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I. Autonomy and Its Historical Background: 
 
Overview 
From the dawn of medicine, the physician-patient relationship had been characterized as 
paternalistic, a relationship in which it was assumed that physicians knew what was in their 
patients' best interests and could be relied upon to serve those interests.  In this model, patients 
were largely passive recipients of medical care and accepted their doctors' recommendations out 
of trust and respect for their physicians' superior knowledge.  “Paternalism” has therefore come to 
have a negative connotation, implying deference on the part of the patient, and condescension on 
the part of the physician. 
 
But about forty years ago, a momentous transition took place in medical practice in which the 
paternalistic relationship was replaced by a relationship in which respect for patient autonomy 
became paramount.  From the Greek, “autonomy” literally means self-rule. In medicine, we are 
concerned with self-rule as an essential feature of human dignity and integrity.  In medical 
practice, respect for patient autonomy is primarily recognized by the requirement that patients 
give their informed consent prior to significant medical treatment. 
 
More recently, there has been a call for a balance between autonomy and beneficence (rather than 
paternalism). “Beneficence” has a positive connotation, and implies a partnership (some call a 
“covenant”) between the physician and patient. The physician still has the ultimate duty of 
seeking the best interests of the patient, but also must respect the patient’s choices. Where the two 
conflict, negotiation in a partnership of trust which is reflective of the profundity of the doctor-
patient relationship is called for. 
 
How did we get from paternalism to respect for autonomy?  
 
The 20th Century: The Historical Evolution of Autonomy 
The shift away from paternalism can be said to have begun in 1966, when Henry Beecher, an 
anesthesiologist at Massachusetts General Hospital, wrote an article in the New England Journal 
of Medicine on "Ethics and Clinical Research."   (This article was included in your 
Recommended Readings in Week 3).  
 
In this article Beecher exposed the fact that humans were frequently used as research subjects 
without their knowledge or consent. The widespread use of subjects without their consent began 
during the Second World War.  Prior to World War II, medical research could be described as a 
cottage industry that took place in physicians' offices and small laboratories.  Often physicians 
themselves served as the research subjects.  But in 1941, when we entered the war, President 
Roosevelt initiated a large-scale, publicly funded research program to support our servicemen, 
which later evolved into the National Institutes of Health.    Over 600 research protocols were 
funded during the war years.  These studies focused on infectious diseases such as malaria, 
influenza, VD, and dysentery--all common wartime illnesses, as well as wound and hardship 
research (how people react to extreme heat, cold, sleep loss, etc.). 
 
As soldiers could not be spared for studies of drugs whose effects were unknown and possibly 
toxic, the subjects for many of these studies were orphans, prisoners, the mentally retarded, and 
the elderly, many of whom were used without being informed of the research or given an 
opportunity to refuse to participate.  The rationale was that since everyone had to contribute to the 
war effort, this was a way these people could help too. In this view, enlisting these groups without 
consent could be seen as a way they could exercise their civic duty, not a violation of their rights. 



 2 

 
But for research on sexually transmitted disease and the hardship studies, perhaps because they 
were likely to attract public attention, healthy conscientious objectors were used as subjects.  
These men were informed of their options and given the choice to refuse to participate.  So at 
least some researchers had a sense of what ethical research required, but chose to suspend it in the 
name of the war effort. 
 
The results of the wartime research were impressive, including an influenza vaccine and the 
development of penicillin (1941).  Penicillin was hailed as a miracle by the press, and researchers 
as miracle workers.  Fueled by these wartime successes and the belief that a strong medical 
research program was essential for national security, post-war research carried on much in the 
same vein--unregulated and often using people as subjects without their consent. The lack of 
regulation was partly due to Congress's perception that regulation would slow down the research 
effort. That we continued in this way was all the more remarkable in light of the Nuremberg 
Trials of the Nazi doctors' research on prisoners--but there we chose to see government as the 
main problem, not science. 
 
In his article, Henry Beecher described 22 cases (he originally submitted 50) in which researchers 
had not told their subjects the nature of their experiments or obtained their consent to participate. 
In part, Beecher was aware of this practice because he himself was complicit in research of this 
kind.  But now his concern was that if the public became aware of these practices, the entire 
enterprise of biomedical research would become discredited. 
 
Beecher described the conflicts of interest experienced by physicians who serve as both 
caregivers and researchers, arguing that when the rewards of research are potentially great, 
concern for patient care may be secondary.  As a result of his paper, the NIH quickly instituted a 
set of guidelines covering all federally funded research.  Known as the "Common Rule," these 
guidelines established a system for peer review of all research protocols to ensure that the 
research is worthwhile, that the research design adequately protects subjects' interests, that 
subjects' rights to informed consent are upheld, and that the benefits and burdens of research 
participation are distributed equitably.   This system remains in place today. 
  
The issue of patient protection was not a new idea; what brought it to public attention at this time 
was the convergence of these concerns with the Civil Rights movement, the anti-war movement, 
and the feminist movement, all of which shared a distrust of "the Establishment" (those in 
positions of power and authority) and concern for people who were considered oppressed.  
Patients were seen as potential victims.  The exposure of the Tuskegee study, which studied the 
effects of untreated syphilis on African-Americans between the mid-1930s and the 1770s, 
confirmed the suspicions of many that physicians were not to be trusted. All of these 
developments were coupled with the emerging field of medical ethics to elevate concern for 
patients' rights.  The result was the rapid replacement of the paternalistic relationship with 
relationships dominated by respect for patient autonomy.  As our society has become increasingly 
litigious, this trend has been reinforced.   
 
II. Philosophical Roots of Autonomy: 
 
The notion of individual autonomy has its origins in the Renaissance and the Enlightenment.  
However, the roots of the notion of autonomy with which we are concerned are attributed to John 
Stuart Mill and Immanuel Kant.  Kant, in brief, argued that the moral value of a person resides in 
the person's will--the will being the person's ability to determine his or her own destiny.  Because 
an individual will is a good in itself, to violate a person's autonomy, either by a paternalistic act or 
by using the person as a means to an end, is to violate the intrinsic value of the person. 
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Mill took the position that it is permissible to interfere with the liberty of another only in order to 
prevent harm to others.  Acts done "for a person's good" but against the person's will are 
impermissible (see the excerpt by Mill in the readings). 
 
Natural law and virtue theorists such as Robert P. George and Edmund Pellegrino have also 
rooted autonomy in the inherent dignity (value) of the human person; thus, to violate a person’s 
autonomy is to violate them—it is an affront to their intrinsic worth. 
 
Clearly, a there is a prominent (but not necessarily dominant) place for autonomy in all major 
ethical theories. However, in medicine, we refer not just to the autonomy of individuals, which 
might be considered a property of persons, but also to autonomous actions and choices and the 
necessity of respecting each person's right to make such choices.  But what do autonomous 
choices entail? 
 
III. Conditions and Limitations of Autonomy 
 
In order for a decision to be considered autonomous, a number of conditions are necessary: 
 
(1)  The action must be intentional.   

That is, it must not be random, inadvertent, or accidental. 
 
(2)  The action must be voluntary.   

We usually think of this in terms of not being coerced or manipulated by other persons.  
But one can also be coerced by circumstances, by lack of access to care, or lack of 
information as to alternatives. 
 

(3)  The person must be informed. 
The problem here is how much information is enough? Three standards may be applied: 
the reasonable person standard, the professional practice standard, and the subjective 
standard. 

  
Reasonable Person: This standard is the amount of information a "reasonable person" is 
thought to need to have in order to make an informed decision.  However, it is not always 
clear what a hypothetical reasonable person would want to know. 

 
Professional Practice Standard: This is the amount of information determined by the 
current practices of the medical community to be adequate--if such a tradition exists. 

   
Subjective Standard: This is the amount of information the specific individual would like 
to know.  The difficulty with this is that it requires that the patient knows what he/she 
needs to learn and that the physician can discern what that is. 

 
(4) The person must possess decision-making capacity:  

This varies from person to person and with the type of choice to be made.  The legal term 
for decision-making capacity is competence. In brief, a person can be considered 
competent if he or she can make an intelligible decision based on rational thinking.  (We 
will discuss this in more detail later in the course.) 

 
The principle of autonomy has been further analyzed into four distinct meanings1: 
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1.  Autonomy as free action:  refers to action that is voluntary and intentional, whether in an 
active or passive sense (such as accepting or refusing treatment).  
 
2.  Autonomy as authenticity:  requires that autonomous actions be consistent with a person’s 
values, beliefs, dispositions, and life goals.  Actions that are out of step with the core values of a 
person may not be truly autonomous, even if they appear to be informed and voluntary. 
 
3.  Autonomy as effective deliberation:  implies that actions are taken in full knowledge of their 
pros, cons, and alternatives, and their respective consequences are carefully evaluated. 
 
4.  Autonomy as moral reflection:  implies understanding and acceptance of one’s values and 
choosing to act upon them. 

 
IV. Limitations of (and on) the Principle of Autonomy: 

 
Notwithstanding ethical arguments in favor of patient autonomy, to what extent should we expect 
sick patients to understand the intricacies of their diagnoses, the risks and benefits of their 
alternatives, and process new and complex information when they may be too tired to sit up in 
bed?  In a recent study of hospitalized patients, sicker patients were found to perform at the level 
of children under the age of ten when presented with tests involving estimating and comparing 
measurements, assessing perspective and spatial relations, and object classification.2  
 
While some patients may want to take charge of their care, others may not, some may wish to 
only up to a point, and others may be unable to at all, whether due to weakness, fatigue, anxiety, 
pain, mental illness, or side effects of medication.  Part of the art of medicine is to learn what 
each patient needs and wants in terms of guidance, recommendations, and advice, and respond 
accordingly. 
 
Some examples of limitations to the principle of respect for autonomy might include: 
 

(1) The patient seeks to deliberately harm themselves or others 
(2) The patient is not competent/is not in a state of mind to make autonomous decisions  
(3) The proxy decision maker for an incompetent patient or child chooses something which 

is not in the best interests of the patient 
(4) The patient’s choice violates the law or the conscience of the health care provider 

(controversial) 
 
           

V. The Link Between Autonomy and Competence 
 
Respect for autonomy, rooted in the philosophical nature of the person, involves respect for the 
right to make decisions in healthcare for those persons who have the capacity to do so. Patient 
autonomy must generally be respected—regardless of whether the healthcare provider agrees 
with the patient’s decision. 
 
But, consider these examples: 
 

(1) A terminally ill middle-aged patient requests that her doctor help her commit suicide; the 
physician is morally opposed to doing so. 

(2) A depressed elderly patient asks that a physician help her commit suicide; the physician 
agrees. 
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(3) A teenager who has broken up with his “true love” asks his pediatrician if she will help 
him commit suicide “quickly and safely.” 

(4) A cancer patient says, against his doctor’s advice, that he simply does not want any more 
chemotherapy because he does not like the way it makes him feel; radiation and resection 
are not options. 

 
These cases demonstrate the complexity of the principle of autonomy and the nature of 
competence. Respecting autonomy does not simply mean “doing what the patient wants”; but at 
the same time, autonomy involves a healthy respect for the right of competent patients to make 
decisions for themselves. Discerning decision-making capacity and declaring competence is a job 
which begins and ends with the physician. It is intimately rooted in the importance of respecting 
autonomy. 
 
 
VI. Decision-Making Capacity and Competence 
 
Definitions 
Decision-making capacity is the assessment of a patient's ability to make decisions, 
usually made informally, by physicians.  Competence is a legal term that recognizes the 
ability of patients to make their own decisions or manage their own affairs.  The terms 
are often used interchangeably though they do not mean the same thing. 
 
Decision-making capacities vary with the condition of a patient and the type of decision 
to be made.  In clinical practice, when decisions are to be made, the determination of 
competence is made with respect to specific decisions.  It is not a blanket determination 
made with respect to the patient as a whole. 
 
In medicine, decisions of questionable competence include those that: 
  

- weigh the benefits of the near future over the distant 
 

- are based on a patient's belief that he/she is invulnerable, that the risks do not 
apply to them, or that they will "beat the odds" 

 
- are based on fear or some other aspect of a proposed procedure, even if they 
know the procedure is in their best interests. 

 
- do not make sense, and cannot be attributed to a recognizable religious belief or 
cultural preference. 
 
 

VII. Competence Assessment 
 
Competence, like informed consent, is an ambiguous concept.  It is hard to define, hard to 
identify; easier to recognize when it is absent. 
 
In order to do an accurate assessment: 

Patients must be informed. 
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Assessments should take into consideration the effects of the illness, stress, 
fatigue, medication side-effects, cultural and language differences. 
Assessments should be made more than once. 

 
There are many tests that are used to assess competence.  These include tests such as the 
Mini-mental status exam, Alzheimer's disease assessment scale, and the Wechsler 
memory scale.  These tests are usually used to indicate a need for further inquiry—by 
themselves they don't necessarily determine competence or the lack of it. 
 
The Law3 
Statutory standards for competence determination have been developed to protect 
individual autonomy as much as possible, but there is no single, standard definition of 
competence.  Existing standards include the following:  
 

(1) The ability to communicate choices—to maintain and express stable choices 
long enough for them to be implemented. 

 
This ability may be impaired by loss of consciousness, a thought disorder, short-
term memory loss, or ambivalence.  It can be tested by asking patients to respond 
to questions several times, at different times. 

 
(2) The ability to understand relevant information: 

 
This involves a memory for words, ideas, and the underlying meaning of 
information.  This can be assessed by asking patients to paraphrase what they 
have been told. 

 
(3) The ability to appreciate the situation and its consequences—to understand the 

significance of information. 
 

This ability can be impaired by denial, distortion, or delusional perception. Test 
this by asking patients to explain their illnesses, their need for treatment, and/or 
the motivation of those caring for them. 

 
(4) The ability to manipulate information rationally—to weight risks and benefits 

and make a logical decision consistent with the patient's values and goals. 
 

This ability can be impaired by delirium, dementia, psychopathology, anxiety, 
depression, euphoria, and anger.  This can be tested by assigning importance to 
various factors impinging on decisions and weighting them.  

  
These determinations—of how much information to tell a patient, and whether the patient 
really understands it, are highly subjective.  Above all, in making these judgments, it is 
important to distinguish between the values and capacities of the physician, and the 
values and capacities of the patient. 
 
In Ohio Law:  
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All adults (18 and above) are presumed competent, to have the capacity to make 
decisions.  The presumption of competence is overridden if the person is legally declared 
incompetent, or a guardian for the person has been legally appointed to make decisions 
for the patient.  Otherwise, for adults, the patient's competence must be examined to 
overcome the presumption. 

 
 
The Competence of Minors: 
 
Minors are defined in Ohio as people under age 18, who are usually considered 
incompetent.  Their parents are their "natural guardians" and have the authority to 
consent to treatment. 
 
Consent for most medical care requires a person reach the “age of consent,” essentially 
established after passage of the 26th Amendment (right to vote for 18 year olds, 1971). 
Minors in most states still require parental notification or consent for the discontinuation 
of life-saving treatment; a surgical abortion; enrollment in research studies; or elective 
plastic surgery, for example.  
 
(1) Drug, alcohol, and tobacco cessation treatment; (2) contraception/sexual health 
counseling; and (3) mental health counseling typically allow treatment without 
parental consent or notification. 
 
Mature minors are minors considered capable of making mature, rational (competent) 
decisions, based on their understanding of their circumstances and alternatives.  
Determinations of maturity are made on a case-by-case basis by the practitioners 
and/or courts, using the same criteria for assessing adult competence.  
Determinations of maturity are usually made for minors who are age 15 and older, 
although in some cases younger minors may be considered mature.  Whether claims of 
maturity are sustainable in court may have much to do with the type of decision at 
stake—whether the minor is consenting to treatment or refusing it, or whether the 
treatment is life-saving, or not.    

 
Emancipated minors are minors who are no longer living under the protection and 
control of their parents or a guardian: those who are married, in the armed forces, or self-
supporting.  They are presumed to be competent.  
 
In many states (NOT Ohio) a minor becomes “emancipated” automatically when she has 
a child. Since Ohio law does not have this provision, we have the unusual situation that a 
post-partum teenager consents for procedures on her own child, but needs her mother’s 
consent for procedures for herself! 
 
If declared incompetent, surrogate decisions makers include: 
  

1.  Someone appointed to hold a Durable power of Attorney for Health Care 
(DPOA)  

 2.  A guardian, if the patient is a minor and incompetent 
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3.  (If no DPOA) a family member who in good faith can make a decision   
consistent with what he/she thinks the patient would wish. 
 

Decision-making standards: 
 
For adult patients, surrogates use "substituted judgment" in making decisions. 
For minors, a "best interest standard" is generally used. 
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