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R SRS ER e }\/It,dmnchas become ve1y adept at ireatmg S
cooiIncthistissue b __-.and managing -infections,’ trauma. and: e
SERVATERARRAE e f‘_f'_chﬂdb:rih Indeed; medicine’s success'in. -

| curing cases that killed people 100 yearsago
R R S G o may now be taken for gmnied in some cases, ool
In ihe ﬁrst arucie Davx d L’mgsfm d1eﬂoc ts.' SN othcr cases successfui cure or txeatment 18 o
4 stll hczom Nonethelcss, the, 1ap1d advances G

o on the nature of quffexmg in the context of { - moedical seience and clinical practice have: - S
. 1 1 1eNC ind ra AR
fthose: chmnm illnesses which mark the. an : prachic 2

modem trajectory towards death,  He' :-T-::%lbi@d the trtﬁfec'il?r}’r of ?Y“‘*g foz{us Ii“
Jargues that 'suffermg shouid “ho | o Western societies.” Fewer of us die of acute -

: "-':'evm ts, more of slwe with chronic dis qcs"---.'f B
: d1slmgru15hc,d fromthe- cxpcnem:e of ] SV q mic diseases

symptoms of illness and ageing, that 11- < {the. leadmg chronic diseases. ‘being arthritis,

. + - asthma abetes) and m 5 SRR
should be understood. rather as af & 1caﬂdd110t‘—)< more of u die from ©

PR “ach disea e'(co nary heart: d
o dnmnuimn of the. self i its’ attitude to the_ a CI ronic:dise S ( ro al} hca isease,
'._.silo}\e lung cancer, chronic: obqtructwo

dworld, ‘and that this. undcrsiandmg of T
- suffelmg sho uld. shape both the doctor’s |- _-__pulmonaxy dxsease) thaiplogzessx*\fely become- :

St Fon . more dmabhng as we ec'lge toward deaih‘.
- {medication: plan and:the health: care. _:_-:_:-(AIHW 2005) e : o

' '_admuustrator s allor:'thon of resources '

L Tt ought ot to be a sur pme, therefore, that
b ' S " _'jf'_'.’the trajectory towards death has ~;1gmf1canﬂy'- :

| In ihe second art1c1e Bernadatie 101"111__ . -altered its shape from one hundred yearsago. -
o -recoxmnends Cafhoizc Healih Amustralia’s two b “Death does not commoniy foﬂow a pcrlod of -
Inew sets of ethical guldelmes A gmdc for: -'3f..rap1d deterior iation {except in some cancers).

- _peoplc conszderuzg thez: fuiure health care-and :f ";’Rather patmnts hve with these dlSCdSE& for_'?_-ls-"
VA guide. for health care professmnai’s_- :

g “some: period of time, hve W1th mcreaamg-}_
-' imzpiementzng a futwe healih care plrm

‘| debilitation and.die-at a lime that is not :

predictable: for example, a‘patient’ with =
"1 advanced chronic heart failure disease in the =
i3 }".'-USA has ai, the tune of death a bO 5(} chance':':.:-- Sl
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fo '._professmnais) :
i ;requzrements for: Wﬂls and’ advanced'f!:'--
~oonh i directives,
v medicine’ ‘has been interested only in acut

- events (e:g, med"mehas lon"'beenmtele‘ ed

Ena --'_.f.{.f.q'ncm

'of 1wmgr six months (Lyrm and Cretm, 200(})
- These pahents gradual declme is interspersed -
~with-

‘bouts = of:

Mosi of uq wﬂi not dre ﬁras znm,r [ihe g
s 'Iwmg cancer Imjerim v Instead, we will: -

- be disabled by diseases such-as heart -
 disease, emphysenm stroke, deme?fiza

L of these epi sodes can cause death, and
" one of them will - hui we a:zll 710% know_' :
- ahicli one witil itJs. UpoTL 1S, Inother -
“awords, Most: peop}’e die ofg smmus"-'_'-

o just like man j other weeks. People nom;f'
cndie su(idenf Y of Iang esiabhs]zed zlhzess
7-"__(1,1/1117 ]Mh/ 2000) :

; --'-.-_:-%,Stzf;f'éfiﬁ*g :-‘éai;{i :;.Shﬁfa:ii_%: '-mess:f S
T e R T D . nature and management of' Lhromc c’usease i

Whale it is a false clalm that_'
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“We ‘may

_.ﬁlness unto death: Regmcﬂoss of the response -
“10 the clinical and pohhcal issues. 1111pl1cated}_':'.__ o
“.in reorientating many resources of.
_3'.':_sy5iem it-would be: quzie"uncuhca] and__:;
Cethically - unsatxsfa-:tory : L
- perspectives of suffering {r om a chronic illness e
‘unto death by way of an understandingof . .o

- suffering weighed down by the history of = = L

medmmc 5 encounters wnh ihe'acute event

:"duomc disease, in-a week that started  ~

R : ' i ."_l;zathex at stakc is-the degree to ‘which'the
MR .Thele aze many vcnues for mqmry wﬂh___ : : -

Srre azd to how adequately health systems ey _-

ha%i 3 dapto i ihemgelves }i o managlzlg ﬂns under stood A “paper such'as. this. ouoht not
© ‘modern. tia]ectory towards death. There are-
'.;:j-._;-_questmm about the: appropuaie medical
- interventions; “about resources; about ihe,; ‘physicians;
. functions of hospnals hospices and nursing Py '

- ‘homes, the role of GPs, about the training of
. 'chmmans (both mcd:cal "md ‘adjunct:

“about. the :needs and -"""cancer often donot involve attention fo 1ssues'_.

.._answcred a“pnon ‘and cannot, therefore,’
3_:13110163 the

~ thatcan broadly be construed as ethical, from -
- the p:tachcel concerns of wills to the Splrltuﬂ_f'__-!-

in managmg fsypl'uhe iubel cu1051s etc before"

“the advent of antibiotics), it may be.that " .’
marked decline and.
'_hospziahsahon and commoniy one of i:heseff
' '-__hospﬁahsatlons occasions the pa’aent s death,
- Death is not. commo;nly sudden and does not
commonly come to. those of us who are
~ healthy. Rather, commonly we live with the -
o llness from which will we die fora 5,15311111{3511 ik
" period of ‘time before death.’
experience a 1ap1d deterioration as death
- nears (as in some cancers) Or we may:
+ experiencea graduai decline marked by many
- intermittent acute. exacerbahom that are not -
i predlctable In fact ilus second tr a]eciory'-'_
5 "'I_descuptlon is more common than the gancer.
. trajectory. (espemal]y in the elderly). Inher:: -
- testimony to the USA Senate’s. Spc'cml'.
' "'Comnnttee on Agemg, ]oanne Lynn saad

Western health systems are nonetheless. e

“geared more towards treating acute events. -

‘Agsuch, it would not be surpnsmg if pahents_j R *_:':' L

. with chronic illnesses found themselves and. SR
“their illnesses btmg mouldcd to fit the acute = -

‘event framework of a health'system:, bung RO

:-.-"-t"zeaied when theze is.an ‘acute exacerbatmn.--";' :
and” oiharwxsc havmg treatments routinely .-
monitored. 1f so, then some or all of the above
.:‘questmns, wEuLh address many facets ofa "
“health system are mnportaut ifia health

system is also to be geared towards' managmg R

~the. common modern tra}ectozy towalds_ i
'death S

o Noneiheless, answ ermg the abovc, queshons_'_:. HERE I

L would not-be’ adequate for addresen‘tg the ol
" ethical issues raised Dy the moder: T trajectory '
towal ds death: “Any. such mquny ought to'_:__
“comimence from the resolution that medicine’s, .~ -
aihng is'to Jehwe suffermg, and fwm there ©
R reflect: upon. the nature of suffermg thatis o
o and evencancers Tike, b:easi‘and prostate i
o Aing the away, we awill. hm:e_'-__.}'-'”
: c’pasodec of serious. Comphcaizons Any

inherent in chronic’ llness; partic u}arly ﬂmt_’*’_" B

a health -

2 _O.'. rnould 11‘\ O_-' DR

_ 'i“lus IS noi :at all to :_iann that the‘m dxcal K
_world is unaware or unconcemed about i,he. s :

pcnence ‘of chronic: illness: Js':.

o pwiend‘_ "hai such: qucshons ‘can b

escriptions of ex;ocrlemed_j_:-.-?- S
However,_ it is;curious that
recent writings on chronic illness ‘the ;
descmptmns of thecorr tiresponse to patients
with car dmvascular, respiratory diseases-or .

concerns of dying. - Consider:




the Y [;mtwm‘s o]du ihmz 65
chmmc cardiac, - respiratory

E *Howeue
Cwith

 diseases and. cancer] Tive with the
CoTs constant threat of exacerbation and
0 associnted visits o Jospital; Jand o
.mzcmtmnty aboul their life expeciancy.
o Our challenge with these -patients is to
L ._amehomie drsfsessmg symptoms, halt =~
. progression of the. disease, and p;ezmnt. g
'--'comphmﬁmzs and unnecessar y. hos;?zi{zl o

__fndmzssmns (Gm_; rmri Groii 2()00)

Tlus is not 111(: foz um to arguo wheiher ihese :
i objectlvcs are correct, although at face value.

‘one tends to accept that they are.” However,

o '-{_"ob]edwcs than ihose set Out abovc

- It nﬂy be ihcmghi ﬁlai onc of tho nws{_-f_':'
- useful tools for clumdaimg the nature of .

= the 1ecogmt1(m of there bemg a distinction

~ between acute. and chyonic illness is the -

~ theoretical manner in which the distinction

s drawn. - My claim that there needs tobe a -

o distinet ethical approach to chronic ﬂlm,ss_,

___ﬂdoes not rest on -concepts of pathology.

L pr ovzdmg the ]ufsuﬁcahon {for.a clinical and .
“ " ethical d1stmcuon between acute and chr ompﬁ _
. “illness as these pathologlcal Concepi,s arenot Ui
sufficient to. capture the. difference between : _3
Ve .suf{enng in‘acute and ‘chr Oric: 1l]ness “For. -

o L nn portant: conclumcms in'the
instance, the. d1sease model of: ﬂlnes,s d1rects Hnp

- suffering, The disease model, however, is not -

: ‘adequate to all cases of acute care. For

.example, an’
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IR Josuffer:
- this is the forum to 5pecnlaic whether such g

e .ob]eciwos C(}mututc a sufﬁc:eni 1Lsp0nsc to:'.
. chronic illness, whether in factreflection upon . -
S the exporzeme of suﬂenng a dnomc illness -
unto ‘death teaches us: ‘that theu, are more

L 'malmxtutmn (ddapted flom Cafssoll 19‘31)

. Here, we encounter the begmnm gs of Lhc bio- -~
psycho-social model of illness.” Impor tantly, -+

_both theories give us a way of thmkmb about -

the cause/s of the: paueni s malaise; but
neither theory instructs us as to the nature of © -

‘the experience of the patient’s suffering. " o
-Indeed, as distinct as both theories are, they.

share a common assumphon bred out of the =

successful- clmlcai sciences. . They-are

and : emphasme

'_ reductive materialist assumptions of the .

' ."_ruductwe as ‘each allow‘; Lhat ihe Iocus of i
suffering is the organic. While the theories =~ =
pzovlde d1{fuem accounte of the causes of .
“different
s nnnaoemeni ophons neither instructusasto”
“the experience of suffering. and thus. cannot_
“instruct us as to the. eihzcal responseto -
.-suffumg, in acuie 01 Cth?ﬂlC 11111053 SR

. ..':‘.?Suffermg‘ ami t?le 'experxence af

W ﬁhfﬂmeandﬁﬁﬂte Eﬁﬂess i symptoms -

’Ihe expermncc of suffcrmg is to be

dlstmguzshed from having" chmcally.i_

ke i ) - ropose to
: suffexmg n chlomc illnessis via acomparison significant sy mptoms of Hiness. ‘[ propose to .

- with acute-illness.  Indeed, 1 will later 1etum-‘_f":-‘mai‘e this distinction: by suggesimg that.

1o this contrast. IIowevel the d1f flcu}ty wﬂh_- '

I have dlav\m ihm cumepuon Irom sevc,ral_-"-._ s
“philosophical -7 -

o i d Husserl (see Husser, 1982).
us towards the patient’s acute illness bemg 5 ;work of Edmnd Husserl (sae b )

| .’_'-duect}y and. pxoporuonately related to an
o under Iymg organic injury that medmmc can__--._-
" resolve and by doing so relieve the . patient’s

descrzptlon must acknow]edge that'the bodyf L
':piaces me at the cenire of a. surxoundlng_.'_'* KE
~world, full-of objects and peoplr, with all thexr;" g
".mateual ae%hetxc and moml quahhes. s
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‘suffering ‘is an experience initiated Dy o
< symptoms, be - they varieties of ‘pain, .
-b:eathlessmesrg, wasung, weakness fatwur, Lo
_anorexia, anaemia, coghitive dysfuncnon ete i
To describe sufferi ing in this manneyis 0.
_deemﬁae s;uffenng as'a state that pumms to.
~the self that is at the centre. of experience, Here -
“I'need 1o say.a few words’ about the ..

: cnncephcm of expem,m that have in. nund

The fnsiunportant conclusion is that the idea i
- that there is any. distinction between the self = .0
~and the body is:an abstraction from an initial =
. unity. F urthermore, the body, if described as.
that which is the ob;ect of medical’ concemf‘ SR
bld. man. presents Wxth*."'."md as thai which is the location of sense__.
o “organs, is msufﬁcu,ntly described. Asufficient =
. ‘pneumonia,’ Is'the cause ‘of his illness the

o multiplying bacteria, ‘the’ ‘malnutr 1t10n'
. allowing for the bacterial invasion and
. survival, the grief over the death of his wife, -

i or'poverty or Ioneliness leading to the' =




' Mmeovel the body 1‘3 me and the scxcntlflcf'

. description and mvestlgatmn ‘of the body .
" overlooks (per haps necessarily) that the body .
s the “living body’; in «other-words, the seif -
S xsnt,cessanlv embodled and embodiment
- implicates the self, and all its attitudes and -
L 'conceptc; as necessary to the structure of
o experience. ‘Husserl’s lengthy analyses bring
. us then to the quesimn of the 1ciat10n-:hip_
. between the self and the world it experiences.
. /The self; he reminds us, experiences the world .
o --'_':"_'ih; ough the living body. That is, experience -
s always® ‘;tluciured by the attitudes and -
. -concepts of the self (which Husser] describes
lhe__'_"
“mature of the duress of the tortured prisoner, - .00

Her- analy'-ue reveals that ”mtmse pain is

" '_;um:iex the heading of mienuonahly)

- “important point is that experience of the’
cooworld dse neceesanlv structured- by the -
. attitudes that are. available to the self to take
~up with regard to the world. Another way -
S of putting thls pomt is: the Woﬂd is nota-
- substrate that we impose meaning on, butis
©primarily medmngful because we ale _c_a_pabl__c_'-.__ :

: SRR R _.'Thexe are two reasons for this: if there is no-

“ o world, therefore there e
o fmea1m1g£u]1y populau, thc wozld with whop v
'zi'to form Ie]ationsthe "79

o i'of the act of meamng

R Thls bungs us to. 1he cmc:tal pomi foz'f
_ AT prowdmg an m’sd@rstand mgv of suffm ing: '1he._'-.
sooiself resxdes inthe living g body ihai is compoc.r_d i
(at 1east in. part) of movmg, sensmg,':'
B i'mmembermg, of moods, emotions, needsand

L . --"hexs,cif fac:uses on mm, she acknowied es that o
'._-desnes and: ru[lcc:txon and Contemplatmn Jf 1 f

o - “other aspects of ageing. {which is. commonlv*_ 3
- any.: of the living manners in which 1 can take
Siooupa mmmnvfui pelspeuwe onthew 011(1 are.
s ::lestilcicd o1 Io,st (from senses. o :memmy to o
:j.__desnes and. emotmns) then the world that 1
- can éxperience may be narrowed: Many-'."-'-_ e
ooorganic dysfunctions can ve esult in the RRRES
- restriction or loss of the living ways in which
" 1Tcan“mean”. and thus have expenence of tlu___ij R
o iworld; that s, the S} mpioms of organic |
:'_'..-fdysfunctxons, br. they pain, malaise, cognitive =
R -jdeflmts, etc, can restrict: the World that I_'j' S
*experience. and’ correlaﬁvely alter the shape'.' :

i 'of thf’ self: that can be dxscloscd m that world

o Tius prov:des a way to descrxbe ihe nature:{ o
S -'_of suffering. Sufferingis a privation mmated_' 5
. ’by.symptoms. Sufferingisa dimunition of the

ability-of the self to continue to take up -

S attitudes o the wculd and ihus, correla‘nvely
- also a loss of certain experiences of the world. POOI s]ecp, L azgue that- t}us confounds.'-

Sworld- desimvmg ST
'_-thout a world: ihe1e FER e possx.bihty of n '
‘relationships such as Inendthp, family, +
‘._.pohhcal and: c1t;2:enthp and so forth,and -~
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’i‘ha ldta ihai suffermg coulc'i be undemtooc’a i
as a loss of world and self is not a new idea, "
We can find formulations of it in such work:

“as Elaine Scarry’s The Body in Pain (1985), Her. -
chapters on torture’s aims and congequences. =t
*‘are rich with mslghis into the experience of =~ -
~suffering.: In her accounts sufff,rmg isthe

result of intense physical pain that may-be =
attended with psvchologmal torment. When SRR
she.deals with the question of the betxavmﬂ_ e

‘confession” made by the. tortured’ prisoner,

she finds that no moral cu]pab:lxtv can’ be: BT
_aiiached to.this act, for no-one.is beuayed e
Her conclusmn is not reached: by a naive: i

appeal to duress, but' by an analysis of fhe S

(Scauy 1983 :29).

therefore there is no posszblhw of betrayal.

“are.no’; pcopk whq

ndlv the posmblhty_”-

-"".'self Czwen iho 11111.macy botween the se]f and'_f*"_ S
sworld, the destruction of the worldisalsothe 0 =
1dc5trucixon of: the self and as such: ‘the

~associated with chmmc dlnoeses) can nanow_-; =
ihe wo:a}d and self '

As the body Inml\fs dnwn :1 bemmes. el

" usurping the place of all other objects, SR )
- so that finally, in very very old and sick -
"-;Jeaple the

“circle fwo feet out from themselves; the .
exclisive content, of perception and.
- speech. may becore what wwas eaten; the .
';noblcms ofmcrefmg, the. progress. of
pRins, the comfort or discomfort of a.
_pm ficulpr chair-or bed (SC{ZHJ, 1985,

‘suffering is describable in terms of their

difficult bowel habits, their poor appetite and e
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. "-"r:n(u,asznoly the: oh]eci of attention, . L

world may existonly ina 0T

Whﬂe it may be thought ihatsucha Pelson Ys oo



_undellymg causes and the natule of
- experience of suffering itself. Suchapmson 5
: suffeung takes the {orm of the world existing, -
“only in a’circle two. feet  out from .

Asa result it may be that their.

themselves”.
o ab:lhty {0 take up an attitude of love, or take

" apan attitude of desiring a meal for the .
: ._pleasmg 1tb1mgs has diminished. I”leasumble_g_'-

“meals and pleasumble company no longer

= hold the mgmfzcance that they once did for the

. person, ‘not because nothing pleasurable
- comes their way, but because the ability of the
- self to be s0 dlsposod has been lost, and so,
ol conelatlvely
- diminishes. 1 contend that the experience of
o -:oi’ ihe Wmld

a_nd cself

S person Tas invaded and it must be defeated,
Silerteured.

e “March 1%8) ‘However,

‘undergoes. an’ amputation “has; a

- Bloethics Qutlook, Vo, 17, No.4, December, 2006~

pleasuxe'm ‘the. world.

. “While the patient suffers:
: -_-o1gamcaﬂy (fevex faugue shoz’mcss of breath,”
~ocough),” ‘because they: recover: Wl’{hout"
:developmg any. comphcatlons that: area -

healthy. _person: who devdops severe.
._nenmgococaal mcnmgltls and as a 3esult-_

as a5 way-that may not be; (,olmected to ihc_' :  ;

,_'undellymg dysfuncixon, 1_30111 in terms.of
“timing and expeuence'

' '5".'.j;con:>equencc,, a sequelae of anacute dlsease’._}
+ . that cannot be treated merely as something °

- "ahen to the pahent to be. defeated hwtead"":-'E%_Cluomc illness can’ “sufferin those times of .~ -

. the results of ‘the ampuiaimn must ‘be . relative clinical health, not ;ustbccause of: tht,_--:'

g .l-l-mcmpo;ated into the patient’s underslandmg__'.-:.:. symptoms (and indeed, their management, =~

~ of themselves. If the patient was a Tight “gych as hameodialysis) but because of the =

._--:-"handed fanatlcal golfel ‘who lost his ri ght arm
*then the personal and social world of the

o f-:patleni has changed and so too, conolatwely ‘. f.-'cannol piedlct the nature of suffermg in any.

-+ must his self. The breach'of the body can be one case but we can prodlcl that the sua‘feung:f‘- o

anagr.d but thxs does not ther eby 1est01e the'.‘ e

patient {é themsélvés';uid .thé"'wo'z'}d of -

coherent meaning they knew ‘before’. Foras
long as the self and its intimate relation, the

world; are: ILSiIICted o1 cven quugg}e to.

“ cohere, then there is sufferi ring. “The suffering
- is alleviated by xcstonng the world and the -
self. ‘Sometimes. it may not be possible to - :
restore the world and self to their former. -

. shapes, but 0111y to a’‘new’ state in whu h'they.
“To 1e9toze is 10 ensure ihat the
world is a field in‘which the" person can
_disclose themselves, and speak of a plot that -
is coherent. In the case of the patient with
_meningoccocal meningitis, there has indeed -
been a b1 cach o{ this patient 5. mtaguty :
. euﬂonng has this form: the shape and extent
‘diminish,

make . scnse

disease Ilns pahentssuffeung, thmefme, s
_ - " not limited to that period of disease. The .-
o S osuffering during the period of ‘disease
B '-Sjﬁ;ffering-_g_in_.-.Chmﬁic.mn_ess S L

L R T DR RN U : .__-;suﬂ’mm?Ic)Ilowmgthepeuodofdlseacse (aloss =

C e ' ShE 1d and self) are qualitatively diffe
Tius desulptlon of Guff&‘lll‘sg is. not th{-:'_' j-'_'Of ore ancse )'ue qua : ahvc y 1 elem L

s Complete picture of- Suffeung from a clnomc__
<+ illness, To'complete that picture we need. to *
' '_._d:stmgmsh the. expulencc of acute ﬂlnes‘s 1’10111?' :

LA patlent w1th

© Plunkett Ceptre for Ethics

“(something alien has. invaded) and the * =

Imaily wnh mgald io Chl onic 11111@5& 1t is 0
U -_".1mp01 tant 1o recall that'l have awued ihat'_i_"f
. the experienceof chronic illness. An example_'_s-'
- of anacute illness is a normally healthy: young:
- person bemg suuck down with pneumonia
SR cand has,pnahsed It is possible o Lonceptuahse ihe: mnmaiely inter twmed self may take the |
B --.'-_-th;s event ‘as though something alien to the '”-shapo of pgychoﬁ{oglca] social,. spsrliuaif
_concerns, the meanings of which the self can
- no longer find forums: for expression of, or
~make sense of in’ teamfs of that cohereni'-'* B
‘meaningful plot of a life. These ¢

L "commonly cncounte:{ed in. ihé' P
“threat fo ther, their. suffelmg is limited to thai: '

" period of disease and can be described in.
i terms.of: that disease (Jennings et al, Feb- -
_the. otherwise.

5 suffelmg canmot be exhaustwaly descrlbed nti
sterms.of the disease or by an organic = -
descnptlon Suffmmg, as a 10ss. of worldand . -

oncerns are .
atient with oo
chronicillness. Recogmtlon ofthis ougjht then = =~
“‘to lead us to conclude that to suffer a chronic .
-illness is 1ot to suffer merely because ofan’
“acute ancmbauon of the. sympiom.s, itisto
suffer: ‘also fin ihose “periods w .
-'._symptoms appear managed and to snfferin

hen the "

. .consequences of the symptoms for.the scope " -
+.and shape of their world and their self. We 7



' -l:_fhospltalzsauOﬂs could

o 'Chalienge s
R acknowledged Noneihe]ess, not aH pahentc; -
- witha chronic illness must suffer - how, then, -
2 -"'-rnay we 1d(.n iify who is: suf fcrmg and what % "suffcrmg patients whose. Woxld and mor al i

' . agency are diminishing is to ensure that .
i dl‘iO.’:‘iSG?

1rcai~ments and even the a’aents thezmdves
At thxs pomi I draw bneﬂy on’, the:i'i ( b ).

“_'_-"phllosophy of & mmanuel Levinas.~In his -
- work, Totality and Infinity. (1969 ), he Opposw:-'

- the thought that needs and desires are a'
'-'-.'pnvaﬁon in life and a source of displeasure
L Instead, he' argues, needs: and_{:
- desires are the source: of enjoyment ofithe »0 oo

~ -living body, indeed; of life; To havencedsthat-

: 'aa e sailated, suchas io be. weumcd in the sun; :_[f -

o en]oy a'meal and a drink, bungc; vitality to response o suffering in chronic illness:is

R hvmg To: e suffermcr a chronic illness, to %tma’ﬂon Of w 011‘1 and SGH docs 1‘0’5__11“?}3’._' 5
~oo have one's world shr mkmg to within'two feet : skills,
7 of one's chair, is to suffer a di _

- ‘attitudes of needsand dequ es that had forso’ :5.;}.

R 10ng, s.ustamed

-+ and pain.:

e _'.dzsease Thus, ethzcaliy 1t1s msuiﬁcxent to h cat -
- achronically ill suffering patient merely 1 upon
~ - the terms of their disease; their. suffermg isnot
RN thelr dxsease but is ihen' 1035 of wox}d and self

B As a 1esuit the earlxel cﬁ.od comment from_'_:_'
. .-'-:'._ihe Medical ]omnal of Ausz‘mim falls short of
. the mark for expressing what: Lies in’ the
“challenge’ posed by:chronic: illness. It is, of -
1mportant that symptoms be_;--'
R “reduced,
SR hospltahsatmns prevented - all of. ihcs(, factors
L ought to lead toa mducuon in qutfenng”

“icourse,

3-':managed comphcailons

5 I Iowevez 1f we are a1e1tto 111@ posqiblhty that:"_..'
‘a patient. whosa symptoms appear. well-:

recent}

nomheiess, be

- managed ‘and . ‘who . has- no.

gjreatex thai

o may be done aboui. 117

L The relevant 1hou ght of Levmas does not

"”:--ceasc W:Lih a gonsxderauon of the vxtahty of
© life. | His'mos "';rnporiant (and conty oversml)'._-'_.};
chtrlbui“son is to ar gue. “that source of moral:
““concerns is to be found i in the possﬂmhty of the
; witality of life and its 111secuniy Pmczscly'
L {-;}because 1 have no natural right’ 10 my- place .

. in'the sun to- thc exclusxon of others, we i

> '_'_encoumier, he ar gues the or 1g1n‘; of morahty

“The concern. w1ih bemg mmal is notj__:f"""_'_. SR
:_'gestabhshed by reason or rehgmn ‘but rather N

g intrinsic to the nature of the en;oyment of LRI
:havmg needs and desires, ’Hms, toloseone’s e
. needs and dl_snesm also iobL paxﬁysepaxated':_-__.'. R

»\re hrst'j'

- do not enhance the deterioration of- the
patient’s noeds, desires and vitality: that moral -
'-f-j'agjeﬂc}’ 1s nol unwﬁtmglv abrogated o

diminishing'of the .

“or self and one of ﬁ1e touchstoneq IOJ ﬂué
would be to ensure as faras poasmle that the’

_:'the physician to 1n0d1fy the adminislration of L
pat ticular mechcatmns w;th szde uffecis {hai' S

Bfo_erlm."s(?ur!qok,_Vb)’._'._] 7, No.4, December, 2008

from that which has constituted for the

imd;v:dual ahuman hfc tht, abxlﬁy to express:
_::values, to recognise) moral duties, to belong to
“a moral community and participate in the .
:.'relatlomths such-a comununity. makes .-
“ possible, This is consistent with the thought =
of Scarry- above; that suffering consists in "
destruction of the world such that, morahtv’. R
_{'_Ceases o have currency, Sucha patientisnot. .
“only.or gamcally yulnerable;’ but exmtenhal}y '
vulnerable: it is not only their body that is
threatened and the continuation of hvmg into.
the future, but the moral s;gmfn.ance of their
‘own. past. and’ piesent life::
& ‘ethically: to 'such a patient musi then be
- restore them to their needs’ and desnes, to.
‘restore ’fhcm 10 the vziahty of life and thus also
“to, restore them to moral: agcncy
~negatively exp:essed the cthical response 00

To respond
- Or,.

symptoms, institutions eand o

T 0. diaW'ihé Ean'c'l'ﬁc;i'bii t'iié't the. :é'thicgal_i.

¥ at the c]xmcmn_
atment thatg

pament can find’ expresqmn for their. va_lue
and tenure of their needs, “This may require:

undermine the patient’s vxtahty, oritmay:
requ1re a physmlan to be a witness toa:
. patient’s: buffermg, when the institutional or
managemcn’c causcs of suffenng cannot be_-

. Plupkett Cenre for Ethfes
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: _avozded To be f;ura, Jt mdy requue ihat thg

. '_phvsman consults others i inorder to alleviate =+

. the patient’s suffering: family, Iucnds,"- '
ooreligious. ministers .or psy LhOlO?’lS‘t‘i or -
. psychotherapists whose skills can aid them to

- find ways to restore the patient’s world and -

_ -qelf and: mdmtam them a}ong the im;@c,tory'f'
~of Chmmc 1Hness unto death.” Indeed, it may .
o be,’ given the modern tr a;octones towards
5 ‘death of ten nwolve cluomc illnesses far moze"-_ e

" 80 than in the past, that not onl is there a R
P not on . oAl ‘the Gonls. of Mf)dzcme Oxfozd Umvemlty Plesq S

£ social msponmblhty ta attend to re-or n_maimg I\ew Ym}(

~the health system and ‘its ‘resources
ar socml_-
- responsibility to fosie;. the uammg of -

“app:opuaiely there “is:also

the" :’mal yeals of__' our.

R ihlS mnduszon is not as f'ma,ifu} as P(Elhapb =
o seems, There is growing interest in theuse
- 2_-‘.0f mu]ildlscplmazy caw teams’ Im the}-_
Ry management of chronic terminal diseases,’
oo lsuch as chronic xenal fazlme hear Lfaﬂuz eand.
© % chronic airways Jimitation. Such teams aim.

chmas,? (1969 T(Jt(ll?l‘»j.f?ﬂ:.

' toachieve an improvement in factms that can. '_“11 ssay in lllmmm‘j “Trans:

b § 7e-
“be measured, such.as re- hospxiahsa‘ﬂon rates Duqu (,sne Umverslty P1css Pltlsbuz gh

1hr_se factors are thcmselvee

- clearly important outcomes to improve in this. R
Journal. of the /imr)ncan Genrmzc‘s Socwi JJ, _VoI.___ o

~and mortality.:

- patient population; however, they arzenotthe .

- sole-aims of these teams. While, commumiy; -
R _'-.__1"_11111509 w011< to ensure. pauent tILatmoni-“_t_
. compliance . ' _ '

- management, others such as ‘social worker S,
“psychologists zmd chaplains - concern” .
.-_'_._themeeives with the psychologmai and -

and

-.good

iy emstential aspecis of the patient’; 3 S‘ﬂff ering.
ethical
.-_rcsponsxblhues 10 patu,nts wnh termmaljl__'
~.~chronic illnesses ‘extend beyond  the
__'_nwnagement of acute exac erbahom andf.f'-'_
o prevention of re- hospztahsatzora ‘Given that
B the duomc 11111ess tra]eciox ¥ towtuds death._ i

CInsummary,:  medicine’s

is more’ common than it-ever: haa been -as

oo iresult of ourageing population; it s
S f__xmperairve that the: orientation o
- health systems includes a means to ameliorate
- the suffering of terminal chronic illness. The .
S '-.amehoratmn cannot take the sole form of -
' sympiom management; but rather must also. . -

o involve the mami{,nance of the patrent s 5<_]f '_

o w01Id mora] apenc:y.‘- : t

~a Pure Phenomenology.
- iKIuwer Academic Pmss, Dozd:echt

; Illnesq Hnsfmgq_Ce
A6y e

_symptom .- _'USA Senaie bpecml Cmmmﬂee_ on. Agemg [

: modem_.
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Future Care Planming

"E”wa mw seﬁs @f gmdeﬁmes ﬁ@}r pe@pﬁe cmsgdermg Ehew

At its Annual Confmoncc in Augyusi
o Cal Imhc Henlth Aushai ia 1aunched its twonew.
_ --:'_seis of -ethical gmdchnes A gmdc for people:
-_'-mnsarieng their futire health care and A guide

v for health care pmﬁse;mm!s m:gai’enimg A future.;
- health care plan; -

3 p1 ofeqsmndls

The guldelsnes which come wath a wazm

e reuommendahon from the Committee for
- Doctrine :and Morals of: ihe Ausiml;an :
. Catholic Blshops Conference, were prepared .
i ﬁby a small group. after extensive consultation
.':'.w1ih health  care pmfc‘ssmnaie ‘both m:-';fithr,y are no Iongeg abIe o maiu, docua;ons'_"
7 Australia and overseas. The. drafiing group

S compnsed Bishop Anthony Fisher OP, Rev:’

. Bioethics Outlook, Vol, 17, No.4, December, 2006

S These are now available to
" both members. of th@ pubhc cmd to hea]th care'_-'

o assisted smc;dc

e ._:j.z_=.l:_-'_',Thmk ami ta,m :about future
e -J.jfjmeciical treatment‘?

’ihme qulie diqtmct soczal chalianffw and
1he oppor iumty to 1espond to each of ihem -
- motivated the preparation of the ‘guidelines.
. Firstyitisnow possible for medical technology

to ‘be ‘used ‘to keep people alive in - lreatment.

= fmm@ ﬁwamﬁ @am md f@z‘ pﬁ”@f@@@ﬁ@ﬂﬁES E@@kmg &ﬁ@?‘ éhem'_i-_,@f. 2

- Bermadette Tobin

'.then hvee p1 o]ongcd :measurcb to minimise.
~ that possibility becoming an actuality are thus = -
“needed.” ‘Secondly, a‘qualitarian” ethic a’noui_'_:f_'-'f: o
- the mgmf;cance of human life would have us o
r'._:bcheve that Jliness can so 1educo thc quaht}

“of a life that it is no Ionge1 worth Jiving’: we
nead 10 resist that view, -par hculariy when it=

ssues in backdoor {and even flontdooz')._‘

.'_ﬂ'appmaches to. lc,galumg euthanasia and.
“Thirdly, the: varmus_-f__:_' o
-'appmacheq to advance care. planmng orii
“future care planning’ which are now = -
cavailableare: ‘of mixed: quahty wWe nccd to_"__.-'_ R
ensure thaf people thml\mg about the medical -
~treatment. ti‘ley would wish to receive when =

“about that (103(3111(-‘1 with' health care

professionals who look after ihem) have the

- Dr Gerald Gleeson, Dr Elizabeth Hepburn best possible assistance: guidelines that are -

" IBVM, Dr N,u:hola‘; Tonti- 13111313]“1 and mys self. e to medicine’s own internal ethic; to good

Lo An order form for the guidelines is on the secular ethics, and fo Catholic: teachmg ’1bout (Y O
cpp051te page.. th follows is no more-than _ N
* " brief summary of the main features of the R

L guadelmes nothmg repla{"esadose_ and camfulf;_ o

i r‘_.:_-:wadmg of -h_em in fuﬂ'

hfe, dymg and dLalh_

5 --'.__'Ihc gmdellms encourage people to thmk' Shi
~:about the meaning of death in their own llves,_" SR
“to face and resolve pers sonal differences within = - :
~thef euml},f to reahse the desnabﬂﬁy of Ieavang R
“others:with some’ gu1dc to future medical -
They encourage people to talk - -
about their hopes and fears, their goalsin Tife, S

' .'c1rcumstances in whxch ihe r would not want o Che
R ST } o SR _the kllldb of ueatxm_ni iheywould (and wou]d;“_":_':-._'_-;

© Plunkett Cem‘re_fog&{uc:_" :



S "-_-"_professzonals

'not) 1olexate They encouraoe people to._-
- initate, the relevant conv ersations not only. -
S with thelr own doctm but also W1th members
Clof their fanuiy, and to. do so over the years: if - S
~.." these matters are iniroduced eaﬂy and';-*'ﬁ S
. pradually, it will then be easier to. discuss -
o lspecific and: nnmedlate issues mlatmg toa
- terminal illness. Planmng relies on good,
R }ono term, commumcatxon between the

be adapted bv mdlwduais for then own S
: pexsona} use Ilns model’ 15 reprmied o

3page 1'?

In anoihe: use{ul a51de the gmdelmes pomt "

out just how- unheipful so-called “advance ©

b provided: They may be used to insist on

"-:___--":jf_Gans:der ap};amtmg a :
representatwe ST

The advaniao e of

._-_;__'G;ve_-:‘guidaﬂcé ts} th -

The guldehnes encour age pf_ople to promdc
 their representative with some gmdancef.
" about how they would like decisions to be
. made, some “evidence of their past wishes’.
- - That can be done by conversation and by the -
o ::pleparahon of a statement-or record of one’s -
-+ wishes: infact the gulde]mes provide a useful
L '_'-model of such a staiement, a model winch canf e

10 Bioethics Outlook, Vol. 17, No.4, December, 2006

-f;fﬂnciers’sanci repbnsmllztles and
'rights B S

""'."'1easonab1y ava:]ab]e

- give. written guldance to others aboutithe =~
'.'foz ms of t1c,atment and care {hey would and_}

_vant health care pro{essmnal

qagmfzcancc of hfe and death)

'Ihe gmddmes cianfy ihe mdnidual._

Plunkect Centre for Etpics

directives’ may. be. "Advance directives’ may.
-~ Dbe written in such a way. that- ﬂmy actualiy;_'f_.' SRRy
f,prevont health. care: profesqaonals from

. _changfmg care to suit changmg circumstances, - i
“They may be used to reject care that ought'to =

1 treatment that is inappropriate. And, insome .-
SR ]u11sd1ct10n, their legal status may compound SR
. all these problems.  That isiwhy these. 70
R "--zguidehncs recommend that pec)p]e domotfill: i i
o : ST o . out-any piece of papger that s called an v
The g’mdelmes encoumge people to CO“SldQI_.“.} advance directive’; rather if poop]e wmh FO
o appomtmg someone to 1cpresent them should_.'-
acircumstance arise in which- they. are: o
. longer able to speak for themselves. - They
- clearly recommend this approach to future -
Tcare. planmng OVer: that of: fﬁlmg oui an
B advance d1rect1ve

' thatemont ‘which can Subsequenil} be used fo e
: mfown butnot dirvect, their repzesentatwe and_ L
S _3_-':11“1' . i
he or she wﬂl be able o, mspond io the':_'--_ S
7 changing c1rcumsiances in 'which. treatment e
" decisions  meed: to:-be: made.t The i
L -_depiesenianve s 101e wﬂl be to make demsmm
- and communicate with a treatment team or -
% nursing home manager, ‘and poss;bly also.to.
. coordinate discussion among the family. (In.
- .- auseful aside, the guldehms expiamanumbel -
L of different ‘ways in which someone may -
- become a replesentaiwc, notmg that this may.f
R -_'happen qmte automaucally in some pa1 ts'of -
: -._'-Austiaha') BRI _.

;3med1ca1 treatment and care: that is, to use_:_ e
“those means of sustaining, one's life thatare o
effective, “not. ovcxly—bmdensome and..j___-;f-.'--;' :
_ They cianfy the oo
individual’s moral nghts with mspect to
" medical treabment and care: thatis, to Tofuse

- any treatment that is futile or that is overly-
b_mdensome or momlly umacccpiablc The
guldelmes then explain each of thesekey o0
‘terms using the language of ordinary secular ©
mor ahiy, and: Cozmectmg that ianguage with: o
“the corresponding. language of: the C aihohc'_f_ o
iheologmai tradition.. (Indeed since the:
- guidelines are mtcnded to be-useful forboth
believers-and non- behevers, ihere istonly oo
‘passing reference to a rehgmus sume of ihe' S IEOE R




Uﬂderstand distznetzve _
--‘-'__j-I_raspens:bzlxtes af represeﬁmmes

. pointout something that is often migsed inthe - be ]ust as important to state what treatment. -

“and care one would want as it is to specify R

SRR “what treatment and’ care one would find .
- vights of his or her representative are not the

- same, Usually, of course, they are the same:-

. .llteratuze onadvance care plamung msome
- circumstances the rights of the patient and -

i a 1epresentative has the same moral rights -
—and respcnmbzhtles to request -or refuse.
< treatment as the patient had while Competent '

L "Howevor in some circumstances this is not the -

“case. For example, individual’ people may"-_.--'. R
. well act gencronsly and place themselves in ~ 5

. some danger for the sake of others (for .

"."ﬂ-_example, to donate’ tls ue 01 01ga115 o1 to L

. lessen a " burden on’ others). " Bul-

- __3."wpaeeentai“1ve should only allow 2 pauu it io_-"-:. _
© L be endangered if’ ‘the course of. action would
. ~have been morall}; permissible for the pahem'_ T
SR while compﬁtent and provided it is oxphutly.
Yoohintaccord with. the paticnt 5 eeuhm cIearlyf
L :'exprcssod wzshe ' T

ihue is much clse in the gu;delmes F Sor

instance, in the ‘for people’ guide, there is .

- “advice about how to plan for treatment and

- o ' ; care in circumstances i in which one is not able N
Ihe guiddmeq f01 hcalth care pzofesszonals -

o foed oneself, cmd itis pomt(,d out thatit may R

-_overly~buxdensome “And in the ‘for health
- care professionals’ guide, clear and action- ..
~guiding’ advice is offered about how to' e
interpret’ an - advance care plan-in
: 'rc1rcumsianccs in wluch:ts dpphcabﬂuy is noi" o
'clear S

_Bei nadette Tobm is the Dn ectorof the
: Plunkett Cena e fox Ethtcs '
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Cathohc Heaith Austraha

; A medei statement for future heaith. care
S Hname)
R 'of (addi ess)

Sl '_'askthatthas documentbe used 10 mfo; m decxsions abautmyhea{ihcare,m the evemthatlam notableto' e N T
'-":f_commumcatemyw;shes Thtsstatemenusmtended mguxdebutnotduectmyrepresentanve S

..'.::'._I:}:Pﬁl’SDﬁ() appninted
Name() e

T LT T T

rerinrder

[IRITILYY 1

’Sta,tement af my wxshes for my fature heaim care' T
R P Iwashtobeg;venappropnatecaretosustammyhfe tocuredlsease, o: toredacedeteno;auonmanyphy51cal
e ormedtca[condrttonthatisuffer o : e

SR know that death need notbe resxsted by every possﬂ:le means 1 ask that i not bfe gwen anytreatmentthatwouid i
- =_'_notsustam me, 01 gwe me comfort ory eheve a condrtlon thatl have or wouid_be over ly bu: densome tomeorto. . o
_ "'f_othem-_._."- S B =
coo 3 ask that ! be gwen adequate paillatwe treatmemto manage uncomfortable or d:str essmg symptoms w]u!e ER
B maintaining as much function as posmbie, especaaily Tucidity, durmg the dying process Iftheonly way o manage -
“mydistressiswith treatments that have the stde effects of reducmg iuc;dlty or even shortenmgln’e, then I arn prepar ed :
LRI o'accept these consequences. '
o4 1wishio be provided with food and ﬂmd 3nd thh orhet basm means of sustammg my Ilfe and makmg me By
S comfortable, foraslong as 1 need them. Th:smay need to be done bytube un!ess orunmsuchmethods oftreatment =
o and care are ineffective orare overly Dburdensome, - : ' : S
S48 1do not wantmy life 10 be ended or my death to be hastened by any act or om:ssmn that is mtended to cause
B mydeath i : : : =
o6, Wheni i[ is thoughtthat I am m the f‘ na[sta ges of tei msnal E!IHESS or m;uny, or that my.dea::h JS 1mmment 1ask thaL_--
- allyeasonable stepsare taken to allowme tobe with my familyand ber econcded {o. anyone fromwhom . may have :
i+ become estranged and ifitis practlcabie, thatl be aliowed to dle at home or at !east iha home hke hospxce orother y
2 instittion, - ' e 5 \
iy 7 (St! 1ke out xf not -appi:cab]e) 1n my medlcai care; l wash to foltow the utes and teachmg of my relig;on : _ S
ERRR : (msert the name/ denommat:on of yourr ehgwn) Jask that! receive pastorai care and zhe T
o ”’-.'-_appropr:ate mmlstry, both ear lym the courseof myxiiness and again when death appi -oaches. B e
RO N (Strtke otit, ifnot applicable). 1askthatthose iookmg afterme observe the Codeof Erlfrcalftandaidsfo; C‘atholfc_ o
R HealthandAged Care Servicesin Austraha (CHA 2001) and subsequent Catho]sc Church docun' ts,
9 (Smke out, if not apphcable)} amsuffermg from Lhe foi]owmgdegene; atwe liiness. i :

o 1:-:-;:'!nthe followmga: cumstancey

- 'hvouldwanteffectwe,non burdensometreatmentand catethat;s1easonabiyava[labieto be contmued butwould -
f_'consnderthefol!owmgtobeoverlyburdensome ) : ST SRR - i

: I would a!so wantthe fo]lowmg :

' _._3_Signature

........................

'W.itﬂ-"'ss“’s e _ ivireesspneen o
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