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ABSTRACT
The authors question the respect for the principle of autonomy of the patient admitted into intensive care unit,

limiting the scope of the question to the chronically ill. A questionnaire was drafted and distributed to 378

chronically ill patients in Hospital de Braga, which intended to assess whether they were informed of the possibility

of the need for admission to intensive care, as well as invasive techniques that they might have to be submitted. The

results showed that information was clearly insufficient. The scientific literature articles in this area supports that the

lack of information is still very common. So, the authors propose improving this communication. Note that, in the

context of chronic disease, prompt information of the patient of the future possibility of need for admission into

intensive care is the way to ensure respect of their last will. They suggest that the doctor's commitment to respecting

the autonomy of the chronically ill is an opportunity for better care.
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INTRODUCTION

The respect for patient autonomy is nowadays considered a
fundamental ethical principle in clinical practice. Therefore,
when a diagnosis is made, the patient should be informed of the
possible therapeutic options, prognostic and possible
complications. The clinical approach will result from sharing
information and patient will. This model is usually designated by
Patient Centered Care (PCC) allows a shared decision-making
(SDM) [1].

In an intensive care scenario, especially in an emergency, the
priority is to resuscitate and initiate advance life support, so
mostly there is no room for SMD. Possibly, the exceptions are
the presence of an “Advanced Directive of Will” (ADW) or a
precise order to Do Not Resuscitate (DNR) in the clinical
process.

The natural evolution of chronic diseases allows us to anticipate
a future need for admission in intensive care, therefore the
patient should be timely informed of that possibility so that he
can consciously express his will.

Internal Medicine is not defined by an organ system, by
specialized knowledge or complex specific techniques, however it

practices the mastery of care [2]. It privileges the doctor-patient
relationship favoring a humanistic connection, which is crucial
in an increasingly complex fragmented technologic healthcare.
In this context, the respect for autonomy is of relevance in
Internal Medicine clinical practice.

The aim of this study was to question patients with chronic
diseases from Hospital de Braga if their doctors had informed
them that they might need a future admission in intensive care.
And, about the invasive techniques that might be necessary,
namely orotracheal intubation, mechanic ventilation or
tracheostomy.

METHODS

The authors did a cross-sectional study including patients with
chronic disease, defined by World Health Organization (WHO),
admitted in Intensive Care Unit (ICU) or in Internal Medicine
Department (IMD) of Hospital de Braga, from April 6th to
November 19th of 2017. Patients from IMD also needed to fulfill
criteria for a possible future admission in ICU.

Patients were grouped by most frequent chronic diseases defined
by WHO: cardiovascular, oncologic, kidney, pulmonary and

Jo
ur

na
l o

f C
lin

ical Research & Bioethics

ISSN: 2155-9627 Journal of Clinical Research & Bioethics Research Article

*Correspondence to: Maia Goncalves A, Multipurpose Intensive Care Unit, Hospital de Braga, 4710-243, Braga, Portugal, Tel: +351962535597; E-
mail: antonio.maiagoncalves@gmail.com

Received date: March 30, 2019; Accepted date: April 10, 2019; Published date: April 17, 2019

Citation: Goncalves AM, Coelho E, Pacheco A, Barbosa C, Jacomo A (2019) Autonomy in Advanced Chronic Disease. J Clin Res Bioeth 10:332.
doi: 10.24105/2155-9627.10.332

Copyright: © 2019 Goncalves AM, et al. This is an open-access article distributed under the terms of the Creative Commons Attribution License,
which permits unrestricted use, distribution, and reproduction in any medium, provided the original author and source are credited.

J Clin Res Bioeth, Vol.10 Iss.1 No:332 1

mailto:antonio.maiagoncalves@gmail.com


diabetes. Recorded data also included: age, literacy, previous
information about need for admission in ICU (given by his
doctor), as well as need for invasive measures (orotracheal
intubation, mechanic ventilation or tracheostomy); and, if the
patient wanted to know more about ICU.

Statistical analysis was done with IBM SPSS Statistic, version 22.

Ethical and deontological principles referring to the best
practice in recording and data analysis were respected through
the entire study.

RESULTS

378 patients were included: 53.2% from ICU and 46.8% from
IMD. Mean age was 59.95 with a median of 62, ranging from 20
to 81-year-old. Regarding literacy: 13.2% were illiterate, 19.3%
had 4 years of school, 20.4% had 6 years of school, 18% had 9
years of school, 16.9% finished high school and 12.2% had a
university degree.

Concerning chronic disease, there was a greater prevalence of
cardiovascular disease (33.9%), followed by pulmonary (27.8%),
kidney (16.9%), diabetes (11.6%) and oncologic disease (9.8%).

76.7% of all patients included answered that they had no
information about a possible admission in ICU; it was verified
that there was no significant interdependency between OMS
chronic disease groups and these information (p=0.155). A
significant interdependency was verified between literacy and
information about possible need for ICU admission (p<0.001),
with least literate patients tending to respond “No” and well-
educated (more than 6 years of school) tending to respond
“Yes”.

There were 88 patients (23.3%) affirming to have information
about possible need for ICU admission. In this group, 24.4%
knew about possible orotracheal intubation, 13.8% knew about
possible mechanical ventilation and 4.2% knew about a possible
tracheostomy.

When asking about if they would like to know more about ICU,
81.5% of patients responded “Yes”. There was a significant
interdependency (<0.001) of the answer to this question and
literacy, mostly related to illiterate leaning to respond “No”
when compared to literate patients. In OMS chronic disease
groups was also verified a significant interdependency (p=0.006)
with the answer to this question, in with oncologic and diabetic
patients lean to respond “No” more than the other groups.

DISCUSSION

Patients with concomitant chronic diseases are increasingly
frequent and magnify complexity of healthcare. In developed
countries, one out of four adults have at least 2 chronic
conditions, and more than a half of older patients have three or
more chronic diseases [3,4].

The average life expectancy in developed countries will be 85-87
years-old by 2050, with an associated inversion of demographic
pyramid [5].

One could say that the demographic and epidemiologic changes
have important implications in healthcare and bring new ethical
and clinical challenges. It would not make any sense that the
clinical and scientific progress had conquered a remarkable
increase in life expectancy and now there was no ability to
respond to new challenges. There are big challenges mostly
concerning Nacional Healthcare System, and there are huge
challenges each individual face every day taking care of patients
with multiple chronic diseases with increasingly advanced ages.

Guidelines are excellent to support clinical decision; however,
they are related to only one clinical entity.

Although pharmacological interactions can be anticipated, the
probability of side effects is enhanced when five or more drugs
are associated. Even though in some scenarios adding more
drugs will benefit the patient, when facing multiple chronic
diseases and/or fragility/deficiency the probable benefit
diminishes outbalanced by the increased risk of harm [6].

The use of devices in older patients, such as implantable cardiac
defibrillators, must be well pondered because in many cases the
mortality is not diminished [7].

Or deciding to initiate haemodialysis in advanced aged patients.
It is known that older adults with advanced chronic renal failure
have high probability of death by other causes. Exception to this
scenario is rapidly progressive kidney injury in an otherwise
healthy patient. Is initiating renal replacement therapy a
clinically and ethically easy decision? [8,9].

What about valvular cardiac diseases? Aortic stenosis (AS) is the
most common valvular disease in developed countries and its
impact on public health resources will increase because of aging
of western population. In a study from United States of
America, prevalence of AS in patients older than 75 years old
was 12.4%, with 3.4 of sever AS. The authors concluded that
about 290000 elderly with high surgical risk could be treated
with transcatheter aortic valve replacement. These estimates
have considerable clinical, ethical, economic and social
implications [10].

The list of many more procedures in which the clinical and
ethical decision about the clinical approach defies the best
clinical sense, would be necessarily extensive. These are daily
decisions to Internal Medicine physicians or in which they are
called to participate.

Those who treat elderly with multiple chronic diseases are
frequently confronted with the need to consider the benefit of
an intensive care admission during an exacerbation. Nowadays,
it is frequent that these patients are proposed to admission in
intensive care during acute exacerbations of chronic diseases
[11].

A study made in Portugal between 2000 and 2010 concluded
that patients older than 75 years old admitted in ICU almost
doubled (1837 patients in 2000, and 3491 patients in 2010) [12].
The benefit of admission of elderly in intensive care is not
established [13]. There are no defined clinical criteria. There are
few published literatures but with no objective conclusions.
Nowadays, there is no ideal combination of independent
prognostic factors associated to the benefit of elderly admission
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in intensive care. Even in the same country, there are different
opinions in the triage method. Besides age, other important
prognostic factors in the critically ill elderly are comorbidities
and geriatric syndromes such as fragility, sarcopenia and
dementia [14].

For instance, one can consider that the reason to propose an
admission of a patient to intensive care is an understanding that
the physiologic reserve of the patient is enough to endure it and
that the clinical situation is reversible. Intensive care is a sparse
resource with high cost. In its routine are included several
invasive procedures which can carry life-threatening
complications, namely invasive mechanic ventilation, placing of
central venous catheters or intracranial pressure monitoring, etc.
[15].

In general, all patients admitted in intensive care are critically ill
and have life-threatening conditions in which intensive care
resources are needed. It is also known that if the physiologic
reserve of a patient is already very limited, the catabolism and
physiologic demand of an intensive care admission will result in
a huge increase in intra-hospital mortality (compared to other
age groups), even if the patient is discharged from ICU [16,17].

This is usually the method whether to propose a patient for
intensive care admission: Taking in account the state odd art,
being as updated as possible, analysing all variables and sharing
the decision with Intensive Care physicians. However, most of
the times, the main intervenient in these decision-making
process (the patient), never had a chance to express his will.
Obviously, the opportunity for participate in this decision-
making process is not during a severe acute exacerbation. The
time frame for that kind of intervention had already existed. In
follow-up appointments, options of end-of-life care should be
discussed in the same way as the introduction of new drugs or
treatments. It must be kept in mind that in a future emergency
there might be no place for informed consent and, if not
explicit, the patient’s last will may not be respected. In an elderly
patient with multiple chronic diseases, the odds of needing an
intensive care admission are very high. A timely information to
the patient, taking in account the implicit scenario of intensive
care, is a way to respect the autonomy principle. The authors
think that this is an area were the mastery of internal medicine
doctors can be optimized, one of the reasons which led to this
questionnaire.

The results are very clear, only 23.3% of all patients had been
informed about the possibility of an intensive care admission; in
these sub-group, only 4.2% were aware of tracheostomy. In other
words, less than a quarter of all patients had been informed
about the possibility of an intensive care admission. The content
of the provided information would not have been very
enlightening, given the near-ignorance of the invasive techniques
that they would eventually have to face if they were admitted in
intensive care. It is evident that these conclusions cannot be
generalized to other hospitals or countries. However, there is
literature showing similar results all over the world. There are
several alerts for the need to give better information to cardiac
failure patients, both in United Stated of America and in
Europe [18,19].

Chronic respiratory failure is a terminal irreversible increasingly
frequent condition in which an acute exacerbation can lead to
inadequate admission in intensive care. To submit these patients
to orotracheal intubation and invasive mechanical ventilation
leading to difficult or impossible ventilatory weaning is certainly
clinically and ethically bad practice. Most of the times, the
patient ends up with a tracheostomy and he is discharged to
general ward highly dependent of a portable ventilator. There
are also several publications in chronic respiratory failure
proving that the patient needs to be better informed [20,21].

In oncological disease, it’s clear that the patients often benefit
from the intensive care support, namely after surgery, in the
treatment of infectious complications and of iatrogenic
consequences of chemotherapy and radiotherapy. When the
oncological disease develops despite the implemented
therapeutic measures and the patient shows a simultaneous
cachexia progression, admission of such a patient in the ICU
would be therapeutic fixation [22,23].

In Portugal, the Internal Medicine physician is frequently a
permanent back up to patients admitted in all hospital wards. In
most patients, the opportunity for previous information is not
responsibility of the Internal Medicine physician. But in some
cases, it may be; and the respect for patient autonomy is an
opportunity to better care and to enhance the doctor-patient
relationship. When a patient trusts his doctor to properly clarify
and inform him, so that they can consciously decide therapies
that the patient wants to be submitted when in is not able to
express it, is to entrust the doctor to respect the patient last will.
Many therapeutic fixations could have been avoided if patients
with chronic diseases have had the possibility to express their
wishes [24].

At last, ADW is one more step to respect the patient’s
autonomy. Patients with chronic diseases who survived an
intensive care admission have a great opportunity to do an
ADW, given the experience of care they went through. In follow-
up appointments, it would be interesting to question these
patients is they would like to be readmitted in intensive care
[25,26].

CONCLUSION

During this study in Hospital de Braga, patients were
insufficiently informed about the natural evolution of their
conditions, namely the possibility of admission in intensive care
and invasive technics they might have to be subjected. According
to the reviewed literature, this information deficit is described
all over the world.

The respect for patient’s autonomy must be considered an
opportunity for better care; it will contribute to avoiding
fixation therapy and will certainly improve communication and
strengthen doctor-patient relationship.

With nowadays epidemiologic and demographic challenges, the
respect for autonomy is a crucial principle in medical practice.
The risk of excessive exaltation of this principle is to consider
autonomy as a way of not holding the doctor responsible for
clinical decisions. As Walter Oswald said “No one can deny that
autonomy is an important value, but it is nor reasonable to
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attribute such a relevant axiological meaning that it overcomes
all other values and principles.” Finally, as health professionals,
we want to stress that it is in the hands of all of us to transform
the aging in the continuation of a journey of full life.
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