It might also, in particular cases, prevent painful conditions
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from developing in the first place, removing chronic pain entirely.?® In a stronger iteration
of this claim, some theorists go so far as to argue that removing social barriers would
wholly abolish the sensory experience of pain. These theorists point out that although
we currently have technology that can completely eliminate pain, prejudices regarding
morally correct ways to experience pain prevent doctors from prioritizing pain mitigation
in treatment plans.” Without promoting any one particular theory, I submit that the strong
arguments outlined above indicate that there is potential for theorists to create a space
for pain within the theoretical framework of the Social Model. However, the question
remains whether there is a good reason to adopt the Social Model for pain.
Contributions of the Social Model to Pain: A Case Study of Assisted Suicide

One way to evaluate the usefulness of a Social Model of pain is by assessing its
contributions to a major controversy within pain ethics: assisted suicide. Assisted suicide,
physician-induced patient-consented euthanasia, has been on the rise across the world.
Social Model theorists offer four main objections to assisted suicide for chronic pain
experiencers: it represents an individualist vs. societal approach to the body, it misleadingly
presents patients’ motivations for suicide, gives a false sense of choice, and, lastly, relies
on cultural narratives that offer merely the illusion of agency as well as harmful moral
ideas of what constitutes a good death.
Focus on the Individual Body

The Social Model of Disability argues that viewing pain as an individual misfortune
rather than a condition impacted by political and societal conditions causes people to view
chronic pain as a tragedy. According to some Social Model theorists, assisted suicide
reinforces this tragic view of pain by suggesting that the death of a human in pain is better
than their continued living experience of pain. By contrast, they argue that when barriers
such as social isolation, impossible work expectations, etc., are successfully removed,
a life of pain no longer means a life of suffering.’® And yet, the rhetoric around assisted
suicide reinforces the view that people in chronic pain would prefer death (more than
they would prefer to have fulfilling jobs, equality, and higher standards of life, etc.) by
portraying a life of pain as a tragedy worse than death. Ultimately, the option of assisted
suicide prevents society from taking steps to alleviate pain and improve the quality of
life. Proponents of this idea posit that if pain were seen as a societal rather than individual
problem, as the Social Model suggests, then a person in pain who requests death would
signal the failure of society to support that person, not an individual tragedy.!
Questioning Motivations: Is Pain Really the Problem?

While physicians and ethicists cite the unbearable suffering of chronic pain as a
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primary justification for assisted suicide, the social modeling of assisted suicide reveals
a more complex set of rationales for chronic pain experiencers who seek death. In fact,
according to the data, pain is not a top consideration in requests for assisted suicide by
people with chronic pain. Rather, they cite social isolation and economic dependency/
poverty, both societal-level barriers.’> Additionally, there is no objective experience of
pain that physicians can reference when determining the quality of life of a chronic pain
experiencer, so there is no objective way to link a pain level to decreased quality of life.*

The assumption that living with pain is inevitably much worse than living
a “normal” life overestimates the difficulty faced by people with impairments, and
incorrectly identifies pain as the main cause of their difficulties. Indeed, patient reports
show that when political, economic, and societal barriers are removed, the self-reported
quality of life of a chronic pain experiencer falls well within the normal range of people
without chronic pain.** In summation, by legalizing euthanasia for those experiencing
chronic pain on the basis of their quality of life, physicians and lawmakers miss the larger
societal issues contributing to the poor quality of life of disabled individuals. A
False Choices and Illusions of Agency

Another way that the Social Model can be evaluated is in its ability to counter
normative arguments in favor of assisted suicide for pain experiencers. A contested
argument for assisted suicide as an option for chronic pain experiencers is that it affords
autonomy through choice.** Social Model theorists counter this argument by pointing
out ways in which societal factors make assisted suicide a non-autonomous choice. For
example, the lack of high-quality end-of-life care for those without the means to afford
expensive private hospital treatment creates an environment for pain experiences in which
death is indeed preferable.’® Similarly, there is persuasive evidence that the pervasive
cultural narrative about a life of pain—namely, that it is unbearable—affects the brain’s
neuroplasticity. That is, when a physician tells a patient that their pain is unbearable, the
physician limits the patient’s natural ability to adjust to the pain. In short, merely the
narrative of a “chronic pain sufferer” can coerce the sufferer of pain to make a decision in
favor of assisted suicide.”’

Similarly powerful cultural ideas, such as the idea that a “good death” is one
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without pain, or the idea that death is better than dependence, can persuade experiencers
of pain that assisted suicide is the morally desirable option, further limiting the so-called
autonomy of assisted suicide.*® Lastly, the Social Model contextualizes support for
assisted suicide. If a non-disabled person were suicidal, they would typically be deemed
irrational, and their suicidal ideation would be treated. By contrast, as Social Model
theorists explain, people in chronic pain who request assisted suicide are deemed rational
by physicians, politicians, and the general public.* This societal context exposes the flaws
in the argument that assisted suicide confers autonomy on those with chronic pain since
it is only preferable when outside parties agree that the pain experiencer “rationally”
desires death. In this way, the Social Model’s framework undermines the assumption that
physicians and policymakers can justify assisted suicide for chronic pain experiencers by
measuring “objective” levels of pain. Rather, quality of life is determined not simply by
the experience of pain but also by the societal contexts in which pain is experienced. Thus,
when the Social Model is adapted to account for chronic pain, it usefully problematizes
the promotion of assisted suicide for pain experiencers.

Conclusion: We Can and Should Incorporate Pain into the Social Model of Disability

To be sure, the Social Model has clear problems with the way that it conceptualizes
chronic pain, particularly its claim that removing barriers will remove disabilities.
However, the Social Model of Disability and the lived experience of pain need not be at
odds with each other if the Social Model is modified to incorporate pain bette—whether
by breaking away from a literal interpretation of the model, separating out chronic pain,
and theorizing the model as reducing the pain experience. While I am not advocating
one specific solution, I do maintain that there is good reason to accept that chronic pain
can be incorporated into the model. Moreover, 1 have proven good motivation exists
to incorporate the Social Model into narratives of pain. The Social Model has proven
useful in weighing important issues within the study of chronic pain, adding key insights
into problems of individualism, motivation, and agency to the conversation on assisted
suicide. While the Social Model does not offer an answer to how or if to promote assisted
suicide, these insights illustrate the usefulness of the Social Model for conceptualizing
pain. Thus, theorists of assisted suicide, as well as pain theorists more generally, can and
should incorporate pain into the Social Model of Disability.
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