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Abstract: This article discusses the principles 
of informed consent and informed refusal 
(IR) in the context of patient-centered care 
and evidence-based practice, the right of 
patients to refuse care when properly in-
formed, and the implications of IR for nursing 
practice.
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Informed refusal: 
A patient’s right?
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Case study
An 83-year-old woman visits a new 
primary care physician (PCP) for an 
initial consultation. She has a history 
of multiple orthopedic surgeries in-
cluding bilateral total hip arthroplas-
ty, a total knee arthroplasty, laminec-
tomy for lumbar spinal stenosis, and 
severe osteoarthritis. She required 
a wheelchair because of significant 
functional impairment. When asked 
about scheduling a colonoscopy, she 

said that she had one that was nor-
mal a decade before and she would 
prefer not to have another since she 
had no risk factors for colorectal 
cancer. Also, her lack of mobility 
would make bowel prep very diffi-
cult. Getting into the position for this 
procedure would also be very painful 
for her. In addition, if she were to be 
diagnosed with colorectal cancer, she 
would want palliative care only. The 
PCP responded: “Well, do you want 
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care have not been met, such as not 
allowing family members to be with 
a hospitalized patient or accompany 
a patient to a provider outpatient 
visit.4 The use of telemedicine for 
outpatient provider visits could 
bridge that gap.4

Shared decision-making is a key 
component of patient-centered 
healthcare. This is the process by 
which patients and their providers 
collaborate to make decisions about 
needed assessments, interventions, 
and plans of care.5

Shared decision-making includes 
three components: the patient must 
meet the clinical criteria for the test 
or procedure; a decision aid, a tool 
developed to assist in the decision-
making process through clarification 
with a detailed focus on options 
and outcomes, should be used; 
and preference-sensitive conditions 
should be conveyed by the provider 
openly without a discernable prefer-
ence for any option.6 Empathy, skilled 
communication, and acceptance 
of vulnerability are also helpful in 
achieving shared decision-making.6

According to the 2001 IOM re-
port, the term “patient-centered care” 
encompassed qualities of compas-
sion, empathy, and responsiveness 
to the needs, values, and expressed 
preferences of the individual patient 
while addressing technical care and 
interpersonal interactions within a 
healing relationship.3 These qualities 
of patient-centered care along with 
shared decision-making will assist in 
the discussion and decision that may 
lead to informed refusal.

Evidence-based practice (EBP) is 
another concept that was reinforced 
by the National Academy of Medi-
cine, QSEN, The Joint Commission, 
and many other organizations. EBP 
may involve making clinical deci-
sions based on clinical judgment, 
patient preferences, and the best-
available evidence that usually comes 
from disciplined research.7 Providers 
need to ensure that they are using 

EBP as they interact with their pa-
tients and families to deliver the best 
treatment and care. Some providers 
do not actively use EBP strategies 
because of a lack of time, buy-in, or 
understanding.8 Strategies that are 
not evidence-based may cause dis-
trust in the shared decision-making 
process, leading to refusal of care.

Principles for informed 
consent
Five principles serve as the founda-
tion for informed consent:
• The patient must have sufficient 
information about their medical con-
dition.
•  The patient must understand the 
risks and benefits of available op-
tions, including the option to not act.
•  The patient must have the abil-
ity to use the clinical information 
to make a decision in keeping with 
their values.
• The patient must be able to com-
municate their choices.
• The patient must have the freedom 
of will to act without undue influ-
ence from other parties including 
family and friends.9

These principles of informed con-
sent, inherent in the communication 
between a healthcare provider and 
patient when a patient is treated for 
a medical condition or undergoes a 
specific medical intervention, may be 
applied to IR of care.

Informed refusal of care
A patient’s right to refuse care is 
based on the ethical principle of 
autonomy. According to this prin-
ciple, every person has the right 
to make their own decisions about 
their healthcare.10 Providers need to 
ensure that the patient is informed, 
that all aspects of treatment have 
been explained, risks and benefits 
discussed fully, and that the potential 
outcomes of a lack of treatment are 
also discussed and understood. If a 
patient refuses care after being fully 
informed of the consequences, the 

cancer then?” The patient, who had 
full capacity to refuse, felt that she 
was being attacked for her decision 
not to schedule the colonoscopy.

Do patients have the right to de-
cline healthcare procedures? Informed 
refusal (IR) applies the concepts of 
informed consent to refusal of care.1 
According to Selde et al.,1 patients 
have the right to refuse care as long as 
they understand their current medical 
situation and the possible outcomes 
of refusing care. With today’s increas-
ing focus on patient-centered care 
and the public’s easy access to medi-
cal information online, patients are 
taking active roles in their healthcare, 
including refusal of care. To provide 
patient-centered care, providers are 
charged with offering patients ad-
equate information so that they can 
make informed decisions about their 
health that best fits their values and 
preferences.2 This article discusses the 
principles of informed consent and IR 
in the context of patient-centered care 
and evidence-based practice, the right 
of patients to refuse care when prop-
erly informed, and the implications of 
IR for nursing practice.

Patient-centered care and 
evidence-based practice
“Patient-centered care” became a 
buzzword in 2001 when the National 
Academy of Medicine (formerly the 
Institute of Medicine [IOM]), Qual-
ity and Safety Education for Nurses 
(QSEN), The Joint Commission, and 
many other organizations shifted the 
focus away from provider-centered 
to patient-centered care.3 Patient-
centered healthcare includes respect 
for patients’ values, preferences, and 
expressed needs; coordination and 
integration of care; information, com-
munication, and education; physical 
comfort; emotional support and re-
lieving fear and anxiety; and involve-
ment of family and friends.3

During the COVID-19 pandemic, 
many aspects of patient-centered 
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provider must not impose their own 
beliefs or decisions.10

Providers must consider the cul-
tural practices and beliefs of the 
patient when considering informed 
consent or IR. While the predomi-
nant culture in the US values auton-
omy, individual autonomy may not 
be valued in other cultures.11

Capacity to refuse care
When a patient refuses care, health-
care professionals (HCPs) must first 
determine the patient’s capacity to re-
fuse.10 HCPs must assess if the patient 
can express understanding about the 
situation, the decision to refuse care, 
and the risks and benefits of refusing 
care; if the patient has expressed a 
clear, consistent choice to refuse care 
without changing their mind; if the 
patient can discuss the outcome of 
the refusal on how it affects their own 
life; and if the patient can discuss the 
consequences of their decision and 
explain why they want to refuse care.11 

There are times when a patient 
cannot decide to refuse care such as 
intoxication, the presence of a men-
tal illness, dementia, or when they 
are at the end of life when a person’s 
cognition may be impaired by the 
disease process. Validated tools are 
available to assist healthcare team 
members with assessing patients’ 
decision-making capacity, such as the 
MacArthur Competence Assessment 
Tool for Treatment and the Assess-
ment of Capacity for Everyday Deci-
sion-making.11

Dignity of risk
The term “dignity of risk” (DOR) 
has been used for many years by 
people who care for or work with 
patients with psychiatric, physical, 
or developmental disabilities and 
represents respect for persons’ self-
determination and minimizing pa-
ternalism.12 Some additional ques-
tions to ask when there is a refusal 
of treatment are:

• Is the refusal of care a low-, 
moderate-, or high-risk one?

• Does the patient have the capac-
ity to make this decision?

• Is the patient being coerced or 
under duress?

If the patient has the required ca-
pacity to make this decision and un-
derstands the benefits and risks of the 
IR, the refusal can be documented.12 
DOR also allows a patient to change 
their mind after refusing treatment.12 
IR should be considered a process, 
where there is time for the patient to 
rethink and reconsider the decision 
they have made, even if it requires re-
admission or treatment in the future.13 
Ensure that the IR is not a result of 
doubt, misconstrued information, or 
being frightened or anxious.13

One framework for making ethical 
decisions relies on the principles of 
autonomy, beneficence, nonmalefi-
cence, and justice (see Ethical prin-
ciples that guide healthcare).10,14 It en-
courages HCPs to examine situations 
through factors such as medical indi-
cations, patient preferences, quality 
of life, and contextual features like 

social, legal, and administrative. Sa-
lient, specific items can be placed in 
each of the four quadrants or boxes 
to clarify all aspects of an ethical di-
lemma. Providers could use a version 
adapted specifically for instances 
where patients refuse care after being 
informed about all aspects of treat-
ment (see The Four-box method).15,16

Examples of IR in clinical care
Pregnancy
Pregnant women may decline care 
that is supported by evidence, such 
as an oral glucose tolerance test to 
screen for gestational diabetes. The 
process of shared decision-making 
while supporting the woman’s au-
tonomy will ensure that coercion is 
not used when a pregnant woman 
refuses treatment.6 In a study that 
investigated women’s experiences of 
declining procedures in maternity 
care where one form of engaged 
patient behavior may be to decline 
certain procedures, women who 
attained a graduate education had 
higher odds of declining care when 
compared with those with a high 
school diploma; older women had 
lower odds of declining care com-
pared with women between 18 and 
24 years; and first-time mothers had 
higher odds of declining care when 
compared with mothers who had 
already delivered a baby.2 However, 
information on what type of care was 
refused was not collected.2

It is important to remember that 
pregnant women and fetuses are 

Ethical principles that guide healthcare10

Principle Definition

Autonomy Self-determination: Every person has the right to make informed decisions about their 
healthcare.

Beneficence Doing good: Actions taken by HCPs for the benefit of the patient.

Nonmaleficence Do no harm: HCPs must take steps to ensure that patients and society are not harmed by 
their actions.

Justice Fairness: Benefits and risks associated with healthcare are distributed equally among the 
population without bias.
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considered vulnerable groups and 
have additional ethical standards 
when involved in research studies. 
As a result, research on these popu-
lations is lacking. The COVID-19 
pandemic further highlighted the 
lack of pregnant and breastfeeding 
women in medical research.17 The 
FDA began focusing on a global ini-
tiative to expand research on these 
populations safely and ethically in 
2018.17 Because of the lack of clear 
evidence in the obstetric field, there 
may be uncertainty about some of 
the evidence used to make recom-
mendations. IR may be a logical 
decision for pregnant mothers based 
on the uncertainty of benefits due 
to a lack of sound studies in this 
population.

Vaccinations
Shared decision-making is a key 
component of patient-centered 

healthcare. More decisions are be-
ing recommended as shared clinical 
decision-making, such as the current 
recommendation for the 13-valent 
pneumococcal conjugate vaccine 
(PCV13) in those older than 65 
years. Until 2014, PCV13 has been 
recommended only for children 
and adults in high-risk groups, such 
as those who are immunocompro-
mised.18 The Advisory Committee 
on Immunization Practices (ACIP) 
expanded its recommendation to in-
clude patients older than 65 years to 
further reduce pneumococcal disease 
in older adults.18 Despite nearly 50% 
of patients with Medicare over 65 
years receiving this vaccine between 
2014 and 2018, pneumococcal 
disease, pneumococcal pneumonia, 
and mortality from these have not 
decreased.19 As a result, the ACIP 
approved a change in their recom-
mendations for the vaccine from age-

based recommendations to a shared 
clinical decision-making process.20 
Some suggest first clarifying that the 
vaccine is safe and effective, taking 
into account risk factors the patient 
may have, the community in which 
they live, and then applying such 
considerations to the patient’s prefer-
ences and views toward vaccines.19 
Shared clinical decision-making 
should be the standard of care when 
there are uncertain risks and benefits.

Discharge from the ED
Discharge against medical advice 
accounts for 0.1% to 2.7% of all ED 
discharges.21 Decisional capacity is 
essential to evaluate patients in the 
ED who wish to leave without be-
ing evaluated or treated.22 A variety 
of assessment tools may be used to 
determine decisional capacity, such 
as the Mini-Mental State Examina-
tion, the MacArthur Competence 

The Four-Box method15,16

CLINICAL ISSUES
The principles of beneficence and nonmaleficence
•  What is the patient’s medical history/diagnosis/prognosis?
•  Is the problem acute, chronic, critical, emergent, or 

reversible?
•  What are the goals of treatment?
•  What are the probabilities of success?
•  What are the plans in case of therapeutic failure?
•  How can the patient be benefited by medical, nursing, or 

other care, and harm avoided?

PATIENT PREFERENCES
The principle of respect for autonomy
•  What has the patient expressed about preferences for 

treatment?
•  Has the patient been informed of benefits and risks, 

understood, and given consent? 
•  Is the patient mentally and legally competent? What is the 

evidence of incapacity?
•  If incapacitated, who is the appropriate surrogate? Is the 

surrogate using appropriate standards?
•  Is the patient unwilling or unable to co-operate with 

treatment? If so, why?
•  In sum, is the patient’s right to choose being respected to 

the extent possible in ethics and law?

QUALITY OF LIFE/DEATH
The principles of beneficence and nonmaleficence and 
respect for autonomy
•  What are the prospects of returning to normal life with 

and without treatment?
•  Are there biases that prejudice providers’ evaluation of 

patients’ quality of life?
•  What physical, mental, and social deficits is the patient 

likely to experience if treatment succeeds?
•  Is the patient’s present or future condition such that 

continued life might be judged undesirable by the patient?
•  Are there any plans and rationale to forego treatment?
•  What are the plans for comfort and palliative care?

CONTEXTUAL FEATURES
The principles of loyalty and fairness
•  What chapter is this in the patient’s life?
•  Are there family/cultural issues that affect treatment 

decisions?
•  Are there HCP issues (MD, RN) that might influence 

treatment decisions?
•  Are their cultural or religious issues?
•  Is there any justification to breach confidentiality?
•  Are there resource allocation problems?
•  Are there legal implications?
•  Is there an influence of clinical research or teaching 

involved?
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Assessment Tool for Treatment 
as mentioned previously, and the 
Hopkins Competency Assessment 
Test. When patients refuse medi-
cal treatment in an ED, providers 
should communicate to the patient 
information about their diagnosis, 
recommended treatment, risks, 
benefits, and alternatives to the 
proposed interventions.22 Providers 
must adequately document when 
treatment is refused and should 
include an assessment of the pa-
tient’s decisional capacity, how the 
information was delivered, why 
the treatment or procedure was 
refused, and the patient’s autono-
mous choice.

Nursing implications
Patients should be active partners 
in making decisions about their 
healthcare. Nurses need to continue 
to apply the principles of informed 
consent and IR to all aspects of pa-
tient care. HCPs need to continue to 
inform patients and their families of 
the advantages and disadvantages of 
a particular treatment including any 
risks associated with having or not 
having that treatment. Informing the 
patient of options or alternatives to 
treatment and their pros and cons is 
also important. Information needs 
to be presented in a way that the 
patient and their family members 
understand, without medical jargon. 
Patients may need time to think 
about treatments and their alterna-
tives before making a decision. Most 
important, HCPs must respect the 
patient’s decision about consent-
ing to or refusing that treatment, 
as much as the HCP may not agree 
with the patient’s decision.

The way information about treat-
ment is communicated is important. 
As mentioned earlier, coercion is 
not appropriate when a patient re-
fuses treatment. HCPs must ensure 
that patients have the information 
that is needed to make an informed 
decision. Nurses may be able to fill 

in gaps in knowledge or clarify the 
risks related to a procedure that 
were not fully explained or that 
the patient did not understand in 
the original discussion of informed 
consent.

Ask questions to evaluate patient 
understanding, such as:

• “Can you please tell me what 
you know about what’s happening 
right now?”

• “What do you think is causing 
your symptoms?”

• “Do you have any questions 
about what we have discussed?”10

When patients refuse treatment, 
they are often considered noncom-
pliant since they are not following 
everything the healthcare provider 
suggests. In fact, “noncompliance” 
was an approved NANDA Interna-
tional nursing diagnosis for many 
years and was retired in 2017.23 
Though not an approved NANDA 
nursing diagnosis, “nonadherence” 
is suggested.24 It is defined as “be-
ing unable or unwilling to follow 
treatments and recommendations 
to promote personal health and 
well-being.”24 Again, the word 
“nonadherence” carries a negative 
connotation and suggests that the 
patient is not doing something that 
has been suggested by an HCP. 
Nurses need to avoid considering 
a patient who is refusing care to be 
an adversary. It is still the primary 
responsibility of HCPs to ensure 
that a patient receives the best pos-
sible care, even when refusing cer-
tain treatments.10

Reasons for refusal
Patients may refuse treatment due 
to the cost of care or treatment, 
because of the inability to travel, 
the inconvenience of the time that 
this treatment may take, or the ex-
pected pain and suffering that the 
treatment may cause. Nurses may 
uncover such reasons in a full socio-
cultural assessment and make refer-
rals as needed.

Conclusion
In the past 20 years, healthcare 
has undergone a shift from relying 
on advice from more experienced 
colleagues, intuition, or what was 
learned as a student, to using EBP to 
make clinical decisions, which in-
cludes patient preferences. Healthcare 
has also experienced a swing from 
being provider-centered to being pa-
tient-centered. Providing patients and 
their families with comprehensive 
information about informed consent 
and IR is crucial to ensuring patient-
centered care. Ultimately, HCPs need 
to respect the decisions of patients 
and their families. ■
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