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ABSTRACT

Obijective: characterizing the national and international scientific literature about the advanced directives of living will as
applied to the terminally ill patient. Method: integrative review considering the articles published in Portal Capes, SciELO,
LILACS, MEDLINE, Journal of Bioethics and Bioethikos, with the descriptors: Advanced directives, Wills regarding life and
Advance Directives, Living Will and Terminally 1ll, totaling 44 articles submitted to content analysis. Results: three categories
emerged: Students and professionals facing the advance directives of living will: Perceptions, opinions and practices; Patient’s
receptivity to the Advance Directives of Living Will; The family facing the advance directives of living will. Conclusion: the
relevance of the topic became evident as a guarantee of respect for the dignity and autonomy of the patient, as well as to reduce
ethical conflicts faced by families and health professionals facing care at the end of life.

Keywords: Advance Directives; Terminally Ill; Living Will; Personal Autonomy.

RESUMO

Obijetivo: caracterizar a producdo cientifica nacional e internacional sobre as diretivas antecipadas de vontade aplicadas ao
doente terminal. Método: a revisao integrativa, incluindo os artigos publicados no Portal Capes, SCIELO, LILACS, MEDLINE,
Revista de Bioética e Bioethikos, a partir dos descritores: Diretivas antecipadas, Testamentos quanto a vida, Advance Directives,
Living Will e Terminally Il totalizando 44 artigos submetidos a andlise de contetido. Resultados: emergiram trés categorias:
Estudantes e profissionais frente as diretivas antecipadas de vontade: percepcoes, opinides e condutas; Receptividade dos
pacientes as diretivas antecipadas de vontade; A familia diante das diretivas antecipadas de vontade. Conclusao: evidenciou-se
a relevancia do tema como garantidor do respeito a dignidade e a autonomia do doente, bem como para a reducao dos conflitos
éticos enfrentados pelos familiares e profissionais da satude frente aos cuidados em final de vida.

Descritores: Diretivas Antecipadas; Doente Terminal; Testamentos Quanto a Vida; Autonomia Pessoal.

RESUMEN

Objetivo: caracterizar la literatura cientifica nacional e internacional acerca de las directivas anticipadas de voluntad aplicadas a
los enfermos terminales. Método: la revision integradora fue el método utilizado, teniendo en cuenta los articulos publicados en el
Portal Capes, SciELO, LILACS, MEDLINE, Revista de Bioética y Bioethikos, con los descriptores: Directivas anticipadas, Testamentos
en cuanto a la vida y Advance Directives, Living Will e Terminally Il con 44 articulos sometidos al andlisis de contenido. Resultados:
surgieron tres categorias: Estudiantes y profesionales frente a las directivas anticipadas de voluntad: percepciones, opiniones y
conductas; La receptividad de los pacientes a las directivas anticipadas de voluntad; La familia frente a las directivas anticipadas de
voluntad. Conclusion: és evidente la importancia del tema como garantia del respeto de la dignidad y la autonomia del paciente, asi
como para reducir los conflictos éticos que enfrentan las familias y los profesionales de salud frente a la atencién al final de la vida.
Palabras clave: Directivas Anticipadas; Enfermo Terminal; Voluntad em Vida; Autonomia Personal.
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INTRODUCTION

The ability to heal a variety of illnesses has increased the
life expectancy of the population, due to the availability of
resources that allow for the reversibility of diseases once con-
sidered incurable, such as cancer, resulting in an increase
in lifespan. However, this has increased the research by the
health care services to obtain the cures, even when available
resources are ineffective and the healing possibilities are no
longer possible™, resulting in the extension of human suffer-
ing, with disrespect to human dignity and to autonomy of the
patient regarding the decision-making process about life, es-
pecially in the terminal phase.

Respect for autonomy®? implies knowing about the rights
to have an opinion, to make choices and to act with the basis
of personal beliefs and values. To disrespect the autonomy
of an individual means treating the patient as only a means,
in accordance with the objectives of the others. This attitude
constitutes a moral violation, because autonomous individu-
als are an ends in themselves, able to determine their own
destinies.

Considering these aspects, the Advance Directives and
Living Will (ADLW), which have received distinctive terms,
among them: Living will, Testament, advance treatment
guidelines, advance declaration of living will, advanced treat-
ment declaration and prior declaration of the living will of the
terminal patient. Some of these expressions are implemented
or translated terms used in foreign laws or contexts [from a
Brazilian perspective], such as living will and advance direc-
tives, in the United States of America (USA); biological testa-
ment, in Italy, and anticipated wishes, in Spain®.

In conceptual terms, the ADLW covers two types: the liv-
ing will (also named as the prior declaration of the living will
of the terminal patient) and the durable power of attorney.
The living will is a document by which a person can regis-
ter, in accordance with their wishes, which treatments to be
submitted to in the case of an incurable disease, to ensure
the patients right to die with dignity, in accordance with their
personal views?. The durable power of attorney refers to
the appointment of one or more attorneys, with an in-depth
knowledge of the patient, with the ability to identify the pa-
tient’s wishes“>, when the patient is unable to express his/
her wishes. In addition it is salient to point out that there can
be a concurrency between the living will and the durable
power of attorney, submitted as a single document®. Based
on the above, although there is a clear conceptual adaptation
of the terminologies described, the use of the term living will
— commonly used in Brazil — is sometimes criticized due to
its sense of will as an instrument corresponding to a unilateral
willful act being only effective post-mortem®®. In Brazil, the
used term, recently approved by the [Brazilian] Federal Coun-
cil of Medicine (CFM), through Resolution 1,995/127, is the
ADLW, understood as the given wishes, previously set out by
the patient, about the care and treatments that they wish to re-
ceive, or not, at the time they become unable to express their
wishes freely and autonomously. The resolution recognizes
the rights of the patient to refuse futile treatments also known

Anticipated directives will to the terminal patients: integrative review

as extraordinary treatments, these being treatments that target
only the extension of biological life without ensuring the qual-
ity of that life®.

So, to ensure that the patient’s autonomy is respected, the
resolution demystifies the medical power-centric culture and
paternalism that reduces the individual to simply a patient
that must wait resigned and submissively whilst deliberations
about his/her life are made by others, without which they can
either be treated or not and have no input in what kind of
practices they are willing to accept®. Thereby, the ADLW rep-
resents an exercise of the right to liberty, since it is an area
in which the individual has the ability to take personal deci-
sions, free from interference, either from doctors, family or
any other person or institution that wishes to impose their own
volition?,

When considering the relevance of the subject about assis-
tance to the terminally ill, their families and health profession-
als, especially nurses, who will help in the resolution of the
ethical dilemmas arising from the decisions that involve the
assistance provided to those who have no prospects of a cure,
in the Brazilian scenario, there is an undeniable contribution
of international studies that seek to disseminate publications,
in particular in the areas of health, bioethics and law, to un-
derstand this theme. Based on the foregoing, the guiding ques-
tion in this review was: What knowledge is being produced
in Brazil regarding the ADLW, and what knowledge is being
applied to the terminally ill in the international scope? To this
end, we aimed to analyze the scientific literature regarding
advance directives both in Brazil and in other countries, as
they applied to the terminally ill.

METHOD

To achieve the aim of this study, we opted for an integrative
literature review, which made it possible to gather and synthe-
size results from multiple studies published about the scope
of the theme in a systematic and orderly way, contributing to
a deepening of the knowledge regarding the investigated sub-
ject. It was developed in six steps: establishment of the topic
and research question; definition of inclusion and exclusion
criteria for sample selection; categorization of studies; evalu-
ation of the included studies; interpretation of results and fi-
nally the presentation of the review".

To identify publications that would compose the integra-
tive review, an online search of bibliographic sources from the
Virtual Health Library (VHL), using the databases: Literatura
Latino-Americana e do Caribe em Ciéncias da Saude (Latin
American Literature and Caribbean Health Sciences) (LILACS),
Scientific Electronic Library Online (SciELO), Literature Analy-
sis and Retrieval System online (MEDLINE), IBECS-Spain and
the Capes Journal Portal. The search for the publications in
Brazil regarding the theme was also made in specific maga-
zines about bioethics, including the bioethics magazines and
Bioethikus, as they were the ones which presented articles on
the subject of ADLW and living will.

The data survey was conducted in November 2014 in
distinct ways; first, using the key words “wills related to life”
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and “advance directives” referred to in Health Sciences De-
scriptors (DeCS) and the term “living will” to select articles
produced in Brazil. In the second step, a combination of the
descriptors: advance directives and terminally ill, and living
will and terminally ill to carry out the selection of scientific
articles with an international view.

After the search of scientific articles, a primary analysis of
articles for verifying the approach with the proposed objec-
tives was performed. So, to carry out refinement, the follow-
ing inclusion criteria were defined: scientific articles that spell
out the adopted methodological approach; written in Portu-
guese, English or Spanish without any restriction on the year
of publication and related to the terminally ill or final stages
of life. Articles that favored literature reviews, editorials and
abstracts from conference proceedings were excluded.

The obtaining of the selected studies occurred by a careful
reading of the title and summary by the first author, noting its
suitability to the guiding question and to the inclusion criteria.
To answer the guiding question, a data collection instrument
was created, containing: year of publication, article title, re-
search objective, methodological considerations, main results
and conclusions. Finally, the articles were analyzed in their
entirety and then the production of the results occurred in a
descriptive manner through content analysis based on the the-
matic analysis model™. From the initial floating readings and
the ones carried out in depth by a researcher, the units from
the report text were identified, allowing for the visualization of
the most significant issues in each text'?. After following this
methodology, the information had been grouped by similarities
or dissimilarities and organized into thematic categories.

RESULTS

In the search of international the articles, using the combi-
nation of descriptors advance directives and terminally ill, 226
articles were found; of these, 179 were excluded for not being
in agreement with the criteria established and 21 were excluded
for being repeated in the different data bases used. Therefore 26
articles were selected. Using the descriptors living wills and ter-
minally ill, 72 items were found; of these, 11 were excluded by
virtue of repetition in the data bases and 56 were disregarded,
which resulted in the analysis of five articles. Therefore, in the
international scope 31 articles were found and analyzed.

When considering the descriptors “advance directives”,
“wills regarding life” and the term “living will”, 85 items were
found; of these, 58 were excluded and 14 were repeated. The
combined search keywords using “terminally ill” was per-
formed, but no articles were found, probably due to the lack
of study regarding this theme in the country. So, from Brazil-
ian sources, 13 articles were selected for analysis. In all, the
samples from the research were made up of 44 articles.

In the international panorama, 31 articles were select-
ed’#) identifying the publication of six articles from the
1990s"3® 14 articles from the 2000s"3? and 11 articles
from 2010 onwards®**, The searches were performed in

Europe?225-26:28,30,33-34,37,3941-42) Soyth America“?, North Ameri-
€a(13-20,24,26,31,3638) qd Asia21323543),

The target audience of the research included doc-
tors(14-'|5,18,21,24-25,27,35,37,41,43)/ nurses('l5,18,25,35-37,39), health care pI‘OfeS-
SiOﬂa|S(33), university S’[Udents(”'“), patients(13,16-1 7,'I9—20,25,28,30—32,36,40,43),
families and those responsible for terminal patients!'736384043 and
the general public®?23443

In the national scenario, of the 13 analyzed articles, four
dealt with research involving human beings“+*”, conducted
with doctors“+*9, oncologists, intensivists and geriatric special-
ists“”, medical students, lawyers and human rights students“?.
We highlight that one of these studies had the objective of or-
ganizing a Brazilian advance directives policy in the country,
based on a research conducted in Minas Gerais (MG)®“7.

The three other studies, held in Santa Catarina (SC), dis-
cussed issues regarding the knowledge and adhesion of the
ADLW in Brazil“®, The nine remaining national articles at-
tended to questions in the area of rights, considering legisla-
tion and practicality, beyond the constitutionality and applica-
bility within the Brazilian scene®>6%104550 |n relation to the
publication years of the scientific material from Brazil, one
was published in 2006°", one in 2009%%, two in 2071 1%4+43),
three in 20124649 and six in 20736>91047-48),

From the findings and analysis of the scientific publications
regarding the ADLW, three category themes emerged and are
presented here: Students and professionals facing the ADLW:
Perceptions, opinions and conduct; Receptivity of patients to
the ADLW; The family facing the ADLW.

Students and professionals facing the Advance Directives

of Living Will: perceptions, opinions and conduct

In the international panorama, the research conducted with
doctors, nurses, other health care and university professionals
aimed to present about the perceptions, opinions and conduct
in reference to the use of ADLW when applied to terminal ill-
nesses. In the hospitals of Murcia, in Spain, in a research piece
with 607 medical professionals, nurses and students, 63.3%
stressed the importance of patient preferences regarding treat-
ment and life support procedures of terminally ill patients®?.
In South Korea, a survey of 303 oncologists demonstrated that
96.7% agreed with the need to fill out the ADLW“3,

In Canada, 86% of 643 doctors surveyed were in favor of
its use, however, only 19% had actually discussed the ADLW
with more than 10 patients, and more than half said they didn’t
always follow the information contained in the ADLW¥. On
the other hand, other studies indicate that approximately 90%
of the doctors would attend to the advanced directives of the
patient at the time that the patients were no longer able to
participate in the decision making process®?. In Japan, 55% of
301 doctors approved of the use of the ADLW. However, 34%
had the opportunity to discuss the living will with patients or
family members after receiving the testament but did not and
69% of doctors hadn’t received one®". In Pennsylvania, 282
doctors disclosed an average of 6.2 discussions per month re-
garding the ADLW, deeming themselves as being competent
to discuss the ADLW with patients, but not managing to en-
gage sufficiently to conduct such discussions??.

In 1999, in the USA, a study to verify the opinions of 11
nurses and 10 doctors that took care of people at the end of
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their lives revealed that doctors do not always explain clearly
about the chance of survival of their patients or do not always
understand their patient’s wishes. In addition to this, ethical
uncertainty dominated the decision-making of doctors and
nurses, when faced with the possibility to assist with the death
of patients, even in light of the living will®,

In a research project in Germany with 100 doctors, 39%
of them never mentioned to patients the possibility to write
an ADLW for medical care®. In a study that estimated and
compared the prevalence of the discussions about treatment
and the appointment of substitute decision-makers to patients
regarding the end of life in Italy, Spain, Belgium and the Neth-
erlands, discussions between doctors and patients about treat-
ment preferences related to the end of life had occurred with
10% of the Italians, 7% of the Spanish, 25% of the Belgians
and 47% of the Dutch patients“".

In Canada, in a research study to discover the opinions of
643 doctors regarding when the opportunity to fill out ad-
vance directives should be offered, 96% of the doctors said it
should be offered to patients with terminal illnesses, 95% for
patients with chronic diseases, 85% for people with human
immunodeficiency virus infections, 77% for people over 65
years of age, 43% for all adults, 40% for people admitted to
hospitals for elective surgeries and 33% for people admitted
in emergency situations.

In Germany, in a research with doctors and nurses about
the wishes of patients undergoing cancer treatment at the end
of their lives, doctors rejected the proposal to start a routine
discussion about advance directives with their patients, being
prepared to do it only if deemed appropriate, as a result of an
individual situation, in addition to the preference of delegating
this initiative to other people, usually the family members of the
patient®>. As a counterpoint, talk about ADLW is associated sig-
nificantly to more years of post-graduation study and it was also
noted that discussions about the subject at work were seen as
useful to learn about care in the final stages of life. The purpose
of a professional qualification can be a means of increasing the
capacity of the doctors to hold conversations with patients 4,

A survey conducted in eleven US States examined the inter-
ests of 415 patients with ambulatory cardiac problems about
their participation in the prior planning and their willingness
to participate in educational activities about the advance di-
rective, noted that discussions initiated by doctors occurred
with 5% of the patients"?. However, in another study, doctors
had discussed the primary diagnosis with 49% of Italian, 50%
of Spanish, 60 percent of Belgian and 78% of their Dutch
patients. A minority of patients from all countries (10-31%),
with the exception of the Netherlands (52%), had discussed
treatment preferences or the idea of a named substitute“?.

Studies!'317:222842 have demonstrated that the practice of
the ADLW happens effectively when there is adequate com-
munication between health care professionals and the patient.

In Brazil, there is little research that addresses the ADLW
and the perceptions of health care professionals about the
subject. The studies that we found contributed to the under-
standing of professional issues related to the implementation
of the ADLW, such as knowledge of the medical subject area
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and of the rights in relation to the ADLW®“¥; respect for the pa-
tient’s advance directives by the doctors when patients were
incapacitated and unable to communicate if this demonstra-
tion constituted a valid instrument of dysthanasia inhibition?;
and, finally, issues related to the possibility of proposing a
ADLW model for Brazil“?.

In a study conducted with a group of doctors, lawyers, and
medical and human rights students totaling 209 subjects, ap-
proximately 29.2% of respondents had a full knowledge of the
significance of the living will. As such 87.6% of respondents
would choose for orthothanasia for a patient in a terminal
phase of life, by failing to consider the implementation of the
living will. However, faced with the possibility of implementa-
tion, the option for orthothanasia would be at the discretion
of 35.9%, while the option established in the living will was
pointed out to be given by 60.8% of those interviewed“*.

Similarly, another recent survey conducted with 100 ba-
sic care physicians, from Intensive Care Units (ICU), accident
and emergency and from other specialties, found the opinions
from the records of the patient’s wishes through the living will
and advance wishes that doctors respected them, with a score
of 7.68 to 8.26 on a scale of 0 to 10. Still, they acknowledge
this declaration as a useful tool for decision-making, with a
rating of 7.57. In fact, such results, although quite limited con-
sidering sampling, signal an acceptance of the living will of
the patient by the doctors involved in the research®”.

Doctors interviewed in research realized that the Reso-
lution of the Federal Council of Medicine (Brazil) 1,995/12
did not satisfactorily regulate their role in the drafting of the
ADLW, showing a need for them not to be passive in this pro-
cess, offering help and offering information to the patient in
the drafting of the document, to legitimize their autonomy. It
is recommended that the doctor permits the patient to men-
tions this in the ADLW, so that the medical team, if necessary,
can contact them. This, however, can only be carried out with
the express authorization of the doctor”.

Patient’s receptivity to the Advance Directives of Living Will

The ADLW can be adjusted at any time, considering that
the circumstances, values and opinions can be modified, and
that the patient must be offered regular opportunities to up-
date their preferences®>3, To prepare the ADLW whilst think-
ing about the terminal state is to be a hostage of the situation,
due to the difficulty in defining what is to occur in this situa-
tion. However, the intention is to prevent patients from being
kept alive in a weakened and incapacitated state®®.

In South Korea, from 1,242 patients with cancer and 1,006
members of the general public, 93% and 94.9%, respectively,
agree with the need to fill out the ADLW®“Y. In The United
Kingdom, research conducted with 18 cancer patients found
that the experience caused changes in the way in which they
viewed life, in such a way that they wanted to live more in the
present and not stretch out plans for the future®. For example,
the terminally ill are more likely to forgo invasive procedures
for procedures that are less invasive'”, which stresses the
need for the registering of the ADLW, so that that the patient’s
wishes can be fulfilled and respected. In Germany, in relation
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to the wishes of 100 cancer patients, it was shown that there
is a preference for treatment with antibiotics and painkillers,
wishing to significantly infringe on other treatments such as
chemotherapy and dialysis, more frequently than the nursing
staff and physicians would suggest®>.

In Geneva, 53 patients with advanced cancer who formu-
lated their ADLW have had their end-of-life preferences re-
spected by caregivers. Most patients died in the same unit
where they described their wishes, and their intentions were
not excessively vague, resulting from in-depth discussions
with caregivers®®. In Colombia, only 14% of patients, from a
total of 513, had formalized their ADLW for the end of their
life and their choices were related to the rejection of futile
measures and therapeutic obstinacy“?.

Patients want for their family, friends and doctors to be hon-
est and discuss the processes of the disease as well as the treat-
ment options®. Thus, about 75% of patients want for their
doctors to initiate this discussion® despite the anxiety about
the inability to predict, in advance, what they would want in
a future situation?>?®, Under another approach, in the US, pa-
tients with cardiac impairment wanted to make their end-of-
life decisions by considering the opinions of family members
instead of leaving the decisions to doctors and nurses. Before
a serious illness and inability for decision-making, 47% of pa-
tients preferred to write their ADLW to guide decisions, 27%
preferred to have a substitute named in their advance directive
to make the decisions, 22% preferred their families to make de-
cisions and only 4% would leave decisions to their doctors?.

However, one of the main perceived barriers to the comple-
tion of the ADLW, in a research with 18 cancer patients and
four family members in the United Kingdom, was the realiza-
tion that doctors do not introduce the topic and the discussion
about the ADLW®®, which can result in unwanted interven-
tions™. This highlights the need for health care profession-
als to be informed about the advanced directives, raising the
awareness of the patient’s signs. Several participants suggested
the nurses as being the most suitable professionals to lead
these discussions, being that their knowledge to answer ques-
tions and provide information, by way of the bond of trust that
develops over time in nurse-patient relations®®.

In the USA, a research developed with 415 heart patients
enrolled in outpatient rehabilitation centers indicated that
only 15% of the patients had been involved in discussions
with their doctors about advance directives and 9% had had
discussions about life support interventions. Discussions
about advance directives were initiated more often by patients
(66%), followed by family members (29%) and then doctors
(5%). Discussions on life-support care were most often initi-
ated by members of the family (51%), followed by patients
(43%) and then doctors (6%)".

In Thailand, in a study with 152 subjects regarding the pref-
erences of patients with terminal illnesses on the decisions
in relation to end-of-life care and cardiorespiratory resusci-
tation (CPR), it was found that 57.2% of patients respected
the authority of the doctors to make decisions about end-
of-life care, 28.3% transferred their decisions to their family
and only 14.5% opted for shared decision-making between

their relatives and doctors. However, regarding the need for
a decision for CPR, when participants were unable to make
that decision, 44.1% of individuals had expressed a wish that
the family makes decisions together with the doctors, 33.6%
passed the decision to the family and only 22.4% transferred
their decisions to their doctors®?.

In a study with 4,396 patients, 6% of Italian patients, 5% of
Spanish patients, 16% of Belgian patients and 29% of Dutch
patients would appoint a substitute decision maker“". Anoth-
er study that tried to verify the effectiveness of advance direc-
tives found that patients and their appointed decision makers
were only willing to express their preferences through verbal
discussion and not through the signing of a document??,

Regarding (dis)advantages and reasons for the use of the
ADLW, patients who completed the ADLW presented a lower
depression and anxiety index®?. The motivations of the pa-
tients to complete the ADLW would be related to the increase
in their autonomy, improved communication with caregiv-
ers, fear of treatment, not wanting to be considered a burden,
making sure that their preferences will be respected, to not be
revived, to use high doses of painkillers in case of untreatable
pain, the introduction of artificial nutrition, hydration, antibi-
otics, in addition to blood transfusion, desire to be transferred
to another hospital and for re-hospitalization®?.

The main reasons for not completing the ADLW relate to dif-
ficulties in anticipating their wishes and the rapid onset of delu-
sion or worsening conditions®?. They also noted the difficulties
in organizing an ADLW, specifying preferences or limitations
for the life-support treatment, beyond language that can come
across as being vague and inconsistent for use in its implemen-
tation®®, One of the main warnings against the use of advanced
directives in the decision making process at the end of life is
that people may not be able to understand what is meant by any
treatment option without being properly informed®. A study
performed with 157 patients attended by a palliative care team
in the Bronx, New York, found that 33% of the patients had
orders to not be resuscitated; however, following illuminating
and educational guidelines, that number increased to 83.4 %9

In the US, soon after the emergence of the Patient Self-
Determination Act (PSDA) a study of two groups with a total of
167 adult patients, in which the first group received a brochure
with a description of information regarding the ADLW and
the medical interventions that are considered extraordinary,
if they were used for a terminal patient. The second group
received a booklet and discussed the topic with the doctor.
Before the completion of the study, none of the patients had
completed a living will, but 44% reported that they had spo-
ken to members of their family about the treatment issues.
After the interventions, of the 83 patients who had had access
to the booklet, 61% had discussed with their family about the
health care that they would like receive, or to not receive, if
they were to become terminally ill. In the intervention of the
use of the booklet and discussions with the doctor, 70% were
interested in discussing the living will, 23% showed disinter-
est and a little resistance, and 7% were completely resistant.
The conclusion was that the use of the booklet and discus-
sions with doctors proved itself to be an effective strategy?.
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In Brazil, there is little research on patients’ perspectives re-
garding the ADLW practice. However, a study of 110 patients
found that knowledge of the term living will increased 0.13
points (0 to 10 reference points) between patients, increasing to
9.56 the intention of preparing the ADLW on having presented
its meaning, with a lower tendency for developing the living
will in patients from 21 to 30 years, when compared to other
age groups“®. Regarding the implementation of the living will in
Brazil, the average acceptance among patients was 9.56. Actu-
ally, what the ADLW brings to light is that the illness and even
the death must not remain in the hands of the health care profes-
sionals alone, reducing the incapable patient oblivious to the
decisions being taken in respect to the role of man about his life
that can be extended from the time of his illness to his death®?.

The family facing the Advance Directives of Living Will

Often, the decisions at the end of life that involve family
members are motivated by the perception of a lack of dignity,
due to progressive deterioration, poorly controlled pain man-
agement, abandonment of the patient, therapeutic cruelty and
the unnecessary use of measures that postpone death“?. In
South Korea, in research made with 1,289 family caregivers
it was identified that 92.9% approved the necessity for the
implementation of the ADLW®“Y, In the US, a survey of 100
patients and their substitute decision makers found that the
substitutes made correct predictions in approximately 66% of
the cases, being relevant factors associated with the patient
having had discussions with their family in regard to end-of-
life issues; to have private insurance, beyond the level of edu-
cation of the patient and the patient’s substitute!”.

On the other hand, there is evidence that the substitutes are
often unaware of the patient’s preferences”. In addition, rela-
tives of the terminally ill experience emotional conflicts between
their desires to act according to the values of their loved one, not
wanting to feel responsible for their death, the urge to chase
any chance of recovery and the need to preserve the family’s
well being®®. Thus, intervention strategies are proposed to aid
the formulation of more accurate judgments by the substitutes,
whereas health professionals can actively encourage patients to
talk to their families about their wishes. The doctors should also
have more frank discussions with family members and the termi-
nally ill about the prognosis of the disease"”.

In other situations, patients can express their wishes, but
their family members disconsider them. Thus, it is emphasized
that the coexistence of durable power of attorney and the living
will in a single document, namely, the realization of an ADLW,
increases the certainty that the wishes of the patient will be
attended to, because the substitute may decide for the patient
when the living will can be omitted, assisting the medical team
when the family refuse the manifest of the will. Nevertheless,
research with doctors in Brazil showed the binding aspect of
the living will and the difficulties concerning the wishes of the
patient, when the family is against these wishes“”.

In the US, coping strategies included the possibility of re-
membering previous discussions with a family, sharing deci-
sions about belongings with family members, to delay or
postpone the decision-making and about religious or spiritual
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practices. Research with 30 people responsible for the patients
demonstrated conflicts in trying to reconcile the individual
emotional needs of the family members with those of the pa-
tients. It also suggested strategies for doctors to improve their
decision making processes, including attending to the emotions
of the substitutes, and helping in the making of decisions by the
family. Increased attention to the negative experiences of those
responsible for the patients intensified requests to improve the
widespread support for families whilst in the ICU®9.

As such, itis essential and necessary that the wishes at the end-
of-life care are recorded in writing, to prevent and resolve con-
flicts, especially when family members differ on the conduct to be
taken, particularly in light of doubts by professionals who could
act in the interests of the family and not in those of the patients.

The family plays an indispensable role in the context of end
of life care, mainly due to the fact that, sometimes, it is them
who take responsibility for the decisions for the limitation of
therapeutic efforts. Thus, it is important to seek to keep the pa-
tient, if possible, and the patients family, informed about the
situation and the evolution of the disease, whereas only with
the interaction of multidisciplinary teams, patients and fami-
lies, will it be possible to establish action throughout the pa-
tient’s particular situation, exempting any sort of resentment
or regret for some action having been performed or not®®. In
this way, the inclusion of the ADLW, with the appointment of
a representative who is able to answer for the terminally ill, is
an alternative to allow for the patients’ wishes to be respected
by their families. Furthermore, the living will consists of a pos-
sibility to avoid or resolve ethical and bioethical issues be-
tween doctors and patient-families in extreme situations such
as those resulting in the end of life“?.

It has been highlighted that in Brazil research has indicated
that knowledge of the term “living will”, by family members or
companions, was 0.41 points on a scale of 0 to 10. After the
explanation of the meanings, the intention of drawing up the
living will obtained an average score of 9.39 among the com-
panions. The average acceptance of the deployment of a living
will in Brazil was 9.75 among the companions. The families also
indicated that it is considered as being more appropriate when
the decisions were taken by doctors (8.92) or by doctors along
with patients (8.87), than when excluding their participation“®.

Thus, the needs of the terminally ill, so often isolated by soci-
ety, increase the requirements when care is taken in the comfort
that it promotes the physical, intellectual and emotional quality
of life without disregarding familiar and other social aspects®?.

End-of-life situations relate to several actors: patients, fam-
ily, health care teams and hospital staff, and should the parties
be involved in making any decisions, the pros and cons of
each option should be considered.

DISCUSSION

The ADLW is designed to conserve personal autonomy
based on the belief that patients who lose their decision mak-
ing abilities would be likely to receive the care that they chose
and their absence in the process can lead to aggressive and un-
wanted care that is associated with a reduction in their quality
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of life and care”?. In addition to this, it protects the doctors
and the health care professionals in terms of accountability,
whether in the context of their class entity, in a legal sense"?
or whether they perform, or not, the treatments and care that
had been previously chosen by the patient when the patient
was considered able®. So, the preservation of the autonomy
and the doctor-patient relationship are decisive factors for the
applicability of ADLW1°39 representing a breakthrough in as-
sisting the terminally ill by ensuring that nothing will be per-
formed against their wishes®?%°3,

It becomes imperative that discussions about the ADLW
occur effectively, carefully and scientifically®,

In the international arena, the increasing development of
research is seen to bring a greater feasibility and acceptabil-
ity?+2536:3743) from the advanced directives, although expres-
sions of discomfort from the patients that adhere to this prac-
tice still occur due to a lack of knowledge. There is a trend that
the terminally ill prefer to live life with quality than to have
their suffering extended with heroic techniques that do not
result in the healing of diseases!'”,

The most evident scientific literature is found in the US, as
a result of the discussions on the subject that were started by
the PSDA, a law applicable since 1991 that presented three
ways to implement the advance directives: living will, durable
power of attorney for health care and the advance medical
care directive®. This encouraged and contributed to the dis-
cussions and legalization of the practice in other countries.

The scientific literature about the ADLW in Brazil is incipi-
ent with a lack of empirical research on the subject regarding
assessment and practice to sustain and contribute to discus-
sions related to the implementation of the ADLW. Unlike in
the international scenario, which includes research with infor-
mation concerning the effectiveness of the application of the
ADLW, in the national scene, the studies lack research focusing
on its applicability in the various contexts of health care and
the population. However, what it does realize is that, although
still insufficient, in 2013 there was an increase in publications
possibly associated with the adoption of the Resolution of the
Federal Council of Medicine on the ADLW, in 20127, Studies
have pointed towards a trend of acceptability, applicability and
implementation of the ADLW®“®, despite doubts that permeate
this practice, demonstrating that health care professionals re-
main absent in this process due to the lack of clarification of
the resolution that supports this practice and also due to the
absence of Brazilian legislation on the subject.

For the ADLW, it is necessary for the assimilation of the
status of the diagnosis and for the prognosis to be given to
families and patients because research has shown difficulties
in joining the practice of describing wishes, a result of poor
professional communication with the interested parties, mak-
ing it difficult to predict what might happen, or due to fam-
ily members or substitutes not knowing how to act, mainly
because of a lack of communication with patients about their
wishes which in turn causes conflicts!7:38:50),

Therefore, it is necessary for prior conversations for clarifi-
cation to be combined with an educational process!'?20,2528:30),
Family members that discuss, in an illuminating and honest

way with the patients about their prognosis and treatment op-
tions went on to later complete the ADLW®°459)_ |t is worth-
while to highlight that the importance of the educational pro-
cess, as well as the statements made by professionals, resulted
in a higher completion rate of the ADLW by patients!'?.

The dependence of the limitation treatment decisions by
representatives and family members of the terminally ill seems
undeniable for the ADLW. In the international scope, some
research indicate that family members and substitute decision
makers play an indispensable role in view of decisions involv-
ing the end of life!'736384043) to ease the burdens of families
concerning liability for the conduct of the treatments of the
terminally ill, thus reducing the burdens caused by their deci-
sion making®??. Beyond this, bereaved family members indi-
cated that by the conclusion of an advance directive they were
less preoccupied as to the conduct to be carried out, increas-
ing the use of palliative care®”.

Health care professionals have important influence in the
assistance to patients, and can propose the ADLW practice, in
a contextualized manner, through its interaction with families
and patients. We point out that students and health care pro-
fessionals (nurses and doctors) value the practice of complet-
ing the ADLW421.24374352)  However, sometimes, they show a
resistance for holding discussions on its implementation with
patients and their families. In many instances, the expressed
wishes are not met by the professionals, because of ethical
conflicts that exist due to the accountability of their actions"®.

Based on this assumption, choosing the correct time for dis-
cussion about the ADLW is susceptible to influence its accept-
ability and effect. The discussion can be initiated after the recur-
rence of a disease or when the treatment fails and the prognosis
is poor. People that start discussions about the ADLW must be
agile in their responses to signs of discomfort from the patient,
and these discussions should preferably unfold over a certain
number of meetings, conducted by a sufficiently trained profes-
sional who can speak knowledgably and who has an ability to
answer questions, adapting themselves to the individual and
who can avoid the destruction of hope®®.

There is a great interest from health care professionals on
the applicability of the ADLW, however, their actions appear
masked by the deficiency in the present communication in the
relationship of the doctors with the patients or families regard-
ing the situation of the terminally ill, causing the ADLW to be
filled out while not understanding the situation. Still, the com-
pulsory routine and automatic inclusion of the subject with
patients is not a viable alternative because it must be contextu-
alized, discussed and argued, providing opportunities for the
condition of the patients to express their wishes, because it
must be treated as a personal decision, free from interference.

Nurses were recommended as the most suitable profes-
sionals to commence the discussions about ADLW, due to
their proximity and to the relationship of trust that they have
established with the patients and also for their knowledge to
provide the information that may be required®®.

In addition to this, patients prefer that doctors begin the con-
versation about the ADLW®?>2832 however, surveys also point
out that patients wish to make their own decisions, free from
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external interference, or delegating to the family or doctor?,
which may be made complicated by the lack of a written record.

FINAL CONSIDERATIONS

From the analysis of the national and international scientific
publications about the ADLW as applied to the terminally ill,
it was noted that this practice has made it possible for patients
have their wishes met for the end of their lives and that those
responsible for decisions involving limitations of treatment can
guarantee meeting the wishes of the patient, reducing potential
conflicts from indecision in how to act in a given situation. In
addition, it ensures on behalf of the health care professionals a
minimization of the dilemmas faced in situations involving the
terminally ill and questions related to the end of life.

The analysis of the articles from this review allowed us to
demonstrate the importance of the ADLW in the context of
the assistance to the terminally ill, as well as the feasibility
of its execution when contextualized in the patient-family-
professional relationship, considering respect for personal au-
tonomy and the maintenance of the patient’s human dignity.

In Brazil, in addition to the need for further clarification re-
garding the provisions of the Resolution of the Federal Council
of Medicine, which require an interpretation that is free from
doubt for its implementation, the need emerges for research on
the subject focusing more specifically on the applicability of the
ADLW, in virtue of its practice being extremely incipient. In the
international environment, this practice is effective, especially
when performed with a multidisciplinary approach, with family
participation and where patients’ wishes are respected.

Health care professionals must be continuously committed
to the idea that the personal autonomy of the patient is not
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absent upon the loss of their ability to make decisions. It is
necessary to respect the choices expressed whilst the patient
is still able, or that the patient can abdicate the decisions to
family members or guardians whom have knowledge of the
patient, to assist in the conduct, whilst considering the wishes
of the patient related to their autonomy and dignity.

The application of the ADLW can further bring greater
support to nursing, during situations that will impose ethical
dilemmas, especially when the preferred medical conduct is
not made explicit, such as in the example of do-not-resusci-
tate order cases. Thus, matters relating to the terminally ill
must be inserted in all contexts of education and health care
to propose familiarization with the theme which at times is
treated in a veiled way by health care professionals. Attention
is needed to be paid to matters relating to the ADLW as an
alternative paradigm shift, considered as a differentiated ap-
proach by the professionals of the population to stimulate the
transformation of the dying experience into something to be
lived and accepted.

As a strong point, this study shows an overview of the ef-
fects of the application of the ADLW on different continents
and with different populations, to contribute to the reflections
on the topic in the Brazilian scene.

However, considering the limitations of this review, in ad-
dition to the lack of assessment of the quality of the instrumen-
tal studies themselves and due to a limitation of language, it
should be noted that the search did not include law journals,
due to the emphasis on the ADLW to the terminally ill, as ad-
vocated in Brazil, from the Resolution of the Federal Council
of Medicine. It is expected, however, to contribute with other
research on the subject, considering the lack of previous re-
views on the application of the ADLW.
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