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Title
Patient autonomy and choice in healthcare: Selirigslevices as a case in point

Introduction

The growing number of self-testing diagnostic desi@vailable for home use raises a number of
ethical, psychological and social questions. Suehiags allow individuals to test for a range of
medical conditions in the absence of medical supemn. These devices are on sale in pharmacies,
super-markets and a growing online industry wherer @ thousand tests are listed (Parliamentary
Office of Science and Technology, 2003). It is npessible to test for HIV (albeit only one system
approved) (Federal Drug Administration, (FDA) U®02), genetic markers (Levitt, 2001), response
to coagulation therapyHeneghan et al., 2006) and glaucqaachulev et al., 2005) without leaving
one’s home. The premise underpinning the natureaaadability of these devices, which is noted in
their marketing strategies, is that they assiswiddals to be more autonomous in the assessmeint an
management of their health by assuming a more em#gnt role. Increased patient autonomy is
assumed to be a good thing. In this paper we agstithis assumption. We do not oppose patient
involvement in care, but rather seek to critiquyeadicular understanding of patient autonomy asad it

practical implications.

We propose that diagnostic self-testing is a sjgerribtance of the application of a developing mode
of patient autonomy in healthcare policy and practRecent legislative change and health policy in
Ireland and the UK support this directigpepartment of Health and Children, Ireland (DoHC),
2008a; Department of Health UK, 2008). Patients rave granted increased independence in the
management of their own health and associated ideaisaking. Various forms of paternalism are,
for the most part, viewed as antiquated and sonestiomethical. Patient autonomy, choice and
freedom in decision-making have been embraced dsopa progressive philosophy for healthcare

delivery. Wilson (2007, p.354) refers to “the aatgrnalistic assumptions” of modern bioethics which
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are claimed to support these views. We suggesiptiiaty-makers have adopted these ‘assumptions’

to underpin current healthcare policy with littlgdostantive debate.

The aim of this paper is to reflect on these ‘agsions’ and the extent to which autonomy, in so far
as it is often construed as patient choice anddémein decision-making, represents a progressive
principle for healthcare delivery. The central itkdgere is that current perceptions of autonompato
represent a progressive philosophy for healthagdhey fail to capture the multi-dimensional natur
of the concept and undermine other significantdsssuch as relationality, care and responsibility.
The paper draws on the philosophical literature examples from the self-testing process to support
this claim. The self-testing process representseaiic microcosm of greater patient involvemend an
autonomy in healthcare and therefore provides aal igractical context for discussioiWe conclude

by offering an alternative account of autonomy whioay better serve patients. We accept that
autonomy is constituted, perceived and valued wiffdy in various cultures. This paper draws
primarily on the Irish, UK and US perspectives;réiere, we acknowledge that the discussion has

relevance primarily in a Western contéxt.

The argument

The argument we propose may be outlined as foll@srent healthcare ethics and recent social
policy documents uphold patient autonomy as a pawatnethical principle. This model of autonomy
goes beyond merely encouraging participation asnaumy is increasingly portrayed as individual
freedom to choose. Such a model is not a suitadmetmark for healthcare policy, or professionals,
because (a) it represents a one-dimensional, sm@einisguided, perception of autonomy associated
with the absence of constraints and (b) it demegortant considerations of relationality, care and
responsibility which may better serve patients. réfare, healthcare practice and policy, which
uphold the primacy of autonomy and equate it wittréased patient choice and freedom in decision-

making should be reviewed, or at least acceptel suitable qualification.



Autonomy, freedom to choose and contemporary healthcare

Prior to further discussion of autonomy, and itpleation in healthcare, some initial understanding
of the term is required. A definition will not bettined at this point as one of the central issweder
discussion here is what the essential nature ohaaty is> However; some sense of the term must be
delineated to allow the argument to proceed. Ineggnusage ‘autonomy’ refers to a multi-faceted
concept encompassing such elements as “self-gaweghand “self-rule” (Oxford University Press,
1997) The word is derived from the Greek ‘autosichirefers to the self and ‘nomos’ which refers to
laws. In this original sense autonomy referred fmobtical system shared by a group of citizens. A
city in ancient Greece had ‘autonomiahen its people were in a position to make thein daws

(Dworkin, 1988).

An understanding of autonomy as a feature of inldials is widely attributed to Kantian philosophy
where individual agents, as opposed to societresyiawed as the locus of autonomy (O’Neill, 1992).
Within contemporary healthcare the term is ofteedusmbiguously and inconsistently whereby
different interpretations suggest different waysre$pecting autonomy (Keenan, 1999; Aveyard,;
2000; Slowther, 2007). Beauchamp and Childressaelauge the multifaceted nature of the concept
but define autonomy as; “self-rule that is freenirboth controlling interference by others and from

personal limitations, such as inadequate understgnthat prevent meaningful choice” (2001, p.58).

The association of autonomy with lack of interfex@mnherent within this definition is significarit.
associates autonomy with freedom or libértiyoster (2009) denies any ambiguity in healthcare
regarding the term autonomy and notes in a rathirfgshion, that everyone is quite clear what
autonomy means. It refers to “straightforward ltaganism” (p.3)The libertarian view of autonomy
is associated with freedom from constraints ankbctsf the notion of ‘negative’ liberty as articiddt

by Berlin (1969). In accordance with negative ltigesne’s freedom is in proportion to the degree of
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non-interference. The libertarian context of autagpassociated with individual freedom to choose,
is growing in popularity in Western healthcare i (Scully et al., 2006; Varelius, 2005) and
creating a consumer like culture of free choice (&h@, 2007). There is increasing criticism of this
consumer culture within the literature. The bagishe criticism is that patient autonomy now takes
precedence over professional judgement within tbesagltation process with potential negative
consequences for patients (Downie, 1998; O’Nel2 Mol, 2008). This position will be developed

as the paper proceeds.

Contemporary professional codes of conduct, healéhethics texts and policy documents provide
some empirical evidence of this shift towards greattient autonomy. Gillon’s (2003) proposal that
autonomy should be upheld as the first principle gained momentum in medical ethics. The Irish
Medical Council’'s (2009) most recent direction ts imembers, while acknowledging some
exceptions, asserts the patient’s right to conttwt happens to her in accordance with her autonomy
One particular medical ethics textbook outlinesoaamy as the “primary consideration in patient
centered treatment” (Schwartz et al. 2002, p.8 Tish Department of Health and Children has
increasingly noted the need for greater patiermlivement at all levels of health service deliveriis
includes mental health service provision (DoHC, &0Gafety management (DoHC, 2008b) and
chronic illness strategy (DoHC, 2008@he latter policy states, as one of its core ppled, that
patients “should actively participate in the mamagat of their condition” within a healthcare system

that maximises opportunities for self-care (DoHQ)&c p.22).

However, current policy goes beyond merely encaotagparticipation in one’s own immediate
health. A recent DoHC and Health Service Execu{i&E) document (DoHC and HSE, 2008c)
outlines a global strategy for increased user vemlent in the health services. The opening chapter
suggests that service users should be centralkeBguot only in matters affecting their own care, bu
also with regard to service design and provisioine Tanguage of the document is very consumer

orientated. This language, and proposed initiatseesh as a patient charter, supports the adveheof
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patient as an autonomous discerning customer irh#éadthcare arena and significantly alters the
patient/healthcare professional relationship (M2008). Ryan et al. (2010) associate the current
increase in the use of self-testing devices widséhpolicy shifts in a UK context. The authors ssgg
that patients may self-test as they perceive thiseta desirable aspect of self-care which is ptedho

by the government.

This rhetoric of patient autonomy now permeatedtheare practice and policy replacing previous
paternalistic models of care and a culture of maddominance (Rothman, 200Ihis shift is
attributed to a number of complex social developimenhe literature provides a thorough account of
these developments which include the advent oflibeoalism, economic rationalism, consumerism
and associated litigation, the commercialisatiomeflicine and an increasing lack of trust in dactor
and healthcare institutions (Rothman, 2001; Wil#iép6; Eldh et al., 2006; Kapp, 2067)Modern
American bioethicshas also contributed significantly to this chamgere the principle of autonomy
has gained increased prominence as the leadingakthiinciple underpinning healthcare delivery
(Moreno, 2007). Moreno refers to “an autonomy-dnivi@oethics” (p.417) in the US fuelled by
several social events including the blatant diseeglar participants in the Tuskegee Syphilis
Experiment (1932-1972), the emergence of the BelrReport in 1973 detailing ethical principles for
research and the influential Roe v Wade decisiori9i@2 which focused on personal rights and

liberty.

Autonomy and Self-testing

Moreno (2007) notes that patients’ recognition ladiit right to autonomy in healthcare has greatly
influenced the rise of consumerism and supportegborate interests with regard to direct-to-
consumer advertising. The author mentions selfrgsas a particular example of the interplay
between increased patient autonomy and consumekikroh of the debate regarding the value of
self-testing diagnostic devices centers on thele io advancing an individualistic paradigm in
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healthcare delivery, which replaces a previouslyrensiringently controlled and professional-led
healthcare system. This is particularly true in ¢batext of ethical analysis where the ability éif-s
test and possibly diagnose without, or with redugedfessional support is seen as an example of
extended patient autonomy and questioned on this filodra, 2006; O’Lynn, 2007; Kearns et al.,
2010. Self-testing diagnostic devices are marketed asansi1to encourage patient participation in
healthcare and improve overall health outcomesutilrahe early diagnosis of disease (Simplicity-
health, 2009). It is proposed that this early pgoétion is a ‘good’ thing. Essentially these degic

facilitate greater patient autonomy in the conteébdiagnosis and management of disease.

Studies which investigated the efficacy of diagmoself-testing kits such as glaucoma computer
based tests (lanchulev, 2005); International Regsting (Henegan et al., 2006) and blood glucose
monitoring (Towfigh et al., 2008; Alleman et alQ@) display clinical results which support their

value as diagnostic tools. However, despite thétipesoutcomes noted here, this is not the case for
all home testing systems. There is considerableatdebs to the value of home blood glucose
monitoring, particularly in patients who are noedred with insulin, and research studies reveal
different estimates with regard to clinical outcanfEarmer et al., 2009). One study in the UK found
that clinical outcomes in the context of blood gise levels were improved when patient self-testing
was replaced by a more proactive patient educairogramme (Harris and Cracknell, 2005). This

study also revealed that patients were relievedimdtave to self-test on a regular basis, as gstin
reinforced the illness role and resulted in fedimg failure and negative health related behaviours
when results were poor. A considerable portionetfftesting diagnostic tools refer to home scregnin

systems, e.g. prostatic antigen (PSA) tests asthosh@f screening for prostatic cancer. Despite one
web-site declaring that ‘early diagnosis signifitanmproves the outcome of any prostate disorder
treatment’ (Simplicity-health, 2009) the empiricavidence in the context of prostate screening
suggests otherwise. There is no conclusive evidémateroutine prostate screening improves health
outcomes (lllic et al., 2006), and routine scregnsnot recommended in the general population but

rather reserved for those who exhibit certain fasdtors (Burger and Kass, 2009).
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The literature with regard to the extended autonaififiyrded to patients in the context of self-tegtin
devices, though mainly discursive and non-empiribes similar concerns. There is a potential for
self-testing devices, including screening initiay to promote a culture of the worried well
(McMahon, 2009) and contribute to psychologicaltréiss due to the possibility of false positives
(Modra, 2006) and the lack of pre-test counselliRgffle, 2000; Kachroo, 2006; O’Lynn, 2007).
Whellams (2007) makes a rather more sinister cldime. author contends that industry’s eagerness to
gain FDA approval for home HIV testing kits in thkS was not proportionate to consumer demand
for the product. Whellams’s thesis is that corpprabtivation for marketing these products is linked
to the ease with which future diagnostic self-teg8ystems may then be commercially marketed. The
UK Nuffield Council on Bioethics (2010) recently ldished an ethical assessment of the increased
availability of medical profiling and online medig. The report concludes that while certain
developments may provide some benefits the clamsametimes overstated and it urges caution,

greater regulation and the banning of certain itaesl including direct-to-consumer imaging

Examining current perceptions of autonomy in healthcare

The argument under examination this paper asserts that the current model obreamy in
healthcare does not provide a suitable benchmaikefalthcare policy, or professionals, becausd (a)
represents a one-dimensional, sometimes misguigedeption of autonomy associated with the
absence of constraints and (b) it denies importeonsiderations of relationality, care and
responsibility which may better serve the patieiftle shall address the former point initially and
present two principal arguments in support of dame. Firstly, a broader philosophical account of
autonomy goes beyond notions of ‘negative’ libeidyencompass an understanding of ‘positive’
liberty which is not necessarily related to theeadz® of constraints. Secondly, being autonomous is
not solely concerned with acting on one’s individdasires or wants in an isolated vacuum but

demands an understanding of our societal connectdar argument addresses a misrepresentation of
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Kantian ethics which exists in some healthcareditee to the detriment of a richer understandihg o

autonomy.

Autonomy, constraints and positive freedom

We argue at this point that contemporary notiongsutbnomy in healthcare, as outlined above, can be
guestioned because autonomy is not necessarilynggmus with freedom to choose and is not
dependant on the absence of constraints for itgenge. The libertarian understanding of autonomy
in healthcare subscribes to a negative perceptioautonomy. This negative perception does not
reflect “the positive element of self-determinatiessential to an adequate account of autonomy”
(Young 1986 p.49). Delineating the differences lesmwpositive and negative notions of freedom and
autonomy are central to this claim. If autonomy eaist in the presence of some constraining factors
then an anti-paternalistic healthcare philosophyclwiseeks to advance autonomy by promoting

individual freedom to choose is fundamentally flawe

In Two Concepts of Liberty Berlin (1969) delineates between positive libertyich is concerned with
self-mastery and negative liberty associated witim-imterference by others. Berlin’s account of
positive freedom echoes very much a Kantian petsgewhen he refers to the ‘inner citadel’ where
people retreat as rational beings to free themsdhaen desires they know cannot be realised. Berlin
tells us that we can free ourselves from obstariesur path by abandoning the path in a self-
determining manner through the use of critical oeasy. We will explain how this is possible in a

clinical context later in this paper.

Carter et al. (2007, p.3) explain the distinctietvieen positive and negative notions of liberty as
follows:
“In other words, when such a theorist [proponentpositive liberty] seeks to determine

whether people are free, the focus is on what bae done or how they have done it. For a
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negative-liberty theorist the focus of any suchuengis very different. In order to ascertain if
people are free in some respect, a proponent dativediberty asks not what they have done

but whether they are unprevented from doing somgthi

This positive, self-determining sense of libertyalso supported by Dworkin’s (1988) appraisal of
autonomy.Dworkin refers to freedom as liberty and suggektg the terms liberty and autonomy
should always be distinguished. He proposes taatohomy is a richer notion than liberty” and
relates to “the idea of being a subject, of beingranthan a passive spectator of one’s desires and
feelings” (p.107). Dworkin suggests that autonomy &reedom are not synonymous even though
they may at times be linked. He suggests thatricirig a Jehovah’s Witness patient to have a blood
transfusion against her will one denies her libgrgg also her autonomy. However, in another
example Dworkin explains that in deceiving a pdtigoout his treatment, his freedom has not been

denied but his autonomy is thwarted by the prooésieception.

This reflects a re-occurring theme within philosioph literature that autonomy and freedom are
distinctive and that freedom is not a necessarygueaisite for autonomy. Scott (1998) articulates t
difference by explaining that the animals in thediare free, but cannot be said to be autononasus,
they do not possess the attributes necessary fon@mous action, presumably, the ability to act as
rational agents. It would seem therefore, as Seqitains that freedom is not a sufficient or even
necessary condition for autonomy to exist. Seedh@li898, p.184) supports this proposal in stating
that autonomy is not “necessarily related to theoamh of options available” but is more context
related. Seedhouse delineates between respectihgraating autonomy and suggests that one can

create autonomy for another by not necessarilytgrguall their choices.

Dworkin cautions us against a concept of autonossoeiated with significant independence. He
contends that this understanding “makes autonoggnisistent with loyalty, objectivity, commitment,

benevolence and love” (p.21). This statement isiquaarly relevant in the healthcare context where
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healthcare personnel are obliged to consider thefessional commitments to care for patients.
These commitments, and their inconsistency withcilveent autonomy rhetoric, will be explored as

the paper proceeds.

At this point in the argument we suggest that aomobf autonomy that is equated with freedom to
choose, in so far as this refers to negative freedod the absence of constraints, is question@hke.
discussion regarding positive freedom above rdisesssue of one’s desires which is also signitican

in debating the merits of contemporary understaggiof autonomy.

Autonomy, Kant, desires and relational responsibilities

A philosophical analysis of autonomy to this paieteals that choosing to act on one’s immediate
desires may not be in accordance with one’s autgnddn autonomous approach to healthcare
delivery which seeks to facilitate patient freedah choice, with little interference, does not
sufficiently appreciate that one’s initially expsesl desires may alter following a reflective preces
where other factors are considered. Being autonsnmuot solely concerned with acting on one’s
individual desires or wants in an isolated vacuum ¢bemands an understanding of our societal

connections.

This view conflicts with the ‘negative’ understandi of autonomy in healthcare which is often
attributed to Kantian ethics. We propose here tamt's philosophy is often misinterpreted in
healthcare literature to the detriment of a richederstanding of autonomy which may better serve
patients’ best interests. As a case in point, thdioal ethics textbook, noted earlier which pordcy
autonomy as the paramount ethical principle, catgdnthat respect for autonomy is linked with
respect for persons and an associated Kantiangoipiity which suggests non-interference with one’s
“plans, ambitions and choices” (Schwartz et al. 200.8). This is not necessarily how Kantian

philosophers perceive his work.
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In Groundwork of the Metaphysic of Morals Kant (1998) sets out an a priori metaphysic of nityra
Essentially the categorical imperative, its supreprenciple, outlines what one ought to do
unconditionally; “act only in accordance with thexim through which you can at the same time will
that it become a universal law” (G 421). In accoawith this imperative people’s duty is to act
only in a manner that theyill their actions to become a universal law of natif@ntian ethics is
often portrayed as a judicious approach to moralitgre a rational being acts solely on the basis of
principles which are self-embodied and not causddfermined or influenced by outside forces. This
understanding of Kantian ethics is often miscorestras referring to the autonomous agent and his
autonomous choices. However, contrary to misinetgpion, Kant'sautonomy of the will does not
refer to autonomous action; rather it refers togreetical reasoning employed in “determining ckoic

to action” (Heubel and Biller-Andorno, 2005, p.7).

Onora O’Neill echoes similar concerns with resp@cimisrepresentation of Kantian moralityin
Autonomy and Trust in Bioethics O’Neill (2002, p.74), takes issue with a numberdadtinguished
philosophers who isolate Kant as a major propoonémtdividual autonomy. “They accuse Kant of
identifying autonomy with self-control and independe, with extremes of individualism and with
blindness to the ethical importance of the emotiand institutions” (O’Neill 2002, p.74). O’'Neill
argues that Kant’s unique understanding of autonismiguite different from the ethically inadequate

conceptions of individual autonomy so commonly st to him.”

O’Neill proposes that a careful reading of Kant'sriwprovides no evidence for a Kantian autonomy
rooted in individualism. The term ‘autonomous indivals’ does not appear within Kant's writings.
Rather, as O’Neill explains, he refers to the ‘aotmy of principles’ associated with a duty towards
others and respect for their rights. O’Neill’s tiseis that Kant's reference to ‘self-legislatioefers
primarily to a ‘legislation’ that is formulated bgneself in accordance with a number of universal
principles (which includes one’s duty towards off)eas opposed to referring to the ‘self’ legisigtin

for oneself in isolation from others. The ‘self isflexive. O’Neill's argument is that those who
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associate individual autonomy with Kantian ethiosus on the notion of ‘self’ as opposed to the
‘legislation’ element of the term. Based on herlgsia O’Neill presents the notion of ‘principled
autonomy’ which is most strongly associated with fininciple of obligation. The issue of obligation
is highly significant in the context of the curremtgument as it represents one of the alternative
perceptions of autonomy which may better benefitepés. We will return to the alternatives later in
the paper but for now we shall continue to outlihe misinterpretation of Kantian philosophy as

highlighted by others.

Paley (2002) also rejects an isolated interpratatibKantian autonomy. He refers to the ‘myth’ that
Kant supports a view where individuals make ethiadisions in a detached manner and in isolation
from the associated context. He takes issue witkthits of care which is framed in opposition to
Kant and outlines a convincing argument for anostlaf care underpinned by Kantian philosophy.
Paley refers to Kant'&ormula of Humanity whereby one is obliged to treat individuals assemd
themselves and suggests that adherence to theodatégmperative requires one to seek out the
‘ends’ of another individual so that one can seekniake them one’s own. Similarly, Heubel and
Biller-Andorno (2005) note that in applying thew of Universality, the first formula of Kant's
categorical imperative, one is obliged to consither accordance of one’s maxims with those of
others. Therefore an accurate understanding of i&amnmnorality appreciates that Kant “cannot
reasonably be accused of ignoring the fact thairewny is about our commitments to other people”

(Paley 2002, p.135).

Consider an asymptomatic woman who wishes to t&self for the breast cancer gene BRCA1 using
a home-testing kit.Prior to sending off the required saliva sample giscusses this with her partner
who points out the lack of family history and theetf that a pre-disposition to the disease does not
necessarily mean one will develop it. He is conedrthat knowledge of the gene will affect his
partner’s outlook on life, and their life togethand tells her so. The woman, previously so cexéin

her wish to undertake the test, now alters herocghand decides not to proceed as she deems her
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inquisitiveness of lesser importance than the vahe places on her relationship and current well-
being. She makes this decision following a procdsgitical reflection. She does not feel coerced b

her partner but values his input and sees mehisicontribution.

The extent to which she has chosen ‘without interfee’ is arguable yet it is a step further to |sg
that her autonomy has been violated ‘because’efrtterference, as notions of negative liberty woul
suggest. We propose that in this example her antgritas been facilitated, as opposed to violated,
through a dialogue which encouraged her to crificadflect on her initial desires. This reflecteth
positive sense of liberty as noted by Berlin (19696) earlier in this paper. We suggest that is th
case the woman has retreated to the “inner citaddlich Berlin refers to using her rational
capabilities to reconsider her initial desire talergo the test. This rational self-dialogue, asliBer
outlines, reflects a Kantian understanding of aotoy whereby one’s freedom is not constrained if
she willingly imposes restraints on herself. Iisttase the woman has willingly refrained from maki
the test following a reflexive process which coesatl her partner’s position. We suggest therefore a
this point, that one’s decision making processesdngot necessarily occur in isolation as some

interpretations of Kant’s work suggest.

Marcia Baron (1995), in a somewhat similar fashiaddresses some of the criticisms of Kantian
morality, particularly feminists’ accounts (Noddsgnd Gilligan) which condemn the emphasis on
duty in his philosophy as being devoid of emotiod @onnection with others. Baron contends that
this misinterpretation is partly due to a mistratish of theGroundwork, particularly a translation by

Paton (Kant 1991) which alters the meaning of Kaptiilosophy. Paton’s translation attributes moral
worth to those actions which are done ‘for the safkéuty’ as opposed to using the correct transtati

‘from duty’. This is significant because as Baromplains one may act ‘from duty’ in accordance with
Kant’'s universal law but at the same time seeketmgnise and fulfil one’s commitments to others.

However, if one acts for the ‘sake of duty’ it segts that duty embodies both one’s motive and the
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desired result. Baron contends that “one’s goaicitng from duty need not be to do one’s duty. Duty

should be our motivating conception and need natuseend” (1995, p.12).

In accordance with this perspective one may actsolaly because one sees it as odaty to do so,
but may seek to assist others at the same times fdflects Korsgaard’s commentary on the
Groundwork (Kant, 2008) suggesting that the needs of otherss@gnificant for moral agents who
fulfil these needs because they see helping as diogy. In this context a sense of duty and natural

inclination towards others, and their concerns, @@exist.

At this point in the argument we propose that itdasonable to reject a model of patient autonomy
which is based on an individual's freedom to choosthe absence of constraints. This model is not
desirable as it is based primarily on ‘negatiperceptions of liberty which fail to appreciate there
‘positive’, reflexive and self-determining notiorsf the concept. Furthermore, this version of
autonomy is often rooted in a misinterpreted actafirKantian philosophy. Kant does not advocate
an individualistic autonomy. His categorical imgem represents an abstract formulation of moral
philosophy which does not demand that one exigtatation from others. In fact, the categorical
imperative requires that one consider one’s maximthe wider social context (Heubel and Biller-
Andorno, 2005). The analysis to this point sugg#sés in accepting a model of patient autonomy
based on freedom from constraints we are exclugosgible alternatives which may be worthwhile.
The model of autonomy, based on negative libestyejected here because it denies considerations of
relationality, responsibility and care which maytbeserve the patient population. In what follomes
shall address these concepts individually but thesy interconnected in ways that cannot, and we

suggest ‘should not’, be obliterated.
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Relational autonomy and individual autonomy

The notion of relational autonomy is significantrdneOne may reject initial desires and wants, not
solely for one’s own ends, but to meet the respoilitees one has to others by virtue of one’s

relationships. Relational autonomy represents ad®so notion than individual autonomy. One’s

decisions may be one’s own while simultaneouslyuericed by one’s relationships to others.

Responsibility to others is an integral componehttlte decision-making process. Relational

autonomy suggests that individual autonomy failsdpture the interdependent nature of our lives
where decisions affect not only us but those arammdRelational autonomy is particularly attributed

to feminist philosophy but is also ascribed to lsynunitarians and proponents of identity politics

(Christman, 2004).

Christman (2004, p.143) refers to relational autop@s:

“the label that has been given to an alternativeception of what it means to be a free, self-
governing agent who is also socially constituted arho possibly defines her basic value

commitments in terms of inter-personal relationd amutual dependencies”.

This holds great resonance for the healthcare @mwient. Patients do not make decisions in isolation
from their families, dependents and social committheHowever, despite some objections to the
concept of relational autonomy, which are concerndtth both its inherent logic and normative

implications” we suggest that it provides a framework in whicitoromy can be understood as a

concept which is compatible with the interdependettire of our lives.

Meyers (1989) account of autonomy as both relatiama practical is particularly relevant here.
Meyers, similarly to Paley and Baron above, takesue with an isolated autonomy framed in
opposition to socialisation whereby one acts inddpatly of relationships with others. Meyers

(p.178) contends that the process of socialisasi@nitical to an understanding of our true or autic
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selves, and that in turn knowledge of one’s trueisessential for an autonomous agent as “without
reasonably accurate self-portraits, people canmotsdlf-governing”. This ‘alternative’ model of
autonomy, as Meyers describes it, involves the temawt of a number of autonomy competencies:
self-discovery, self-definition and self-directievhich are, at least in part, socially constructed a

render an isolated free-will account of autonomigpditingly fatalistic as well as incomplete” (8%

The self-testing phenomenon again provides a phatfor this discussion. Kearns et al. (2010) debate
the autonomous and relational dimensions of thévishgal and propose that while diagnostic self-
testing tools can advance individual autonomy tghoindependent testing and decision-making, the
results obtained have implications for one’s “relaal responsibilities” (p.201). Somewhat similar t
the example of breast cancer gene testing abogepaper explains this position in the context of a
man who finds that he is infertile through use dfoane testing kit. Does he have a moral obligation
to share these results with his partner and thifi$ tiis relational responsibilities? The authoesse
further contextual issues with regard to home nigstind utilise the work of Charles Taylor to
highlight that diagnostic self-testing is not sohmeg that occurs in a vacuum but rather holds great
significance for those who experience the diagnddie paper offers an important dimension to the
debate here as it suggests that decisions abognha$iic self-testing cannot be viewed in isolation
from the associated contextual issues. We contetfisapoint that autonomy is a relational concept
and not dependant on freedom from constraints ifas@s constraints are perceived as input from
those who exist in association with us. A modehatonomy which ignores the relational dimensions

of a patient’s existence does not encompass tligyrebthe patient’s experience.

Professional responsibility and autonomy

The above focus on autonomy as relational is piljnan the context of patients’ relational
responsibilities towards their significant othetdowever, there is another dimension to this
relationality; the relationship that exists betweesalthcare professionals and patients, and the

responsibilities that exist by virtue of those tielaships. In both contexts autonomy is not merely
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relational but based on obligation or responsipiliThe responsibilities and obligations of the

healthcare professional are for the most part asletped.

As noted above O’Neill (2002) outlines a ‘true Kant notion of principled autonomy which

involves acting on universal principles of obligati as opposed to an isolated, individualistic
autonomy. O’Neill's thesis is that the triumph ofitenomy has ‘contributed’” to a mistrust of

healthcare professionals as opposed to the otheamand. Principled autonomy, in accordance with
O’Neill's analysis, rejects coercion and deceptol provides a basis for a trusting relationshig. W
propose here that in practicing principled autonpamnd considering their obligations towards their
patients, healthcare professionals can contritaw@rds an environment of trust. Principled autonomy
offers an alternative to the libertarian accountaotonomy, associated with freedom to choose,

delineated earlier in this paper.

Consider a patient who contacts his doctor requgstn MRI (an expensive radiological diagnostic
test) in response to reoccurring knee pain. Histatois reluctant to order the test as his clinical
judgement suggests it is not required. The patienturrently receiving medication for a recent
diagnosis of gout. The doctor is eager that theicagidn would be trialled for a period of time befo
entering into further diagnostic and treatmentmexg. Furthermore, the physician is aware of thé cos
of the test and the carcinogenic risks of frequett unnecessary radiology. The doctor provides this
information to the patient. If the doctor refusesptescribe the investigation it could be argueat th
the patient’s autonomy has been denied. Howeveauld also be argued that the doctor has acted in
accordance with principled autonomy which recognisis autonomy and associated obligations and
relational responsibilities towards the patienteTdoctor may also be acting in accordance with his

responsibilities towards other patients who mayirecthe test in a climate of limited resourées.

Through a process of dialogue the patient agrdesijtavith some reservations, to continue the

current treatment regime. Perhaps this more inpengigent, principled understanding of autonomy,
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which takes account of the professional’'s respalitgels, by virtue of their role, and skilfully
encourages the patient to engage in critical reflecmight better serve the patient. In this cdbe
doctor has put the principle of non-maleficenceobefthe principle of autonomy. Hofmann and
Lydashall’s (2008) paper addressing the use ofnsite radiological services supports this course of
action. The authors contend that an overreliancautanomy in radiology can result in exposure to
unnecessary radiation. Furthermore, patient autgnoan be misused to reduce the physicians’
responsibilities (they may avoid law suits as efsotess probable), increase the popularity of the
profession (as patients get what they want) anérges further income for the medical facility (g

is a legitimate consideration). This example sufsptire central thesis here that a libertarian motlel
autonomy which fails to take account of professioaaponsibilities is not one which best serves the

patient’s interests.

An understanding of relational autonomy places alditenal responsibility on healthcare
professionals; an obligation to be diligent andfgkin ascertaining the extent to which choices ar
autonomous. Atkins (2006) applies Meyers’ relatioaatonomy to the healthcare context. In
acknowledging the need for critical reflection thetautonomous agent Atkins suggests that such
reflective processes involve consideration of on@ktionships with others and societal forces.
Atkins proposes that healthcare professionals day @ skilled role in assisting these reflective
processes to allow the realisation of a richerambf autonomy which is not limited to free isothte
choices. In this context the healthcare professiamaobliged to go beyond a patient’s initial
expression of preferences to illuminate the reasonghese preferences and the societal influences
which have underpinned them. This is particulagigvant in circumstances where patients choose to

reject therapeutic interventions
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Professional care and patient autonomy

Consideration of the concepts of relationality aedponsibility suggests that they are important
elements of a richer notion of autonomy that seelkachieve good patient outcomes. These concepts
are closely linked with the concept of professionate. Holm (1997) uses the term “protective
responsibility” to articulate the sense of obligatiexperienced by healthcare professionals towards
patients in their care. Holm coined the term follogvan extensive grounded theory investigation of
the moral problems experienced by doctors and sunsepractice. It relates to the healthcare
professional’s awareness of the vulnerability patidoy virtue of their ill-health, and their neeat f

assistance with decision-making regarding carevatgions.

‘Protective responsibility’ does not accept autogoms absolute but recognises that something else
may be required to maximise patient well-beingimets of ill health. Holm (1997, p. 127) explains

the term as follows:

“When you meet the patient you meet another hunengbwho is vulnerable, who often
trusts you, and whose life you can influence ingaifcant way. This creates a special responsybili
towards the other human being, which can be diffitd understand for outsiders, but which

nevertheless plays a significant role in the detiben of health care professionals.”

Protective responsibility may provide a suitabledeloto bridge the abyss that exists between the
more stringent positions of autonomy and patermaligt recognises the interdependent nature of the
patient/doctor relationship. This links with Molkcount of the ‘logic of care’ which she frames in
opposition to the ‘logic of choiceMol (2008, p.43) articulates clearly the tensiomat texist when a
libertarian model of patient choice permeates heafe. InThe Logic of Care, Mol outlines a
compelling account of the realities of a consumesda culture in healthcare. Mol’s central thesis is
that a ‘logic of choice’ is not consistent withladic of care’ and may lead to ‘poor’ care. Molnist

concerned with the abilities of individual patiettsexercise choice but rather how circumstances of
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choice emerge and evolve. From her observations iatlactions with diabetic patients Mol
concludes that more choice does not necessaryttedwbtter care. While the logic of choice is
concerned with patients as customers and autongnmadespendent individuals, the ‘logic of care’
suggests a far more messy landscape. In accorddticdlol’s analysis (p.62) “the logic of care is
attuned to people who are first and foremost rdfati®lol encourages doctors to cease ‘managing’

patients and return to ‘doctoring’.

Downie (1998) shares a similar perspective in lagguvery closely related to Mol’'s account. He
compares a ‘market relationship’ to a ‘professiamddtionship’ and contends that while serving the
bests interests of patients is a feature of therlat is not a priority in the former. Downie asgates
this market relationship and consumer understandfregutonomy with Mill’'s account of autonomy
whereby one is free to act as she wishes, regardfelsow irrational those wishes may be, provided
her choices do not cause harm to others. In acooedaith Downie’s analysis, a healthcare system
which refers to patients as customers fuels a @ulbdi ‘consumer autonomy’. This may condone a
patient persisting with treatment which medicaldevice suggests unnecessary or futile. Downie
outlines an opposing ‘rational autonomy’ which lesaciates with Kantian accounts of autonomy.
This links with O’Neill’'s (2002) perspective aboireso far as Kantian autonomy is more considered,
than often portrayed in the healthcare context. @akes decisions not solely on one’s initial desire
or wishes but in accordance with universal ratidaals. Downie is quite direct in his criticism of
‘consumer autonomy’. He contends that a degreeatdérpalism is inherent within a professional
relationship whereby the principles of beneficerm@l non-maleficence may on occasion take
precedence over respect for individual autonomyis T¢ertainly supports Holm’s account of

‘protective responsibility’ while also echoing O’N&s ‘principled autonomy’ as outlined above.

In specific reference to patient autonomy and tir@cal relationship Olsen (2003, p.705) refers to
“the ethical use of influence” within a patientfgian context. Similar to Downie above Olsen

proposes that influence is not only ‘intrinsic’ bdesirable’ within the clinical relationship. Olss
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discussion centres on the process of coercion mahbealth practice whereby the use of coercion is
justified on the basis of a rights-based appro&tlaccordance with this approach the patient is see
as an autonomous self-governing agent who hadgheto act free from interference. In this context
coercion is justified only if the patient lacks eafy to make a judgement or may cause harm to
himself, or others. Olsen offers an alternativeatiehal approach whereby influence is seen as a
constant feature of the clinical relationship amtment decisions are continuous and subjective. T
relational approach demands that every action fiience, despite its magnitude, is assessed for its
ethical suitability. Therefore, respect for patgerst paramount throughout and the power relatigusshi
are continuously acknowledged. This perspectiveokerent with the principles of relationality,
responsibility and care outlined in this paper.ptbvides another example of professional care

superseding autonomy in a clinical context.

Gillon’s (2003) specific adherence to autonomy aam@mount principle in healthcare practice, which
promotes the other bioethical principles, has begjected by Callahan (2003) in favour of

communitarianism and by Dawson and Garrard (2006}he basis that it rejects the prima facia
nature of the principles. The latter argument gniicant here as it essentially asserts that the
professional duty to care demands that one movenruakynere respect for autonomy in favour of
acknowledging other ethical principles when theternhrequires it. Dawson and Garrard (2006) take
issue with Gillon’s position that autonomy is ‘tiramong equals’ in the context of the four ethical
principles outlined by Beauchamp and Childress 1200'hey refute Gillon’s argument on a number
of levels, but particularly with regard to the mannn which his standpoint rejects the Rossian
perspective of prima facie, as opposed to, abs@teiples. In accordance with an ethic of prima
facie duties (Ross 1967) one principle might trilmgver the others in accordance with specific

situations.

Dawson and Garrard (2006) suggest that justice take precedence over autonomy in resource

allocation issues and that the principles of autopand non-maleficence can often be in conflicin
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healthcare context. The authors also add that ggesting that autonomy promotes the other
principles Gillon actually exalts their relevance @pposed to rendering them less important. In
accordance with Dawson and Garrard’'s perspectieeming Gillon’s position would result in a
return to “moral absolutism and its demand thatr@gard some principles as exceptionless” (p.201).
The acceptance of autonomy as the ‘first’ princigdeld have negative consequences for patient care
as outlined above. There are numerous other accanrthe literature which suggest that an over-
zealous adherence to patient autonomy may allowithhls to be disadvantaged by their own
choices, create unnecessary confusion and provideeans whereby healthcare professionals
abdicate, either intentionally or otherwise, thaivn professional and caring responsibilities (Holm,

1997; Scott et al., 2003a; Kapp, 2007; Whitney lslecCullough, 2007, Harnett and Greaney, 2008).

The empirical literature also provides some evidefar the proposal that patients value the role
others take in the decision-making process durmair ttime of vulnerability (Scott et al., 2003b;
Levinson et al., 2005; Doherty and Doherty, 200&mdnn et al.,2007). A large-scale survey design
in Toronto investigated patients’ preferences fartipipation in decision-making at three levels:
seeking information, discussing options and makhwg final decision (Levinson et al., 2005). The
sample was stratified to ensure representation ttmwider population. Results showed that while
96% of patients surveyed preferred to be offerenlogs and asked their opinions, 52% displayed a
preference for leaving the final decision to thdwctors. This echoes Berlin’'s assertion that

“individual freedom is not everyone’s need” (196340).

Therefore, it appears that a model of autonomydasereedom to choose does not always meet the
requirements of care as articulated by patients fegalthcare professionals. We propose that the
interdependent concepts of relationality, respalisiband care are essential components of

healthcare. An account of patient autonomy whiatuses on the absence of constraints may deny

their existence or minimise their importance.
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Summary of argument and conclusion

Patient autonomy is widely acclaimed as the neWwoaldxy or ethic for healthcare delivery. This is
problematic for a number of reasons. Firstly, pesception of autonomy is often equated with free
choice which does not reflect the more positiveseeof liberty associated with autonomy. In this

view self-determination and mastery have greatgriitance than the absence of constraints.

Furthermore, autonomous choices do not involvengctolely on one’s individual desires in a
vacuum but encompass a critical, relational, réflexeview of one’s initial wants and an appreaati

of the impact of choices on others. Misinterpretatand subsequent inappropriate application of
Kantian philosophy has sometimes contributed ta@wount of autonomy in healthcare which is less
than complete and possibly misleading. Finally, @et of autonomy based on freedom to choose,
which fails to consider the notions of relationglitesponsibility and care does not provide the bes
means for increasing human potential. We suggestfibre that the combined arguments outlined
above provide a platform to question current health policy and rhetoric regarding increased patien

autonomy and propose that it should be revieweat tmast accepted with caution.

Conclusion: Towards a new model of patient autonomy

Having raised significant problems with the manmemhich autonomy is currently presented in
healthcare the discussion would not be completieowit providing at least some possible solutions. It
is important note that nothing in this paper shdaddconstrued as suggesting that patient autonsmy i
not worthy of consideration. What is suggestedamih that patient involvement in healthcare should
be underpinned by a sound philosophical understgndi what it means to be autonomous and an
appreciation that autonomy is not necessarily edlad the range of options available, of estabtishe
intrinsic value, or always desired by those it setekliberate. The proposals outlined below require
another paper to delineate how they may work tageliut it is important to refer to them here to

close the current argument.
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O'Neill's (1992) proposal for judging the value alutonomy could be usefully applied to the
healthcare setting. In this model autonomy is meittevered nor dismissed but rather viewed in
context. She suggests that social independencddsihot necessarily be desired nor dependence
automatically condemned. Rather independence oertlgmce should be judged on the basis of
overall contribution to autonomy and other ‘goodss O’Neill (1992) suggests we may do well to

return to a true Kantian account of autonomy wiiobs not necessarily rebuke interdependence.

Wilson (2007) concurs with much of O’'Neill's perstige and suggests that we should value an
individual’'s capacity for autonomy as a fundamemaly of respecting autonomy as opposed to
necessarily respecting autonomous choices. Thigesclseedhouse’'s (1998) position that it is
essential to differentiate between respecting amgting autonomy and that the latter may not
necessarily involve granting individuals all thelroices. Both positions offer alternative perspedi
for understanding patient autonomy. O’Neill's (2D0Principled autonomy’ with a focus on
obligation, Mol's ‘logic of care’(2008) and Holm’s ‘protective responsibilitf1997) collectively
provide an interconnected labyrinth in which to sider autonomy questions in healthcare. The

interdependent nature of autonomy within the health setting is central to all these perspectives.

Finally, we propose that Meyers’ (1989) accountetétional autonomy, as presented above, which is
both practical and reflexive presents an overagctiramework which could encompass the other
proposals outlined, and provide a means wherebgrgaautonomy can be respected as a socially
constructed, non-isolated, concept. It is timelgttive question to what extent patient autonomy
should permeate healthcare policy, rhetoric antt®#nd how we can reconcile respect for autonomy
with a professional duty of care. We propose thather philosophical and empirical review, in the

context of diagnostic self-testing and other fieidgequired to answer these questions.
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Notes

The impetus for this paper arose from an explonabiothe meanings ascribed to autonomy in
the philosophical literature. A review of key sealimorks revealed an incompatibility with
the prevailing understanding of autonomy in heatb@nd prompted the particular focus of
this paper.

The use of the word ‘definition’ has particularmifgcance in philosophy. Downie encourages
the writer to look beyond ‘lexical’ or ‘word-wordlictionary definitions which merely report
the common usage of terms. He advocates replaacigyeminal definitions with more

essential definitions. The latter, he contends, can be adiat through classification and
analysis. (Downie, R.S. 199B¢finition. Journal of Medical Ethics 20: 181-184.)

The terms liberty and freedom are used interchdrigdeere as reflected in the work of Berlin
(1969) and Dworkin (1988).

It is important to note that this genealogy of aatmy is primarily rooted in western liberal-
democratic and liberal-humanistic thought. Themfd is important to appreciate the specific
cultural context of this discussion. Seennycook, A (1997) Cultural alternatives and
autonomy. InAutonomy and Independence in Language Learning, ed. P. Benson and P.

Voller, 35-53. London: Longmans

The term bioethics is described by O’Neill (20082)aameeting ground for those who debate
the legal, social and ethical implications of nelvances in medicine, science and bio-
technology. A detailed account of the ‘birth’ obbthics is beyond the scope of this paper but
a comprehensive historical account is found in R®IET. (1994) The word bioethics; its birth
and legacies of those who shapedatirnal of Medical Ethics 4: 319-335.

This example was constructed following a reviewkah Atkins’ paper which is discussed
later in this section.

Holroyd maintains that while agents may be relatioantities autonomy cannot be. See

Holroyd, J. 2009 Relational autonomy and Patertialisterventions.Res Publica, 15:321-
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336. Christman, within his account of relationatcenomy, raises a concern that a purely
relational approach to autonomy may lend itseHrdoverarching paternalism” (2004 p.158).

8. A recent "Liberating the NHS" (2010) white papepposal, announced by the Secretary
for State for Health in the UK, suggests a greabés for doctors in managing budgets at
a local level through primary care consortia. Sétish Doctors to take charge of

spending, www.ama-assn.org/amednews/2010/08/16/gvsb0816.kmcessed 4th  April

2011)
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