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The Unrepresented Patient

• Who is the unrepresented patient? 



The Case of Ms. M 

• 69 year old female living in a board and care facility brought to the ED 
after she was found to be altered in her room by staff 

• Imaging revealed a large stroke  admitted to ICU 

• Intubated, GCS 5T, otherwise stable 



The Case of Ms. M 

• 69 year old female without decision making capacity
• No family – never married, no children, no known relatives 

• No written wishes – no advance directive or living will, no POLST 

• Few friends – one name of a friend given to the social worker by staff at the 
board and care

• What is the best way to make decisions for Ms. M? 



The Case of Mr. S 

• 59 year old male who was admitted with septic shock

• Intubated in the ED, transferred to the ICU

• Now with renal failure on hemodialysis, extubation failure x 1 

• Intermittently follows commands, does not appear to have decision 
making capacity



The Case of Mr. S 

• 59 year old male without decision making capacity
• Advance directive in EMR from a previous hospitalization signed 3 years prior 

stating, “I do not want my life to be prolonged if (1) I have an incurable and 
irreversible condition that will result in my death within a relatively short 
time, (2) I become unconscious and, to a reasonable degree of medical 
certainty, I will not regain consciousness, or (3) the likely risks and burdens of 
treatment would outweigh the expected benefits”

• No family immediately available, brother possibly living in Arizona 

• Acquaintances state they did not have much knowledge about the patient

• What is the best way to make decisions for Mr. S? 



The Unrepresented Patient

• Who is the unrepresented patient?
• Moral unrepresentation – unavailability of a person to translate the patient’s 

wishes
• Legal unrepresentation – unavailability of a person with the legal authority to 

speak on the patient’s behalf 
• Moral – legal incompatibility – the person with legal authority to speak does 

not have the knowledge required to translate the patient’s wishes



The Case of Mr. S 

• 59 year old male without decision making capacity
• Advance directive in EMR from a previous hospitalization signed 3 years prior 

stating, “I do not want my life to be prolonged if (1) I have an incurable and 
irreversible condition that will result in my death within a relatively short 
time, (2) I become unconscious and, to a reasonable degree of medical 
certainty, I will not regain consciousness, or (3) the likely risks and burdens of 
treatment would outweigh the expected benefits”

• No family immediately available, brother possibly living in Arizona 

• Friends state they have some knowledge about the patient

• Who speaks? 



The Unrepresented Patient

• Who is the unrepresented patient?
• Is there a way to make decisions for these patients?  





LLUH Policy P-23

• Interdisciplinary ad hoc committee 

• Establish goals based on the diagnosis and prognosis 

• Best interests standard in evaluating burdens / benefits of treatment

• Decision making power includes withdrawal / withholding of life 
sustaining therapy

• Disagreement  continue current level of therapy while conflict 
resolution process occurs

• Court mandates as a last resort 

• Only good for current hospitalization



LLUH Policy P-23

• Pros
• Defined process

• Encourages inclusion of multiple perspectives  

• Avoids hasty decisions 

• Cons 
• Can be unwieldy / time consuming

• Presumes the use of commonly accepted norms in determining goals

• Process can be subjected to bias

• Tendency to use “medical indication” as justification



The Case of Ms. M 

• 69 year old female without decision making capacity
• No family – never married, no children, no known relatives 
• No written wishes – no advance directive or living will, no POLST 
• Few friends – one name of a friend given to the social worker by staff at the 

board and care

• How should the committee set treatment goals without first knowing 
the Ms. M’s lived and stated values? 
• Quality of life 
• Subtle influence of concerns for distributive justice
• Is limitation of treatment appropriate because it is medically indicated or 

there is an absence of a personal request for treatment continuation? 



The Unrepresented Patient

• Who is the unrepresented patient?
• Is there a way to make decisions for these patients?
• Is this legal?   





The Unrepresented Patient

• Who is the unrepresented patient?
• Is there a way to make decisions for these patients?
• Is this legal?   
• How does this policy work? 



The Case of Mr. A

• 68 year old male with history of congestive heart failure admitted for 
pneumonia

• No advance directive, no surrogate decision maker, requested full 
code status at admission but stated to the admitting MD “but don’t 
try too hard”

• Now requiring BiPAP, intermittantly lucid, heading towards intubation



The Case of Mr. A

• Ad hoc committee 
• Diagnosis 

• Prognosis – reversibility?

• How much weight to give verbal declarations? 

• How to account for biases? 



The Case of Mr. A

• Committee decided based on diagnosis (poor heart function and 
pneumonia severity) and prognosis (unlikely to be successfully 
extubated if intubated) to do the following: 
• DNAR code status

• Limitation of treatment including no intubation based on burden / benefit

• Maximize current treatments including escalation of BiPAP settings as needed 
until burdens exceed benefits

• Appropriate treatment of pain / relief of suffering

• Did not tolerate increased BiPAP settings (increased agitation) 

• Died the next day from respiratory insufficiency



The Unrepresented Patient

• Who is the unrepresented patient?
• Is there a way to make decisions for these patients?
• Is this legal?   
• How does this policy work? 
• Practical tips 

• Check the legal status in your state
• Recognize different types of patient unrepresentation
• Ensure intradisciplinary participation
• Preventive ethics 



Pitfalls of Decision by Committee

• Bias 
• Cannot prevent bias

• Need to recognize bias to mitigate it
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Pitfalls of Decision by Committee

• Bias 
• Cannot prevent bias

• Need to recognize bias to mitigate it

• Empower members to speak up

• Time consuming 
• May discourage clinicians from activating the process 

• Administrative support

• Proactive ancillary staff 



The Case of Mr. Doe

• 32 year old male involved in a witnessed auto vs pedestrian 

• Admitted to the ICU  severe traumatic brain injury, right leg / pelvis 
injury

• No friends / family on scene, no ID, no identification through criminal 
fingerprint database


