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Introduction

‘Labels goon soup cans, not people’ —an expression either playfully orforcefully throwninto both
private and publicconversations on disability. Afterall, it could be clamoured, are human differences
not more deserving of celebration than medicalisation or stigmatisation through labeluse? In
reducing people experiencing any form of impediment to theirabnormalities, labels supress people’s
potential and thereforetheirlevel of functioning. New participation laws passed in 2015 even
demand employers make use of this potential in people with disabilities and offerthem appropriate
jobopportunities. Itistherefore hard to see what would be the added value of usi nglabels —either
medical orsocial - within disability discourse.

Political correctnesstofurtherinclusion, however, does not necessarily diminish experience
of impediment that may be negatively impacting people’s functioning.? Neither does analysing or
researching how disability is understood orrepresented in language make a negative connotation
shifttoa positive one; the words do not carry the connotation with them, itis put into them by the
way people interpretand use them.? Discarding labels before exploring alternative usage would
therefore be rather premature.

In thisthesis | will argue thatlabels do have an added value within disability discourse. |
considerlabels indispensable forimproving personalfunctioning of people with disabilities, but only
if they are used as practical action filters as opposed to identity descriptions. Since thisisa
pragmaticproposal, | will not be engagingin the debate onthe nature of disability. My claims will be
supported using varying examples mostly referring to experiences associated with physical
disabilities, neurodevelopmental and mental disorders. In Chapter 1| will use Neil van Leeuwen’s
concept of Matrix happinesstoillustrate the unlikelihood of decreasing experience of impediment
by aimingfor normal functioning, therewith emphasising the importance of focusing on personal
functioning. Here I will be introducing my concept of need substantiation and constructive action
and supportthis with my ‘Coat metaphor’, which willbe carried on throughout this thesis. Problems
in establishingalink between labeland individual when employing labels as identity descriptions will
be discussed in Chapter 2, forwhich | will take much of my inspiration from lan Hacking’s view on
human kinds. In Chapter 3 | will explain how using labels as need-dedicated action filtersis more
conducive to constructive action. Since this approach to labels allows fora phenomenological link
betweenindividualand label without having to committo an essentialist view of disability, itis more
conducive to constructive action aimed at optimising personal functioning.

1 Anita Silvers, “Chapter 7: Feminismand Disability”, The Blackwell Guide to Feminist Philosophy, ed. Linda
Martin Alcoff and Eva Feder Kittay, (Oxford: Blackwell Publishing Ltd., 2007), p. 131-142, here: p.135-136.
2 Tom Shakespeare, Disability: Rights and Wrongs Revisited, (London: Taylorand Francis,2013), p.55.



Chapter 1
Experience of Impediment, Matrix-happiness and Constructive Action

In this chapter| will address what | considerto be the issues people with disabilities face on a day-to-
day basisin orderto underscore the importance of personal functioning overthe appearance of
normal functioning when dealing with experiences of impediment. | will use Neil van Leeuwen's
account of Matrix-happinessin ordertoargue that maintainingastandard of normal functioningfor
people with or without disabilities inhibits constructive action aimed to optimise personal
functioning. I will then proceed to draw out the process of personal need substantiation underlying
constructive actiontothen point out the importance of acknowledging any experience of
impediment, especially for people with disabilities.

1.1 Experience of Impediment

It can be said people manifest themselves as embodied individuals among others through action.? It
isthrough performance thata person becomes aware of her? capabilities and consequently her
incapabilities.* Whatitis like to live with the awareness of what she is not entirely capable of when
comparing herselfto her peers orto what she conceives of as 'normally functioning' people,
however, is another matter. Performing specifictasks orinteracting with people may be indeed
quite impossible orat least come at a great personal costinterms of energy, physical
health/comfort and emotional resilience.®

Choosingto maintain the appearance of optimal functionality despite certainincapabilities
wouldtherefore be quite paradoxical if ‘optimal’ functionality amounts to performance of action -
and/or cognitive processes necessary for smooth execution of this action - at the lowest personal
cost possible. When aprocess runs smoothly, | understand ‘smooth’ to mean that the energy putin
equals orat least closely approximates the intended productive energy coming out with the least
amount of energy ‘leakage’. If someone has to put great effortinto endeavours others may find
quite effortless, her personal circumstance may leave herfeeling highly constrained. If she would be
requiredto meetthe same demands as people who do not have to put in the effort she does,
maintainingthe same level of productivity would come at a great personal cost, which may or may
not be outwardly visible.

Experiencing either physical ormental disabilities in asense that one feels heavilyimpededin
performing daily tasks in both professionaland personal settings, can thus be said to greatly affect
one'soverall functioning. Throughout this thesis | will be using ‘impediment’ and ‘disability’
interchangeably. | do notintend to offera definition for disability, since | will focus on the experience
ofimpediment. Since ‘disability’ is often used to allude to this, whetherit be within medical orsocial
context, the termshould be read with the same neutrality. To name a few examples: manoeuvring
through a crowd on a busy street can be frightening, even dangerous forsomeone who cannot see;
taking the stairs without the use of one'slegs can face one with an impossible challenge; interacting
with people without being able to clearly understand figurative speech or translate verbal
instruction to appropriate action can be confusing and stressful for people with autism; and living

3 Shaun Gallagher and Anthony J. Marcel, "The Self in Contextualized Action", in Models of the Self, ed. Shaun
Gallagher and Jonathan Shear, (Thorverton: Imprint Academic, 1999),273-301, here: 296.

4 For simplicity'ssakel will only usethe female pronoun all throughout this thesis.No gender discriminationis
intended.

5 Shaun Gallagher and Anthony J. Marcel, "The Self in Contextualized Action", 293.

6 Tom Shakespeare, Disability: Rights and Wrongs Revisited, p.86.



independently is certainly notagiven for people with learning disabilities or severe anxiety
disorders.

Aside from encountering practical challenges, people with disabilities are also prone to
judgementfromtheirenvironment.” Being considered 'the person who cannot (do) x'leads both her
and othersto identifying her (self) with herinability to (do) x. She could seem not to be more than
herdisability. Therefore, she may not be treated as more than herdisability, which may also account
for many people not speakingto someonewith adisability directly.® Moreover, seeing someone
struggle, seemingly because of aninability to (do) x, often confronts people with theirown
humanity.® Possible anxieties of 'catching' the disability or other undesirable feelings this may
provoke are often attributed to the person with a disability, branding her as 'something that should
be avoided, ignored or patronised'.® Consequently, this kind of social devaluation or stigmatisation
often givesrise to debates on disability rights, in which people with disabilities hope to judiciously
gainthe respecttheyare not afforded in theirdaily lives. Having to go to these lengthsin orderto be
acknowledged, respected and treated as equal is what can make a disabled lifeeven more of a
struggle than it may already be. What needs mentioningisthatthere beinga causal relationship
between someone’s experience of impediment, its manifestation and possible social barriers
coinciding with these is highly controversial.!! However, a causal relation tends to be assumed when
the environmentis aware of someone’s disability.

This unification of person and their label of disability also tends to be a reason foremployers
not to hire people with either physical or mental disabilities. They may not know how and if a
disabled employee's limitations can be compensated for without putting financial and practical
pressure ontheir colleagues and management.*? For people with disabilities, being unable to
manage 'regular'tasks independently often means being at the mercy of health professionals, home
care services, partner, friends, family - sometimes even strangers. People with disabilities may
constantly feel asif theirvulnerabilities are on show for anyone to see, look at, commenton, inquire
aboutor intervenein withoutinvitation.!* Not only does this discount the capabilities people with
disabilities may have, italso shows a disregard for various compensatory coping skills they may have
developed themselves. Martin Milligan in his letter to Bryan Magee on his disability, forinstance,
mentions how he was once passed overfora job, because the prospective employerassumed
Milligan's blindness prevented him from walking up and down the stairs within the building. He
would have been perfectly fine, Milligan mentioned, managing the stairs by moving slowly and
guiding himself with his hands.'* Generalised assumptions on what someone with a particular
disability can orcannot do can thusleadto chronicover- or underestimation, apparentin, for
example, 'tough love'attitudes meantto encourage overcoming anincapability orin overly

7 Shakespeare, Disability: Rights and Wrongs Revisited, p.98.

8 Erving Goffman, Stigma: Notes on the Management of Spoiled Identity, (Englewood Cliffs: Prentice Hall Inc.,
1963), p. 5-7.

9 N. Ann Davis, “Invisible Disability”, Ethics, Vol. 116, No. 1, (Chicago: The University of Chicago Press, 2005), p.
153-213, here: p. 213.

10 Erin Martz, “Acceptance of Imperfection”, Disability Studies Quarterly, Vol. 1, Issue 3, (The Ohio State
University Libraries, 2001), p. 160-165. Accessed onlineon November 18, 2015, http://www.dsqg-
sds.org/article/view/302/353; Davis, “Invisible Disability”, p. 192-193.

11 David Wasserman et al., “Disability: Definitions, Models, Experience”, The Stanford Encyclopedia of
Philosophy, ed. Edward N. Zalta, Winter 2015 Edition.

12 Shakespeare, Disability: Rights and Wrongs Revisited, p.31.

13 Goffman, Stigma, p. 5-6.

14 Bryan Magee and Martin Milligan, On Blindness: Letters between Bryan Magee and Martin Milligan, (Oxford,
Oxford University Press, 1995), p. 43.
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considerate gestures that border on patronising.!® The rationale towards disability labels could then
become somethinglike: ‘If you do not wantto be the man with the hat, do not weara hat.” If a label
isassociated with animage that does notfeel like it properly represents the entire person wearing
it, not wearingit—if possible —would be more preferable.

What can make living with a disability even more strenuousis that the experience of
impedimentis not always outwardly visible in appearance or behaviour.!® Pain, discomfort,
confusion, compulsivethought patterns, panicor sensory overload need not manifest outwardly, but
are no less part of life with certain impediments. Still, disclosure of experience related to any kind of
invisible disability can meet with (professional)incredulity or hesitation to regard it as anything
serious. As such, the burden of proof is placed on the disabled person wheneverthe situation
demandsit.!” Furthermore, stereotypical understanding of certain disabilities may play into possible
disregard of someone's experience of impediment.t® Statements exemplifying this may take the
shape of 'You cannot possibly be/have x, because if you were/did, youwould do y or look zand
would notbe ableto do w.’

Notonly do preconceived notions of disability surface in grading someone's experience of
impedimentinrelationtoits visibility, but alsoin determining whether someone copesas well with
herlife as she could. Admirable athletic performances of people without legs or wheelchair users,
forinstance, could put considerable pressure on non-athletes experiencing similarimpediments if
theirenvironment expects the same level of skill. Thanks to Youtube, many are familiar with reports
of blind people orienting themselves through clicking sounds; Stephen Hawking —the world-famous
physicistand mathematician - writing brilliant works despite his ALS through use of aspeech device;
and even of someone with cerebral palsy like Paul Smith, who despite his severely limited mobility
creates masterful art pieces using only ten keys of his typewriter.'° People with mental disorders
alsomeetwith unrealisticexpectations based on exceptional talents people with similar
impediments may have: Stephen Fry - a highly eloquent British comedian, writerand actor - claims
the manic periods he goes through offer him much of the creativity he needs to come up with great
new ideas and storylines;?° and Kim Peek - an autisticsavant on whom ‘Rainman’ was based - was
famous for his awe-inspiring photographic memory.2! What seems to be greatly overlooked is that
even personal areas of excellence possibly (partially) attributable to someone's disability do not
cancel out any difficulties she may have in coping herself. Assuming that talent points to overall well-
beingistherefore also known as the 'halo effect'.?2 Maintaining such a narrow view “may perpetuate
our culture’s devaluing of dependency and inflating of the importance of self-sufficiency”,?® thereby
putting steep demands on people with disabilities.

15 Goffman, Stigma: Notes on the Management of Spoiled Identity, p.5.

16 Davis, “Invisible Disability”, p. 153-154,

17 Davis, “Invisible Disability”, p.154-155.

18 Davis, “Invisible Disability”, p.205.

19 John Stofflet, “Typewriter Artist”, Youtube video, posted December, 2013,
https://www.youtube.com/watch?v=svzPm8IT360.

20 Finnbuster, “Stephen Fry on Manic Depression”, Youtube video, October, 2010,
https://www.youtube.com/watch?v=cKiAz6ndUbU.

21 Chuck Brown, “Kim Peek: IdiotSavant(“Rain Man”), Youtube video, posted May, 2007,
https://www.youtube.com/watch?v=dhcQG_KItZM.

22 Davis, “Invisible Disability”, p.160.

23 Anita Silvers, “Feminismand Disability”, p.134.
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1.2. Happiness and Constructive Action
Itissafe to assume that both people with and without disabilities aim for leading a happy life or at
least undertake steps thatthey consider conducive to happinessinthe end.?* If someone feels that
theirideaof happinessis threatened by difficulties concerning the realisation of thatidea, it seems
plausible thatthey willwantto secure their path to happiness. How this translatesinto action,
depends onwhat someone considers athreatto heridea of happiness and what she thinks needs to
be doneinorder to assuage or evade it. | will assume a Humean account of motivation here, since in
thisthesisthe focuslies onvaluing one’s actions with the aim of dealing with the subjective
experience of impediment.2® Inview of this, several decision stages can be distinguished: defining
the conceived problem orthreat, definingthe desired state orgoal, sorting out options foraction,
and lastly, adapting actions to serve this particular goal. First, itisimportant to clarify what|
understand happiness to be before making any otherclaims concerningit. Inthis thesis I will side
myself with Neilvan Leeuwen’s understanding of happiness usedin his article “Self-Deception Won’t
Make You Happy”in which he “contests the idea that maintaining an overly self-flattering belief
aboutone’s capabilities as a policy does not resultin “choice -worthy happiness” .?® | understand
‘self-flattering’ ratherbroadly, inthatitreferstoa particular preference forafalse beliefofalife
withoutthe physical and emotionalimpediments someone finds too disconsolate. Van Leeuwen
understands genuine happiness to be the state in which you have “genuine external goods and
positive sentiments”?” and he opposes this with Matrix happiness, which he understands as the state
inwhich you have overly positive sentiments that are not supported by or genuinelyincrease
external facts orgoods. He argues that, since self-deception produces false beliefs, it “undermines
one’s ability to satisfy one’s desires”,?® evenif it temporarily offers the sense of happiness and self-
managementin areas of insecurity. In order to make optimal choicesin compensation foryour
limitations and the insecurity stemming from them, knowing and acknowledging themis e ssential.”?°
The Matrix happiness, furthermore, is more of a cumulative happinessin which the focuslieson
building up the appearance of being more successfulinlife in terms of means, status orinner peace.
Van Leeuwen’s emphasis on satisfaction of desires, however, could better be construed as
need satisfaction when considering compensation forany limitations. What he understands as self-
deceivingis “makingselfand situation out to be betterthan frank appraisal would support”.3° What
this would practically come down tois “attempting to form beliefs that are contrary to negative
information aboutthe self that one already possesses®! (hisitalics).”*? The needs that stem from the
self-deceptive self-conception could in this light be better understood as desires themselves,

24 Richard Kraut, “Aristotle’s Ethics”, The Stanford Encyclopedia of Philosophy, ed. Edward N. Zalta, Summer
2014 edition.

25 This specific theory of action can of course be disputed. | do not, however, want to sidewith an externalist
theory inthis thesis, since doing so would open the door to a cumulative understanding of happiness thatlam
greatly opposed to. In section 1.2 | will elaborate more on the problems of this understanding.

26 Van Leeuwen, “Self-Deception Won’t Make You Happy”, p.109, quoted in Marin Kaufmann, “The ‘Ought’ in
Disability Management”, final essay for Ethical and Political Implications of Human Nature, June 25,2015, p.1.
27 Van Leeuwen, “Self-Deception Won’t Make You Happy, p.109.

28 VVan Leeuwen, “Self-Deception Won’t Make You Happy”, 108, quoted in Kaufmann, “The ‘Ought’ in Disability
Management”, p.1.

29 Kaufmann, “The ‘Ought’ in Disability Management”, p. 1.

30 Van Leeuwen, “Self-Deception Won’t Make You Happy”, p. 108.

31 This assumes one is capableofaccurateself-assessmentand putting a self-assertion againstit. Thanks to
Joel Anderson for pointing me to his articleon self-assessmentto clarify this point.| would not go as faras say
that lower cognitive abilities makeaccurateself-assessmentand therefore self-deception impossible. This
would have to be determined on a case-by-casebasis. For more on self-assessment, see Joel Anderson and
Warren Lux, “Knowing Your Own Strength: Accurate Self-Assessment as a Requirement for Personal
Autonomy”, Philosophy, Psychiatry & Psychology, Vol 11, No. 4, (John Hopkins University Press, 2004/5), p.
279-294.

32 van Leeuwen, “Self-Deception Won’t Make You Happy”, p. 107.



because they flow from a narrative one prefers overreal life. For people with disabilities, ‘frank
appraisal’ could therefore be understood as the acknowledgement of one’s limitations and the need
that arises from the desire to practically compensate forthem. Opting foraself-narrative thatis
more desirable, less frightening, lessimpeded and thereforeless needy would, Van Leeuwen claims,
not lead to genuine external goods and positive sentiments, because it would not be based onthe
personwhose life itis supposed to represent.?® The belief one isnotimpeded does not actually
decrease experience of impediment, but merely muffles it. Also, provided one ventures out froman
environmentthatdoes notintrude upon the self-deceptive belief, there isbound to be frequent
confrontation with the situation/reality one is trying to mentally shift away from.3* It only takes
someone withoutsightto trip over numerous objects to realise maintaining the beliefshe is sighted
would be ratherdifficult. Moreover, since self-deceptive beliefs are often used to make the
uncontrollable feel controllable, self-deceiving blurs the distinction between the two.3>

In orderto generate genuine external goods and positive sentiments action would then have
to be based on an individual’s substantiated needin orderto be constructive. Forif the needis
satisfied, the experience of impediment would decrease and personal functioning would
consequently improve. To take my example fromthe previous paragraph: would someone without
sight wish to move around more safely, she would need somethingto help herdoso. Usinga white
cane or guide dog could satisfy this need and would consequently make herfeel lessimpeded.

The concept of constructive action can best be illustrated by using what | would like to call
‘the Coat metaphor’. During wintertime it can getawfully cold out. Sitting by the radiator all day
with a hot beverage, however, does not constitute a particularly productive day: going to work or
intotownrequires exposing oneself tothe cold. Here being cold refers to someone experiencing
some kind of impediment, assuming being cold can negatively influence one’s functioning. If thereis
a desire of not wantingto be cold, donninga coat would be the bestapproach to keep the cold out.
Puttingonan appropriate coat in this scenario would then be analogous to undertaking constructive
actiontowards improving personal functioning, because it acknowledges the experience of being
cold through practical compensation. A trip to Matrix-happiness would then be like going out
insufficiently clothed while simultaneously denying one is cold. In this case, someone would not be
acknowledging any experience of impediment and thus not practically compensating foritina
constructive manner. Somehow, whetherone is wearing a particular coat or not seemsto be more
importantthan whethersomeone needs to be warmer or not. Looking out of odds is here seen as
lessthreateningthanfeeling cold.

The scenarios | sketched outinsection 1.1 could be takento illustrate conceived threats
such as emotional and/or physical pain, exclusion, lack of control and (social) insignificance .26 What
is considered threateningis tightly bound to perceptions people have of theirimperfections:
“Individuals with congenital or sudden-onset disabilities may internalize the stigmathat "disability
means imperfection” (Smart, 2001). They may view disability as "a constant reminder of
imperfection" (Bicknell, 1983). These highly laden, negative connotations of having adisability is one
reason why some may argue that an individualshould not "accept" the disabled aspect of his or her
mental or physical life.”3” The idea may be that functionality entails action and that no action follows
from the things someone cannot do. Focusing on one’s capabilities would be more productive
instead. This kind of reasoning thereby enables the mental shift away from one’s disabilities onto
possible copingstrategiesin orderto decrease the experience of impediment. This attitudeis of
course quite understandable, since it offers asense of control and perhaps even the determination

33 Van Leeuwen, “Self-Deception Won't Make You Happy”, p. 120.

34 Van Leeuwen, “Self-Deception Won’t Make You Happy”, p. 120.

35 Van Leeuwen, “Self-Deception Won’t Make You Happy”, p. 120.

36 Though distinguishingthese threats facilitates their connection to specific scenarios like the ones described
insection 1.1, | take them to be interrelated. For example, a lack of control can be painful,socanexclusion.
Paincanalsoexclude peopleby virtue of its limiting effect, whichis also the casefor insignificance.

37 Martz, “Acceptance of Imperfection”.



to prove one’s worth by not letting oneself acquiesce inimpotence.3® While | understand this mind
setis often considered the only way to keep pessimism and depression at bay, | argue that it tends
to have the opposite effect as a policy held long-termin thatitis notlikely to facilitate anything
more than Matrix happiness. While Van Leeuwen does recognise that there could be casesinwhich
overly self-flattering beliefs lead someone to do something which happensto be constructive in
terms of securing genuine external goods and positive sentiments, he does not find this undermines
his arguments against self-deception as a policy: “Suppose someone argues thatitis bad to give
sharp knivesto children underthe age of four. Would it refute this argumentto show one possible
case [hisitalics] of athree-year-old child who did something good with a knife, forexample, cut
carrots? Or is that an exceptional behaviorthatin no way justifies the practice of giving children
knives?”3°

As shortly described above, action concerning management of the experience of
impedimentrequiresataleasta conception of the threatto one’s happiness, the desired goal and
the options forgettingthere. Functioning well by one’s own light does not seem to be the preferred
goal if itmeansfeelingorbeingseenasworth less than people who do not have the same
experience of impediment. If my understanding of personal functioning translates to not being cold
and ‘normal functioning’ to wearinga particular coat, say, a beige trench coat, sticking to wearing
the trench coat despite being extremely cold does not suggest the cold is considered much of a
threat. Rather, wearing anything other than that beige trench coat seems to be the problem:looking
like one functions normally is paramount. Not being able to pull off the trench coat could make
someone stand out like asore thumb, leading someoneto (wish to) change theirappearance to
improve theirfit. In short, aiming for wearing that beige trench coat successfully draws attention
away from the possibility that the desired coat could still leave one coldif itis notthe coat one
needs. Employing practical compensation strategies to satisfy personal needs may interfere with
maintaining the appearance of normal functioning. Trying to come across lessimpeded could
therefore make need substantiation unappealing, becauseitrequires acknowledgement of
experience of impediment.

1.3. Disability Management

People with disabilities may claim to have accepted theirimpediment and not strive for normality,
but the means available for disability management do seem to be used and appropriated with
optimal normal or societal functionality in mind instead of personal functionality. It could be said
functionalityis measured quantitatively in, forinstance, the amount of hours someone can work,
someone’s cost-to-benefit ratio, and the overall state of independencein terms of living quarters
and income. Someone’s personal situation orexperience of any impediments that affect the quality
of functioning are matters ‘behind the scenes’ that need not reach the big screen. Quantifying
personal experience of impediment and determiningits cause, either medically orsocially, could
possibly offer asense of control, but would in light of my understanding of constructive action be
more conducive to Matrix-happiness than it would secure genuine external goods and positive
sentiments.

From a medical perspective, the most straightforward approach to alleviation of disability
symptoms would be to resortto medication.*® (Psycho) pharmaceutical intervention often playsinto
the conception of disability as a disease that needs to be cured or at least treated medically.*! Yet, it
can offersomeone the compensation needed to, say, be able toworklongerhours, engage in social
interaction and perform daily tasks more successfully than before. Physical pain can be dulled and
over-active emotions can be tempered - one’s label of disability merely areference to a disease
entity asa “key organizing principle around which particular clinical decisions could rationally be

38 Shakespeare, Disability: Rights and Wrongs Revisited, p.108.
39 Van Leeuwen, “Self-Deception Won’t Make You Happy”, 111.
40 Shakespeare, Disability: Rights and Wrongs Revisited, p.60.
41 Wasserman, “Disability: Definitions, Models, Experience”.
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made.”*? Overall, it can create more favourable conditions for personal functioning. Whatis
problematicabout using medicationin orderto functiontoa normal standard, is thatit inhibits
directresponse toimpeding stimuli, butit does not necessarily remove the impediment.*?
Moreover, muffling physical or mental signals that would otherwise motivate someone to pay heed
to theirbody or mind’s need forsomething like rest, nourishment oreven ageneral overhaul of
one’sworkingand/orliving conditions, could possibly be deterioratingto one’s health.**
Furthermore, aside from the fact thatalong with the therapeuticeffect come many undesirableside
effectsthatcould form a problem inthemselves,* there are many things medication cannot do. It
does notofferdirectives fordealing with one’simpediment outside of its use. Therefore, medication
use alone does not stimulate someone to look beyond the short-term compensation of psychical or
emotional paininto practical ways to support oneself more independently, wielding medication as
one of many tools.

Socially, awayto fitin would be to mainly focus on barrier removal, thereby compensating
for limitations toa 'normal'level of operation. Compensation often comesin the form of practical
solutions employed by the individual or made available by the environment: e.g. white canes,
wheelchairs, prosthetics, sensory-friendly offices, or braille on the buttons of an ATM. The
experience of impedimentisthenseenasa mere result of the way social situations are set up, *®and
disability in general something outside the individual body.*” The ideawould then be thatthe
impediment vanishes as social barriers do.*® Because this approach puts a lot of responsibility on
society, itcan be very liberating for people with disabilities to feel justified in thinking that their
functionalitydoes notdepend onthemalone oreven notatall.*® Putting the blame forsomeone’s
impeded situation somewhere else can be very satisfactory inthe moment, but, unfortunately, it
does not necessarily decrease personal experience of impediment by meeting any needs.*° It
temporarily projects the non-acceptance of one’simpediment on the environment with the aim of
lightening the emotional load. Thisis not to say that there are no issues resulting partially from
social arrangements norto contradict any social criticism that may be due. Neitherisitto suggest
one’simpediment should not be abotherto anyone but oneself. Still, as was the case with
medication use, barrier removal on its own does not guarantee improvement, nor canit dissolve
experience of impediment.>! “The ambition to minimiseillness and impairment should be balanced
with the needto accept limitations and find ways of living with them. (...) Obsession with normality

42 Charles Rosenberg, “The Tyranny of Diagnosis:Specific Entities and Individual Experience”, The Millbank
Quarterly, Vol. 80, No. 2, (Oxford: Blackwell Publishing Ltd., 2002), 237-260, here: p. 239.

43 Research with rodents suggests that active coping behaviourinresponseto inescapablestress does alleviate
anxiety symptoms due to displacement, but itdoes not seem linked with decreasingstress hormones. Though
the experiment did not includeadministering ‘tail shock’ to humans, the results could prompt some interesting
insights into human behaviour.See Dana L. Helmreich et al., “Active behavioral copingalters the behavioral
but not the endocrine responseto stress”, Psychoneuroendrocrinology, Vol. 37, Issue12, (2012),p.1941-1948,
accessed on November 18,2015.d0i:10.1016/j.psyneuen.2012.04.005;Shakespeare, Disability: Rights and
Wrongs Revisited, p.85.

44 Davis, “Invisible Disability”, p.194.

4> Antidepressants arean excellent example: many areknown to, for example, increasethe appetite, disturb
sleep patterns and curb sexual desire.See: Farmacotherapeutisch Kompas, “Paroxetine”, Zorginstituut
Nederland (2015), Accessed November 17, 2015,
https://www.farmacotherapeutischkompas.nl/Preparaatteksten/P/paroxetine.asp.

46 Tom Shakespeare, Disability: Rights and Wrongs Revisited, p.12.

47 Shakespeare, Disability: Rights and Wrongs Revisited, p.50.

48 Shakespeare, Disability: Rights and Wrongs Revisited, p.12.

49 Shakespeare, Disability: Rights and Wrongs Revisited, p. 13.

50 Shakespeare, Disability: Rights and Wrongs Revisited, p. 18.

51 Shakespeare, Disability: Rights and Wrongs Revisited, p.40-41.
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and perfection, ultimately unattainable or false goals, is harmful to well-being and self-esteem.”>2

1.4. Constructive Coping

The questioninevitably rises what would be a betterapproach to coping with disabilityin orderto
optimise personal functioning. Much has already been hinted atin section 1.2 in describing how
constructive actionrequires one to acknowledge any limitation one wants to practically compensate
for. Basingactions on the needs resulting from this acknowledgementis whatis more likely to
optimise personal functioning, becauseitaidsin securing genuine external goods and positive
sentiments. However, personal functioning can only be improvedifitis whatis aimed towards.
Moreover, measuring oneselfto an able-bodied standard when experiencingimpediment on a daily
basis seems counterproductive. “By continuing to assign so much importance to meeting (and
appearingto meet) able-bodied standards, we run the risk of both neglectingand subverting other
elements of our human paradigm, including some that there are now more compelling reasons for
us to value more that people did several generations ago. Thus, if we continue to assign primacy to
meetingablebodied standards, there is reason to think that this will resultin our living lives that are
less good by ourown lights.”>3

Yet, eveniflimitations are being fully acknowledged, thisinitselfdoes not offer up any practical
toolsforpeople who experience those specificlimitations. It only tells someone what needs she has.
In terms of the coat metaphorlused, itcould be said that the assertion one needs acoat to keep out
the cold does not clarify what coat will be adequate.

Thereis,in my opinion, no need to throw the baby out with the bath waterand discountthe
labels peopleso associate with any social discomfort resulting from label disclos ure. Yes, the
scenarios describedinsection 1.1 could be indicative of the negative effect of categorising people
based on theirlimitations. | do not agree, however, thatthe categories underlabels themselves are a
direct cause of stigmaand consequent exclusion or possible maltreatment. If the goal is personal
functioninginstead of ‘normal’ functioning, labels need not be understood as markers of anomalies
people supposedly carry around with or inside of them.>* A pragmaticapproach to label use would
give an answer to Rosenberg’s paradox of “the unavoidable use of reductionist meansto achieve
cultural and behavioural —necessarily holistic, multidimensional, and contingent —ends”.>* When
labels are taken as the ‘reductionist means’ in question, in that they reduce people to theirdeviant
properties, itleads one to wonderabout the workings and effects of this reduction. Chapter 2 will be
dealing with human categorisation to pinpoint what | believeis the mainissue concerninglabel use
and signification. In Chapter3the pragmatic approach to labels | have in mind will be explainedin
detail.

52 Erin Martz, “Acceptance of Imperfection”, Disability Studies Quarterly, Vol. 1, Issue 3, (The Ohio State
University Libraries, 2001), p. 160-165.

53 Davis, “Invisible Disability”, p. 160.

54 Ann Davis makes an excellent caseagainstmaintainingan able-bodied standardin “Invisible Disability”,
whichis why | leaveelaborationonthat argument to her. Itis my intention to offer a practicalaccountfor
optimising personal functionality.

55 Rosenberg, “The Tyranny of Diagnosis”, p.252.
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Chapter 2
Problems in Categorising Individuals under Labels

Beingarbitrary and dependent on power structures due toits “looping effect”, categorisation
creates people’sidentities forthem ratherthan thatit offersinsightinto what they are forthe
purpose of ameliorating their lives. Consequently, people can become stigmatised because of an
imposed label denoting deviancy. In this chapter, however, | will elucidate how maintaining the link
between category andidentity makes labels seemintrinsically disadvantaging. First, | will focus on
explainingthe purpose and dynamics to category formation. Secondly, | will employ a Foucauldian
analysis of categories to point out theirinability to capture an entire person. Lastly, | will show how
possible stigma attached to labels can be explained by pointing outits reliance on labels as identity
descriptions.

2.1 Action undera Description

As mentioned in Chapterl, assuming a Humean account of motivation, intentional action requires an
agentto decide onthe action considered most conducive to the intended goal. This decision
presupposes both an understanding of the world and a conception of one’s capabilities and
incapabilities. Someone who cannot see, forexample, understands herselfas a human beingwho
does nothave full vision at her disposal amongst a majority that does. She places herself withina
worldinwhich phenomenacan be seenandvalue is attached to this possibility. This self-conception
inturn determines whatone considersto be part of one’sidentity - understood as a sense of one’s
subjective ontology—inthe sense one is ‘someone who...". The capabilities or states of being
someone then assignsto herselffillin the blanks. Applied to my former example, this person may
conceive of herself as ‘someone whois blind’ and perhapstherefore as ‘someonewho does not
frequentthe cinema’, orevenas ‘someone whois defective’. As such, aself-conception could also
be seenas a specificnarrative one identifies with or chooses to identify with. Action would then
happenundera description of one’s conceived identity. Itis the coherency of this description, orthe
rationale behind it, that makes both one’s present and past self intelligible to oneself.>® Imagine that
the person from our example became blind at a laterstage in her life. If she were to conceive of
herselfinthe presentas ‘someonewho does not frequent the cinema, because of herblindness’,
she could then understand her past self as ‘someone who did go to the cinema, because she could
see.’ The way she understands herself now affects the way she understands herself from back then.
The same goes for some diagnosed with Post Traumatic Stress Disorder (PTSD): the newly ascribed
traumatised state supposes atraumaticexperience she might not even have considered
traumatisingatthe time. Were she to notice herself doing things inconsistent with the actions (or
lack thereof) of a PTSD sufferer, this would lead herto eithertweak or overhaul her self -conception
to fithercurrent state.>” Insofar this conception manifestsitselfin actions, it could also be called an
“act identity”.>® However, |am not claiming the self-conception is the root of all behaviour. Itis my
intention to show how self-conception can account for the actions one consciously considers
possible to be performed. So understood, action happens underthe description someone thinks
captures heridentity.

56 Jan Hacking, “Chapter 12: The Looping Effects of Human Kinds”, Causal Recognition: A Multidisciplinary
Debate, ed. Dan Sperber, David Premack and Ann James-Premack, (New York: Oxford University Press, 1995),
p. 351-383, here: p. 369; ). David Velleman, “From Self Psychology to Moral Philosophy”, Philosophical
Perspectives, Vol. 14, (Wiley PeriodicalsInc.,2000), p. 349-377, here: p. 349.

57 Velleman, “From Self Psychology to Moral Philosophy”, p.351.

58 Velleman, “From Self Psychology to Moral Philosophy”, p.368.
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2.2 Category Feedback

If acting happens underadescription,® then it makes sense for people to want to define all
elements within a certain context in orderto know how to subsequently deal with them. Particular
disabilities could be the particularelements one would wish defined. Though definition and
subsequent categorisation mainly serves to offerdirection tothe personin need of it, it depends on
the type of category whetherthis hasimpact on its content. In “The Looping Effects of Human Kinds”
lan Hacking distinguishes two types of category: natural and human kinds. The goal underlying both
types of categorisationis to be able to clarify, understand and predict the behaviour of the category
contentto then determinewhatkind of —if any —interventionis called for. The organisms, objects
and phenomena categorised as natural kinds are not affected in the slightest by what they are
labelled as;*° whatis prone to change is the human acknowledgement and conception of them.
Humans ‘filing’ themselves under human kinds, however, does not only mirror the conception,
inception and acknowledgement of certain types of people. What sets human kinds apart from
natural kindsis that human kinds have a moral elementtothem, in that to be of one particularkind
isconsidered positive while being of anotheris considered negative.®! Given the choice, most people
wouldratherbe able to walk than to be dependenton a wheelchairto get around. Because of this
“intrinsicmoral value”,®? beinglabelled as of a certain kind influences someone’s life on different
levels. Adjustingto a new narrative means that not only she herself, but otherstoo will view herand
herpotential differently and therefore act differently towards her.®3 Certain assumptions about the
extent of hercapabilities are then made, that could potentially put herata disadvantage, as was the
case with Martin Milliganinsection 1.1.

The realisation of how one is defined by others shapes the self-conception in such a way,
that one acts undera different description and relates to others accordingly. This response to
categorisation and the interaction between category and the categorised is what Hacking refers to
as the so-called ‘feedback effect’.®* The interaction between category and the categorised is what
overtime continually shapes and reforms the category contentand the attitude towards that
content. Categories change people’s self-conception and thisin turn changes the kinds the
categories are supposed to describe, which consequently requires adaptations to the categories’
scope.® This processis what Hacking calls the ‘looping effect’: “Kinds are modified, revised
classifications are formed, and the classified change again, loop upon loop.”%¢ While intended to
create oversight, labels thus continually influence people’s understanding of themselves and each
otherinterms of social significance. Therefore, the social and ontological implications of human
categorisationinkinds and/orlabels referring to these kinds could prove to be quite problematic.

Since categorisation orlabelling presupposes adecision on division lines between
categories, the question arises astowho determines the grounds for division and the criteria
someone hastomeetinorder to be placedina particular category. Also, the ‘looping effect’ calls
into question to what extent categories can accurately describe people if both theirformand
contentare subjectto change overtime. Thisinturn demands clarification on what exactlyis being

59 lan Hacking, “Making Up People”, The Science Studies Reader, (New York: Routledge, 1999),p. 161-171,
here: p.166.

60 Hacking, “Making Up People”, p.166.

61 Hacking, “The Looping Effects of Human Kinds”, p. 367.

62 Hacking, “The Looping Effects of Human Kinds”, p. 367.

63 Hacking, “The Looping Effects of Human Kinds”, p. 368.

64 Hacking, “The Looping Effects of Human Kinds”, p.370.

65 Hacking, “The Looping Effects of Human Kinds”, p. 370.

66 Hacking, “The Looping Effects of Human Kinds”, p. 370.
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categorised. The perceived social consequences to human categorisation, such as stigmatisation and
segregation, are not matters to be overlooked either. Whatis mostinteresting to considerforthis
thesis, however, is whetherthese implications actually point to the risks to categorisation itself.
Matters of power structures, foundational arbitrariness and stigmatisation are not to be taken lightly
withregardsto the lives of people with disabilities. Yet, | would argue thatitis the mannerin which
these categories—and labels referring to these categories - are used and what they are taken or
expected tosignify that may be causing problems.

2.3 Dynamics of Categorisation

In both medically and socially describing human behaviourin orderto better predictand reformit, a
standardis assumedtothen define normalcy and deviancy. Whether normalcy describes what s
most common or whatis mostdesired for establishing social and political balance is difficult to
capture, since the termis applied to both. It could be said that the idea of a standard need not
describe anythinginitself, but ratherfunctions as asemantic background for whateveris held
againstit. What deviates from this standard, however, is highly changeable as well as the practical
attitude towardsit.

The example Hacking usestoillustrate the dynamics behind terms like ‘normalcy’ and
‘deviancy’ is what he calls “the making and molding of child abuse”.®” Itis hard to imagine there ever
beinga time the current conception of child abuse did noteven exist. Itis even harderto stomach
theideathat, at one point, maltreating children was not considered deviant behaviour to the extent
the abuserwas considered mentally ill.®8 The professions associated with responding to these new
kinds of behaviourthen become responsible for dealing with whoeveris behaving undera
description relevanttotheirfield. This suggests that deviant behaviouris something that needs to be
dealt withand managed. If the behaviouris considered highly morally objectionable, all would be
expectedtoworkin unisonto preventit. If child abuse was considered the product of a diseased
mind, itwas up to medical professionals to come up with and administer medical treatment.
Referringto child abuse with a phrase like “battered-child syndrome”,® would reflect its
medicalisation. If the abuse and the psychologically damaged children asits consequence was a
social phenomenon, changesin environmental support would have the most priority.’° The
approach to and conception of child abuse has been “in constant flux” ! for several decades; the
scope of the term wideningto encompass almost all morally questionable interaction with children,
with a heavy focus on sexual relations.”? As aresult, the abused child has often been identified under
labelsvarying from and fluctuating between victim, damaged goods, juveniledelinquentand
predestined abuser.”® Likewise, the abuserwould be known as offender, mental patient, victim-
turned-perpetrator, and soon.”* What seems to be assumed in labelling the children and adultsin
qguestionisthatitis not normal to want to beat or sexually approach children;itis not normal to act
out as a child to the extent of committing petty crimes; anditis not normal for a child to experience
and display any distress from past events. Itis the label on the distinguished phenomenon and the
peopleinvolved that marks them as an abnormality to be dealt with.

67 lan Hacking, “The Making and Molding of Child Abuse”, Critical Inquiry, Vol. 17,No. 2, (University of Chicago
Press,1991),p.253-288, here: p.258.

68 Hacking, “The Makingand Moldingof Child Abuse”, p.253, 265.

69 Hacking, “The Makingand Molding of Child Abuse”, p.270.

70 Hacking, “The Making and Moldingof Child Abuse”, p.265-266, 280.

71 Hacking, “The Makingand Moldingof Child Abuse”, p.253.

72 Hacking, “The Making and Molding of Child Abuse”, p.274.

73 Hacking, “The Making and Molding of Child Abuse”, p.265.

74 Hacking, “The Making and Molding of Child Abuse”, p.267-268.
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Interestingly, shiftsin focus and attitude regarding social norms and consequent inception of
new kinds of people are often preceded by certain scientificdevelopments,’® research direction is
likewise influenced by publicfocus on certainissuesin human behaviour.”® The natural and social
sciences are mostly considered and expected to respectively approximate truths about the human
brain, body and life eventsimpacting both. Intheir pursuit to aptly describe human behaviour,
scientificfindings on human ‘anomalies’ therefore often giverise to revised social norms and
understanding of sound minds and able bodies.”” From amedical perspective, whatis treatable is
conceivably correctable to a state of whatis—in that particularsociety and time- considered perfect
health. New conceptions and categorisation of medical problems that need to be ironed outthen
tendto prime the way people fallinginto the revised category are perceived by others and
themselves.

Within a Foucauldian model, this normalisation processis considered a “distinctive feature
of modern power”, inthatit allows forsocial control and reform through correction —what Foucault
generally termed as ‘discipline’.”® Categories then are notemployed to further understanding so as
to ameliorate people’slives, butare used to divide and conquer, asit were, underthe guise of
altruisticrevisionist knowledge pursuits. They would just have to be “consistent with the
bureaucraticimperative, notonlyin hospital management, butalsoin a variety of contexts ranging
fromlife and health insurance to epidemiological and related publichealth and policy debates.” 7°

One strategy to quietdown the cynic “suspect[ing] thereis no knowledge to be had”®° could
be to point out that itis notthe correction of people themselves thatis sought after, but the
eradication of crippling disease entities causing any experience of impediment.®! Whetherthereisa
direct causal link between this presumed entity and experience of impedimentis subject of heated
discussions within the field of disability studies,®2 but will not be focused on here. Whatisimportant
to note about postulating disease entities is that doing so could still be conceived as adominating
practice. The difference would be thata person’s alleged faultiness would only be implied. Also,
symptoms would then, circularly, be turned into causes themselves. 23 Someone may be diagnosed
with, forinstance, depression, because she is depressed, but she isto understand she is depressed
because of herdepression. Here the label ‘depressed’ serves both to elucidate the medical issuein
need of treatment—therewith re-establishing dominance—and to justify the medical profession.

While this may be the case, havinga sort of mechanical objectivity of standardised
procedures® tofall back to does have its benefits, in thatit offers society asense of safetyin
‘knowing’ what and who is what. However, it would only offer clarity insofar the category criteria
remain constant, the categorised only fall into one category and the attitude towards the category
doesnotchange. Itis hard to figure out the puzzle of one’sidentity whenitis notclear how to
understand the pieces already lying there and the pieces one can choose from keep piling up,
changingor vanishingaltogether.

75 Hacking, “The Making and Moldingof Child Abuse”, p.259.

76 Hacking, “The Looping Effects of Human Kinds”, p. 359-363.
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Edition.

79 Rosenberg, “The Tyranny of Diagnosis”, p.246.
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83 Trudy Dehue, Radboud Reflects lecture on Betere Mensen: Gezondheid als Keuze en Koopwaar, October
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2.4 Correspondence between Category and Identity

Withinthe contextas described above, someone’s identity is defined and therefore constituted in
virtue of meeting specificnormalcy or deviancy requirements.8> Categories determine what
someone isunderstood to be because the categorisation shapes one’s self-conception, whichin turn
influences the category content. However, if the framework for this content depends on what
division is considered socio-politically and/or medically advantageous, the content will only reflect
this particular consideration. The narrative of aperson’slifeisanartefactin such a sense, that it
reveals more about the narrator than the person.® However, choosingone’s own label in orderto
escape thisimposition®” would not dissolve norredefine the division, forit would stillbe a restricted
choice between setinterpretations. If the semanticbackground does not alter, the meaning of aself-
chosen label will not stretch beyondit.

If the category or label creates or, ‘makes up’®® people ratherthan reveal theiressence or
lack thereof, the question rises as to what the category should then be taken to referto. How
making up people or “dynamicnominalism” “affect[s]the concept of the individual person” can,
accordingto Hacking, be understood in terms of possibility.8°

Who we areis not only what we did, do and will do but also whatwe might have done and may do.
Making up people changes the space of possibilities for personhood. Even the dead are more that
their deeds, for we make sense of a finished lifeonly within its sphere of former possibilities.?°

Equating ‘being’ with ‘action’, however, would not adequately grasp the nuances between person
and personhood. | do think the way people are and who they are, in terms of theirrelation to others
in certain contexts, manifestsinaction. Yet, the changeable character of both pointsto the
difference between the individual as an existing entity and the way in which that entity is conceived
within a certain socio-temporal context. | do not want to make any metaphysical claims here, but|
would like to point out the difficulties in making statements from within a highly changeable
conceptual framework about what may well lie outside it.

It then seems plausible to think thatthere is no way of knowing whether the concept
corresponds accurately with whatitis conceiving. Neither can it be established how far off the
conceptis initsattemptto capture the entire person. Also, asisillustratedin Figure 1, there are
many aspectsto a person, none of which entirely definea person, merely part of her. Would one
serve tosubordinate the othersandif so, which one? Could someone be questioned peraspect to
such an extentthatthe answers accumulate toforma person’s biography? In my opinion, one can
neverask all the different kinds of questions pertainingto all the different kinds of contexts of which
the combined answers accurately describe an entire person att; letalone att, Evenif this were
possible, the questions would only be relevant to the particularstandard being used. Forifthereisa
standard x in context y and someoneis not x buta in contexty, whatis thissomeone in context z?

85 Liggett, “Stars Are Not Born”, p. 180-181.

86 Dehue, Betere Mensen, p. 16.
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White cane
user

Figure 1: Visual representation of the difficulties in encompassing an individual in one category.

2.5 Labels and Stigmatisation

“The inescapableterms of everyday life, in this model of society, [however,] are [still] organized in
terms of various distinctions between normal and deviantidentities.”* Individuals carrying a label of
disability could find themselves the object of stigmatisation when they are being “disqualified from
full social acceptance”®?in any given situation. Therefore, “the ascription of group membership —in
the form of labelling—is generally viewed negatively in the disability community”:%3

Oppositiontolabellingarises fromanawareness of the stigma that can be a consequence of
particularlabelsor diagnoses. When someone is given a label —for example, of learning disability or
mental illness —this may trigger other negative associations. The phenomenon of ‘identity spread’
means that the person’s individuality —both their personality, butalso other aspects of their identity
such as gender, sexuality and ethnicity — can be ignored. As the impairment label becomes the most
prominent and relevant feature of their lives, dominatinginteractions.*

People with disabilities are left with asocial identity they may not (want) to personally identify
with,®> even though they would with any experience of impediment.®® A label of disability would
send out personal information they might not want others to know or notice, especially not when
the social identity it creates —the accumulation of salient social characteristics - would clash with the
image they maintain of themselves. Being stigmatised can make life with disabilities amongst others
without highly distressing, as the scenarios depictedinsection 1.1clearly show. A wide gap between
social and personal identity leaves someone with three information management options:
concealingany signs of deviancy as much as possible, volunteering personalinformation®’, orusing
other personal features as acover if she would like to minimise information salience. Sometimes,
someone’s appearancecarries the stigmafor her. Practicing information control would only make a
difference concerningthe details surrounding her perceived deviancy, so herbest bet may be

91 Liggett, “Stars Are Not Born”, p. 181.

92 Goffman, preface to Stigma.

93 Shakespeare, Disability: Rights and Wrongs Revisited, p. 95.
%4 Shakespeare, Disability: Rights and Wrongs Revisited, p. 95.
95 Goffman, Stigma, p.64.

96 Shakespeare, Disability: Rights and Wrong Revisited, p.98.
97 Goffman, Stigma, p.64.
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adoptinga policy of ‘normification’: “the effort on the part of stigmatized individualto present
[herself](...) asan ordinary person, although not necessarily making asecret of [her] (...) failing.” %2

Overall, there seems to be a social informationimbalance between peoplecarryinga
disability label and non-labelled people. Still, the argument that categorisation does notlog any
information about the individual herselfis applicable to stigmatisation as well. Deviancy is
formulated based on a highly changeable standard of normalcy, of which no-one ever seems to have
a solid definition.®® Categories only offer fragmented information about this standard and the way
the categorisedrelate toit. Therefore, if categorisation alters social understanding to the point that
people are stigmatised and segregated, what would be the added value of maintaining use of
arbitrary social ‘filing tags’?

2.6 Labels as Identity Descriptions

Categories can be understood as tools of dominance in thatthey impose identities on peoplethey
themselves have not chosen. Alabel of disability would then be forced upon someone, who,
seemingly because of the label, will suffer stigmatisation and segregation. Labels would decide
people’s worth forthemto then make theirlack of ita public matter. Labels may be takento reduce
people totheirdisabilities, without even taking theirassets into consideration. If the vending
machineis broken, it needs asignsayingitis no longerreliable noruseful. Apparently, if someone
lacksin the capabilities department, both she herself and society need to be informed that hersocial
and economicoutput will neverbe up tostandard. An understandable conclusion would be that not
wearinga label would thenlift this yoke of inferiority. If labels suggesting defectiveness are that
disadvantaging, usingthem would not be constructive.

The question whether categorisation under labels dominates and stigmatises people and
should not happen because of this, however, presupposes labels as identity descriptions. Since their
criteriaare selective of particularfeatures of people’s lives, categories cannot encompass an entire
person. Labels would thus be nothing more than arbitrarily chosen and highly disadvantaging
language constructions. Inlight of this, categories are not fulfilling their purpose of clarifying human
behaviourbydividingitupinto manageable chunks, because they create ratherthanreveal. Itis
understanding labels as identity description that makes “the unavoidable use of reductionist means
to achieve cultural and behavioural —necessarily holistic, multidimensional, and contingent -
ends”1% paradoxical.

Usinglabels asidentity descriptions does not establish an adequate link between individual
and label, since the narrative the label suggests need not be entirely applicable to the personitis
supposedto capture. Neitherdo the needs associated with the label necessarily follow from that
person’s particular experience of impediment, since incapabilities do notimpact everyone in the
same ways.! Consistently relying on aself-conception attached to a label does therefore not
facilitate constructive action, becauseit does notreliably incite personalneed substantiation.

Unfortunately, with the normalcy-deviancy distinction being so heavily ingrained within
social practice, merely sayinglabels cannot describe people would not automatically undo and
preventany stigmaattachedto labels. Whilel do think sheddinglight on the impact of
stigmatisation and underlying societal structures of dominance is of import, doingso does not help
people with disabilities optimise their personal functioning. Moreover, it can stifle any feelings of
autonomy essentialfor constructive action, sincelabels are used to tell them what they are and
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whattheirplaceis. In chapter3 | will argue fora pragmatic approachto labels, sothey fulfilthe
purpose they were intended for: creating oversight by categorising what can actually be categorised
so as to help people with any experience of impediment live their lives constructively.
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Chapter 3
Labels as Constructive Action Filters

Usinglabels asidentity descriptions has little to no meritwhen tryingtoimprove personal
functioning, because they do not facilitate personal need substantiation. However, they can be used
to filter out practical strategies people with particular needs could benefit from. In this chapter | will
firstexplain why making use of filtersis necessaryin orderto decide on whatactionis most likely to
serveits purpose. Since alink between need and dedicated action is crucial forimproving personal
functioning, | will argue for using experience as a starting point. Secondly, | will illustrate how labels
can function as filters for cohesive sets of actions that are most likely to satisfy the needs one has
substantiated after acknowledging any experience of impediment. Lastly, | will argue thatitis not
necessary toassume an essentialist position when trying to find out what label would be most
constructive tosomeone's particular situation, because action ownership offers sufficient awareness
of oneselfto substantiate needs. Furthermore, | will claim that trying to objectively assess or
authenticate subjective experience and one's responsibility in optimising personal functioning would
not be fruitful inthe least. However, this need not discourage people with disabilities from
decreasingtheirexperience of impediment. Inaddition, | would like to note that | will not be offering
a new vocabulary, butselecting from existing label content the practical coping strategies associated
with that label; e.g. ‘usingawhite cane’ from ‘blind’ or ‘applying deep pressure’ from ‘autism’. So
while | am suggesting a Gestallt-switch, the term ‘label’ need not be abandoned.

3.1 Action Filtering

In section 1.2 | described the relationship between constructive action and optimal personal
functioning. What makes action based on genuine experience acknowledgement constructive is that
it offers the opportunity of satisfyingunderlying needs. Yet, it remains unclear how labels would
contribute to constructive action, if they cannot offer a personal narrative suggesting what course of
action would be right for someone intended at optimising personalfunctioning. Especially when
someone finds herself having substantiated many needsin varying areas of herlife, the appeal toa
cut-and-dried ‘actidentity’ —deceptive or not - becomes that much greater.

Not knowing whatidentity and the actions it entails fits the bill leaves one with an
overabundance of actions to choose from. The appeal, therefore, does not necessarily lie in having a
clearsense of one’sidentity, butin knowing whatto do, seeingas that the narrative limits the
options one hasto choose from. Decidingon an action becomes easierwhenone hasa
comprehensive set of optionsto weigh, just as settling on a cuisine would greatly facilitate deciding
on whatdish to cook. The type of cuisine then ‘filters’ out all the irrelevant recipes that do not need
any consideration. Making use of a certain filter does not only aid the decision process, it can also
helprule outthe actions that would be of no use to the situation. Nobody has to think twice about
whetherto pack a sun dress fora trip to Alaska, forinstance. The destination, in this case Alaska,
helpsto filter out any unsuitable clothing when deciding what to bring along.

While insome cases a useful filter can be inferred from the situation and the outcome the
actionis supposed to further, unfamiliar settings could potentially leave someone with nothing to
fall back to. When someone ‘knows’ what kind of person she is, this could of course offerasense of
directionand a short-term relief from a momentary decision ‘freeze’. An action would be the
practical answerto the question what a particularkind of person would doina given situation.
However, since this ‘actidentity’ cannot correspond with herentire way of being —as was shownin
Chapter2 —and as such has no particulartraction on her personally, itis not likely to establish an
outcome that promotes her personal functioning. Asetidentitywould thennotdoasa link between
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individualand action.

The link | suggestedinsection 1.2takesa more phenomenological approach to action, in
that the individual chooses to respond to an experience of impediment by substantiating needs for
practical compensation. Whetheran action turns out constructively depends on whether it
successfully satisfies any needs. Filters used in determining suitable action would have tofocus on
makingthe link between need and action asuccessful one, inthe sense that the filtered actions are
most likely to satisfy the needsin question. Acting without this link would not likely serve the
purpose of optimising personal functioning, because it would not be aimed at satisfying underlying
needs of the personin question. | say ‘notlikely’, since itis possiblethat someone improves her
functioning by ‘accidentally performing aneed-satisfyingaction. Although as a policy, afilteris most
constructively applied when it picks out action options relevantto someone’s needs. To take my
cooking example again: deciding on a recipe becomes increasingly difficultif the filter would be
‘eaten with knife and fork’ instead of, say, ‘Italian food’. The formerwould simply notfilterouta
manageable amount of recipes, whereas the latter could.

Of course, in managing experience of impediment culinary clarity is generally not whatis
most needed. Filtering actions becomes especially important when someone experiences many
impediments and wants to delve into practical management options. Someone with autism, for
instance, may not only feel awkward in social situations and will therefore not be ‘relieved’ of her
experience of impedimentif she merely practices hersocial skills. If sensory overload causes hera
lot of stressin addition, either through environmental orinner stimuli, social skills alone do not
decrease herexperience ofimpediment. Therefore, she would greatly benefit from learning about
various strategies, asidefrom social skilltraining,that others with similar needs have employed or
use currently to decrease theirexperience ofimpedimentonalargerscale.

3.2 Labels as Filters

Thus, a filter, as a description of aset of action possibilities, has to be employed before action aimed
at fulfilling a purpose can occur. This description, however, need not apply to the nature of the
individual actingunderit, merely to the selection of actionsitlabels. | concluded in Chapter 2 that
labels cannot describe all aspectstoa person’slifein which constructiveactionis called for.
Exploring whatlabels do have to offerif used asfilters for ne ed-dedicated action would be more
beneficial nonetheless. Not being able to hear, forinstance, can leave one feeling heavilyimpeded in
varyingsituations, such as engagingin social interaction and operating safely in traffic. The inability
to hearbeingthe onlyinformation available, it can be hard to think up of different practical solutions
for decreasingthe experience of impediment. ‘Deaf’ as a label, however, has many ties to practical
techniquesandtoolsforcatering to people who feel impeded by theirinability to hear: sign
language, deaf schools, deaf communities, cochlearimplants, etcetera. Practical techniques need
not be limited to the application of certain devices or communicational aids. Actively searching for
and utilising human support - such as cognitive/physical therapy, homecare, or coaching - would be
an equally practical response.

While usinglabels - denoting ailments of any sort - for selecting a suitable course of actionis
common within medical practice,°?the labelis takentoreferto a condition of the person herself.
My aimisto change the question from ‘what label describes the patient’s condition?’ to ‘what label
offers the practical tools capable of satisfying this person’s needs?’. By not referringtoa condition, a
label, when used constructively, would be more likelyto incite an active attitude towards any
experience of impediment, because it can only be used for practically optimising personal
functioning. So even when someone does not ‘qualify for having a certain condition due to lack of

102 Rosenberg, “The Tyranny of Diagnosis”, p.246-247.
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symptom manifestation, but still has experience of impediment similarto what people who do show
the ‘required’ symptoms might have, alabel can be used to filter out strategies that could help her
regardless.

In section 1.2 | used my Coat metaphorto illustrate the unlikelihood of optimising personal
functioning when striving towards normal functioning regardless of any present experience of
impediment. Analogous to aiming for normal functioninginstead of personalfunctioning and thus
not sufficiently acknowledging experience of impediment, wearing too thin a coat would not
adequately keep the cold out. It would stand to reason that if one does not desire to be cold, one
would have to wear the coat one needs as opposed to a coat one would like tofit. However, the coat
inthis metaphordoes notsignify the label someone would 'wear', but the practical techniques
employed to optimise personal functioning. Therefore, alabel should not be understood as a mold
coveringitswearer, butas a voucherfora specificcoat store, carrying coats likely tofitthe
customer.

Since owningawhole host of coats for every occasion is not unheard of, thisraises an
interesting point concerning multiple and superfluous label appropriation. What if people take an
eclecticapproachto labelsand use a label not forits specificcohesion butfor merely one of its
practical elements? Whatif peoplewould use alabel to fulfilneeds they do not have? Considering
the nuisance of people rollingaround trolleysin abusy crowd and efficiently tackling unwitting
passers-by, usingawhite cane to free the way could seem like an attractive solution evenifitwere
not needed to compensate forvisual difficulties. Yet, people could get used to white canes not
signifyingaspecificadjustmentto one's spatial conduct around someone who has difficulty seeing
where she is going. Inthis case, the cane could potentially lose its specificalerting function. Since the
effect of the tool on the user's environment attributes greatly to its function, maintaining this effect
would thenbe crucial. Also, peoplewithout sight limitations would not lose their ability for visual
orientationif the cane were notavailable. The degree of dependency on the practical strategy thus
determinesto what extent personal functioning would diminishinits absence. Furthermore, the
question of 'how can | prevent myselffromtripping over people's trolleys? does notrely on the
label 'Blind'tofilter outa possible practical solution. Also, to come back to the coat again; while
being cold would be heavily impeding, being too warm wearing a ski jacket where atrench coat
would do can be quite cumbersome as well.

Thisimpliesalabel existsin virtue of its ability to filter out compensational strategies for
acting constructively. Since alabel is only useful insofarasits content aids in constructive action,
expanding oradapting the practical measuresit filters to suit this purpose is not only fruitful, but
necessary aswell. The fairly newfound possible!® benefits of assistance dogs to people with PTSD
and Autism,%forinstance, have enabled many toincrease their personal functioning, even though
assistance dogs were formerly only associated with visual impairments.'% Sowhile thereisalsoa
distinguishable looping effect to be expectedinlabel formation, labels do not overstep their
boundaries by describing and dividing people. Instead, herealooping effect would help keep their

103 There has not yet been done sufficientresearch to clinically underwrite positive effects of assistance dogs
on mental health, though positive experiences have been reported. See A. Berry, M. Borgi, N. Francia, E.
Alleva,and F. Cirulli,“Use of assistanceand therapy dogs for children with autismspectrum disorders:a critical
review of the current evidence”, Journal of Alternative and Complementary Medicine, Vol. 19, No. 2, (2013),
Accessed January 2016, PubMed: http://www.ncbi.nlm.nih.gov/pubmedhealth/PMH0055043/.

104 Berry et al., “Use of assistanceand therapy dogs for children with autism spectrum disorders”.

105 “Types of Assistance Dogs”, Assistance Dogs International,accessed January 2016,
http://www.assistancedogsinternational.org/about-us/types-of-assistance-dogs/.
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content up to date by adjusting practical strategies to betterfit their purpose within changing
contexts.

3.3 Fitting Individual and Label

Usinglabels pragmatically, in the sensethat their function determines their usefulness, raises
guestionsastotheirrelationtothe user. What does the tool say about the person wieldingit? My
pragmaticaccount of label use may have given arather mechanicimpression of human beings as
social input/output systems,°¢ without sufficiently accounting for people's specificand varying
phenomenal states. Understandably, it could be questioned whetheractingin response to
experience of impediment towards optimal personal functioning would notassume and require
awarenessof one's own nature!®” and as such an essentialist account of disability. Securing afit
between label and individual would then be a matter of substantiating someone’s nature to
determine herneeds.

One of the ideas that may still linger could be that at least a sense of identity is needed for
action, which leads one to questionto what extent someone should know heridentityin orderto
further herspecificinterests. This awareness could conceivably be measured by the personal
contentone can reportwhenreflectingon one's sense of self and by the correspondence between
reportand appearance. The resulting rationale could then potentially influence future action. |
would say this only appliestothe action one consciously connects to and performs on the basis of an
earlierformed narrative of oneself, but not necessarily to all intentional action %8 If this were the
case, my emphasis on action overidentity could be taken as tarring people with the same brushif an
actionis considered abettervehicle for describing an entire person. This may thensuggestlam
claimingactioninterpretation could possibly do what anidentity-describing category cannot, namely
encompass an entire person. Nevertheless,even if purported to do so, actions would not be able to
describe an entire person either, in part because notall aspects to someone is expressed in action. If
heractions would encompass anything, it would be her personhood, since -again- it only describes
the way she lives herlife.

Moreover, "pre-reflective phenomenal states can be expressible without being reportable.
(...) Thissuggests thatinsofarasthereisa contextualized self (a self contextualized in and by
perceptionandaction)itis something which can be expressedin action, emotion orin certain
attitudes, but not necessarily something which can be reported.”2% | want to point out that|
consideractionto be a way of relating oneself to the environment and that forthisan agentneed
only understand herself, pre-reflexively, as the individual perspective from which actions are
performed. Heractions thus only reflectupon herinsofarshe is the ownerof the action. As such,
actionownershipis sufficient sense of identity foractingin response to experience ofimpediment.

A secondissue could be thatthe approach | propose seems toimplythatnotonlyare people
with disabilities capable of underlying need substantiation and applying actionfilters, there isaright
way to do this constructively by using the right label. To the extentthat someone is cognitively and
emotionally capable of registering experience of impediment, | consider her capable of need
substantiation. Applying action filters may be necessary for deciding what to do, but this does not
meanit is done consciously and deliberately toimprove personal functioning. Also, b eing capable of
both need substantiation and conscious filter application, does not suggest someone would do
either, nordoesitimplyitisdone with ease and/orinstantsuccess. | do notwish to claima

106 Gallagher & Marcel, "The Selfin Contextualised Action", p. 290.

107 | consider someone's nature to refer to the conceived objective constitution of a person as a thing-in-itself.
Identity would then be the idea someone has of her nature and what she considers herselfto be capableof.
108 velleman, “From Self Psychology to Moral Philosophy”, p.367-368.

109 Gallagher & Marcel, "The Selfin Contextualised Action", p. 290.
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successful fit between label and person and can be objectivelydetermined. Considering this, | do not
believethereissuchathingas a ‘right’ label forevery person experiencingimpediment. The idea of
confirming genuine personal functionality increase from a third-person-perspective could, in my
opinion, strongly promote Matrix-happiness, because what looks like aflourishing individual may
well be someone doingagreatjob of keeping up appearances. It needs to be said that thisindividual
need notsee this endeavourin anegative light. Participating in disability activism, forexample, can
make someone feelshe is both accepting of her experience of impedimentand thatsheis provingit
isin no way a lowerstandard of functioning, because being an activist can be empowering. Her
situation may be perfectly tailored so as not to incite any negative associations, but this does not
imply acknowledgement of any impediment she may have. Were she to leave heractivist
endeavours behind and try to measure up to the expectations outside of her previous position, she
may well be confronted with situations she would have to find practical tools for in order to manage
thematall.

What could be argued against thisreluctance to accept someone’s self-professed state of
happinessisthatitassumesan objective view of what happiness consistsin. This would be highly
problematicfor my stance, since the emphasis lies on personaland therefore subjective functioning.
It raises the question how any subjective account of happiness can ever give someone the
affirmation that one’s happinessis true nor others the means of authenticating thatindividual’s
happiness and deemingitdeception-free. The reply I would give to this justified critique is that|
believebeingreluctant shows more respectto a person as a whole than accepting her happinessat
face-value, foritacknowledges that athorough evaluation of one’s experiences demands attention
to and close scrutiny of all aspectsto one’slife overalonger period of time and in varying
conditions. For people with disabilities this would mean taking stock of their attitude towards their
impedimentin more areas than one. Withholding judgement need not mean that one can never
claimto be happy; it can offersomeone the roomto develop through trial and errorand remind her
that what way of livingworks for herat one pointneed not be held firm through all her future
undertakings.

Itis hard to resistleaning towards an essentialistapproach when considering that labels do
group together people with similar needs. Having one need overanother may suggest aspecific
intrinsicfeature accounting forthis need asforthe will to compensate forit. A possible claim could
be that an anxious nature, forinstance, makes someone more prone to experiencing intense anxiety,
thus more likely to be in need of Cognitive Therapy. Nature or characterthen underlies specific
experience of impediment and subsequent need substantiation.

This would leave the anti-essentialist with the burden of proving thereis nosuch thingas
character, therewith veering the discussion onto the question whether disabled people are impaired
by nature and how a label can be fitted to this nature. For if experience of impedimentis decided by
nature, the label denoting the impediment would then be taken to say something about the person
experiencingit. Moreover, the experience would have to authenticated, by determining what
someone’s nature really is. If this were the case, constructive action would not be aimed at
optimising personal functioning directly, but through intrinsic personality changes.
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The underlyingissue liesin knowing where to draw the line between the controllableand
the uncontrollable so as to determine the extent of one's responsibility in having certain
experiences. When no causal link between someone's nature and herexperience of impediment can
be established, itis assumedthe cause mustlie inindividualvolition.

Inits crudest form, this view embodies what [Davis refers to as] “the myth of the world-transcendent
will”:the view that what we think or feel is essentially up to us. Many of those who embrace sucha
view will probably concedethat there arecases in whichanindividual simply cannotcontrol his or her
thoughts or feelings, cases of force majeure in which the person’s will has been overborne by physical
factors that lieoutside of his or her control. But whenever there are no suchcauses,itis thought, itis
reasonableto supposethatindividuals canalter their thoughts or feelings. For example, when there
are no clearlyidentifiable physical causes of anindividual’s feeling extremely anxious or depressed,
then his or her continuingto feel that way must be viewed as a matter of choice, or as something that
is changeableby decision.!®

The desire forthis knowledge may be pressing, but attemptingto objectively determine subjective
experiences by distinguishing between whatis controllable and whatis not will not likely satisfy it.
For lack of a definite answer on the responsibility one has, | would say that startingfromone's
experiences, makingthe choice fora particular need-substantiation procedure that requires
someone to acknowledge any experience of impedimentis the responsibility one can taketo see
how far it reaches. [t depends on someone's needs whetherthe use of a label can be justifiedinlight
of its capability tofilterthe actions most likely to satisfy those needs, but thisis something only
determinedthrough trial and error. For practical purposes, the only relevance liesinemployinga
label to explore its contribution to someone's personal functioning. Afterall, questioning the source
of one's experience still leaves one with the experience to deal with. When labels enable people
with disabilities to decrease their experience of impediment constructively if used as action filters
instead of identity descriptions, | would say usingthem thusly is aresponsibility worth taking.

110 pavis, "Invisible Disability", p. 186.
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Conclusion

It isunderstandable people with disabilities may prefer not tofocus on their experience of
impedimentinan attemptto preventfeelings of limitation orinferiority. However, acknowledging
experience of impedimentis crucial forfinding practical compensation strategies that may help to
decrease this experience by satisfying someone’s particular practical needs. Action dedicated to
satisfying theseneeds would then be constructive to someone’s personal functioning. If one were to
focus on maintaining the appearance of normal functioninginstead, experience of impediment
would not be sufficiently acknowledged to substantiate compensatory needs, making genuine
improvement to personal functioning unlikely. Though need substantiation alone does not direct
someone to the appropriate actions, relying on a category tofind out what actions would make
sense forsomeone who belongs to this category would notensure alink between someone’s
specificneeds and heractions. Afterall, the category only describes that part of a person whichis
consideredto deviate from a particular standard. Thus, a label referring to a category cannot
describe all aspects of a person, because it could only referto someone’s relationto her
environmentinterms of a highly changeable and selective understanding of normalcy and deviancy.
Therefore, using labels as identity descriptions would not be constructive to pe rsonal functioning.
Were they to be employed as filter systems for sets of actions most likely to satisfy particular needs
for practical compensation, however, people experiencing many impediments could efficiently link
personal needs with appropriate actions toimprove their personal functioning. Moreover,
awareness of possible natural tendencies towards certain experiences is not necessary, since need-
dedicated action only requires someone to be pre-reflexively aware of herselfas owning the action
and the experience itrespondsto.

Eventhough| have not attempted to offeranormative theory onlabel use, some may take
issue with my reliance on self-assessment, in thatit cannot be objectively ascertained whether
someone is acting constructively, whether she has even substantiated her ‘actual’ needsorisable to
doso atall.l would like to mention, as | did in section 3.3, that | did not claim self-assessment
necessary forneed substantiation is always possible northat there is such a thingas the ‘right’ label
for someone who experiences impediment. People with disabilities may neverfind answers to
questionssuch as ‘Who am | really and how can | use thisinformation to gain control over
myself?’.111 A pragmaticattitude change towards labels could at least incite people with disabilities
to prioritise employing practical ways to adequately decreasetheir experience of impediment.

What | do think would be a challenge in light of subjective assessment of functioning and
overall well-being, is setting up a social theory of justice for controlled and adequate practical
resource distribution. Since most accounts of justice aim to buttress their understanding of efficient
and economical resource distribution with more or less objective principles, thereisboundtobe a
clash of private and publicinterests. If someone cannot prove she has acertain experience, for
instance, determining whether she has more need of a particular resource than someone elsewould
not be possible. This would also raise the question whetheragreaterneed for compensation
determines the rightfor certain resources, which would be another attempt to objectify subjective
experience by grading the need for compensation.

Also, itwould be interestingtoinquire intothe added value of pragmaticlabel use within psychiatric
practice and possible implications for patient policy. While there is always the risk a patient adopts
herdoctor’s view on herinnerworkings ratherthantries to focus on her experience of impediment,
possible introduction of need substantiation procedures could be worth lookinginto nonetheless.

111 Of course, neither will people without disabilities, butmy focus is on people with disabilities.
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