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Learning Objectives 

 

•  To understand PC needs at the end of life  

•  To recognize EoL issues in neurological diseases 

•  To improve knowledge about EoL decision-making- 
       process in neurology 
 
•  To be able to manage the most common EoL 
       symptoms and problems 
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• 	
  353	
  neurologists	
  	
  
• 	
  152	
  neuro-­‐oncologists	
  
• 	
  ALS	
  specialists	
  

“..evident	
  lack	
  of	
  knowledge	
  of	
  the	
  law,	
  and	
  confusion,	
  
disagreement	
  or	
  both	
  concerning	
  medical	
  and	
  ethical	
  
guidelines..”	
  

“..there	
  is	
  a	
  great	
  need	
  for	
  educa8on	
  in	
  pallia8ve	
  care	
  and	
  
end-­‐of-­‐life	
  decision-­‐making..”	
  	
  



Pa%ents	
  with	
  a	
  life-­‐limi%ng	
  neurologic	
  illness	
  o6en	
  have	
  a	
  long	
  
and	
  variable	
  disease	
  progression	
  punctuated	
  by	
  cogni%ve	
  
impairment,	
  behavioral	
  issues,	
  and	
  communica%on	
  problems,	
  
in	
  addi%on	
  to	
  motor	
  symptoms	
  

All	
  neurologists,	
  should	
  have	
  familiarity	
  and	
  comfort	
  with	
  several	
  
fundamental	
  pallia%ve	
  care	
  skills	
  including	
  communica%ng	
  bad	
  
news,	
  nonmotor	
  symptom	
  assessment	
  and	
  management,	
  advance	
  
care	
  planning,	
  and	
  caregiver	
  assessment.	
  	
  



All	
  neurologists	
  should	
  be	
  knowledgeable	
  about	
  and	
  feel	
  
comfortable	
  discussing	
  advance	
  care	
  planning	
  with	
  their	
  pa%ents	
  
while	
  the	
  pa%ent	
  is	
  cogni%vely	
  able.	
  	
  

Neurologists	
  need	
  to	
  carefully	
  assess	
  nonmotor	
  symptoms	
  such	
  as	
  
pain,	
  depression,	
  anxiety,	
  fa%gue,	
  sleep,	
  cons%pa%on,	
  urinary	
  
urgency,	
  and	
  sexual	
  dysfunc%on.	
  
Mul%ple	
  studies	
  have	
  shown	
  that	
  nonmotor	
  symptoms	
  over	
  %me	
  
are	
  among	
  the	
  most	
  func%on-­‐limi%ng	
  for	
  pa%ents,	
  and	
  affect	
  
caregiver	
  burden	
  and	
  overall	
  quality	
  of	
  life	
  more	
  than	
  motor	
  
symptoms.	
  



Home	
  deaths	
  MND	
  (27.1%)	
  MS	
  (18.4%)	
  and	
  PD	
  (9.7%)	
  
	
  
Hospital	
  deaths	
  MND	
  (45.1%)	
  MS	
  (55.8%)	
  and	
  PD	
  (43.4%)	
  	
  
	
  
Hospice	
  deaths	
  MND	
  (11.2%)	
  MS	
  (2.5%)	
  and	
  PD	
  (0.6%)	
  



MOTOR	
   PAIN	
   INFECTION	
   DYSPNOEA	
   EPILEPSY	
   DYSPHAGIA	
   COGN	
  

Stroke	
  

MS	
  

PD	
  

DEM	
  

MND	
  

BT	
  

Specific symptoms in neurological diseases 

√	
  

MS=Mul%ple	
  Sclerosis	
  ;PD=	
  Parkinson	
  Disease;	
  DEM=	
  Demen%a;	
  MND=Motor	
  Neuron	
  Disease;	
  
BT=	
  Brain	
  Tumor	
  





Signs of approaching death 
 
Triggers for End of Life care 

§  Changes	
  in	
  breathing	
  
§  General	
  deteriora8on	
  
§  Lowering	
  of	
  consciousness	
  
§  Lowered	
  oral	
  intake	
  
§  Repeated	
  infec8ons	
  
§  Weight	
  loss	
  
§  Caregivers’	
  judgment	
  
	
  
	
  
	
  
 
 

   





Dysphagia	
  severity	
  and	
  the	
  inability	
  to	
  be	
  assessed	
  on	
  the	
  first	
  swallow	
  evalua%on	
  due	
  to	
  
lethargy,	
  influence	
  early	
  transi%on	
  to	
  pallia%ve	
  level	
  of	
  care	
  among	
  pa%ents	
  with	
  acute	
  MCA	
  
territory	
  stroke.	
  	
  



End of Life decisions 

§  Withdrawing/withholding	
  medical	
  treatment	
  
§  Symptom	
  management	
  
§  Place	
  of	
  death	
  

§  Informa8on	
  and	
  communica8on	
  
§  Fu8lity	
  of	
  treatment	
  

§  How	
  to	
  address	
  pa8ents’	
  wishes	
  
§  How	
  to	
  address	
  rela8ves’	
  wishes	
  
	
  
	
  
	
  
 
 

   





Nutrition – Hydration  
Ethical challenges: 
 
§ Are nutrition and hydration medical treatments? 

§ Suspending food and water may shorten patient life? 

§ Prolonging life with artificial nutrition is beneficial for patients  
  dying? 	
  

The principle of proportionality: 

If	
  a	
  dying	
  pa1ent	
  receiving	
  nutri1on	
  and	
  hydra1on	
  suffers	
  

	
  burdens	
  that	
  outweigh	
  the	
  benefit	
  of	
  extended	
  life,	
  ar1ficial	
  	
  

nutri1on	
  and	
  hydra1on	
  may	
  be	
  ethically	
  withheld	
  or	
  withdrawn.	
  	
  

	
  



Palliative sedation 

Definition: intentional reduction of vigilance up to the point  
of the complete loss of consciousness with the aim of  
reducing or abolishing the perception of symptoms that  
would otherwise be intolerable (“refractory”) 
 
Aim: The aim of sedation is, like everything else in palliative  
care, the relief of symptoms and not the shortening of life 
 
Is palliative sedation a “slow euthanasia”? 
Several studies indicate that there is no difference in the 
survival of sedated and non-sedated patients  
(Maltoni, Current Opinion in Oncology 2013) 
 



Capacity to decide for yourself Wheight of decisions 

t – trajectory of disease 

Ethical relevance of patients’ competence 

t	
  



The Accuracy of Surrogate Decision Makers:  A Systematic Review"
Arch Intern Med. 2006;166(5):493-497. "

Adjusted overall accuracy of surrogates, based on meta-analysis, is 68% 
(95% credible interval, 63-72)."
"



Advance Care Planning (ACP) 

 
Definition:  
 
Advance	
  Care	
  Plans	
  are	
  one	
  means	
  to	
  ensure	
  	
  
that	
  pa%ent	
  and	
  family	
  preferences	
  are	
  nego%ated,	
  
Iden%fied	
  and	
  recorded	
  before	
  the	
  pa%ent	
  is	
  	
  
overtaken	
  by	
  disease.	
  	
  
	
  
Loss	
  of	
  capacity	
  is	
  the	
  key	
  to	
  the	
  clinical	
  and	
  legal	
  	
  
cons1tu1on	
  of	
  ACPs	
  and	
  in	
  many	
  countries,	
  legisla1on	
  	
  
has	
  empowered	
  pa1ents	
  to	
  refuse	
  treatment	
  when	
  	
  
they	
  come	
  to	
  regard	
  it	
  as	
  fu1le	
  or	
  intolerable	
  	
  
	
  
 
 
 



Advance Care Planning (ACP) 

Aims:  
 
§  Provide	
  an	
  opportunity	
  to	
  consider	
  existen%al	
  and	
  	
  
rela%onal	
  aspects	
  of	
  impending	
  loss	
  of	
  self	
  at	
  the	
  end	
  of	
  life.	
  	
  

§  Provide	
  an	
  opportunity	
  to	
  clearly	
  acknowledge	
  the	
  prospect	
  	
  
of	
  death,	
  and	
  in	
  that	
  context	
  to	
  nego%ate	
  personal	
  	
  
preferences	
  about	
  future	
  treatment	
  decisions	
  between	
  	
  
pa%ent,	
  family	
  members	
  and	
  clinicians.	
  	
  

§  Make	
  clear	
  a	
  pa%ent’s	
  preferences	
  about	
  clinical	
  ac%ons	
  that	
  	
  
will	
  follow	
  their	
  loss	
  of	
  capacity	
  (for	
  example,	
  about	
  con%nua%on	
  
of	
  treatment	
  or	
  resuscita%on).	
  	
  
	
  

 
 





The	
  Preferred	
  Priori%es	
  for	
  
Care	
  (PPC)	
  document	
  is	
  a	
  
pa%ent-­‐held	
  dynamic	
  record	
  
that	
  can	
  be	
  used	
  as	
  an	
  ACP	
  
tool	
  to	
  promote	
  discussion	
  
and	
  documenta%on	
  of	
  wishes,	
  
preferences	
  and	
  priori%es	
  for	
  
care	
  in	
  rela%on	
  to	
  end-­‐of-­‐life	
  
issues.	
  



Take home message 

 
	
  
	
  
 

 
   

•  There are several unique aspects of palliative 
and End of Life care in neurology as 
compared with palliative care in other patient 
populations..	
  	
  

•  Therefore, it is imperative that neurologists 
understand, and learn to apply, the principles 
of palliative medicine.  
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