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	  End	  of	  life	  planning	  and	  decision	  making: 
The	  involvement	  of	  families	  and	  doctors, 

and	  the	  questions	  coroners	  should	  be	  asking	  	  



Dying	  where	  potentially	  effective	  
treatment	  is	  not	  provided	   
!
	   	   ...	  would	  seem	  to	  constitute	   
	  	  	  	  	  	  	  	  	  	  	  	  	  	  	  	   	   a	  preventable	  death



‘Overriding	  the	  public	  interest	  in	  preserving	  life	  ... 
!
	   	   	   ...	  the	  law	  places	  a	  ‘very	  heavy	  burden’	  on	  
those	  who	  are	  advocating	  a	  course	  which	  would	  lead	  
to	  the	  cessation	  of	  a	  human	  life’.	   
!
W	  Healthcare	  NHS	  Trust	  v.	  KH.	  [2004]	  EWCA	  Civ	  1324	  para	  30	  per	  Brooke	  LJ.



!
‘...	  treatment	  and	  circumstances	  need	  to	  be	  identified	  by	  
the	  patient	  before	  loss	  of	  capacity	  ...	  
!
...	  this	  degree	  of	  specificity	  is	  unlikely	  ever	  to	  be	  achieved	  
!
...	  this	  renders	  the	  patient’s	  values	  and	  beliefs	  an	  
ineffective	  counter	  balance	  to	  preservation	  of	  life	  in	  the	  
‘best	  interests’	  balance	  sheet.’	  
!
W	  v.	  M	  (2011)	  EWHC	  2443	  (Fam).	  
Johnston	  C.	  J	  Med	  Ethics.	  11	  December	  2012



Deciding	  for	  Mr	  W



?







not all death 
 is preventable !



Over	  90%	  of	  
Australians	  now	  
live	  to	  be	  old







‘	  Death	  has	  become	  optional	  ‘ 
!
Prolonged	  life	  support	  is	  a	  reality	  for	  us	  all



How	  do	  the	  different	  participants	   
see	  the	  decision	  making	  process?



DOCTORS 
!

Letting someone die ... who could survive with treatment 
!
!

▪	  Prolongation	  of	  survival	  is	  the	  goal	  (survival	  curves) 

▪	  Failure,	  shame,	  discomfort 

▪	  Not	  a	  good	  doctor 
▪	  Incompetence	  or	  negligence	   

▪	  Unscientific	  (not	  EBM) 

▪	  Censure	  and	  criticism 

▪	  Coronial	  investigation 

!
Difficult	  to	  get	  doctors	  to	  back	  off	  -‐	  even	  for	  very	  determined	  medical	  families 
	   

	   
	   
	   

!





FAMILY 
!

Letting someone die ... who could survive with treatment 
!
▪	  Guilt,	  abandonment 

▪	  Failure	  of	  duty 

▪	  Failure	  of	  advocacy 

!
▪	  Chance	  of	  survival	  is	  a	  pivotal	  concept	  (gambler’s	  bias) 

!
▪	  Family	  have	  assumed	  control	  	  	  	  ...	  	  ‘Do	  everything’ 

!
	   	   	   	   	   (personal	  needs	  and	  opinions	  frequently	  dominate) 
!

	   
	   



•	  80%	  surrogates	  felt	  treatment	  ‘inappropriate’ 
!

•	  100%	  surrogates	  choose	  to	  treat	  in	  emergency



CORONER / COURT 
!

Letting someone die ... who could survive with treatment 
!

▪ 	  Error 
▪ 	  VERY	  high	  standard	  of	  certainty	  required	  to	  withhold	  /	  withdraw 

!
	   
	   
	   

!

	  



PATIENT 
!

Letting someone die ... who could survive with treatment 
!
▪	  Autonomy 

▪	  Best	  Interest 
▪	  Informed	  Consent 

▪	  Human	  Rights 
!

	   
	   
	   

!

	  



Understanding	  the	  impact	  of	  severe 

illness	  in	  the 

	  frail,	  ill,	  elderly	  patient
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Mortality rate by age, stratified by patient type.!



• Significantly	  increased	  mortality	  and	  LOS	  (ICU	  and	  hospital) 
• Markedly	  more	  complications 
• Many	  more	  readmissions	  to	  ICU 
• Marked	  reduction	  in	  ADL	  with	  66%	  lower	  likelihood	  of	  living	  

independently	  after	  discharge







High	  level	  acute	  care	  

!

!

	   	  	   	   	   	   	   	   	   	   Rehabilitation	  

!

Nursing	  home	  



What	  do	  people	  want?



1 – not important!! !                                     7 – very important





7%	  believe	  in	  extending	  life	  no	  matter	  what	  the	   
consequences 

!
32%	  view	  quality	  of	  life	  as	  important	  but	  are	   
willing	  to	  accept	  limitations 

!
61%	  view	  quality	  of	  life	  as	  paramount	  and	   
would	  rather	  die	  than	  to	  accept	  limitations



1	  -‐	  is	  completely	  acceptable	   	   	   7	  -‐	  is	  completely	  unacceptable



	  	   	   	   	   	   topic	   	   	   	   issues	  	   	   	   decisions	  
	   	   	    
	  	   	  	   	   	   	   confronting	   	   	   complex	  	   	   	   vague	   
	  	   	   	   	   	   scary	   	   	   	   contradictory	   	   ambiguous 
	  	   	   	   	   	   denied	   	   	   	   confusing	  	   	   	   unstable 
	   
	   	   	   	   	   	   	   	   	   	   	    
	   	   	   	   	   	   	   	    
!



drivers	   	   	   topic	   	   	   	   issues	  	   	   	   decisions	  
	   	   	    
dignity	  	   	   	   	   confronting	   	   	   complex	  	   	   	   vague	   
suffering	  	   	   	   scary	   	   	   	   contradictory	   	   ambiguous 
duty	   	   	   	   denied	   	   	   	   confusing	  	   	   	   unstable 
spirituality 
burden	  to	  family 
independence	    
contribution 
sanctity	  of	  life 
faith	  in	  medicine 
... 
	   	   	   	   	   	   	   	   	   	   	    



drivers	   	   	   topic	   	   	   	   issues	  	   	   	   decisions	  
	   	   	    
dignity	  	   	   	   	   confronting	   	   	   complex	  	   	   	   vague	   
suffering	  	   	   	   scary	   	   	   	   contradictory	   	   ambiguous 
duty	   	   	   	   denied	   	   	   	   confusing	  	   	   	   unstable 
spirituality 
burden	  to	  family 
independence	    
contribution 
sanctity	  of	  life 
faith	  in	  medicine 
... 
	   	   	   	   	   	   	   	   	   	   	    

reliable	   
responsible 
stable





















Current	  situation 
!
Most	  have	  nothing	  documented	  +	  family	  have	  no	  idea 
!
No	  exploration	  of	  wishes/values	  before	  incompetence 
!
DNR	  order	  in	  isolation	  (illogical	  and	  difficult) 
!
The	  process	  is	  dumped	  on	  junior	  doctors 
!
Much	  intervention	  in	  crisis	  occurs	  due	  to	  lack	  of	  adequate	   
information	  of	  what	  patients	  want



Solutions	  for	  individuals 
!
Get	  planning	  happening	  (patients	  and	  doctors) 
!
Good	  MEPOA	  and	  documentation	  of	  values 
!
Think	  beyond	  CPR	  and	  living	  for	  ever 
!
Greater	  focus	  on	  narrative 
!
!
NOTE 
‘more	  informed’	  may	  be	  incompatible	  with	  human	  choice 
!





Questions	  a	  Coroner	  might	  ask 
!
Could	  ‘balance	  of	  probability’	  be	  a	  more	  appropriate	  standard 
!
!
!
!



Questions	  a	  Coroner	  might	  ask 

!
Is	  there	  good	  	  documentation	  /	  explanation	  of	  reasoning	   
and	  does	  this	  suggest	  adequate	  authority? 
!
Ask	  senior	  doctors 
	   -‐	  why	  no	  documentation	  of	  values,	  goals,	  wishes?	   
	   -‐	  was	  this	  predictable?	  (did	  they	  use	  available	  predictive	  tools) 
	   -‐	  was	  poor	  preparation	  detrimental	  for	  patient	  and/or	  family? 
	   -‐	  ask	  what	  training	  provided	  to	  junior	  doctors 
!
!
• Don’t	  focus	  too	  much	  on	  the	  poor	  junior	  doctor	  left	  to	  make	  
decisions	  with	  inadequate	  guidance	   	    

•	  Beware	  making	  things	  worse 
!
!





WHAT	  DO	  DOCTORS	  CONSIDER 
!

• Disease 
!

• Physiology 
!

• Test	  Results 
!
!
!
!
!
!
!

!
	   

!
!



WHAT	  SITUATION	  ARE	  WE	  CONSIDERING? 
!

• Treatment	  of	  no	  benefit	  (‘futile’)	  so	  need	  not	  be	  offered 
!

• Treatment	  is	  possible	  –	  but	  can	  be	  reasonably	  declined	  
by	  patient	   
!

• Treatment	  is	  possible	  –	  and	  is	  so	  good	  that	  it	  can	  not	  be	  
‘reasonably’	  declined	  by	  patient	   

!
!
!
!
!
!
!

!
	   



BEST	  INTERESTS	  CHECKLIST:	  

!
• Consider	  any	  advance	  statements	  made	  	  

• Consider	  MEPOA’s	  assessment	  of	  wishes	  (if	  appointed)	  

• Consider	  individual’s	  expressed	  wishes	  +	  feelings	  

• Consider	  the	  beliefs	  and	  values	  of	  the	  individual	  (including	  
past	  actions	  as	  evidence	  for	  same)	  

!
• (Take	  into	  account	  views	  of	  family	  and	  informal	  carers	  )







Mr	  W	  
	  	  	  
STRONGLY	  HELD	  VALUES	  
!

I	  am	  concerned	  that	  medical	  treatment	  for	  me	  may	  be	  taken	  too	  far	  

‘Just	  push	  me	  off	  a	  cliff’	  and	  ‘take	  me	  to	  the	  back	  paddock	  and	  shoot	  me’	  are	  a	  good	  summary	  
of	  how	  I	  feel,	  should	  I	  get	  into	  a	  bad	  state	  

The	  reason	  to	  plan	  in	  advance	  is	  to	  make	  considered	  choices	  about	  treatment	  in	  a	  crisis.	  Any	  
choice	  I	  make	  should	  be	  followed	  in	  an	  emergency	  where	  I	  am	  unconscious	  

I	  should	  rather	  die	  than	  to	  have	  to	  have	  basic	  things	  such	  as	  feeding	  and	  toileting	  done	  for	  me	  
(long	  term)	  

I	  would	  rather	  be	  dead	  than	  to	  have	  to	  go	  into	  a	  nursing	  home	  (long	  term)	  

I	  would	  not	  want	  my	  family	  to	  decide	  how	  far	  my	  treatment	  should	  go	  -‐	  I	  want	  to	  control	  this	  
for	  myself	  

	  	  
INCONSISTENCY	  SCORE	  =	  3.33%	  
Mostly	  consistent	  answers	  suggests	  a	  logical,	  unimpaired	  thought	  process.	  Views	  in	  the	  report	  are	  likely	  to	  

be	  a	  reliable	  reflection	  of	  the	  views	  of	  the	  person	  completing	  the	  survey.	  
!
UNCERTAINTY	  SCORE	  =	  1.67%	  
Suggests	  little	  uncertainty	  when	  confronted	  by	  the	  issues,	  probably	  already	  thought	  about	  the	  topic.	  

Views	  in	  the	  report	  are	  likely	  to	  be	  held	  with	  a	  reasonable	  degree	  of	  confidence.	  
	  





	   
!
MyValues	  gives	  me	  adequate	  information	  to	  be	  
confident	  that	  I	  am	  acting	  on	  the	  patient's	  wishes	  





	  	  
The	  patient’s	  story	  has	  a	  moral	  claim	  to	  being	  finished	  in	  a	  
way	  consistent	  with	  what	  has	  come	  before	  and	  with	  the	  
values	  and	  self-‐conception	  with	  which	  the	  person	  has	  
tried	  to	  shape	  it.	  	  

!
The	  surviving	  interests	  of	  a	  person	  are	  interests	  in	  seeing	  
the	  story	  carried	  out	  in	  a	  way	  that	  is	  meaningfully	  related	  
to	  how	  it	  has	  proceeded	  up	  to	  that	  time.	  

!
Kuczewski	  M.	  Commentary:	  narrative	  views	  of	  personal	  identity	  and	  substituted	  judgment	  in	  

surrogate	  decision	  making.	  J	  Law	  Med	  Ethics	  1999;27:32–6,	  33.



The	  test	  should	  be,	  how	  well	  a	  particular	  decision	  
hangs	  together	  with	  elements	  of	  the	  formerly	  
competent	  patient’s	  identity-‐constituting	  
narrative.	  

!
Blustein	  J.	  Choosing	  for	  others	  as	  continuing	  a	  life	  story:	  the	  problem	  of	  personal	  
identity	  revisited	  making.	  J	  Law	  Med	  Ethics	  1999;27:20–31,	  23.



Thank	  you







!
	  metastatic	  non-‐small-‐cell	  lung	  cancer	  undergoing	  palliative	  chemo	  /	  radiotherapy 
!
384	  patients 
!
78%	  	  	   very	  or	  somewhat	  likely	  to	  help	  them	  live	  longer	   
67%	  	  	   very	  or	  somewhat	  likely	  to	  help	  with	  problems	  related	  to	  the	  cancer 
!
	  



!
	  metastatic	  non-‐small-‐cell	  lung	  cancer	  undergoing	  palliative	  chemo	  /	  radiotherapy 
!
384	  patients 
!
78%	  	  	   very	  or	  somewhat	  likely	  to	  help	  them	  live	  longer	   
67%	  	  	   very	  or	  somewhat	  likely	  to	  help	  with	  problems	  related	  to	  the	  cancer 
!
43%	  	   very	  or	  somewhat	  likely	  to	  cure	  their	  cancer	   
!
	  



60	  instances	  of	  CPR	  occurred	  in	  97	  episodes	  	  

Most	  cardiac	  arrest	  due	  to	  trauma;	  only	  28	  percent	  were	  due	  to	  
primary	  cardiac	  causes.	  	  

Sixty-‐five	  percent	  of	  the	  cardiac	  arrests	  occurred	  in	  children,	  
teenagers,	  or	  young	  adults.	  	  

Seventy-‐five	  percent	  of	  the	  patients	  survived	  the	  immediate	  
arrest,	  and	  67	  percent	  appeared	  to	  survive	  intact	  to	  hospital	  
discharge.	  


