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The Concc,pt of m'magcd care, in molf isa. -
“morally-neutral ‘one. [ As a.system of

: S - S organising and financing healih cane services

: I—Ielen MCC abﬁ xs, a PhD siudém at. it becomes malleable, however, © the values
| Australian Catholic Umvczsﬂy Her thesis | -~ and meanings of the broader socictal and

I :_ﬁxis'isi—_:i;e

is entitled ”Mcmag(,d Care in Ausiralia”: - particular i institutional contexts in which itis

a philosophical enquiry into the cthical | - shaped and informed. In thmkmg) about the .
‘issues leading to a pnotocol for eilncal]y— | - ethical implications of adaptmb featares of
- I sound placilcc‘ Her article in this issue is 1 - managed care into the Australian hea] th care -
“} the first of a two- pas[acu)um of theethical § = system, it becomes important to View. this

chalit’ngﬂ thrown up by new systems of | ~concept - from within® its - past ‘and

| organizing health care. In this first part’| contemporary “contexts, For ‘it is this’

[ she. ()ui_hn(_s {he hist tory of the CO}lCLi)i of contextual undmstandmg of Illdlldi){‘d care -

}managed care in the United States and ~“which ds critical in considering ethical -

o explains how L‘h(. concept has a dlf[ugm- N _nnpilcahom, and it-is from th1s particular -

ange of meanmg«, hue in Austmha S04 understanding that [ wwh to Conc uct {he 1’11&,{_ '
Uy part of the daqc'uc;smn : '

o To begm | shall trace a bu{,f hlbi(ny of {hc I
“development of managed care.-Secondly,. 1.
-will discuss. what this term is presently taken
- to refer io in the Umtul States, Thudiy, Twill - -
“examine some features of the Australian -

' { the | this issue, and then put health care system which su?g,oql thatit, too, =
_jout the law on this issue, and then puts is.a form of ‘managed care’, Finally, 1§ w:l]_": '

{?’;Wﬁ] d iw: :fl 1{0}3%? s qh (:m p)]ijo“’?}f lglc;ai i establish the points of ethical interest tobe " .
GHUCS = TESPEC rautenomy. and.al '-ioxplomcimtlmncxnssuo o{Bmeﬁnr,s ()utlook Sl

Ma:y Bym{, Lhen d1scusaefs some of iiw :
difficult issues associaled with obtammg7
§ consent to medical treatment in older’
(_iuldren, children who are d@veiopmg the -
-} capacity to decide for themselves. She seis

_ undezsmndmg of the innate dignity of {
every human being — to throw light on the §. - :
responsibilities . of the “health care 4. _..Smne?: ehmman&s R
Pl(}f(,‘,f,londl towcnds oldm clnldwn BN M ~The term, manc:bed cau, is best undmstood :
' . “as an ‘organised means of providing health

~care-services and, as such, presents itself as

oan aii‘(‘mahve tothe tr adih(nni f ce»f(n f,vw](_e._ .

'Bioeti_zics Owtlook; Vol. 11, No. 3, September 2000 - - Plunken Centre for Erhics.in Health Care =1



“omodel. Tt is in this light that the ethical
-+ implications of managed care are frequently
considered, a select vantage point resulting
from a history of bioethical concern with the
narrow ‘locus “of the "docto:»patient
relationship, and at the neglect of the broader
health care context. Indeed, it was 1nof until
the . -recent “effects of . administrative

~intervention were felt more acutely within the -
© doctor-palient relationship that bioethical -

attention was captured. ~And so, from a
bioethical perspective, then, the first

. ‘achievement of managed care was to draw -
‘openthe blinds to reveal a far more expanawe :

 health care landscape

Managed care’s comxderabiy G'kz‘li@]
achievement, however, was to address the
problem of financing health care. The cost for
-patients in receiving health care within a

~ traditional fee-for-service model has always
. acted to exclude many from the benefits of -

. that care, even in medlcally simpler-times, a

~dilemma which gave rise to the conception of
-~ managed care in the United biatos inthe eally

; 'mneieenth centur y

. A Brief mer

The easliest cxpxesqmns of managed care
- 'were born of inspiring visions, the fruits of

pioneering endeavours to ensure access to -
. health care for early migrants, poor women

“and children, and for the blue collar workers
of the United States. I 1890, the Benedictine
- Sisters signed up loggers from the logging
camps of Minnesota, deducting small

premiums from their payrollb in order.
: service for th_ese--
- workers and, later, for the whole region’. In

establish a health care

programme for shipbuilders
. Francisco Bay arca®.
- founders of this particular HMO included -

-the same era, university-educated women of
- California, eager to address the welfare needs
-of those disadvantaged by the effects of
entrepreneurial
: indusirialisation, set about introdugcing health - -
care services for poor women and their -
- children, These carly feminists, armed with -
degrees in economics, established a prepaid, -
capitated® system to provide maternal and .~
. paedialyic care, selting up their first clinic in -
- astable, their wamng room 2 fo: mer donkey :
'atallsi : : R

“capitalism and

In ]929 D1 Mlchaei Shahzd, a eocmhstf

~medical practitioner and migrant from . -
: Lebanon, -

founded . ‘the ' first ~ Health
Maintenance Organisation (HMO), called :

- Group Health, to serve the health needs of the _

largely migrant farmers of rural Oaklahoma,

These farmers purchased $50 shares for the =~
purpose of building a hospital and receiving =~ .
- affordable medical care?. Like many other
early managed care organisations (MCOs), =
“the establ;shmoni_ of Group Health was
“strongly resisted by the medical profession, -
wary of any opposition to private, fee-for- -
- “service arrangements.. Nevertheless, Group
. Health prospered, so that by 193,‘2, _1t :
:suppmted ]2 0{}0 mombc‘]s '

In 1937, 'Kaiser Permanente was founded to - -
‘provide health care to workers building an -
aquedud in the Californian desert as wellas -
to workers building dams in Washington +

State.  In 1942, Kaiser established a similar
in the San .
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businessmen, who believed that health care
services could be run as efficiently as any
other ‘business’, as well as doctors committed
to preventative health care and trade
unionists concerned for the health of their
members’. Today, Kaiser provides health care
services in sixteen states, and by | 1994: had 7.3
million mcmbels“ o

C(}mmianem; to_ Social Justice .
The early systems of managed care, it seems,
- were largely the creations of social reformers,
propelled by a commitment to communitarian
ideals of social justice: managed care was
born to address the ineguities in the dominant
fee-for-service model of the time. That
commitment responded to a variety of
“influences, however, including Chaistianity,
. feminism, communitarian socialism, and
~irade unionist philosophical loyalties®, these
. influences affecting, in turn, the membership
~of MCOs. Significantly, these early managed

care entities were administered on a not-for-.

~profit basis. They were also or ganised so that
_resources were shared, the fate of each

. member being tied to that of all others,.
~including even the medical practitioners who.
oserved them.  This communitarian situation
. 'was most cloaxly observed in the arrangements -
- made by early Jewish migrants: while most

- health care was provided within Jewish

homes, some migrants had arrived, bereft of -
family support and, therefore, vulnerable in -
" times of illness and injury. As well, the kind -

of health care promdcd in the charity
hospitals of the time frequently failed to

respect the cultural norms and a'el_igiqus_ :
‘And so,.
Jewish conumunities founded a cooperative,

- or ‘community-based © f1atun’11 group,” -
-_Lmzdmncnshaﬂen, to arrange and finance

- “health care for their'members, employing -
*~ doctors from Jocal communities to provide

uitma}ly sensitive medical care. In this 'Heaith Mamtenance O; ganmation ﬁct

‘requirements of Jewish seftlers,

o sense, responsibility for -the vulnerable

‘members within. t-he commumty was thm eby._' s

a%umed“’

Othcx non- p: ofxt exp:ossmm of manageci
care emerged and developed in the United -

States, and so by 1970 there were more than
~thirty such entities in operation'i..

an accales ation of HMO develo:pmcnt, so that

cgareg
_ 'entu,preneuual medicine. -And in examining
“managed care in the contemporary United .
States context, it is worth remarking that this
. same necd having become more urgent in
~light of increasingly expensive health care

. “The
i passage of the MMO Act in 1973 resulted in’

by 1995, an estimated 73% of the insured
population of the United States received
health care coverage through MCOs®,

For most of the twentieth century, however,

the American Medical Association (AMA) has
resisted the development of managed care

Coosystems, employing, in part, the ethics

_. standards of the association’s “Principles of
. Medical Ethics” as a basis of objection. In .

1979, the Federal Trade Commission imposed

& ‘cease and desist order” on the antitrust nuse

- of the AMA's ethics standards, an order later

upheld by a federal appeals court in 1980 and
the U.5, Supreme Court in 1982. Other
reactions to the managed care movement
involved methods of discrediting those

“involved in its operations, the AMA referring
- to doctors employed in MCOs as communists,
- and second-rate practitioners®. And so, now

the AMA, whose members consist of a
somewhat smaller group of ]deommantly _

" fee-for-service physicians, remaing opposed to
‘managed. care!;

Nev_o._rt_h_eless from its
humble origins. and. onwards through its

. courageous struggle, managed .care has
Jsurvived {o become the dominant form of
health care or ;jamsa‘acm m ihe Um’rcd States

mday

‘In Inavmg ihls stox y hcre 1t is. 1111p01 tant to
remember that the early tale of managed care
was centred on the need for affor dable and

“appropriate access to health care, a need

arising fr om the high personal costs of such
a - world “of, pmdommantly

technology, continues to call for solutions -
froma somewhal more hcteroge:nous foz m o{
: managed care“’ -

“The. passing of the HMO ‘Act in .19?3 =
failowed discussions between the U.S.

";Dcpaltmcnt of Heaiih, Educailon, a.nd
Welfare and 'a Dr.’
been asked to devise ways of mnsnamm? the -
‘rise in the U.S. Medicare budpel
“United States, Medicaze remains a system . -
~limited to financing the health care services .
--of the aped populahon) ]*Hwood was eagm

Paul Ellwood ‘who had

(131 the
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oproperty !,
Cpre oblcm of a more powuful State, m’maged '

care has introduced alternative external ..

. “influences into the professional context in the

~form of market forces and man"xgemom '
Conqoquenily the autonomy of;

insured patients and practitioners has been :

o fostu managod care as a means of ﬂiermg
the incentives inherent in the fee-for-service

r systc,m incentives Whmh acted o pzomote -
“over-servicing and, consequently; high -

- costs'®. Butin order fo introduce managed
care ‘into the U.S. health care context,

- Ellwood needed to overcome two obstaclcs‘ .
Firstly, he needed to overcome yesistance to -

“the influence of external factors upon the

' _two obstacles 1equue some explandh{m. o

“Firstly, the provision of health care in the -
" United States has been ordered w1thm a -
. culturally-dominant libertarian ethos in :
“which individuals are morally bound by the .
limited: mqmmmems of a'principle of -

_.permission’ and the ‘freedom to consent’V

- This. I:beziaman ideal. 1mp11es a weaker,
.- conception of community, as exemplified by .
- the strong Ic]ectmn of any recognition of

~claims to a right to health care'®. In the

United States, th(,n, health Care has been

- largely a private matter, provided accor dmg

1o a patient’s ability and willingness to pay,
- aswell as to a willingness on the part of a self- -
. -aLgulaf:ed profession to pxovzde ‘And it is this

~strong comumitment . to autonomy ‘that
Ellwood nu,dec{ to consider in order to render

the idea of managed care acceptable, This was
“-only partially achieved by situating health
- cave within the laxgely unregulated market of
- the United States, thereby avoiding the

intrusion of government regulation into.the
- private world of health care. For it has been

this threat of government mterferon(_e which

o .ims received the most concerted resistance n .

“the United States where, state. authc}uiy has - 1
ibeen hsmicd by notmns of iho moral auihority che ealth
of 11}dw1duals over: their own chomes and .

Howevm dn side-steppin the L
pping the. PN
-_aucmga,memtc)afor—pmﬁ‘ﬁ(m pm‘at{‘ thty?“3 R

'pohcxoe

threatened by the machinations. of 111311aped

“care in confrolling the 'waﬂabzhty of financial -

'.covemgje for diagnostic-and  treatment

_'pwredmea, as. wd} as fm 1mspita] (‘05{5, a.

context.
3.c;onc;1delcd undez&iandmo, and it is a task to
“which Twill attend later.
- simply suggest that this heali ihg tradition has
“been ;c'ndu:.d vu}nmalﬂe to forces from

'.__de[OJ whxch haa‘ met wrih wnudmab]e_-

umusm {‘VLJ ‘smcu

Now, hdvmg dVOidCd t’ne i]u eat of at If_ast _
btﬁte miezferenco into hoalth Caxe, it was

- necessary to overcome the obstacle presented

- by the tfraditional pmfessxonai context, That -
is, the medical profession had long enjoycd the.

cprivilege . of -

- dctczmmﬂlonz“
- autonomy of both the medical profession ag -

self -regulation

~until approximately thirty years ago when
such privilege began to be viewed asa mask |

for what Pel]egnno” has termed “selfish sdf— _
interest”.

of pmfossmnal integrity, the staudmg of the -

©profession was undermined o some degree.
‘This situation not only served to challenge the .
powerful status of the medical pwfeeemn,'- -
- itself, but also to undermine the integrity of a -
“morally- s1gm§1mnt tradition of healing

- entrusted to the security of the professional

This ‘dilemima ‘merits a more

within a breader societal context, paiticulaﬂy "

" market forces. Another factor has been

“wider cultural change in moral perceptions
- concerming the way in which health care is
wvalued, allowing for the waiving of a taboo

over. the use of medical knowledge. - In this

way, then, health care was able 1o be moved .+
fromthe mleguiy of a plObe‘leI‘ldl contextand .-
-~ installed into the receptive world of business
~and commerce: health care provision can G
“now be viewed quite clearly from within the -
‘market metaphor. B
both an altered: puu,ptmn of. the. value of .
well "as™a
_1Lmtm prc,tanon of managvd care f om ihai: of

This movement confn med |

and iitscare, aa_

“community-oriented, - non-profit-

rIhe ai{ez od: a:mngomems {cn heaitl‘: CdIQ R
.'pmv:mon have. involved ‘a process of -
oy edefining time- honoumd undmatandmps of Lo
Cwhat it means o be in necd of health care, of o
what is mvolvud in ae%pondmg to, that need,
“.and of what, in essence, is the ver v nature of

health care. Within a. ‘market metaphos; that

s, pat:onts have become rusiomew, health L
_.care pr ofessxomis are caﬂc_d pmvxde;s, and w
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and__
- socially-sanctioned . -

o i 7 el : .
-~ well as their pauems, and secondly he had authorily which pmf,ccd{dwﬂhouichalienée )

o+ fo move health care away from a traditional -
professional context in order to emphasise the -

. necessary cost~c0niaxmnent measures, These - Accusations of fraud and over-
[« T

':'eservmng began to emerge?, ang, by hammg R
the focus of publzr concern on lhe corraptions .-

But for now, 1 will -
















. oare
Clctreatment™,

~ for children under the age of sixteon years
- and that the consent has the same effect in
- relation to a claim for assault or battery as if
~an adult had consented. Secondly, a child
- who is fourteen years or older may consent
to medical or dental treatment and, again, the

consent has the same effect as if an adulit had
. consented. The Children and Young Persons -
- (Care and Prolection) Act 1998 extends these

legal rights to guardians and other people

= responsible for children in out- of-home and -
- protective care. Finally the Children (Care and -

Proiection) "Aci 1987? states that medical
~ practitioners can provide . emergency
- treatment without the consent of the parents

“or the child to save a child’s life or to prevent

. serious damagrc' io the ciuid’s health..

Ihus, ]thougrh parents g)(bn{’mlly have the

-]Lgal right to seek and agree to medical
_treatment for their children, this authority is .
not absolute. According to the Family y Law Act - -

1975 parental authority is limited to what is

~in “the best interests of the child”. To give an -
c>.ample A parent could not seek to have the -

~ healthy limb of & child amputated so that the
child could work more effectively as a beggar.

" In New South Wales the Guardianship Act

1987 further limits the scope of parental. -
duthon%y It defines certain tr eatments that -
medical -

ﬁes%nated as . “special .
Such pr ocodums ‘may not be

‘performed on a child unless a Supreme Court
. order permits it. “Special medical treatment”

- covers {reatment that will render a child
permanently infertile or is of an experimental
- nature such that it is not yet supported by a
. substantial number of medical practitioners.
"The principles that g guide these decisions are .
- that the treabment must be the only or most
. appropriate way of treating the patient and )
T must be 3namfe9£ly in ihe best mtex esis nf the :
- :..pahmt g : L

. The basw conclus}ons thai can be diawn
- from this set of legislative acts are;

& Pfucnts have. the nghi and authoniy to
(‘(;ms(’nt t(_) medical treatment for their children
- unti] the age of sixteen. This ar ises f; om ihma'

:.f_ duty as guaidzan‘; of. ﬂm du]d

X Chlld} en four 10011 yoam and olde; can

consent {o thon OW1L imatmoni

interests of the child”..

The law is thus 1*eaaonably clear for .a child

up to the age of fourteen and for young
people’® sixteen years and older. However, it
is unclear for children aged fourteen to
- sixteen, where there is the. right both for the
child to consent and for the parents to consent,
‘While i{ is important to have the general
legislative guidance of an appropriate age to

be accepted as legal competence, there is now

~a growing acceptance -of “the differing

capacities of older children and young people N

to understand and consider the treatment -
- proposed for them, A new concept, the Gillick .
- test of Lompetemy, has been used n Tecent .

years.

Mls Gll}ic}\ dmlkng,cd a duedwn mc‘ulalcd
to some English medical practitioners by their

local area health authority. It concerned
“treatment and contraceptive advice for
- children under sixteen years of ¢ age. She had . -
several danghters and was concerned. that .
: 'thej,r could seek and receive such advice hot .

“only without her consent but also without her
-~ knowledge. The case? eventually went to the
*House of Lords who found that parental -
“authority is a diminishing authority, While :
- the authority. is almost absolute when a child - :
- ds very young, it becomes more ¢ir cumscribed -

as the child devoIops and matures. While

Ny (Jﬂh(‘k supports the p;mczpl(, that pazenta

~have the authouty to consent to medical k
treatment for their children, However, by
Ostabhshmy that parental authority is not only -
- notabsolute but also dnmmshmg to the extent
*Ahat a child has the capacity to consider the
options and make decisions for. herself or -
- himself, it hag raised a difficult challenge for
= As g,ua:dmns, parents nust ch1de on {ho s

i ba_cns of what they _thmk_}s in “the best. "..to consent,

doctors who have to assess a chx]d s capacity
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“parental vights do not fully disappear untila =
child is eighteen years of age,a child i is also

1o be treated as a person with, capqcnm sand |
rights, The Gillick test of competency has been.
“proposed from the ]udgemem of this case. = -
Lord Scarman, in his part of the judgement,
held that a child was legally competent to |
“consent when she ‘'or he had achieved “a..

- sufficient understanding ‘and mtelhgvoncc o
~enable him or her to understand fully what -
- ds proposed” " The assessment of mmp(,{c,m*y_ '
“is to be under takon by the. doctor,

9



Phikesophical bases for consent

In awidely used textbook™ it is claimed that -
- a fundamental principle in health care
- praciice is to respect the patient’s autonomy. .

Seeking a patient’s informed consent generally

. shows this respect, A competent and

‘informed patient has “the right to be free of

unwanted medical interventions”. Such a

bald statement, does not foEi any gmdance )
“in the case of a person, such as a younger

- ¢hild, who is not fully autonomous.

In’ pmh'zps the best. known b;octh:cs

- textbook, Beauchamp and Childress™ also -
present respect of autonomy as a fundamental -
- principle. They focus on autonoraous action,
. rather than the autonomous agent. The three -

aspects

of - autonomous action

. intentjonality, understanding and freedom

- from controlling influences. Intentionality s
essentmi to autonomous action. Howevel,_

- there may be degrees of unc{ereatandmg and

- act auionomcmsly

freedom from. controlling . mf]uences

- Therefore, an autonomous action is one with
~substantial understanding and freedom, along
“with intentionality.® Such a description can -
allow a way of thinking about children who

are maturing in their ability to understand and
. act free from contr olling influences. .-

are the activities that mark respect for

. '._autonomy._ Such respect requires more than .
_simply nonintervention in the autonomous -

activity of other people. This respect requires
a positive fostering of people’s ability to act
autonomously and maintain their capacity to
“While  this is the
fundamental pmlc;p_l{_, it has _io_ be expresséd
in more specific norms to be of practical

- assistance. One such norm that derives from

L autonomy '

~information has to be gwf_n to-the person.in. )
' - this?

this principle is the importance of informed -
S consent, The eiommts of informed: consent
‘derive fro:m the elements of autonomous

action and the. obhgatlons of IGSp{_Cl for that
‘Therefore,

a selting free from coercion and in such a way

~that the person is ‘able to understand the

10

Cauionomous, E

.information and choices. P111a11y, therenceds -

to be the opportunity. for the person to make

a decision and- auihon,se the pmtmuia;.
.mtewentlon LR . . R

' Howewven, in C‘OnS‘ldGi ing people who are not
and never - have

are:

qppmpuaie'

been

. autonomous, Beauchamp and Childress opt
for the use of a best-interests standard in
decision making by others. In suggesting this - _

-standard, they allow for the inclusion of the -+
- person’s preferences and values, if they are -~ .
- expressed or known, when determining the

- best welfare of the person,”” While this . -

~ standard is of great benefit for guiding decision

making, it does not offer guidance for

_considering the par ticipation of children who
are maturing in their capacity as autonomous. T
cagents but-who cannot be considered -

* substantially autonomous. There is very little
-indication about how o incorporate the
“preferences and values of the child. We need
~to Jook elsewhere for g g,mde:m(, in consldermg,

these chz]dicn

in the second opmmn in men s Cﬂse.'

- Justice Brennan’® based his judgement on an .- .

-~ understanding of the innate dignity of every
person, regardiess of how strong or weak and

~.capable or incapable that person may be.

- While the law protects ever ¥ person, the way. .-

_in .which that protection is provided may. -

differ from one person to the next depending
on ‘the physical and.: mentdl ncede and

capacities of each person, A second way of -
“conceiving of consent, therefore, is to base. it

' - onmpeatfm the dignity of the person, rather.. - -~ .
Fur Lhel to this. undezstandmg of autonomv . '

than on the autonomy of the person, The -

“following ideas expand this basis when it is. '
recognised that the patient is the person

usually best placed: (a) to mediate amongst her
or his interests, (b) to integrate the medical
treatment with other aspects of her or his life,

“(¢) to limit the treatment in accordance with -~

_her or-his other zosponf;xbzhtxc,b and (d)

- effectively to carr y out her or h;s, pr:ui in the -
treatment, 0o . s

* This Conceptlcm pzr_soms a d1ffment._;

-pezspec[wc on autonomy-as it relates to -
consent for medical treatment. Tt is not
“opposed to the standard autonomy mncopi:'“
- but highlights different aepects of autonomy
as th(, basis for consent. It is ;}05511)19 o use -
“dignily”. conception to develop an i
“understanding of how. 1o involve Lh}ldlen n -
“medical decmon makmgr R R

Pal ents are uaual]y the p(’()plL best pI'ICQd

to mediate amongst the interests of a child

and will be aware of other r OS])OE.‘_IE:Ibih[IC& that .

‘a_child may have. A child’s developing -
~capacity to consider the Qp_t_io_ns and mak_e_ .
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decisions will be matched by a developing
level of other responsibilities and interests and
a developing capacity to mediate amongst
those responsibilities and interests. The impact
of a treatment on a child is not simply the
- physical impact, but the impact it will have
on the whole child. This includes the effect on
a chiid’s self perception if the procedure is
undertaken. Every person, including every
‘child, has to be able to integrate the freatment
she or he is receiving with other aspects of her

or his life (regardless of the level of self-

consciousness that person may or may not

‘have). Secondly, every child has to be able
~effectively to participate in the treatment. If .

the child does not participate appropriatety,
- many treaiments will be less cffective and

“some, such as rehabilitation exercises for
g examp}m will not be effective at all.

The significance of these points wall vary -

“depending on the age of the child, the ability
of the child to make decisions and the

- seriousness of the tTeatmen‘cbcmgr considered. -
" However, they are important points for the -
‘parents and healthcare professionals to.

consider, and can be used to guide the level

- of involvement by the child in the decision
- making. This way of thinking about consent

supports the changes developing in the law,

~marked by the increasing significance of the
Gillick test of competency, Many factors will
“impact on a child’s ability to make medical
decisions, including the seriousness . and
length of the illness, the se vuzty of the
Cproposed - treatment - and the - child’s
experience. of other
recognised in Gitlick that a child’s ability to

“with these factors and in the same child at
- different times. A child’s competence,

‘therefore, needs to be {r c)assoswd cach timc -

: a deuslcm ha.s tc} be 11"1‘1(1(‘

-.'Apphmtmn to the Casc Stmém

“The cases of Mary and Steven are in mmay
‘ways similar. Mary and Steven were both
~confronted by the possibility. of an organ
fransplant -and life Hme  maintenance
treatment, However, there is one significant
- difference. Mary’s experience of hexillness was

very short compared to Steven’s experience -

of his. While she feared the long term
treatment 1mph¢a{mns

irca_tment. It was

Mar y ha d_. no

experience of them. Steven had a long
experience of his illness and was well aware
of the treatment regime that would be
required for preparation for the ransplant, For

this reason it may have been appropriate to

give greater weight to the refusal by Steven,

‘While Steven could acknowledge that a

transplant would offer a better hope of life

‘with less illness, he may well have desired

simply having less treatment for a limited time

than ¢ aggressive treatment in the hope of
receiving a Iung transplant. ",[h]s had to be

taken seuously

A further issue can be xdmtlfmd in Mary’s

case. [er second reason for refusal was a fear
that she would be “different” with someone
“else’s heart. Considering the full impact of the
Ctreatment includes thinking about how the

transplant would change Mary’s perception

‘of herself. While this is not necessarily a
- reason for accepting Mary’s
- heart transplant, it needs to be addressed,
Both these cases highlight the challt_ang(-,.of 5
respecting a child’s wishes when the child
_"requfzs potentiaily life sustaining treatment.

s refusal of the

Two i issues arise in the case mvo!vmg3 Rose.

. lho first concerns how to involve Rose in the <
- decision making. Atnine years old she would
~be capable of expressing an opinion but
“would probably not be able to comprehend
* the significance of the different options. She

would, however, be well aware of what was
happening (o her and how she felt, It would
be important to ensure that Rose counld

continue effectively to pmucmata in.her
“treatment. It seemed that there was not such

C : - awillingness to involve Rose in the discussions
make such decisions may vary in accordance =

and decision making. The. second issue

“concerns how to. determine what isin the best -
interests of. Rom, and what respects her -

d:gﬁmiy as..a - person. ~Requesting fuII_:

¢ resuscitation { or Rose in the hope of her being *
-able to undergo further chemother apy could.
~ be perceived as simply seeking to keep Rose
calive at all costs rather than vespecting her
. dignity. Again, at this point, Rose’s wishes
~should, also 'be sought and seriously
; consxdu ed along side th(} se.of her parents. -

s {,enclmzon

* While neither the law nor phzlo ophical -

ref lociions_iecsue_m strict guidelines applicable
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o professmnal is primarily to the patient, The,
“ - focus of the healthcare professional has to be
. what is in the best mLm ests, of the pahent ;

in all circumstances, some general guidance
- can be derived from the above discussion. .

% The feépdnéibiiity of the healthcare

namely the child.

. % As the ;veople Who generaliy know the. .
. child best and have the best interests of the -
child as their primar y focus, the parents need

“to be fully engaged in the decision making
process. Therefore, they must be provided -.

* “with the relevant support and information. to.

SR enable them to make good decmons

. *The dlgmty and the rxght'; of the Chﬂd mu‘;t :
- mot be violated. This requires (a) an effort to -

. explain - the procedures .and ‘medical
““conditions to the child at a level appropriate
- to.that child, {b) a willingness to enable the
“child to Iespond to the proposed treatment
- and participate in the decision making, {c) a
-willingness to zef-;pe,ct and consider the child’s

- response, and {d) an effort to enable the Chﬂd 2 _
Children and Yomag Persons (Care and Pretection Acr) 1598 (NSW)

B .effect;vely to o par i1c1paie irt the treatment. |

- - 1 = .
A Chlid sal lhiy iO pm hc}l‘ ate Lﬂ t e d(‘CiSiOI‘i e (NSW) def‘nes a ymmg, pex Son as agcd swtcw or s‘cvenleen years o

- making will be influenced by her or his

- understanding of what is happening, ability

-~ to consider the options and possible outcomes
of the different options and ability to make .
decisions. It can be further influenced by what -
the child has already expenenced and knows._

. of the par hculal (‘ondmon

1do not wzqh io cleum that any of thxs 15'_-
ccasy. It is. 111C1(‘d]b]y difficult to provide the -
best possible care for eaah child while also. -

S involving each. child in that treatment as fully

- assessed with respect | to“each child dnd with
B lLspect to edCh decmon i:hat 11eeds to be made by
- about her or his care. The goal is to involve -

‘the child, to acknnwledge the dlg,mty and .

~rights ‘of the child and to-enable “the

12

. app:opuaie paltlmpatmn of the child in-
~decision makmg 1epaadmg ma,dz(.al treaiment
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