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Informants: Patient (n=16), Staff (42), family & visitors

(-7—4:Patie'nts:" ultlplemorbldmes ambiguous prognosis,

‘v_apaC|ty limited involvement in decision-




 Clinical practice informed by ideologies and

are often shared by members of professions

dictate decisions at key times

 help individuals navigate uncertainty
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Not all ideologies are equal

Care is generally good when team agree on approach
Problems arise when:
Care transitions from one approach to another

Patient, families or professionals disagree about
correct approach

Society values heroism, battling against death, power of .

 medical technology and bioscience

- The “rescue ideology” dominates -
Yy Cheblau B




p on
ng

-

ta

Yys

ust ¢

blood




;- '_'-"_‘Ellen (64) Background Stage IV heart fa11ure deterloratlng renal

_fmecton. - - f |

;~ )Unconsc1ous on arrlval followmg selzure/stroke Does not Wake up fuIly
;'Famrly Wlth her most of time; telhng her to get better - ‘

..»§Fam11y concerned because she has not eaten for 3 days and staff don t .

- seem to be concerned - ' | =

| -A‘Nurses (outsrde room) d1scuss probably dymg th1shas not been
d1scussed with family — “the consultant needs to make the dec151on

,‘;’Over weekend family d1stressed on—call d1et1c1an places nasogastrlc
tube feed is commenced - = f
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s about dying curtailed twice due to
ress and anger, & professmnal

out talkmg about dying

ylater doctbr tells family Ellen is dying.
‘discontinued, tube removed, other fam11y
edside. Dies three hours later.
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Consultant ”I th1nk of 1t as a battlefreld Hwhenrve have A—s‘orneonein front of | ‘
;‘_jme who 1s morlbund we do everythlng But my other hat 1s as a human
_belng he s 94 hves alone W1fe dled .1s 1t treatlng W1th all the tubes and
'_»f;thlngs that are gwmg more trouble’? The only reason 1 1 support the feedlng is
'—that he Wasn 't bedbound he Was mob11e If he had been bedbound

f;1ncont1nent needlng all cares I would have been dlfferent

-.i;‘_':Daughter ”It s d1ff1cult 1sn t 1t7 How long Would 1t be for’? Forever? He

- : 1 OVe S She pherd, S ple

 orol







rNBM 51gn from the door guess What dad they ve sald

?.-,j}"‘yeu re allowed some Iunch" "oh gQQd" ; a mug o soup is .

"brought and she begms to feed h1m He slurps a spoonful . V

P t’f-ucoughs smlles and 51ghs "I Were bloody starvmg
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Further course of antibiotics, NG

RESCUE tube, 2PEG/RIG tube

NG tube Speech &language therapy, NG tube

REHABILITATION (temporary?)

Mouth care, family support, comfort | Risk assessment, oral food and fluids

measures and symptom control as tolerated
RELEASE ymp







es between ideologies of care introduce

ade in an atmosphere of ambiguity
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medically stable,
aim is discharge

function lost
due to illness/
hospitalisation,
aim Is uncertain
restaration outcome,
o curative intent
limited
prognosis, treatment of

rehab | unknown benefit
potentia

o e
pr—

no response to treatment
palliative care
request for withdrawal of treatment

p—

last days of life

- _'_'_'_,—I-

release
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Observational methods offer insight into situated

nature of ethically challenging situations

- Professional differences in capital lead to different
~ degrees of agency in decision-making; policies
focusing on enabling development of shared

habitus may succeed where overly prescriptive
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