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I Introduction 

A leading journal, Bioethics, recently published a special issue entirely devoted to the 

question of whether bioethicists ought to be activists. A wide variety of answers are offered. For 

instance, Wendy Rogers argues that bioethicists can and, in some cases, should be activists, 

despite challenges that may present themselves, because “Some degree of advocacy is an 

uncontroversial part of the role of academic bioethicists, such as advocating for patients’ rights. 

However, when this professional advocacy becomes overt activism, potential tensions arise 

between the responsibilities and expectations of the two roles. . . .  these tensions can be 

resolved” (Rogers 2019, 881). Similarly, Jackie Leach Scully argues that there is no clearly 

defined bright line between bioethics and activism, “If orientating yourself in a normative 

direction is the first small step along the advocacy/activist continuum, then asking if bioethicists 

should be activists is pointless: actually, they already are” (Scully 2019, 879). Instead, she 

argues, there is a continuum of activist activity that moves a bioethicist closer or further from the 

typically assumed role of the impartial academic seeking objective knowledge.   

Tom Shakespeare is much more skeptical of the role of the activist bioethicist, arguing 

that these activities require incompatible styles of thinking, borrowing from the moral 

psychologist Jonathan Haidt, who:  



 

 

“looks at the rational and the intuitive, and distinguishes between two ways in which 

people think. . . . He describes the judge, who explores all the evidence, and weighs it up 

carefully, before coming to her opinion. The second is . . . the barrister, who knows the 

position he wants to adopt in advance, and then selects the evidence to support his 

intuitions. Most lay people, Haidt argues, are more like barristers than judges. We have 

biases, we don’t want to shift our position when new evidence comes to light, we are 

stubborn in our prejudices. As an academic, I think my duty is to be a judge. If new 

evidence or argument comes to light, which is irreconcilable with my current position, 

but nonetheless robust, then I have to change my position” (Shakespeare 2019, 916).  

So it is that Shakespeare argues that bioethicists run an enormous risk of failing to meet their 

obligation to the standards of the academy while also trying to be “barristers” and advocating for 

a particular policy position as an activist.  

Whether a bioethicist should also be an activist is a question that is both philosophically 

interesting and of practical importance.  However, in this paper I will reverse the question and 

ask whether activists should do bioethics. In particular, I wish to explore whether disability 

activists should do bioethics. Shakespeare would allegedly answer in the affirmative, “I welcome 

the contribution of activists to bioethics, and think that there should be more space for different 

voices. In particular, we need to hear the diverse voices of disabled people” (Shakespeare 2019, 

920).  This is not surprising, given his recollection of how he himself entered academic bioethics 

by way of disability activism. However, this strikes me as a direct contradiction of his earlier 

characterization of the incompatible styles of thinking of the academic and the activist.  If 

bioethics requires one to be a rational “judge” and not an intuitive barrister, then how can a 

disability rights activist engage bioethics productively, so long as they remain a barrister, for 



 

 

which “simplicity is useful, complexity is not. Dichotomies are useful, multiple stakeholders are 

not. Clarity is vital, nuance is not” (917)?  It seems that, for Shakespeare, the only way a 

disability rights activist should do bioethics would be if they ceased to be a disability rights 

activist. 

In contrast, I will argue that, even when disability rights activists are most clearly acting 

as activists, they can advance the scholarly practice of disability bioethics.  In particular, I will 

argue that engaging in non-violent direct action, including even civil disobedience, is one 

important way in which disability rights activists directly support the efforts of disability 

bioethics scholars. I will begin by relating an anecdote about my experience as a philosopher 

with strong ties to the disability rights movement that illustrates my own hesitancy to embrace 

overt activism directed at bioethical questions. Then I will draw upon Hilde Lindemann’s work 

on relational narrative identity to describe how certain damaging master narratives about 

disability hinder the uptake of arguments from disability bioethics.  Finally, I will argue that 

disability activism, especially non-violent direct action and civil disobedience, provides an 

effective counterstory to some of the worst of these master narratives, thereby laying the 

groundwork for scholarly disability bioethicists to be given more serious consideration.   

Before I begin laying out my argument in earnest, I need to clarify and defend some of 

my conceptual choices.  First, there is the term disability bioethics.  Jackie Leach Scully first 

developed this concept by making the distinction that, “The ethics of disability is the systematic 

reflection on morally correct ways to behave toward disabled people – in everyday interactions, 

in healthcare or employment policy, or in law. By disability ethics, on the other hand, I refer to 

the particular moral understandings that are generated through the experience of impairment” 

(Scully 2008, 9).  Scully is here defending a sort of standpoint epistemology that finds value in 



 

 

the moral knowledges disabled people have in virtue of their socially mediated experiences of 

disability. Elsewhere, I made a similar argument, which took note of how social power structures 

within the field of bioethics often dismiss or otherwise marginalize these ways of perceiving and 

reasoning about moral problems the field confronts (Stramondo 2016).  In a sense, this paper is 

an attempt to suggest that disability activism, including direct action and civil disobedience, is 

one legitimate way of resisting those power structures and their epistemically dubious effects.  

Conceptually, non-violent direct action and civil disobedience are likely to be far more 

familiar to a reader, but it still seems that picking this sort of activism as my focus deserves some 

explanation.  After all, there must be more efficient ways to do narrative ethics that have a more 

direct influence on the sorts of master narratives that need to be dismantled for disability 

bioethics to gain uptake.  Blocking a busy intersection with a wheelchair or clogging up a U.S. 

Senator’s legislative office seems like an odd way to engage in bioethics discourse.  Still, this 

lack of easy fit between direct action and bioethics discourse might actually strengthen my claim.  

If my thesis is that disability activism advances disability bioethics, despite the allegation that 

activism and scholarship entail incompatible methodologies, then I would want to test my 

position against the hardest test case possible.  If I were to use as my example the publishing of 

op-ed articles about bioethics in blogs and newspapers, it would hardly show that there is a place 

for activism writ large in the field.  To borrows Shakespeare’s terminology, I need to show that 

activism enriches bioethics discourse when activists are thinking the least like a judge and the 

most like a barrister. 

 

II Disability Bioethics and the Barrier of the Master Narrative of the Pitiful Disabled 

Person 



 

 

It still might seem strange that I am arguing that disability activists performing civil 

disobedience increases the uptake of scholarly arguments made by disability bioethics.  After all, 

there is some reason to think that tactics like direct action that are used disability activists, at 

least sometimes, fuels the resistance mainstream bioethics has toward this perspective. For 

example, in her 2011 book, Disability and Bioethics, Alicia Ouellette recounts how a senior 

colleague advised her not to pursue her research program because disabled activists were too 

difficult to work with and it was best just not to engage (Ouellette 2011).   

The reason I am, nevertheless, maintaining that disability activism does more good than 

harm to disability bioethics has to do with the fact that none of us are actually “judges” in the 

sense that Shakespeare uses the term.  It is a fiction that anyone impartially weighs evidence and 

arguments so that a rational verdict can be made. One need not be a full-blown moral relativist to 

recognize that human beings can only make sense of the moral problems they encounter with the 

specific discursive tools they have developed in their very particular cultural and experiential 

context. This context is a thick soup of influences that all contribute to what philosophers like to 

call “our intuitions.”  

One prominent type of ingredient in the soup are Master Narratives, or, as Lindemann 

describes them “the stories found lying about in our culture that serve as summaries of socially 

shared understandings … consisting of stock plots and readily recognizable character types” 

(Nelson 2001, 6). These Master Narratives are necessary for developing an understanding of the 

world and one’s place in it. First, they decrease cognitive load by helping us make inferences 

about who people are and what we can expect from them.  We see a cishet white man pull up to a 

daycare in shiny black SUV in the late afternoon, wearing a tie and jacket and we assume he is 

there to collect his son or daughter, not because he works as part of the evening cleaning crew. In 



 

 

addition, these Master Narratives provide the raw materials for a person to tell her own stories of 

who she is as an individual, weaving them together and adding bits of color from her unique 

experience to construct the tapestry that is a narrative self.  When I say I am a father or a 

collegiate sports fan or a philosopher or a disabled person, I am constructing myself from the 

shared social meanings of these Master Narratives. 

These master narratives seem to have many different ways of impacting human 

cognition, but the one I am most concerned with here is the influence they exert over which 

beliefs we find compelling. In particular, when someone is presented with an argument that rests 

on premises that do not correspond with certain widely accepted Master Narratives, that 

argument is likely to be quickly dismissed as absurd.  This tends to happen regularly to people 

who occupy subordinate social positions, simply because Master Narratives are typically 

constructed from the perspective of those in the dominant social position. For example, there are 

Master Narratives around the use of force by police that regard it as not only justified, but 

something to be lauded. This Master Narrative says that the police are the “good guys” and can 

be found in everything from children playing cops and robbers to an enormous variety of 

television shows and films that glorify police violence. So, it is no surprise that that arguments 

about racially biased police violence that have been advanced by the Black Lives Matter 

movement are frequently dismissed by many white people because they do not fit with this 

dominant story that relates a cultural understanding of who police officers are and what they do.   

Elsewhere, I have written about how an ideology of pity toward disabled people 

maintains ableist social structures by obscuring the fact that many of the disadvantages of 

disability are produced by oppressive power relationships. More specifically, I argue that an 

ideology of pity helps naturalize the socially constructed harms of disability by regarding them 



 

 

as sad, but inevitable.  Responding to the suffering of disability with pity does not require one to 

recognize the disparate power relationship that exists between the one doing the pitying and the 

one pitied.  Thus, it maintains that power relationship and conceals how that power relationship 

is itself the cause of much of the suffering being pitied (Stramondo 2010).  

Here, I would suggest that one useful way of thinking about how an ideology of pity has 

become so pervasive in contemporary American society would be to frame it through the 

theoretical lens of Lindemann’s narrative ethics.  Much of the heavy lifting has been done by 

what I would call the Master Narrative of the Pitiful Disabled Person (MNPDP): disability is 

fundamentally an experience of suffering and so disabled people deserve our pity. Examples of 

the MNPDP can be found in everything from ancient Greek myth to Disney animated films.  

After all, the ugly, crippled Greek god Hephaestus may be clever, but everyone feels badly for 

him as his wife Aphrodite brazenly cheats on him with regularity.  Similarly, is there a more 

tragic character than the Hunchback of Notre Dame, whether he is portrayed by Victor Hugo or 

Disney’s animation studio? A subset of the MNPDP that is useful to this discussion could be 

described as the Master Narrative of the Pitiful Disabled Person Better Off Dead (MNPDPBOD): 

disability is fundamentally an experience of suffering and so some disabled people are so pitiful 

they would be better off dead. For instance, readers of Steinbeck’s Of Mice and Men look on 

sympathetically as George euthanizes his intellectually disabled pal Lennie.  Spinal cord injury is 

often the fate worse than death portrayed by contemporary film. Million Dollar Baby, Gattaca, 

and Me Before You all feature protagonists who are made so miserable by their physical paralysis 

that they seek out death, just to name a few.  

All of these instantiations of the master narrative characterizing disabled people as 

objects of pity seem to be of the morally dubious kind. As Lindemann might maintain, they have 



 

 

“been generated by an abusive power system to impose on a particular group an identity the 

system requires” (Nelson 2001, 155).  To be sure, the system of structural ableism that generates 

these characterizations of disabled people as tragically and inevitably suffering objects of pity 

does require this ideology of pity for its own maintenance.  If the suffering of disability wasn’t 

primarily natural and inevitable, but a product of an oppressive social system, then that 

oppressive social system and those that benefit from it would be at considerable risk.  One 

plausible alternative to regarding the suffering of disabled people as inevitably tragic and pitiful, 

would be to regard it as socially created and worthy of outrage.  

Another, related, way in which the MNPDP and MNPDPBOD are morally and 

epistemically vexing, which is much more straightforwardly connected to my goals in this paper, 

is that they generate much of the resistance in mainstream bioethics toward the arguments of 

disability bioethics. While pity is rarely, if ever, a value that is explicitly appealed to in 

bioethical argumentation, master narratives are virtually never explicit premises in any sort of 

reasoning.  That’s just not how they work.  Rather, they operate as part of the background 

conditions that determine what kinds of reasons are taken to be reasonable. As Wittgenstein 

famously said, “The limits of my language mean the limits of my world” (Wittgenstein 1961, 

5.6).  So, if master narratives are some of the basic building blocks of meaning, claims that run 

counter to them are rendered almost meaningless. This is what Lindemann refers to as epistemic 

rigging: “As they construct the identities required by abusive power systems, these narratives 

hide the forces that subjugate or marginalize certain groups of people so that nothing 

objectionable appears to be going on.  The resulting story is so smooth and slippery that the 

opposition can’t grab hold of it” (Nelson 2001, 162).   



 

 

In short, when pitying disabled people is widely taken to be a virtue because of the 

proliferation of the MNPDP, the objections raised by disability bioethics to the ableism 

embedded in much of bioethics proper comes across as nonsensical.  For example, if one just 

assumes as common sense that disability equates with suffering and so we ought to pity disabled 

folks, it is absurd to argue that we should use genetic technology in a way that conserves 

disability as a resource, as Rosemarie Garland Thomson proposes (Garland-Thomson 2012). 

Why would we want to make more Quasimodos?   

 

III Counterstories by Way of Direct Action 

In answer to these “master narratives’ morally degrading representations [that] must be 

resisted” Lindemann suggests that counterstories can “root out the master narratives in the tissue 

of stories that constitute an oppressive identity and replace them with stories that depict the 

person as morally worthy” (Nelson 2001, 150).  Lindemann illustrates a number of ways in 

which a master narrative may be vulnerable to a counterstory.  Here, I will argue that disability 

activism can and sometimes does produce a counterstory to the MNPDP and MNPDPBOD by 

exploiting “the gap between the conduct that it [a master narrative] prescribes for a particular 

class of people and how such people actually behave” (167). As one example, Lindemann 

explains “the patriarchal master narratives that constitute gender identity contain such maxims as 

‘a lady never contradicts’… In point of fact, however, ladies do sometimes contradict … so there 

is a lack of fit between prescription and practice … [that] creates an opening into which a 

counterstory can be inserted” (167).  

One of the many functions of the direct action of the disability movement is that it might 

point out the inconsistency between the prescriptions of the MNPDP and MNPDPBOD and 



 

 

descriptions of the lives and actions of actual disabled people in a way that is impossible to 

ignore. Direct action has the potential to force the issue in a way that other modes of promoting a 

counterstory may not. At the end of the day, what Lindemann refers to as the epistemic rigging 

of master narratives is a matter of power.  It is about who gets to tell the stories that constitute 

our shared cultural understandings that can potentially obscure the “forces that subjugate or 

marginalize certain groups of people so that nothing objectionable appears to be going on” 

(Nelson 2001, 162).  For a counterstory arising from a non-dominant position to gain purchase 

and clearly exhibit the gap between prescription and description, there needs to be a way to shift 

that power dynamic. Nonviolent direct action can be quite effective in this regard. 

In his famous argument for direct action in “Letter from Birmingham Jail,” Martin Luther 

King describes how civil disobedience generally works, “we who engage in nonviolent direct 

action are not the creators of tension. We merely bring to the surface the hidden tension that is 

already alive. We bring it out in the open, where it can be seen and dealt with” (King 1963). Here 

he is arguing that, by accepting punishment for deliberately violating an unjust law, an activist 

brings to the foreground the injustice of that law. However, at the very same time, this direct 

action can also “bring to the surface hidden tension that is already alive” in the lack of fit 

between a master narrative’s prescription of a group identity and a realistic portrayal of how they 

actually are.  That is, by using non-violent direct action, King and his companions were not only 

giving the lie to the brutal, unjust policies of Jim Crow, but also the distorted, unjust identity that 

has been placed on people of color that allegedly justified these structures of white supremacy. 

As they took all sorts of abuse at lunch counters and in the streets, these activists were very 

obviously thoughtful, calm, determined, and everything contrary to the racist portrayals of 

centuries of master narratives that were generated from and maintain white supremacist and 



 

 

colonial ideology.  These actions forced the world to notice, at least for a time, just how wrong 

the ideologies that maintain these systems of power actually are about who black people are and 

what they are like. They offered a counterstory. In sum, the non-violent direct action of the Black 

civil rights movement shifted the power dynamic and resisted white supremacy in, at least, two 

ways: 1. It brought to the surface the injustice of the policies of Jim Crow; and 2. It exploited the 

gap between some of the Master Narratives that distort Black identity and the actual facts about 

who Black people are, putting forth a counterstory. 

The direct action of the disability movement is almost never able to underscore the 

injustice of laws or policies as directly and clearly as the Black civil rights movement did in the 

1960s. In large part, this is because the segregation of ableism is not exactly like the segregation 

of Jim Crow. Unlike, sitting at a “whites only” lunch counter, it would be impossible to violate 

the federal Medicaid funding structures that force many disabled people to receive services in 

segregated settings like nursing homes rather than in their own homes in the community. Instead, 

disability activists might block traffic on Independence Avenue in front of the Health and Human 

Services headquarters.  Surely, this raises tension in the way King described, but it isn’t 

necessarily tension that forces a wide-ranging recognition of unjust laws. For the most part, the 

folks stuck in traffic on Independence Avenue are probably quite unclear about exactly what all 

these disabled people are so very upset about and what policy changes they are demanding with 

their actions.  

However, this sort of non-violent direct action is, at least sometimes, successful in a way 

that parallels the Black civil rights movement’s second way of resisting white supremacy with 

non-violence.  Namely, it can disrupt identity distorting Master Narratives about disabled people.  

That is, blocking Independence Avenue challenges the typical view of who disabled people are 



 

 

and how they do and should act by advancing a counterstory to the MNPDP.  Like the non-

violence of King, the direct action of the disability movement challenges the epistemic rigging of 

the MNPDP and forces at least some of the general public, perhaps those stuck in traffic on 

Independence Avenue, to recognize the gap between the identity distorting prescriptions of that 

master narrative and the lived realities of disability. 

Here is a fact: it is very difficult to pity someone who is deliberately using their 300lb 

power wheelchair to block your commute to the office.  You might be angered by them or you 

might even admire them, but you almost surely will not pity them. This is how the civil 

disobedience of the disability movement forces recognition of their counterstory about disability 

and pity. The commuter stuck in traffic may not understand the details of the policy failures  the 

activists are upset about, but he surely understands they are upset.  It seems that the activists are 

at least convinced that their suffering is not inevitable. They are agitating for action in a way that 

would not be conceivable if such action was driven by an ideology of pity. The emotion they are 

trying to evoke is perhaps anxiety or anger, not pity.  They are not wheelchair bound, the 

commuter is. 

 

IV Risks and Possible Successes 

Epistemic rigging is only one of the features of a master narrative that makes it so durable 

against the challenges of a couterstory. Lindemann discusses several others, as well; and most 

especially assimilation of opposition. This is when “master narratives assimilate resistance by 

enveloping it with plausible stories” (Nelson 2001, 161). Resistance might mean “disconfirming 

instances, complaints, and other forms of opposition” that is swallowed up by a master narrative 

via explanations for the stories of resistance that compliment and support the master narrative 



 

 

itself. In the case of the MNPDP, one of the most prominent examples of assimilation of 

opposition is that of inspiration porn.  

This term was first coined by Stella Young who used it to describe stories and images of 

disabled people doing mostly normal things in everyday life that are taken to be inspirational 

merely because of the presence of disability.  Young explained “I use the term porn deliberately, 

because they objectify one group of people for the benefit of another group of people. So, in this 

case, we’re objectifying disabled people for the benefit of non-disabled people. The purpose of 

these images is to inspire you, to motivate you, so that we can look at them and think, ‘Well, 

however bad my life is, it could be worse. I could be that person’” (Young 2014).  I would argue 

that this is an 'example of assimilation of opposition because these same stories and images could 

be deployed as kinds of resistance to the MNPDP.  A photo of an amputee running on their 

prosthetic legs or a woman using her mouth to grip a paint brush could be presented as evidence 

that disability does not equate with inevitable suffering.  

However, when these images and stories are swallowed up by the MNPDP, they become 

inspiration porn because, as Jan Grue explains, they are a “representation of disability as a 

desirable but undesired characteristic” (Grue 2016).  That is, disability becomes a feature of a 

person that is admirable in them, but to be avoided in “us.”  By framing everyday actions as 

wildly inspirational when done by disabled people, one reveals just how low one’s expectations 

are for life with a disability.  This is why Young jokes “I’ve lost count of the number of times 

that I’ve been approached by strangers wanting to tell me that they think I’m brave or 

inspirational, and this was long before my work had any kind of public profile. They were just 

kind of congratulating me for managing to get up in the morning and remember my own name. 

And it is objectifying. These images, those images objectify disabled people for the benefit of 



 

 

non-disabled people. They are there so that you can look at them and think that things aren’t so 

bad for you, to put your worries into perspective” (Young 2014).  It turns out that the alleged 

admiration expressed by inspiration porn is just another way of dressing up the MNPDP.  

Disabled people doing normal, everyday things are regarded as inspirational or heroic because it 

is assumed that they are doing these things amidst a life of deep suffering. 

One worry is that the counterstory presented by the non-violent direct action of the 

disability movement could also slip into this assimilation of opposition.  Specifically, it could be 

swallowed up and explained away by the Master Narrative of the Angry Cripple (MNAC).  The 

MNAC is closely aligned with the MNPDP, each buttressing each other in the larger network of 

the cultural understanding of disability. If a disabled person is angry, it must be that he is angry 

about being disabled.  Perhaps he is angry at God for giving him a disability or maybe his 

parents for giving birth to him and causing his suffering.   

However, this need not be much of a risk for non-violent direct action after all.  The 

reason is that these stories that assimilate some of the opposition to the MNPDP virtually always 

regard disability as an individual tragedy that is deserving of pity.  If the achievement of buying 

a loaf of wonder bread is regarded as inspirational, it is an individual achievement. Likewise, I 

would argue that the anger of angry cripple who rages against the flourishing he sees in others 

must also be individualized.  If a group of people are angry in an organized way, they are 

working toward a cause.  Generally speaking, we don’t usually see protest actions against God.  

Being a part of a social movement is about sharing collective righteous anger toward a perceived 

injustice, not having a surly attitude because of your lack of luck when playing the lottery of life. 

Here is another fact: it is nearly impossible to block even a small side street with a single 

power wheelchair.  Sure, it may be the case that the counterstory presented by the direct action of 



 

 

the disability movement is sometimes mistaken by an observer for the individual anger of the 

MNAC.  Yet, this should be at least somewhat mitigated, given that the protest chant being 

shouted or sung by 25, 125, or 525 people inconveniencing that observer is not about the 

individual suffering of life with a disability, but a social and political problem in need of a 

remedy.  Again, the collective nature of non-violent direct action should provide a safeguard to 

the MNAC’s ability to buttress the MNPDP because it drives home the idea that the primary 

problem of disability is social-political and not individual-medical, as both the MNAC and 

MNPDP would maintain.  

 

V Counterstories and the Uptake of Disability Bioethics 

Ultimately, what I am proposing here is that the impact of the counterstory told by the 

disability movement’s direct action is wide ranging.  It is not limited to whatever policy the 

direct action is trying to challenge or promote that day.  It provides an alternative to the MNPDP 

that has the potential to shift our shared cultural understanding of the meaning of disability.  This 

means that it could even set the table for mainstream professional bioethics to give more serious 

consideration to the arguments coming from disability bioethics.  

After all, bioethicists are part of the broader cultural milieu and so, while that makes them 

vulnerable to the same epistemic risks as lay people that misunderstand disability because of 

damaging master narratives, it also opens up the possibility of effecting change by way of a 

counterstory advanced via direct action. So it is that arguments like Rosemarie Garland 

Thomson’s case for conserving disability can begin to become intelligible.  If many of the harms 

of disability come to be understood as a socially constructed system of oppression and not a 

medicalized, naturalized personal tragedy, then we begin to have the narrative tools to 



 

 

understand why it is we may be wrong to pursue an agenda that would eliminate disability from 

the world wholesale.  By challenging the MNPDP with social action, the answer to the problem 

of disability becomes more social action, not biomedical science in the service of arguably 

eugenic values. 
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