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Abstract

In the philosophy of well-being, there is hardly anything written on the lives of people with
autism, or on the question whether existing philosophical theories of well-being are suited
for understanding how well the lives of autistic persons are going. This paper tries to make
some progress towards filling this gap. | start by giving a concise account of autism, which
highlights the huge heterogeneity among autistics. | discuss some basic features of autism,
ask whether there are good reasons why we would need an account of well-being
specifically for autistics, and what philosophical well-being research could learn from being
informed by autistic experiences and phenomenology. | then investigate to what extent the
capability approach gives us a helpful theory of well-being for autistics, and what looking
through an autism-lens can contribute to the further development of the capabilitarian well-
being. In particular, | show that some capabilities that are crucially relevant for autistics are
also relevant for the lives of non-autistic people. The final part of the paper looks at an
important difficulty in using the capabilitarian account of well-being for autistics, namely:
should the normative focus be on achievements (functionings) or real opportunities
(capabilities)?
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CONCEPTUALISING WELL-BEING FOR AUTISTIC PERSONS

1. Introduction

Autistics, like all other people, want to live good lives. Their family members and friends
generally also care deeply about their well-being. Among these groups, many believe that
most autistics have, all other things equal, lower levels of well-being than non-autistic
people, and, consequently, that much more should be done to try to improve their quality of
life. Yet such judgements must rely, at least implicitly, on an account of well-being. Similarly,
the terms ‘well-being’ and ‘quality of life’ are often used in policy making and in educational
and therapeutic settings. In those areas too, references to ‘well-being’ are often made
without reference to a proper theory of well-being. Still, this seems to be the first question
to ask when thinking about the well-being of autistics: What do we mean when we refer to
‘the well-being of people with autism’? Is there an account of well-being that is suitable for
thinking about how well the lives of autistics are going?

Unfortunately, the current state of academic research doesn’t offer a satisfying
answer to this question. There is a huge empirical literature on well-being, and a lively
philosophical literature, but the two are poorly connected.! There are empirical studies
using quality of life instruments to study the lives of people with autism,? and some work in
disability studies focussing on the quality of life of autistics,” but these measurements are
generally not based on any philosophically robust theory of well-being. As a consequence, it
is often unclear in empirical assessments whether these accounts entail constituents of well-
being, or rather their proxies, or the determinants of well-being, or the resources needed for
well-being. It is also unclear whether important dimensions are missing. There is thus a
prima facie reason to believe that the empirical literature would benefit from some more
philosophically robust foundations. Unfortunately, while there is a huge literature by moral
philosophers working on the philosophy of well-being. There is virtually no work on the
conceptualization of well-being for people with autism. There is some limited work on the
question of which account of well-being is most suited for disabled people, but this work
tends to prioritize either physical disabilities or cognitive disabilities.*

This paper will try to make some progress by analysing philosophical theories of
well-being, and in particular the capability approach to well-being, from the perspective of
people with autism. What, if anything, do we need from the current philosophy of well-

being in order to have a helpful account of the well-being for people with autism? My



strategy in answering this question will be the following. In the next section, | will first give a
concise account of autism, highlighting some of its core features. | subsequently briefly
introduce philosophical theories of well-being. | then focus on the capability approach to
well-being and investigate how it should be adapted in order to fully include people with
autism. This will lead to two conclusions: first, that the capability approach gives us a
promising basis to develop an account of autistic well-being, and second, that developing
such an account teaches us something about the items that a capabilitarian account of well-
being for all people should contain. Asking what makes for a good account of well-being for
autistics therefore will not only be helpful for our personal decisions or policy making aiming
to improve the lives of autistics, but it also gives us some insights in the general
development of the capabilitarian account of well-being.

Before proceeding, a terminological note is in order. There are different views on
whether the best term is ‘a person with autism’ or rather ‘an autistic’ or ‘an autistic person’.”
I will assume in this paper that all sides in this debate have good reasons to believe that
their preferred term is the most respectful. | will therefore use these terms interchangeably

and postpone a full analysis of the question which terminology is most appropriate.

2. An account of autism
It is hard, given space constraints, to present a sufficiently subtle account of autism in a
mere few pages. Autism is a condition that manifests itself in many different ways, and
hence is hard to get a decent grip on. Asking what autism is and how it should be
understood has led to claims that psychiatric labels are not the right way to classify
neurodiverse people,® that autism is a social construction and that we should get rid of the
autism label aItogether,7 and that autism research is too much focussed on the
neurobiological basis of autism and should instead focus on experiences of impairment,
distress and particular behaviours.® While these are important and highly interesting
discussions, they fall beyond the scope of this paper. Here, | will simply attempt to describe
autism as brief as | can without making a caricature of the condition, and highlight those
aspects that are important for thinking about the well-being of autistics.

Autism is a term we use for a condition that is generally taken to be a pervasive

%10 It is an umbrella term that is used to describe several different

developmental disorder.
subgroups of autism, including most prominently classical autism, Rett syndrome, PDD-NOS
(Pervasive Development Disorder — Not Otherwise Specified) and Asperger’s syndrome.

Although there is strong evidence that autism has a genetic basis, so far no genetic or



biological “core” of autism has been identified. Instead, there are speculations that up to
1000 genes are implicated in autism.'! Since there is no biomarker or gene that can be
attributed a causal role, the diagnosis of autism is fully based on behavioural features.

Following the most recent diagnostic criteria, as laid down in the DSM-V, in order to
be diagnosed with autism, one needs to have persistent deficits in social communication and
social interaction across multiple contexts, as well as restricted, repetitive patterns of
behaviour, interests and activities. Autism scholars recognise that there are some other
features that are central to autism, but that are not part of the DSM-V criteria. One
important criterion is atypical language development and abilities, which was a core features
included in DSM-IV. Other features are motor abnormalities. A recent meta-analysis by
Meng-Chuan Lai, Michael Lombardo and Simon Baron-Cohen does not mention sensory
over- and undersensitivities as a core feature.'> This is surprising, given the strong
arguments given by Temple Grandin that it should be key to our understanding of autism, as
well as the experiences of many people with autism and their caregivers.”

In addition, a large percentage of autistics are suffering from co-occurring
conditions. About 45% has an intellectual disability, and other often observed co-concurring
conditions include ADHD, gastrointestinal problems, immune dysregulation, sleep disorders
anxiety, depression, oppositional defiant disorder, aggressive behaviours and self-injurious
behaviour.™ This long list of co-occurring conditions only complicates the task of a better
understanding of autism itself, and also explains why autistic individuals make up such a
heterogeneous group.

Autism manifests itself in many different ways among autistic individuals. All
autistics have ways of interacting that are not in line with how the vast majority of people in
society interact. Most people with autism have ‘atypical’ ways of communicating, yet this
‘atypical communication” may manifest itself in very different ways. Some autistics — often
referred to as ‘low-functionings autistics’ — have hardly any speech or no speech at all, and
can only communicate very basic things, like a desire to go for a walk, or can only
communicate with intensive help of facilitators and technology. Others master speech,
reading and writing excellently, but still are considered ‘non-normal’; for example, in the
rather formal use of language by people who have Asperger’s Syndrome. Autistics generally
have a hard time understanding bodily communication (like facial expressions of anger or
irritation), they are generally quite bad at picking up social cues, they may not look others
into the eyes, or instead keep staring at people when social norms would tell us that we

ought not to do so. Autistics often have difficulties with understanding jokes, but this need



not mean that they don’t like humour; instead, they may develop their own forms of
humour, which neurotypicals have a hard time to grasp. More generally, they have a hard
time understanding the relevance of social context for expectations and social norms.™

At the concrete level, the behaviour of autistics and the challenges they face vary
dramatically. Some autistics try to avoid the presence of other people. Others love the
company and attention of others, but may not have the intuitive understanding of social
codes and thus may need to learn those explicitly to the best of their abilities. Some autistics
may become anxious, aggressive, or self-injurious if they are confronted with sudden
changes or disruptions; other may just need a minor heads-up for a change to a new activity,
after which they cope well with such transitions. Most autistics have strong preoccupations,
like items they collect and like to order, or a particular hobby that absorbs all their attention.
This is also one of the sources of autistic talent, since they are exceptionally motivated to
work on the things that fascinate them most — which could turn them into excellent artists
or scientists.

Some autistics are extremely sensitive to certain food tastes and textures or suffer
from gastro-intestinal problems which severely restrict what they can eat, which in turn may
impact on their social lives. Other autistics have food preferences and allergies that are in no
way different from the average population. Some autistics do not feel hunger, and need to
be reminded by an alarm or a personal helper that it is time for them to eat, and sometimes
also how much they should eat. All these challenges also apply for other sensory
sensitivities, such as light, noise or the feeling on one’s skin. Due to their different
neurological processing of visual input, autistics often also see the small parts but not the
bigger picture, for which they need to make an explicit effort to piece it together. Yet their
attention to detail, their talent in systematising, and their often exceptional memory also
may leads to major talents and even savant skills.*

According to some, autism is a disorder or a psychiatric disability, whereas for others
it would be better to understand it as an identity of people who are ‘neuro-atypical’.” It is
possible to highlight the disability and disorder aspects, or instead the identity and
difference aspects.'® The choice of stressing one aspect rather than another may depend to
some extent on how autism manifests itself. Some autistics need 24-hours care, develop no
speech during their lives, and are self-harming and aggressive. It is hard, perhaps even
wrong, not to see them as disabled. Others can become successful professionals, have
families, and lead fully flourishing lives; they refuse to be seen as disabled, but rather want

to stress neurodiversity. This wide variety within the group of autistics is not making it much



easier to develop a good understanding of autism. One strategy has been to use the
metaphor of the ‘autism spectrum’, or by making a distinction between low-functioning and
high-functioning autistics. Yet both strategies can be criticized for insufficiently appreciating
the ambiguities and multiple dimensions in the lives of autistics. Autistic students may be
doing fine in pursuing their educational careers, but they may be suffering from bullying
teachers or classmates, or suffer from social isolation.'® An autistic scholar may be married
with children and extremely successful in his research, but he may suffer from anxiety
attacks and experience regular social expectations as heavy burdens.

With this brief description of autism in mind, we can now ask whether philosophical
theories of well-being are suitable for autistics as much as for non-autistics, and what, if

anything, can be learnt when we analyse accounts of well-being from an autism perspective.

3. Theories of well-being in philosophy

The philosophical literature on well-being is huge.”® This paper will assume that readers are
somewhat familiar with basic debates in the philosophy of well-being.?! Although there is a
lively debate on which typology makes most sense, the most influential one remains the
typology of philosophical theories of well-being introduced by Derek Parfit, who
distinguished hedonistic theories, desire-fulfiiment theories, and objective list theories.”? For
hedonistic theories, well-being is the presence of pleasure and the absence of pain. For
desire-fulfilment theories, well-being is the degree to which our desires are fulfilled (and
these desires could be required to be fully informed and ‘authentic’). Objective list theories
conceptualise well-being as the presence of certain goods that are taken to be objectively
good for us. That is, those goods are at least to some extent independent of our own
subjective views on those goods. Typical goods included in an objective list account are
health, knowledge, and friendship. It is also possible to construct hybrid theories, e.g. where
‘happiness’ is part of the goods that are regarded as objectively good.

In philosophy, there is a huge literature with defenders and critics of all those
theories. There are many debates in the philosophical literature on well-being that could
benefit from being analysed from an autism perspective; and there are many contributions
that could be made based on insights from the philosophy of well-being literature in thinking
about how to improve the quality of autistic lives. But since none of this has happened so
far, we need to start with limited aims.

Ultimately, a more ambitious project should analyse for each theory of well-being

whether they have a plausible justification, ask to what extent they can serve as a pure



philosophical theory or rather can also serve as a practical theory of well-being that can be
used in applied conditions and policy circumstances, and then compare how these various
theories do in terms of including autistics. In this paper, | will only take one step of this
larger project. First, | am interested in theories that have a sound philosophical basis but can
also be used for applied work. That is, | am interested in practical (and hence action-guiding)
accounts that do not rely on idealising and counterfactual conditions, such as that people’s
desires are ‘authentic’. If we are searching for an account of well-being that can guide our
actions (both individually as well as institutionally), then we need a theory of well-being
where either the constituents of well-being, or the determinants of well-being, can be the
object of intervention.

Second, | will limit myself in this paper to analyse one theory of well-being from the
point of view of autism. | choose for the capability approach to well-being because it is a
plausible candidate given earlier support for this theory in disability ethics, and given the
central role attached to human diversity in the conceptual architecture of the capability
approach. When Amartya Sen introduced the capability approach in his critique on both
utilitarianism and the Rawlsian social primary goods as ‘all purpose goods’, he stressed the
importance of human diversity, and used the example of the disabled as an argument
against those two views.”> Many philosophers have hinted at, or argued, that the capability
approach may be particularly suited for understanding the well-being of human beings, and

%2> Similarly, prominent disability philosophers such as

of those with disabilities in particular.
Eva Kittay have suggested that the capability approach is a helpful view to think about the
lives of the cognitively disabled.”® When Martha Nussbaum tried to show that her capability
theory of justice is stronger than Rawls’s Justice as Fairness, she invoked its ability to include
three groups that are marginalised from Rawls’s theory, one of which being the disabled.”
And in his recent book on mental disorders, Jonathan Glover suggested that an Aristotelian
account of human flourishing could help to make sense of how to think about autism, and in
particular the claim whether autism should be seen as a disability that would better be
cured, or rather as an identity which merely requires respects and accommodation.”

My aim in the paper is to answer the question whether the capabilitarian account of
well-being is a helpful theory for autistic well-being. However, as we shall see, a by-effect of

that analysis is that it also adds further insights on the strengths and limits of the capability

approach to well-being itself.



4. The capabilitarian account of well-being
The capability approach is a general normative framework claiming (among other things)
that people’s well-being should be conceptualised as a set of functionings that they have
reason to value.”® Functionings are beings and doings, e.g. having friends, being
knowledgeable, being secure, ... Functionings can include negative functionings (whose
presence would then indicate ill-being), e.g. being stressed, being anxious. Within the
capability approach, well-being is distinguished at two different levels: achieved levels of
well-being, and the freedom one has to achieve well-being. Well-being freedom is given by
people’s capabilities — their real opportunities to achieve the corresponding functionings.
The distinction between well-being achievement and well-being freedom is absent
in much of the philosophy of well-being. Yet it is highly interesting, since it prompts the
guestion if (and to the extent that) we care about someone’s well-being, should we care
about her well-being freedom, or rather about her well-being achievement? There is
disagreement among capability scholars whether as a normative default, we ought not to
care about people’s achieved well-being, but about their well-being freedom.*® The main
reasons for focussing on capabilities (freedoms, opportunities) rather than functionings
(achievements) are anti-paternalism considerations, and respect for human agency: we
don’t force people into certain modes of being and doing, but subscribe to the moral
imperative to give them access to genuine opportunities or freedoms, and respect their
choices in which of those opportunities they want to realise. However, there are reasons
why we could legitimately focus on achieved functionings rather than capabilities, such as
age (infants should not make their own decisions), severe cognitive impairment, or
particular specific capabilities where many or all persons tend to make bad decisions, like
the decision whether or not to drive without a safety belt or long-term financial decisions
such as how much to save for your pension. As we will see below, the decision when the
focus on achieved functionings rather than capabilities is legitimate, is deeply normative and
contested, and is likely to pose the biggest challenge for using the capability approach to

improve the well-being of autistic persons.

5. How useful is the capability approach for autistics?

The capability approach can be used as the conceptual foundation for an applied or practical
account of well-being. The first strength of the capabilitarian account of well-being is its
multidimensional nature. In contrast to monistic accounts of well-being, the capability

approach claims that well-being consists in many different dimensions, which should not be



assumed to be commensurable. Monistic accounts of well-being, such as the balance of
pleasures and pains, will always be able to rank different individuals with respect to their
well-being. Since a monistic account by its very nature aggregates all the constituents of
well-being to one overarching value, it is not possible for a monistic account to not be able
to rank the levels of well-being of person A and person B. In contrast, on a pluralistic account
such as the capability approach, it is possible to say that person A is better off than person B
with respect to the well-being dimension 1, but worse off with respect to dimension 2. If our
point of departure is life as we know it, and we don’t allow for counterfactuals or
counterfactual information in our account of well-being, then pluralism seems to be a very
desirable property of a well-being account. Counterfactuals, such as fully-informed
preferences, or preferences that are not influenced by morally impermissible processes such
as groups-based prejudice, should not be used in a practical account of well-being, since by
definition we can not know what those counterfactuals would be. Therefore, theories of
well-being that are based on counterfactuals cannot inform our present actions. In life as we
know it, the comparison of two individuals often leads us to the conclusion that one is better
off in one dimension of well-being, but worse off in another dimension. We may think that
the successful manager is well-off in terms of the intellectual challenges and autonomy she
finds in her work, and the material standard of living that her salary enables her, but at the
same time her heavy workload may make her relatively deprived when it concerns the time
she can spend with significant others like her children or friends, or for having leisure
activities.

This pluralistic nature of the capabilitarian concept of well-being is important
because the lives of autistics are extremely diverse, and often contain both (severe)
deprivations on some dimensions, but at the same time high levels of well-being on other
dimensions. Autistics can be fully flourishing in the activities that are their preoccupations,
which may turn them into gifted musicians, writers, gardeners, artist, scholars, etc., but they
may at the same time have low achievements in terms of their psychological or social well-
being. Or they may flourish in their hobbies, but due to an autism-unfriendly labour market
be long-term involuntarily unemployed. A multidimensional or pluralistic account of well-
being is able to capture this, whereas a monistic account cannot do this. In addition, most
capabilitarian thinkers have argued that the different capabilities are incommensurable, that
is, they cannot be traded off: a bit more of well-being dimension A cannot be regarded as

compensation for a shortfall in well-being dimension B.*



A second strength of the capability approach is that human diversity is one of its
core features, which any capability account includes.®> Human diversity, including diversity
related to abilities and impairments, is a conceptual corner stone of the capability approach,
and hence one would expect that this implies that its conceptual architecture should
facilitate the study of autistic well-being. This implies that we would expect that we do not
need to adapt the capabilitarian theory to create a separate account of well-being, but
rather that the capabilitarian theory of well-being, when properly informed and
conceptualised, should include neurodiversity. As | will show below, this is indeed the case.

A third strength of the capability approach for thinking about the well-being of
people with autism is that it resonates with the phenomenological accounts that can be
found in (auto-)biographies and narrative accounts. When describing elements of well-being
and ill-being, such accounts are not primarily talking about preferences or desires not being
fulfilled, but about functionings (and their shortfalls) and capabilities (both how they are
expanded and how they are —often unnecessarily— constrained). Of course, in those
descriptions there is often a preference for that functioning or capability to be present and
secured — but the stress in those accounts is more on the enabling or disabling effects of the
aspects of one’s being and the possible actions or activities (doings) from which one can
choose. Due to space limitations | will have to merely claim this third advantage to the
capabilitarian account of well-being, and postpone a full defence of the claim. However, let
me offer a few examples merely to illustrate the claim. Temple Grandin describes that not
having control over loud sounds that suddenly go off (alarms, hand dryers in public
restrooms) cause her pain comparable with a dentist’s drill.** Not having to be exposed to
such noises would be a significant improvement to her well-being. Garry, a college student
who reflects on his youth, writes about the “constant teasing, bullying and worst of all
rejection of the young teenagers to whom | was an outcast”, as well as the teachers who
would lower his self-esteem by making degrading remarks.>* Garry is very well able to point
out exactly what was making his life miserable at that age. Of course one could also say that
ultimately what autistics want is being happy — but that claim doesn’t give us many handles
on what to do to improve their well-being.

So we have identified three major strengths of the capabilitarian account of well-
being for autistics. However, there are also two major challenges. The first challenge is to
specify the capabilities that matter; the second challenge is whether to focus on achieved

functionings rather than on capabilities. These challenges will be analyses in turn.
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6. Which dimensions?

Each application of the capability approach needs to take a stance on how to select the
relevant capabilities. In the capability literature, a variety of answers to this question of the
selection of capabilities has been offered.*> A complete and detailed selection of capabilities
for a notion of well-being for autistics is beyond the scope of this paper. However, in order
to make some progress, | will do two things. | will ask which capabilities should be added to
those that are often listed in the literature, if we look at well-being from an autism
perspective. As we will see, this exercise will generate some interesting insights not only
about well-being for autistics, but also about the content of a capabilitarian well-being
concept for the entire population — including non-autistics. Second, | will make a procedural
suggestion for a comprehensive selection of capabilities for well-being for autistics.

One caveat is in order. Many lists of dimensions that have been proposed in the
literature, including the well-known list by Martha Nussbaum, are not constructed as an
account of well-being. For example, Nussbaum’s list aspires to be a list of fundamental
political entitlements that every human being should have. *® This list is thus part of a theory
of justice, rather than a list of constituents of an account of well-being. Yet given that
Nussbaum justifies her list by reference to human flourishing, the list makes sense as a
prima facie account of well-being. Similar qualifications need to be made for other
dimensions suggested in the literature.

None of the capabilities suggested in the literature are irrelevant for autistic
persons. Nussbaum’s ten (aggregated) capabilities — life; bodily health; bodily integrity;
being able to use the sense, imagine and think; experiencing emotions; practical reason;
affiliation; living with other species and the world of nature; being able to play; and having
control over one’s environment — are all relevant for people with autism. Similarly,
dimensions that have been suggested like others, such as my suggestion (in the context of
the assessment of gender inequality) to include control over one’s time-use as a normatively
relevant capability, is equally relevant for people with autism.>’” Of course, this should not
surprise us at all. It would be wrong to assume that people with autism always and
categorically do not need (or are not interested in) some of those capabilities. It may be that
particular autistics have no interest in certain capabilities, but that can hold as well for non-
autistics. But given the two-layered structure of the capability approach, that does not pose
a problem as long as the target is capabilities (opportunities) rather than functionings

(outcomes or achievements).
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Secondly, there will be autistics who do not have genuine access because they do
not have the innate characteristics that are needed to truly enjoy some of these capabilities;
but that holds for non-autistics who do not have certain innate characteristics as well.
Furthermore, this problem is more prominent if we are looking at very specific capabilities. A
person with autism may not enjoy the capability of driving a car (a specific capability), but
can enjoy mobility (a more general capability) if others drive him around. Wasserman and
Asch have made this point in the context of physically disabled persons: a blind person may
not be able to enjoy looking at paintings, but if the relevant good is ‘enjoying aesthetic
experiences’ then surely she is able to enjoy that good in other ways. Nevertheless, it would
be implausible to conclude that two persons who both can enjoy some specific capability
that falls under the more general capability of ‘enjoying aesthetic experience’ are both
enjoying the same well-being, if one of them has access to ten specific capabilities within the
aesthetic domain while the other has access to only two or three.

Take an autistic person who is oversensitive to sounds and visual stimuli, and
becomes very anxious in public spaces. As a consequence he can’t enjoy theatre, concerts,
museums, movies, and most other cultural products and performances. Still, because he can
enjoy listening to some soft music in his own room, he does have some aesthetic capability.
Wasserman and Asch rightly point out that an objective list account of well-being should not
lead to claims that the more goods we are able to enjoy, the higher our well-being is. That is,
a view that a minimal number of goods needs to be present seems much more plausible.
Within one general capability (like aesthetic experience), a certain number of more specific
capabilities each increase well-being, but there may well be a decreasing marginal
contribution of each additional specific capability to overall well-being, and at some point
that marginal contribution may be zero or even negative (in cases where too many options
causes psychological burdens of having to choose).

The second question to ask whether there any capabilities missing in the existing
capability literature, which are particularly important when we discuss well-being from an
autism point of view. Which are the capabilities that draw our attention if we examine them
from the point of view of autistic lives?

First, for autistics, a very important dimension of well-being is the absence of
sensory overload. Autistics can greatly suffer from certain sounds or visual stimuli. This may
imply that it is imperative to remove a fly from a room in which a person with autism is
learning or working, or it can imply that a family needs to replace their porcelain plates

because the sound of a knife scratching over the plate hurts an autistic family member. To
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some extent, the harms created by sensory overload are a subcategory of the capability to
‘avoiding nonbeneficial pain’ which is included in Nussbaum'’s list, as can be the case with
the autistic who feels pain if he hears a knife scratching over a porcelain plate. But there are
aspects of sensory overload that do not manifest themselves as pain. Rather, they may lead
to excessive fatigue. It may also have other negative effects on well-being, that are not yet
properly understood. Thus, ‘avoiding sensory overload’ should be added explicitly to any
capabilitarian account of well-being. Yet it follows that it should be added to Nussbaum’s list
too, since her list explicitly aims to be inclusive towards all human beings, including the
disabled and those with disorders and atypical conditions. Note also that it is not only
people with autism for whom this specific capability is important. Sensory oversensitivities
are also present among non-autistic people. They can also be important for people who
suffered from certain illnesses or conditions, e.g. someone who is recovering from a burn-
out.

A second dimension of well-being that is crucial for autistic persons, is being able to
communicate. The 7" cluster of capabilities on Nussbaum’s list includes “to engage in
various forms of social interaction”. One could argue that ‘communication’ is a form of
interaction, and hence that this capability is duly included. However, there are other forms
of interaction, like cuddling, which can be seen as some form of social interaction, but still a
rather limited form. It may be especially important for autistics to have ‘communication’
made explicit in addition to other forms of interaction, since enabling communication for
autistics often requires special efforts, both in terms of training caregivers in how autistic
people think and communicate, but also in terms of investing in the development and
accessibility of communication technologies.

Closely related to this capability to communicate is the capability to be properly
understood, which is not mentioned by Nussbaum, or, to the best of my knowledge,
anywhere else in the capability literature. This is a hugely important capability for autistic
people. Many autobiographical accounts of autistic people describe how autistics do not feel
properly understood.*® Promoting this capability would require, for example, training police
officers, social workers and other officers who interact with the public, on what autism
precisely entails and how they should interpret the behaviour and interactions of autistic
persons. For example, a pupil or co-worker without autism may be seen as not making a
significant effort, or as insufficiently contributing to picking up the slack in the organisation,
whereas for autistics exactly the same behaviour could mean an inability or having to work

in an autism-unfriendly organisation. Similarly, autistic children with severe speech
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impairments are often assumed to be cognitively impaired and not able to understand,
whereas some are perfectly able to understand, but have severe challenges in making
themselves properly understood by others. Note that here, too, this capability is important
for other neurodiverse people, such as people who are cognitively extremely gifted, or
people with dyslexia. Their neuroatypical interests, way of thinking, and ultimately their
behaviour, is also often interpreted in a neurotypical way, which at best leads to
misinterpreting them, but may also lead to various forms of harm.

A fourth crucially important capability for autistics, especially the so-called ‘low-
functioning autistics’ as well as autistic children, is being able to be properly cared for, which
includes being loved and given enough and appropriate forms of attention. For various
reasons, most autistics do not have many friends, even though they may well care as much
about friendship as any other human being. And while friendship and love are not resources
that can be bought and redistributed, individuals and communities can do something about
the fact that many autistics are not having access to as much love and friendship and
attention as non-autistics do. For example, the government may give autistics and their
supporters access to suitable meeting places where they can get together on their own
terms and organisations could set up days which are exclusively for autistics with volunteers
who are committed to spend a day with them once a month. More generally, people could
volunteer to be part of such initiatives or could just make a greater effort to reach out to
families with autistic members.

What can we conclude about existing lists of valuable capabilities in the
philosophical literature? Existing lists, such as Nussbaum’s, contains many of the elements
that are important for autistic lives. However, as the above analysis pointed out, in order to
be useful for our understanding of well-being of autistic persons, one would need to specify
in greater detail what these capabilities entail and what policies, practices or institutions are
needed to support those capabilities. Otherwise there is too great a risk that some crucial
dimensions are left out of the list of goods that make up well-being. | have argued
specifically that being protected from sensory overload, being able to communicate, being
properly understood, and being loved and given sufficient attention, are capabilities that are
very important in the lives of autistic people. On the most charitable reading, one can argue
that they are not sufficiently highlighted and made explicit on Nussbaum'’s list, though it is
also plausible to conclude that these dimensions are simply missing from her account.

These dimensions should be added to any well-being account for human beings. In

fact, there are good reasons for wanting one comprehensive, integrated account for both
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neurotypicals and neuro-atypicals. The first reason is that this will prevent us from putting
the bar to low in our well-being assessment of people with autism. We will also assess their
well-being in domains which we may overlook if we specifically focus on domains where
people with autism are facing challenges, such as psychological dimensions of well-being.
But surely if there are other dimensions of well-being that we believe to be important for
humans in general, then mutatis mutandis they are also important for autistics. Second, if it
is true, as is increasingly believed by scientists studying autism, that traits and characteristics
of autism are also prevalent under the non-autistic population, then we may want to pick
those up if we assess the well-being of people who do not have an autism-diagnosis, or who
do not self-identify as autistics.

In this section, a first step has been taken to develop a capabilitarian account of
well-being that is particularly sensitive to the lived experiences of people with autism. Still, if
one were to continue the development of such an account in more detail, it would be
important to add a stronger procedural element to the selection, in order to avoid biases
that are always a risk in the construction of the content of such accounts of well-being.* The
capabilitarian account of well-being for autistics should start from the lives that people live,
hence from the phenomena and the experiences. Given the huge diversity among people
with autism, it is imperative further development of such an account include the voices of
many different people with autism. If they are severely cognitively disabled, this could be via
their friends, caretakers, and therapists. Note that this procedure would give us an account
of capabilities, and hence well-being freedom (or the entitlements to achieve well-being).
What make up the basic constituents for the well-being achievement of a particular

individual would have to be determined by that person herself.

7. Two challenges for the capabilitarian account of well-being

We now turn to two challenges that are related to question whether the normative priority
should be given to capabilities rather than functionings. Recall that capabilities are real
opportunities — that is, they require not merely non-interference, but demand that the
provision of resources and the design of the environment is such that if the person wants to
have the functionings, they can have it (assuming that their innate characteristics are
permitting the functioning). Hence, it doesn’t suffice to allow autistics equal access to higher
education, but rather requires that the lecture rooms are not causing them sensory pains,

that the lecturers understand how they should interpret what they might otherwise
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interpret as ‘odd’ or ‘inappropriate’ questions, and that groups-work will require additional
instructions for the fellow students of an autistic student.

| have argued recently that given the arguments made in the capability literature, it
cannot be said that the capability approach always gives normative priority to capabilities
over functionings.*® Nevertheless, there are good reasons why we will often want to focus
on capabilities. However, using capabilities rather than functionings as the normative default
may be problematic in some cases. The reasons for this claim are particularly relevant for
autistic lives, yet they may be relevant for other people too.

The first challenge is that the focus on capabilities rather than functionings can only
be justified based on the assumption that a certain threshold-level of the capacities for
agency are present (being able to make choices in an autonomous way, having control over
actions, being able to oversee the consequences of one’s action, and so on). We know that
these idealised accounts of agency do not apply to us all of the time, but they may even
apply less for people with psychiatric disorders who do not have the same level of control
over their deliberated decision-making. In the case of autism, there are at least three
reasons to be worried. The first is that most people with autism have strong preoccupations,
which may lead them to become very single-minded in the activities they pursue, sometimes
leading to self-neglect. While some forms of self-neglect should not worry us since they are
primarily related to social norms that do not constitute any objective self-harm (e.g. never
having a hair cut, or not caring about how one looks like), other forms of self-neglect can be
argued to be objective forms of self-harm, or potential risks of illness, such as never taking
showers, not eating sufficiently healthy, never going outdoors in fresh air, or not taking a
minimal amount of physical exercise. The second reason is that many people with autism
also suffer from other disorders (co-concurring conditions), which includes impulsive
behaviour, aggression towards others or self-injury. As a consequence, for some autistics
there may be reasons for their carers to be paternalistic. They could, for instance, try to
steer them away from always focusing on one particular function where this harms their
well-being in other domains (such as becoming literate or being well-fed or enjoying enough
sleep). Or they could steer them away from situations that will elicit anxiety, depression or
aggression. The third reason is that sensory oversensitivities may impede the ability to make
good choices from one’s capability set. For example, there are cases of people with autism
who do not experience sensations of (not) being hungry, and thus they would forget to eat

properly, or, reversely, would not know when to stop eating when having a meal.
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Importantly, note that the structure of this argument applies to all human beings,
but if we combine this normative argument with the empirical premise that autistics are
significantly more prone to being strongly preoccupied with one activity or being at risk of
self-neglect, then this issue will be a more prominent challenge for practices and decisions
where the well-being of autistics is at stake.

The second challenge is that, from a life-course perspective, we sometimes now
need to choose particular functionings that we do not prefer or desire in order to keep
capabilities open for the future. With neurotypical children, we generally believe that it is
justified to nudge or gently coerce them into doing certain things that go against their short-
term impulses or preferences. For example, we coerce them to learn mathematics or a
foreign language, whereas many may not choose to do so if they were given the option to
not study mathematics or a foreign language. So this worry concerns all children, not just
autistic children — and it has often been acknowledged in the capability literature that there
are good reasons to focus on children’s functionings, rather than on their capabilities and
letting them do the choosing themselves. The appropriate pedagogical model is surely to
gradually increase the domain of freedom we give to children when they grow up. Yet there
may be reasons why in the case of the autistic child the increase in the domain of freedom
will be bumpier, and parents, caregivers and therapists will be more inclined to nudge or
even coerce the child into certain functionings. One could argue that this is often based on
good reasons, related to limited control over impulses and preoccupations that may greatly
influence how choices are made. However, this prolonged and possible more intense
limitation of the scope of freedom may cause more pain and stress for children with autism
than neurotypical children, since they may be more sensitive to psychological stress, are
more likely to not feel properly understood, and may suffer from problems in
communication with those who make decisions for them. Moreover, autistics may be fully
aware that they are more being constrained in their freedom than their neurotypical
siblings, which they may experience as a great injustice. Due to their limitations in being self-
reflexive, they may be unable to appreciate or understand their difficulties with controlled
decision-making.

These brief remarks show that parents, caregivers, teachers, friends and therapists
will constantly have to walk a fine line between providing true options (capabilities) and
leaving the choice with the autistic, or instead either restrict the options to particular
functionings that are deemed desirable, and/or try to influence the choice-process in the

direction of those functionings. This constraining of options or the attempts at influencing
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our decisions happens with all of us from time to time — as when our spouse deliberately
puts the chocolate out of sight, or our friend tries to convince us to get off the couch and
join her to her yoga-class or for a walk outdoors. The normative point is that this is likely to
happen much more with autistic persons than with neurotypical persons. And the very
difficult question will always be whether this reflects a genuinely well-informed attempt at
improving the flourishing of the autistic person, a well-intended but badly informed attempt
at improving the autistic’s well-being, or mere prejudice and/or inability or unwillingness to
respect the autistic person as autistic and put their interests central. To my mind, this
serious practical complexity doesn’t make the capabilitarian account of well-being any less
valid or useful for autistics; it merely shows that we need to start from the complexities,
ambiguities and challenges of the lives of people with autism, and makes sure our notion of

well-being reflects the realities of those lives.

8. Conclusions

In this paper, | have argued that the capability approach provides a promising foundation for
an account of well-being for people with autism. Still, much more work is needed to further
develop a neurodiverse capabilitarian account of well-being, and enquire what is needed to
enhance human well-being. Some of the capabilities that | highlighted — such as the
capability to be properly understood — need much more unpacking and detailed
examination. Similarly, so does our understanding of what would be needed in terms of
policies to guarantee those capabilities. In striving for this, we also need to analyse what can
be done to avoid potential conflicts between the capabilities of autistics and those of their
carers, relatives, and other persons who are directly affected. Finally, and importantly, the
guestion of when the normative focus should be on well-being achievements (functionings)
and when it should be on genuine well-being opportunities (capabilities) is one that requires

further philosophical analysis.
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