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Informed consent involves providing patients with 
accurate and adequate information about the risks, ben-
efits, and alternatives of a treatment in a manner that is 
free from coercion. It also requires that patients have med-
ical decision-making capacity. Medical decision-making 
capacity has four key elements. Patients must be able to  
(1) demonstrate understanding of the benefits and risks 
of, and the alternatives to, a proposed treatment or inter-
vention (including no treatment);  (2) demonstrate appre-
ciation of those benefits, risks, and alternatives;  (3) show 
reasoning in making a decision;  and (4) communicate 
their choice.1,2

Capacity differs from competence. Although the terms 
are often used interchangeably, competence is a legal term 
that is determined by the court system, whereas capacity is 
a medical term that is determined by the treating physician. 
According to their strict definitions, lack of competence 

refers to global decision-making impairment (e.g., finances, 
property, wills), whereas lack of capacity refers to the inabil-
ity to make decisions about proposed medical treatments 
and other aspects of care. Capacity can vary with circum-
stance;  for example, a patient can have the capacity to make 
small, straightforward decisions such as consenting to take 
a new medication, but may lack the capacity to consent to a 
high-risk abdominal surgery.3

Generally, a patient’s capacity is readily apparent, and 
physicians intuitively assess capacity at every medical 
visit. Because the four elements of capacity (understand-
ing, appreciation, reasoning, and communication) are built 
into everyday dialogue and interactions, it can be assumed 
that patients have the capacity to make medical decisions 
if their conversation demonstrates basic logic. However, a 
patient’s capacity may come into question if the dialogue 
does not proceed in a logical fashion, if there are abrupt 
changes in the patient’s mental status, or if the patient 
refuses an obviously beneficial treatment, has a risk fac-
tor for impaired decision making (Table 13-5), or readily 
agrees to an invasive or risky procedure without discuss-
ing or considering the risks and benefits.3 If the physician 
has doubts about a patient’s ability to make a decision, a  
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more formal evaluation of capacity should be under-
taken. The results can either give the physician confidence 
to adhere to the patient’s wishes or, if a lack of capacity is 
indicated, to take steps to restrict the patient’s autonomy in 
order to prevent unintended and irreparable harm.

Prevalence
Physicians tend to underdiagnose lack of capacity in their 
patients. An analysis of eight studies showed that physi-
cians could identify only 42% of patients with incapac-
ity as determined by a formal evaluation.2 It is not clear 
whether underdiagnosis is the result of physicians’ inabil-
ity to recognize incapacity or their reluctance to make the 
diagnosis.

Knowing the prevalence of incapacity in various popula-
tions may raise awareness by helping physicians determine 
the pretest probability. In populations with a higher pretest 
probability, physicians should be more alert for incapacity 
and more readily consider performing a capacity evalua-
tion. The prevalence of incapacity in healthy older adults 
is estimated at 2.8%.6 However, the prevalence is higher in 
other patient populations:  inpatients on a medical ward 
have an incapacity prevalence of 26%, and those with Alz-
heimer disease (considering those at all stages) have a preva-
lence of 54%.6 The highest rate (68%) is among persons with 
learning disabilities.6

Evaluation
INITIAL STEPS

The causes of incapacity are numer-
ous, and the thought of restricting a 
patient’s autonomy can be intimidat-
ing. A stepwise approach to evaluation 
is recommended.3,7,8 

The first step is to ensure that 
there are no communication barri-
ers impairing the patient’s ability to 
understand information and com-
municate with the physician. These 
might include physical barriers, such 
as hearing and vision impairments, 
dysarthria, or dysphagia.9 Language 
barriers may also be present, includ-
ing the use of medical jargon that can 
confuse patients and cause “pseudo-
incapacity.” 2 Jargon and complicated 
explanations can also cause confusion, 
but further inquiry and rewording can 
improve their understanding and allow 
them to make informed decisions.

If there are no communication bar-
riers, the next step is to evaluate for 

reversible causes of incapacity, such as infection, medi-
cation adverse effects, illicit drug use, hypoxia, metabolic 
derangements, acute neurologic and psychiatric disorders, 
delirium, and critical illness. The third step is to consider 
the patient’s values and culture; these can weigh heavily 
on his or her decision and may cause some physicians to 
question capacity. A Jehovah’s Witness who refuses a blood 
transfusion is a classic example of a value-based decision 
that should be honored as long as the patient demonstrates 
the four elements of capacity.

SORT:  KEY RECOMMENDATIONS FOR PRACTICE

Clinical recommendation
Evidence 
rating References

A structured approach should be used when 
assessing a patient’s decision-making capacity. This 
should include an assessment of any language or 
communication barriers interfering with the patient’s 
understanding;  identification and treatment of any 
reversible causes of incapacity;  a directed interview 
to assess the elements of consent;  and, if needed, the 
use of a formal tool to assess capacity and cognition.

C 3, 7, 8

Use of a formal assessment tool such as the Aid to 
Capacity Evaluation improves accuracy in determin-
ing a patient’s decision-making capacity.

C 2, 8 

Use of a standard cognitive assessment instrument is 
helpful in assessing for capacity when patients score 
at the extremes of the scale (very high score favors 
capacity and very low score favors incapacity).

C 2, 15

A = consistent, good-quality patient-oriented evidence;  B = inconsistent or limited-quality 
patient-oriented evidence;  C = consensus, disease-oriented evidence, usual practice, expert 
opinion, or case series. For information about the SORT evidence rating system, go to https:// 
www.aafp.org/afpsort.

TABLE 1 

Risk Factors for Impaired Medical  
Decision-Making Capacity

Acknowledged fear of or discomfort with institutional 
health care setting

Age < 18 years

Age > 85 years

Chronic neurologic condition

Chronic psychiatric condition

Low education level

Significant cultural or language barrier

Information from references 3 through 5.
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DIRECTED CLINICAL INTERVIEW

If no communication barriers or reversible causes 
of incapacity are identified, the next step is a 
capacity assessment with a quick and informal 
directed clinical interview. This process can help 
determine whether the patient demonstrates the 
four elements of capacity. Table 2 provides sug-
gested questions to use in evaluating these four 
elements.3 When evaluating a patient’s responses 
to these questions, keep in mind that patients do 
not have to make the “right” choice;  they need 
only to demonstrate a rational examination of 
pertinent information in arriving at their deci-
sion.10 A high burden of proof is needed to restrict 
autonomy. Therefore, if the evaluation indicates 
that the patient’s understanding and rationale 
are adequate, that generally establishes capacity, 
even though someone else in the patient’s situa-
tion might make a different decision.11

FORMAL CAPACITY ASSESSMENT TOOLS

If the directed interview does not clearly demon-
strate capacity, or if additional information is 
required, the use of a formal assessment tool is 
the next step. Several tools are available to eval-
uate capacity, and each has a unique approach. 
Common assessment tools include the Aid to 
Capacity Evaluation (ACE;  Figure 13), the Hop-
kins Competency Assessment Test (HCAT;  
available at http:// criminal-justice.iresearchnet.
com/forensic-psychology/hopkins-competency-
assessment-test-hcat), the Understanding 
Treatment Disclosure, and the MacArthur Com-
petence Assessment Tool for Treatment.12

The ACE is a formal, directed, clinical inter-
view that objectively assesses the four elements 
of capacity. It is widely used and considered the 
best available online tool. It comes with instruc-
tions and is specific to each medical decision. The 
ACE was validated in a large study that showed that a pos-
itive evaluation had a likelihood ratio of 8.5 for predicting 
decision-making incapacity.2,8

The HCAT is also quick and effective, but it evaluates for 
generalized incapacity rather than capacity to make spe-
cific decisions.13 The HCAT can be helpful if there is con-
cern about the need to transfer decision-making authority 
to a surrogate, but it is not as helpful if the goal is evaluat-
ing for capacity in a specific clinical scenario.

If uncertainty about capacity remains after an evaluation 
using the ACE, HCAT, or other instrument, consultation 
with another clinician can be considered. Consultation 

with a psychiatrist can be particularly helpful and is pru-
dent if the patient has a history of schizophrenia or other 
psychiatric or delusional disorder. However, the final 
determination of the patient’s capacity should be made by 
the treating physician. 

COGNITIVE TESTING

Assessing cognition can be useful but is not required to deter-
mine capacity. The Mini-Mental State Examination (avail-
able at https:// www.uml.edu/docs/Mini% 20 Mental % 20 
State%20Exam_tcm18-169319.pdf) and the Montreal Cog-
nitive Assessment (available at http:// www.mocatest.org) 

TABLE 2

Questions to Ask During an Evaluation of Medical 
Decision-Making Capacity

Questions to determine the patient’s ability to understand treat-
ment and care options

What is your understanding of your condition?

What are the options for your situation?

What is your understanding of the benefits of treatment, and what are 
the odds that the treatment will work for you?

What are the risks of treatment, and what are the odds that you may 
have a side effect or bad outcome?

What is your understanding of what will happen if nothing is done?

Questions to determine the patient’s ability to appreciate how that 
information applies to his or her own situation

Tell me what you really believe about your medical condition.

Why do you think your doctor has recommended (specific treatment/ 
test) for you?

Do you think (specific treatment/test) is best for you? Why or why not?

What do you think will actually happen to you if you accept this treat-
ment? If you don’t accept it?

Questions to determine the patient’s ability to reason with that 
information in a manner supported by the facts and the patient’s 
own values

What factors/issues are most important to you in deciding about your 
treatment? What are you thinking about as you consider your decision?

How are you balancing the pluses and minuses of the treatments?

Do you trust your doctor? Why or why not?

What do you think will happen to you now?

Questions to determine the patient’s ability to communicate and 
express a choice clearly

You have been given a lot of information about your condition. Have 
you decided what medical option is best for you right now?

We have discussed several choices. What do you want to do?

Adapted with permission from Tunzi M. Can the patient decide? Evaluating 
patient capacity in practice. Am Fam Physician. 2001; 64(2): 301.
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 FIGURE 1

Aid to Capacity Evaluation assessment form. 

Name of patient:

Record observations that support your score in each domain, including exact responses of the patient. Indicate your score for each domain with a 
check mark.

1.  Able to understand medical problem 
(Sample questions: What problem are you having right now? What problem is bothering you most?  
Why are you in the hospital? Do you have [name problem here]?)

 Observations:

 

 Yes

 Unsure

 No

2.  Able to understand proposed treatment 
(Sample questions: What is the treatment for [your problem]? What else can we do to help you? Can you 
have [proposed treatment]?)

 Observations:

 

 Yes

 Unsure

 No

3.  Able to understand alternative to proposed treatment (if any) 
(Sample questions: Are there any other treatments? What other options do you have? Can you have [alter-
native treatment]?)

 Observations:

 

 Yes

 Unsure

 No

  N one 
disclosed

4.  Able to understand option of refusing proposed treatment (including withholding or withdrawing  
proposed treatment) 
(Sample questions: Can you refuse [proposed treatment]? Can we stop [proposed treatment]?)

 Observations:

 

 Yes

 Unsure

 No

5.  Able to appreciate reasonably foreseeable consequences of accepting proposed treatment 
(Sample questions: What could happen to you if you have [proposed treatment]? Can [proposed treatment] 
cause problems/side effects? Can [proposed treatment] help you live longer?)

 Observations:

 

 Yes

 Unsure

 No

6.  Able to appreciate reasonably foreseeable consequences of refusing proposed treatment (including  
withholding or withdrawing proposed treatment)  
(Sample questions: What could happen if you don’t have [proposed treatment]? Could you get sicker/die if 
you don’t have [proposed treatment]? What could happen if you have [alternative treatment]? [If alterna-
tives are available])

 Observations:

 

 Note: for questions 7a and 7b, a yes answer means the person’s decision is affected by depression or psychosis.

 Yes

 Unsure

 No

7a.  The person’s decision is affected by depression. 
(Sample questions: Can you help me understand why you’ve decided to accept/refuse treatment? Do you 
feel that you’re being punished? Do you think you’re a bad person? Do you have any hope for the future? 
Do you deserve to be treated?)

 Observations:

 

 Yes

 Unsure

 No

7b.  The person’s decision is affected by delusion/psychosis. 
(Sample questions: Can you help me understand why you’ve decided to accept/refuse treatment? Do you 
think anyone is trying to hurt/harm you? Do you trust your doctor/nurse?)

 Observations:

 Yes

 Unsure

 No

continues
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 FIGURE 1 (continued)

From reference 3. 

Overall impression 

 Definitely capable    Probably capable    Probably incapable    Definitely incapable

Comments

(For example: need for psychiatric assessment, further disclosure and discussion with patient, or consultation with family)

The initial ACE assessment is the first step in the capacity assessment process. If the ACE is definitely or probably incapable, 
consider treatable or reversible causes of incapacity (e.g., drug toxicity). Repeat the capacity assessment once these factors 
have been addressed. If the ACE result is probably incapable or probably capable, then take further steps to clarify the 
situation. For example, if you are unsure about the person’s ability to understand the proposed treatment, then a further 
interview that specifically focuses on this area would be helpful. Similarly, consultation with family, cultural and religious 
figures, and/or a psychiatrist may clarify some areas of uncertainty.

Never base a finding of incapacity solely on your interpretation of domain 7a and 7b. Even if you are sure that the decision 
is based on a delusion or depression, you should always get an independent assessment.

Time taken to administer ACE:  Minutes: 

Date:  Day:                     Month:                     Year:                     Hour:                    

Assessor: 

Instructions for scoring

1.  Domains 1-4 evaluate whether the person understands his or her current medical problems, the proposed treatment, 
and other options (including withholding or withdrawing treatment). Domains 5 and 6 evaluate whether the person 
appreciates the consequences of his or her decision (see sample questions above).

2.  For domains 1-6, if the person responds appropriately to open-ended questions, score yes. If the patient needs repeated 
prompting by close-ended questions, score unsure. If the patient cannot respond appropriately despite repeated 
prompting, score no.

3.  For domain 7, if the person appears depressed or psychotic, then decide if the decision is being affected by the depres-
sion or psychosis. For domain 7a, if the person appears depressed, determine if the decision is affected by depression. 
Look for the cognitive signs of depression such as hopelessness, worthlessness, guilt, and punishment. For domain 7b, if 
the person may be psychotic, determine if the decision is affected by delusion/psychosis.

4.  Record observations that support your score in each domain, including exact responses of the patient.

5.  Remember that people are presumed capable. Therefore, for your overall impression, if you are uncertain, then err on 
the side of calling a person capable.

University of Toronto Joint Centre for Bioethics Aid to Capacity Evaluation (ACE) Disclaimer

The information contained in this document is for general information only and is not intended for commercial use. It is not legal advice and is 
not a substitute for the advice of a qualified practitioner in your home jurisdiction. There are no warranties or representations of any kind as 
to this document’s accuracy or that of the materials contained in it. The members of the Joint Centre assume no liability or responsibility for any 
errors or omissions in this document’s content.
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are two tools that are commonly used to evaluate cogni-
tion. They can be helpful in evaluating capacity when 
patients score at the extremes of the scoring scale.14 For 
example, patients who score less than 20 on the 30-point 
Mini-Mental State Examination are 6.3 times more likely 
to have incapacity, whereas patients who score 25 or higher 
are unlikely to have incapacity (likelihood ratio = 0.14).2 
Similarly, the 30-point Montreal Cognitive Assessment 
has been shown to predict incapacity. In one study of 90 
patients with Parkinson disease, a score of less than 22 
had a 94% sensitivity and 90% specificity for identifying 
incapacity.15

FINAL DECISION

Determining that a patient lacks capacity and restricting his 
or her autonomy require clear and convincing evidence that 
the patient’s decision will cause unintended and irreparable 
harm. If there is uncertainty after conducting a full capacity 
evaluation, the final judgment should err on the patient’s 
side.4,16,17 Each state has its own definition of capacity. 
Although laws are similar among states and incorporate the 
four elements of capacity, there may be slight differences. 
Thus, if an evaluation leads to a diagnosis of incapacity and 
legal proceedings are involved, consultation with a medical 
attorney is prudent.

Surrogate Decision Makers
If a physician determines that a patient does not have the 
capacity to make a treatment decision, consent for treat-
ment must be obtained from other sources. If the patient 
has an advance directive applicable to the clinical situa-
tion, it should be used to guide decisions. If not, the physi-
cian should determine whether the patient has designated 
a medical power of attorney. If there is no valid medical 
power of attorney, the closest relative usually becomes the 
surrogate. The priority of relatives varies by state, but the 
typical order is spouse, adult children, parents, siblings, and 
other relatives.

Up to 16% of patients in intensive care units do not have 
a known relative or medical power of attorney, so a court-
appointed health fiduciary is an option.18 If the patient is not 
able to give consent and delaying care to identify a surrogate 
will increase the risk of death or serious harm, the physician 
can provide emergency care without formal consent under 
the assumption that a reasonable person would have con-
sented to the treatment.4

Documentation
When performing a capacity assessment, it is important 
to document the evaluation in the medical record. Exact 
responses to the questions are helpful, along with a brief 

summary of the interview. If a formal assessment tool is 
used, it should be included in the medical record. Ulti-
mately, the clinician must document the rationale used in 
determining the patient’s capacity.3

Clinical Application
CASE 1

An 88-year-old woman who lives alone presents to the emer-
gency department after a fall. Her sodium level is 120 mEq 
per L (120 mmol per L), and she is admitted to the hospi-
tal. Her outpatient records show that she has not refilled 
her heart failure medications in more than six months. On 
day 3 of hospitalization, she states that she is feeling better 
and wants to go home. Physical examination reveals global 
muscle weakness and inability to get out of bed without 
assistance. The inpatient team recommends transfer to a 
rehabilitation facility, but the patient refuses. 

CASE 2

A 56-year-old man with schizophrenia is brought to the 
emergency department by his brother. He has a large, non-
healing ulcer on his left lower leg that is obviously infected. 
His brother reports that the patient has diabetes mellitus 
and stopped taking his medications six months ago. On 
examination, the patient demonstrates disorganized think-
ing and describes auditory hallucinations. He refuses treat-
ment and says the government is trying to kill him.

CASE DISCUSSION

Case 1 is an example of a patient who may understand her 
situation and treatment options, but may not appreciate the 
consequences of her decision. If she is discharged home, 
where she lives by herself, she will not be able to perform 
activities of daily living. She does not realize that this will 
lead to harm. From this informal assessment, she seems to 
lack appropriate decision-making capacity. A formal assess-
ment using the ACE will likely confirm this conclusion. If 
she continues to insist on hospital discharge, steps can be 
taken to involve family members or other surrogate deci-
sion makers to arrive at a decision that will be acceptable to 
the patient and is appropriate for her safety.

Case 2 is an example of poor reasoning due to psychiatric 
illness. The patient cannot synthesize complex data to make 
an informed decision;  therefore, he lacks decision-making 
capacity. Psychiatric consultation should be obtained and 
appropriate treatment instituted.

This article updates a previous article on this topic by Tunzi.3

Data Sources:  A literature search was performed in PubMed 
using the terms capacity and evaluating capacity. We also 
searched the National Guideline Clearinghouse and the 
Cochrane database. Search date:  January 2017. 
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