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Case #1
• HISTORY OF PI:  Patient is a 59-year-old woman with a 

history of nonischemic cardiomyopathy, cardiac Ejection 
Fraction  < 30%, asthma and morbid obesity and 
chronic lower extremity stasis ulcers who was admitted 
with worsening lower extremity pain and edema.  

• She gave a history of 2 days of shortness of breath, 
fever, sore throat and decreased appetite.  She states 
that she is normally able to ambulate approximately 
250 feet with a walker before becoming short of breath.  
However, for the past few days, she has had worsening 
dyspnea to the point that she becomes short of breath 
with normal activities like dressing.  Shortness of breath 
feels like her prior CHF exacerbations.



Case #1
• In the Emergency Room, she was found to be in acute renal 

failure with BUN/Cr of 106/6.5 (baseline Cr of 1.7) and a 
potassium level of 6.2.  

• VS: 36.7,  HR 60-80s;  B/P 120-170/ 40s-50s,  RR 19, and 
pulse oxygen of  98% with 2 liters NC.  

• General:  She is an obese woman in no acute distress sitting 
in her motorized wheelchair.  

• PE:  Chest:  Anterior lung fields are clear to auscultation 
bilaterally, unable to assess her posterior lung fields due to 
her refusal to lean forward or get out of her wheelchair.  
Abdomen:  soft, non-tender, non=distended..  
Extremities:  2+ edema, chronic venous stasis changes with 
erythema, no open lesions.



Case #1
• Hospital course: Patient was transferred to the ward unit 

and monitored. Patient refused the taking of vital signs, iv 
access, fluids, and kayexalate. 

• Nephrology recommends urgent dialysis.  
• Patient states she will think about dialysis.  She adds that 

she is tired and irritated and wants to be left alone.  She 
also changes the dressings on her leg ulcers by herself.  
When asked about whether she wants to live, she says “of 
course”.

• Patient has a son who has not been involved with the 
patient for the last 10 years. No other family members.

• Repeat K+ is now 6.8

• What should be done now?



Case #1
• Psychiatry was consulted who felt that the patient 

was currently not competent to refuse medical 
intervention.  

• The thinking was that she did not have insight into 
her condition and that her acutely ill condition was 
interfering with her judgment. 

• The Attending also called the Ethics Committee 
regarding this situation.  The ethics consultant 
spoke with the patient and reviewed the medical 
record and also agreed that the patient was not 
competent to refuse dialysis.

• What should be done now?



Case #1
• The ethics consultant recommended immediate dialysis, 

as the patient’s situation represented an urgent matter.  
Hence, there was no time to go to Court to get a 
guardian.  

• The medical team, with the ethics consultant and the 
psychiatrist, tells the patient that she will be transferred 
to the medical intensive care unit (MICU).

• In the MICU she was sedated for procedures and then 
intubated.  A dialysis catheter was placed and the 
patient was started on dialysis as well as pressors for low 
blood pressure.  



Case #1

• A few days later, she was extubated and the 
CVVH was stopped.  As her acute illness 
improved, the patient  became more cooperative 
with therapy.  She has been transferred to 
Medicine on 04/16/2011 for further 
management.

• A month later she was again admitted for 
increased shortness of breath and acute renal 
failure and when asked about dialysis, she 
says………



“I’m thinking about it”



Clinical Setting
Pt. with acute renal failure who wants to live 
but refuses dialysis +

Intervene Mediate Allow



Case #2
• Mrs. Moustafa, a 79 y/o widow with h/o hypertension 

and mild dementia, was admitted with lethargy, 
fatigue, and nausea and vomiting for the past few 
weeks.   She has a recent history of multiple admissions 
to the hospital for severe congestive heart failure.

• Clinical work-up reveals renal failure (acute on chronic) 
and hyperkalemia.  Nephrology recommends dialysis.

• Mrs. Moustafa, however, refuses dialysis and states 
that she has “had enough” and does not want “any 
machines.”  Her quality of life has diminished greatly 
during the past few months.  She has two nephews 
who have had limited contacted in the last few years. 
Her husband is deceased. 



Case #2
• On physical exam, Mrs. Moustafa is alert, knows her 

name, that she is in the hospital, but is confused about 
the year.  There is some concern that she does not 
fully understand the implications of forgoing dialysis 
and hence, might lack decision making capacity to 
refuse dialysis.  

• A medical student performs a Mini-Mental Exam, and 
the patient scores a 22 out of a possible 30 points.  
The intern taking care of Mrs. Johnson states that her 
mental status has not deteriorated since admission, 
but says that she has at times seems “confused.” 

• Should Mrs. Moustafa’s refusal regarding dialysis be 
honored?



Clinical Setting
Pt. with acute renal failure who wants to live 
but refuses dialysis +
Elderly pt. with renal failure and diminishing 
quality of life, refuses dialysis. +?

Intervene Mediate Allow



Case #3
• Patient is an 84 y/o man who presents to the ED 

with acute abdominal pain that was probably the 
result of a ruptured diverticulum. He refuses 
surgery and hence, his family were approached to 
convince him to consent.  The physicians were 
concerned about this refusal because the 
patient’s condition was relatively easy to treat 
and the patient’s quality of life seemed to be 
excellent.

• They confirmed that the patient’s refusal of 
treatment was consistent with his long-stated 
and deeply held beliefs.  



Case #3
• Essentially, the patient had stated during the last 

few years that he wanted no further medical 
treatment for any acute emergencies, other than 
morphine for pain.  The patient also spoke about 
watching his spouse and many friends die “in 
pieces” from the gradual deterioration of their 
bodies and minds.  He feared ending up in a 
nursing home, dependent on strangers. He also 
spoke about the loneliness of outliving his wife 
and most of his friends and about his limited 
quality of life.  He was emotionally and 
existentially prepared for death.

• What should be done?



Clinical Setting
Pt. with acute renal failure who wants to live 
but refuses dialysis +
Elderly pt. with renal failure and diminishing 
quality of life, refuses dialysis. +?
Elderly man with acute abdominal pain who 
states clearly his wishes that he does not want 
surgery +

Intervene Mediate Allow



What are the issues in these cases?

• Determination of decision-making (DM) capacity
• Medical Benefit vs. Overall concept of good

Patient’s right to decide (autonomy)
vs.

Physician obligation to protect patient 
welfare (beneficence)



Competency vs. D-M Capacity
Competency

• Refers to the ability to make a  
medical decision about a 
specific situation.

• Maryland Law relies on 
physicians’ determination of     
D-M capacity.

• Certification by two physicians

Clinical D-M Capacity

• Legal Term
• Adults over a certain age 

(18 y/o) are presumed 
legally competent and have 
the authority to take on 
fundamental aspects of 
citizenship (voting, 
contracts, marry, etc.).

vs



Assessment



Mental Status Testing might be 
inadequate to assess D-M Capacity

• A patient might 
have deficits in one 
or more of the 
following…….

• Orientation
• Attention span
• Immediate recall
• Long-term memory
• Calculating ability

And still have D-M Capacity



Assessment of Abilities to Make a Decision

• Understanding relevant factual information 
about the medical situation.

• Appreciating how the information applies to 
oneself in the present and in the future; e.g., 
appreciate ramifications of different options.

• Cognitive abilities to deliberate options and 
describe why a particular choice was made 
rather than another, based on one’s own values.

• Making and communicating a choice.



Understanding Factual Information

• Please tell me in your own words what I have 
just told you
– Nature of the condition
– The recommended treatment or procedure
– The possible benefits or risks/discomforts of the 

treatment
– Any other possible treatments and their 

risks/benefits
– The possible risks/benefits of no treatment at all



Appreciation of the Situation

• Please explain to me what you really believe is wrong 
with your health now?

• Do you believe you need some kind of treatment? 
• What will treatment likely do for you?
• What do you believe will happen if you are not 

treated?
• Tell me how likely do you think this might happen?
• Why do you think I have recommended this 

[specific treatment] for you?



Rational Deliberation of Information

• Tell me how you reached the decision to 
accept/reject the recommended 
treatment?

• What were the factors that were important 
to you in reaching the decision?

• Tell me the reasons why you are refusing 
treatment?



Standards
• Sliding Scale Standard

– As the risk of harm increases for a particular 
decision (i.e., the more that is at stake), the 
more certain we want to be of the patient’s 
decision making capacity.

– Accordingly, we want the patient to 
demonstrate a higher level of capacity.

– Paternalistic framework



Sliding Scale Standards

Patient’s 
Decision

Likelihood  and Extent of 
Medical Benefit

Extremely 
Favorable

Questionable or 
small benefit

Refusal High level of 
capacity

Low or moderate 
level of capacity

Consent Low Level 
of capacity

Low or moderate 
level of capacity
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Influence of Culture



 Patient is a 33 y/o African-American male who is 
admitted to the Shock Trauma Unit following multiple 
injuries from a Motor Vehicle Accident.  Patient did not 
suffer any head injury and appears fully conscious. He 
needs an operation to fix his long-bone fractures.

 Anesthesia discusses with patient regarding consent for 
the operation and for blood transfusions (HCT is 19).

 Patient gives consent for the operation, but refuses 
consent for blood transfusion, saying he is a Jehovah’s 
Witness.  

 The anesthesiologist and other care providers believe 
that the patient is competent to make medical 
decisions.

 Should blood be given?



Clinical Setting Intervene Mediate Allow
Adult Jehovah’s Witness refusing 
blood +



 Patient is a 13 y/o African-American male who is 
admitted to the Shock Trauma Unit following 
multiple injuries from a MVA.  Patient did not 
suffer any head injury and appears fully 
conscious. He needs an operation to fix his long-
bone fractures.  He is also noted to have active 
bleeding from his stomach.

 The anesthesiologist approaches the parents to 
obtain consent for the operation and for blood 
transfusions, as the HCT is 14. The parents, who 
are Jehovah’s Witnesses, give consent for the 
operation, but refuses consent for a blood 
transfusion.

 Should the medical team listen to the parents and 
not give a blood transfusion?



Clinical Setting Intervene Mediate Allow
Adult Jehovah’s Witness refusing 
blood
Parents who are Jehovah’s Witness 
refusing blood for their child +

+



 A 36 year old Samoan agricultural worker developed 
Cryptococcus meningitis infection with sudden 
blindness and obtundation.  He responded slowly to 
intravenous administration of amphotericin B.  

 Midway through a planned 6-week course of an 
antibiotic, he suffered a stroke.

 His family requested discharge so they could use 
traditional therapies, including topical leaves and 
lotions and an oral herbal mixture.  

 His physicians were reluctant to allow him to go 
home, recognizing that his only chance for survival 
was with the continued use of intravenous antibiotic 
therapy.

 What should be done?



Clinical Setting Intervene Mediate Allow
Adult Jehovah’s Witness refusing 
blood
Parents who are Jehovah’s Witness 
refusing blood for their child
Cryptococcus meningitis and family 
wanting to take patient home for 
herbal Rx

+
+

+



 A 12 y/o boy is admitted with mental status 
changes; he has a h/o partially resected brain 
tumor that has been unresponsive to 
chemotherapy.  Due to respiratory failure he is 
intubated and connected to the ventilator.

 The next day, the patient loses all brain stem 
function and clinical testing reveals that he meets 
the neurologic criteria for brain death. Accordingly, 
the doctors pronounce death.

 The doctors approach the parents regarding 
removal of the ventilator. But the parents state that 
their religion does not recognize the concept of 
brain death and hence refuse to have the ventilator 
withdrawn.

 What should be done?



Clinical Setting Intervene Mediate Allow
Adult Jehovah’s Witness refusing 
blood +
Parents who are Jehovah’s Witness 
refusing blood for their child +
Brain death and family refuses to 
withdraw ventilator due to their 
cultural values

+



 A 56 y/o M is admitted with acute cardiac arrest.  
He is treated with aortic balloon pump and 
ventilatory support  for several weeks.  During this 
time, his family is frustrated, angry and their 
conversations reveal they think there have been 
several medical errors.

 After the 3rd week, the patient’s mental status 
deteriorates and clinical testing is compatible with 
brain death.

 The physicians tell the family the patient has died 
based on neurologic criteria and that the ventilator 
will be withdrawn.  The family objects saying they 
never heard of this concept of brain death; they are 
suspicious of the doctors.

 What should be done?



Clinical Setting Intervene Mediate Allow
Cryptococcus meningitis and family 
wanting to d/c for herbal Rx +
Adult Jehovah’s Witness refusing 
blood +
Parents who are Jehovah’s Witness 
refusing blood for their child +
Brain death and family refuses to 
withdraw intervention based on 
culture
Brain death and family refuses to 
withdraw intervention based on 
mistrust.

+

+

+ ?



 A learned pattern of knowledge, 
beliefs, behaviors, and norms shared 
by members of a racial, ethnic, 
religious, or social group that is 
passed down from one generation to 
the next.

 Ethics can be and generally is greatly 
influenced by cultural perspectives.



 Culturally responsive medical care is:
◦ Medical care that is adapted to meet the 

cultural-specific aspects of individual 
patients.

 Does not mean that physicians need 
to be knowledgeable of the different 
cultures. 

 Does require them to be inquisitive 
and sensitive.



Physicians need to 
be aware of:

 How cultural customs 
and beliefs influence 
health behaviors 
regarding illness.

 How an individual’s 
explanatory model of 
disease is shaped by 
their culture (ethnicity, 
social class, and 
religious beliefs).    

 Of their own 
cultural values and 
how they might 
inject their own 
values into patient 
decision making

Also, physicians 
need to be aware:



 An 80-year-old woman, who traveled from rural Egypt 
to the U.S. in order to visit her daughter, son-in-law, 
and grandchildren, is admitted for loss of appetite and 
rapid weight loss during the past three weeks.

 She speaks Arabic and knows some English, which she 
studied in school.  Her daughter takes her to see the 
daughter’s family physician.  

 After the examination, the patient waits in one of the 
examining rooms, while the daughter discusses her 
mother’s condition with the doctor.  The daughter 
emphasizes her view that if it is determined that her 
mother has a serious or life-threatening disease, such 
as cancer, such information should not be revealed to 
her mother.  



 The daughter explains that in the Arabic culture 
it is considered unsympathetic for a physician to 
give such information directly to an elderly, 
seriously ill patient.  Instead, this information 
should be given to the patient’s family members.   

 The daughter also explains that the word 
‘cancer’ is equivalent with ‘death’ as individuals 
expect to die very soon after it is determined 
that one has cancer.  Also, it is believed that 
there is no treatment for cancer.

 The daughter asks that all communication about 
her mother’s condition and medical 
management occur through her.  

 How should the doctor respond to this request?  



Clinical Setting Intercede Mediate Allow
Cryptococcus meningitis and family 
wanting to d/c for herbal Rx +
Adult Jehovah’s Witness refusing 
blood +
Parents who are Jehovah’s Witness 
refusing blood for their child +
Brain death and family refuses to 
withdraw intervention based on culture +
Brain death and family refuses to 
withdraw intervention based on 
mistrust and anger.

+
Family request to withhold cancer 
diagnosis and prognosis from patient. +



J. Clinical Ethics. 2000;11:251

63%

What percentage of doctors 
said they more likely to abide 
by a family request to withhold 
information if they believed 
that such a request would 
respect cultural norms?

10%, 46%, or 63%



Physicians Policies About Telling Cancer Patients

1961:  90% of physicians would not tell
D. Oken. What to tell Cancer Patients: A Study 
of Medical Attitudes.  JAMA. 1961;175:1120

1979:  98% of physicians would tell
D. Novak et al., Changes in Physicians’ 
Attitudes Toward telling the Cancer Patient.  
JAMA. 1979;241:897



Reasons for shift in attitudes
 therapeutic advances
 better training for physicians in care of the 

dying patient
 legal requirements for informed consent
 social trends, e.g., consumer activism



Cultural Aspects of Nondisclosure
Western Civilization: 
◦ autonomy is primary principle
◦ Self-determination is considered a good in itself and 

as a means to an end (person’s best interest)
Eastern Civilizations:
◦ Truthful disclosure might be at odds with cultural 

beliefs about hope, wellness, and thriving of persons.
◦ Protecting the sick and elderly: refrain from causing 

any unnecessary suffering
◦ Patient does not require full knowledge because the 

family will make the necessary decisions.



 Studies have shown that people from 
many different cultures are more likely 
to believe discussing death can bring 
death closer.

Curtis, Arch Intern Med, 2000; 
60:1690
Caralis, J Clin Ethics, 1992; 4:155
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 Numerous studies assessing patients’ 
preference for decision making and desire for 
more information

 Some patients:
◦ Wanted less information
◦ Satisfied with what they had
◦ Wanted more information

Schneider 1998



 Understand and appreciate patient’s cultural framework
 Remain aware of potential individual variances
 Cultural or religious membership does not imply 

individual acceptance of all beliefs of the group
 Place choice of disclosure with the patient
 Offer Truth
 Disclose if patient asks
 Abide by family only if patient requests that 

communication be through the family

Principle of Autonomy vs
Principle of Respect for Autonomy



Thank you!!



 ً شكرا
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