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Abstract

With the aim of studying some ethical problems related to clinical situ-
ations involving the family, a systematic review of this term is presented
to understand and define it. Conceived as an organic body in its consti-
tution, structure and organization, this article analyzes the various cir-
cumstances in which there is a relationship between clinical ethics and
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the family, mainly emphasizing the difference between individual au-
tonomy and family authority.

Keywords: personal autonomy, clinical ethics, family authority, family
clinical practice guidelines.

1. Introduction

Currently there is a prevalence between individual autonomy and the
rights involved in family medicine (1), leaving the role of family au-
thority in medical decisions without considering the richness and
significance of this category. Family authority is understood as the
participation and influence that the family has in the decision ma-
king of its members (2), whether in the medical field or in other
types of personal or collective decisions. This participation can ran-
ge from collaboration to oppressive, abusive and controlling rela-
tionships. It is important to point out that for the various authors
who address the relationship between personal autonomy and fami-
ly authority, there is a conflict between the patient and the family,
especially due to the difference in values and priorities that can occur
between the choices of one and the other (3,4). The position main-
tained in this paper is to affirm that this conflict exists, particularly
when the family is not structured as an organic body. On the con-
trary, the good of the family implies the good of the patient, since
the family is a system that functions in a particular wayj, i.e., its cons-
titution, structure and organization is guided by values and princi-
ples that must be considered in clinical ethical problems.

2. The principle of autonomy: theory and practice

The principle of autonomy as the only moral e#hos in clinical ethics
has meant for the patient the freedom/right to choose treatment (5)
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as opposed to a paternalistic view of health care and the understan-
ding of the patient as a mere recipient of care (2). However, this
“liberal-individualistic” consideration does not consider that auto-
nomy also means the responsible use of freedom, for example, in
the field of autonomy the responsibility for personal decision must
also be considered. The patient (with fear, denial and vulnerability,
inherent to a condition caused by a disease), is responsible for the
decisions he makes about himself and about those who make up
his family.

Autonomy, in the long history of its formulation, has received a
variety of considerations (2,6-8), highlighting the difference in the
approach presented by principlism and personalism in their defini-
tions. For the principlism current, the definition of autonomy, sup-
ported by Immanuel Kant and John Stuart Mill as an ethical princi-
ple, refers as:

That all people have intrinsic and unconditional value and, therefore,
should have the power to make rational decisions and moral choices,
and each should be allowed to exercise his or her capacity for self-de-
termination (9).

Whereas for personalism, respect for autonomy means:

Respecting its freedom, that is, its capacity for self-government [...]
(which is found) in the human will, by means of which the moral agent
can order his action (10).

This autonomy is not absolute, but relative to “the will and its capa-
city to will, to understand and desire the good as good, respecting in
this the natural law offered to man”(10). Therefore, in personalism,
autonomy is understood within the scheme of the classical virtues,
the free will and the idea of good, while in principlism, autonomy
implies this personal intention of the will and the act of being in it-
self free, as “the very definition of the human”(10). In principlism,
there is this internal struggle between the individual right of free-
dom against the coercion of others (10).
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The family also occupies a preponderant place in the construc-
tion of personal individuality, in the first place, because people are
born and develop in diverse family contexts. To speak of family, it is
necessary to make a distinction of the elements that compose it both
ad intra and ad extra. Ad extra we find the extended family, the city, the
nation, society, international and global relations. Ad intra we find
not only its members (father-husband, mother-wife, and child-sib-
ling) but the human being, his history, his circumstances, his integral
being. The family itself is a network of relationships between all
these actors.

3. What is the place of the family in clinical ethics
decisions?

Some authors are on the side of the family and support its impor-
tance in medical decisions by defining the family as:

e  “A place where the patient recovers his identity that is lost in
the disease (utilitarian vision)” (11).

e “An ontological reality that helps to consider the social being
(existence) of the patient” (1).

*  “A means of recovery of the patient, given that the family
provides security, help and assistance in illness or as a group
in which the patient’s interests may be subordinated to cer-
tain perceived collective interests” (12).

e “The source of authority to authorize the patient’s treatment.
The Eastern, Confucian family view” (14). The Eastern real-
ity is one of the most interesting to address. In fact, for East-
ern ethics, principles are not only founded for action, but are
the embodied and active life of virtue. The principles of
Confucian ethics are piety, reciprocity and sincerity.

e The place where the patient regains confidence and security
(5), which the disease takes away and leaves the person vul-
nerable.
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e Tor other authors, the family is a source of authority only
when there is an “extraordinary community” (14), defined as
one where there would seem to be no conflicts. However, in
families there is love, generosity and sacrifice, as well as jeal-
ousy, resentment and even hatred. Paraphrasing D. Winn-
icott, we are before the idea of a sufficiently good family (15),
which will come to the rescue of the development of the
person in his maturity achievements.

As far as civil law is concerned, we can say that there is also a pro-
blem between private law and the possible right of guardians or re-
latives to decide on the health of the sick (16). However, civil law
confirms the autonomy of the individual rather than the role of the
family, which comes into play only when the patient is not capable
of understanding or wanting to (16). In this case we refer, within the
legal context, to patients who are always competent, that is those
who can make decisions freely, as opposed to incompetent subjects,
where all decisions fall to their relatives or legal guardians.

4. Moral dilemma in diseases directly involving family
decisions

A moral dilemma is an “extreme situation of moral conflict in which
our agent cannot follow a course of action that is in conformity with
his or her two conflicting obligations” (17). This dilemma poses a
conflict between individual autonomy and family authority in esta-
blishing, who is the legitimate decision-maker? That is, who has the
authority to make or guide a decision in certain medical situations to
their final resolution? This problem arises when medical decisions
involve not only the patient, in his individuality, but also the authori-
ty that the family assumes inwardly as a group of relationships
and outwardly in its social and caring role. In addition, the individual
in his own disease needs the family as this place of return to his
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identity, security and freedom, which the disease removes or dis-
turbs. It is in these circumstances that the family recovers its moral
ethos in medical decisions.

Below we consider some cases in which the family has a moral

right to participate in medical decisions in clinical ethics:

Genetic studies (related to genetic information) and repro-
ductive conditions.

Illnesses or medical research on children.

Organ donation between family members or organ trans-
plantation between non-family members (when the family
does not respect the donot’s decision, physicians ask the fam-
ily before starting any surgery) (17).

Problems of long and costly illnesses (e.g., terminal cancer).
Disabled patients (e.g., patients with Down syndrome, Alz-
heimet’s or Parkinson’s).

Degenerative diseases (e.g., geriatric or mental illness).
Long-term or dependent rehabilitation process, with assis-
tance from a caregiver.

In those cultural groups where the family assumes a decision-
al role in its members or intimates such as Confucian, Latin,
Southern, Islamic, Indian families, among others).
Permanent vegetative state.

5. How to solve the problem between individual
autonomy and family authority?

Some authors give answers to the problem between autonomy and
family authority.

Some responses are sociological or psychological, such as
narrative bioethics (19). This approach proposes that when
the patient or his family tells the story of the disease, the

622

Medicina y Etica - July-September 2023 - Vol. 34 - No. 3
https://doi.org/10.36105/mye.2023v34n3.01



The problem of individual autonomy and family authority...

existential sovereignty lost by the disease is recovered, help-
ing to work on this feeling of vulnerability in those involved.

e Others seek to rethink a community approach that values
the relationships between family members as what gives
meaning to people’s lives, where individual rights take sec-
ond place to the generosity experienced in the family as a
whole (20).

e Others present the feminist idea of relational identity (2,21-
23), which:

rejects the normality of an individualistic ethic, where social and
family relationships are excluded from the construction of the
ego. This individualistic ethic reinforces a decidedly masculine vi-
sion that does not value family or social relationships (2).

e Others originate in the business world. The partnership mod-
el proposes:

give family members the opportunity to attend meetings with the
physician, but also to present their interests and concerns, for
example, their financial ability to treat the patient at home or wi-
llingness to handle the resulting emotional stress (12,24-27).

¢ Others such as Hardwig or Blustein argue that medical
problems should be solved in meetings between the patient,
the patient’s family and the physician, which takes the form
of clinical counseling. This family conference (5) or com-
munity history (14) is reminiscent of the community ap-
proach, but from a clearly organizational and participatory
view of decisions.

¢ Inaddition, others speak of relational autonomy, where there
should be a relationship between intimacy and responsibility
that exists within the family, but when this relationship is not
present (due to a serious cause or an incapacitating illness),
the law must intervene (28). This measure is taken only 7
extremis, by means of a guardian.
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From a multisystem viewpoint, which includes the psy-
cho-socio-spiritual dimensions, the role of the ethics com-
mittees in the ethical-clinical counseling in conflicts between
the patient and the family has become more relevant with the
passing of time. In these committees, the participation of
various agents, not only from the health field, allows for an
integrative vision that takes into account the role of the fam-
ily, the patient and the health care team. Thus, ethics commit-
tees have become mediation entities between conflicts.

6. A possible solution to the problem:
the family as a body

Considering the family as a body implies establishing a dialogue be-
tween Christian anthropological ethics and General Systems Theory
(29,30), to establish a decisional process (deczsion-marking) in clinical
cases in the family setting that helps to resolve ethical dilemmas that
directly involve family decisions.

In order to establish our working hypothesis, we have considered
the following theoretical approaches that address Christian family
ethics and General Systems Theory as foundations:

a) the organicist theory that designates the tendency to conceive socie-
ty as instrumentally like a biological organism, prevalently human, whe-
re society appears, therefore, endowed with an organic life that is arti-
culated in differentiated parts, which are constituted by organs. This
serves to ensure the primacy of the whole over the parts and to legiti-
mize a hierarchical social order distinct in roles and functions involving
coordination and reciprocity (31); b) Biblical theology, which defines the
original family as “one Caro” (24), that is, as the source of the common
origin of man and woman, a sign of their equality of nature and dignity
and oriented to procreation (32). Also to form an ordo amoris (lat. orde-
red love) and a societas amicalis (lat. amicalis) in marriage (33-36); c)
Systemic Family Therapy, which conceives that neither people nor
their problems exist in a vacuum, but that both are intimately linked to
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broader reciprocal systems, of which the main one is the family (37),
and d) the contributions in the definition of the living, by Maturana and
Varela, in their formulation of autopoiesis as a definition of the organi-
zation of the living (38). Although Varela himself does not mention the
family as an autopoietic structure in itself, but as a space of human
institutions (39).

Taking into consideration this theoretical framework, the hypothesis
affirms that the family is an organic body s#7 generss, which is defined
as a network of continuous and permanent production of compo-
nents that constitute in this process its identity, as a system closed in
itself. The family in our interpretation resembles an organic body,
in its constitution, structure and organization. This implies attribu-
ting to the family some properties of the body, which shape its being
and outline its structure. These family properties are: 1) The family
has a defined structure and organization; 2) The family is unders-
tood as a reality interrelated among its members; 3) The family is
born, grows and dies; 4) The family maintains its being and adapts;
5) The family reproduces itself; 6) The family is an organized totality.
These elements make up our theory and formulation where the pas-
sage from this theorization to ethics is a natural step, since what is a
body must act as such. We have called this the passage from the -
perative (the theoretical concept of the family: should be) to the voca-
tive (the acting of this theory: that which is done), that is, the family
as a corporal being must be that which it is and which acts, a place
where one lives and promotes communion among people. In order
to achieve this, a clinical practice guide for decision-making will be
presented below, which aims to help discern the ethicity of a family
act. This guide is structured in two categories: a) the fundamental
value of the family, called ordo amworis, and b) the two principles that
flow from this ordered love, the principle of responsibility and the
principle of totality.

In the family as a body there is an ideal value to be realized,
which we have called ordo amoris, that is, ordered love. This ordered
love explains the relationship between the individual and the family.
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If the actions within the family are carried out in view of this or-
dered love, understood as a good to be achieved, it would then imply
that it would be from the vision of Christian anthropology. That is
through respect for the three family goods: the good of the children,
the good of fidelity and the good of mutual reciprocity of the mar-
riage bond (48).

These goods that describe the relationships and their quality
within the family and between spouses, are a potential value since in
the family, the ordo amoris is a goal to follow that must consider not
only the human limits themselves, but also the contextual elements
or circumstances that can aggravate or diminish the goodness or
badness of a human act. Therefore, our discernment has as its prem-
ise that in each family, this ordo amoris is a reality to be discovered, a
vital force that moves the family around two aspects, unity and dif-
ferentiation.

Therefore, the question that must guide all this discernment ap-
plied to a clinical ethical case is: does an ordered love exist in this
particular case? For this value of ordered love to be realized within
the family as a body, two guiding principles must be realized: the
principle of responsibility and the principle of wholeness.

a) The principle of responsibility (40) affirms, within the value
of ordered love, the existence of a double commitment with-
in the family. One of a personal type, which affirms the indi-
vidual freedom and autonomy of its members and another,
of a relational type, which affirms the value of the actions or
dispositions of the family system in relation to its members
and other systems. Both responsibilities help the family sys-
tem to develop new skills or functions that allow it to evolve
and adapt to new situations and needs.

b) The principle of totality affirms the existence within the fam-
ily as a body, on the one hand, of an individual good, that is,
the good of the whole person, guaranteeing his freedom and,
on the other hand, a relational good understood as the good
of the family in its organic unity, which guarantees its unity
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and its preservation. The function of the principle of totality
is to compose these goods by integrating them into the unity
of the family body. As it has been said in the family as a
whole, one’s own good is realized together with the good of
the others; even more, the personal good, depends on and is
related to the good of the family as a whole.

The principle of totality for its application requires compliance with
both the deontological norm and the teleological corrective. The
deontological norm (41) states that within the family one must act in
such a way as to respect and love the members. Working in view of
this ordered love for the good of the family, while the teleological
corrective establishes that within the family one must act in view of
this love, out of love for each one and for the good of the family as
a whole.

7. Ethical evaluation of moral dilemmas in diseases
directly involving family decisions

When physicians or health care personnel have the opportunity to
help a patient or his or her family discern about a possible treatment,
they become involved in this family relationship as part of the fami-
ly system’s process of evolving and adapting to new situations and
demands. The physician, whether willingly or not, from the moment
the patient enters the consultation room, becomes part of this fami-
ly relationship network, not as a member, but as part of the process
of adaptation of the family organism in the search to recover its
condition of homeostasis lost by the disease. This involuntary parti-
cipation of the physician has a series of consequences. From the
family there are questions of help; support and advice, but there are
also emotions such as uncertainty, worry, anxiety and hope. In this
maelstrom of human life, there is also the story of the family itself.
As we said before, in the story of the family there is “love, generosity
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and sacrifice, but also jealousy, resentment and even hatred”. There-
fore, we can also speak of the vulnerability of the family (42).

All this must be confronted with the figure of the sick person,
his vulnerability and the loss of identity generated by the disease it-
self. This reality, in the sick person, is lived in the duality of knowing
(when and if he/she is conscious) how weakened he/she is and, of
knowing that his/her situation causes suffering in his/her family,
how it causes pain in his/her own body. The patient as an autono-
mous subject must, based on this duality, make decisions that take
into account this ordo amoris, that is to say, this love for himself and
for the good of the family, this is called feleological correction.

The hypothesis put forward is then to affirm that this duality
between relief of the patient and concern for his condition makes
the figures of the family and of the health personnel fundamental.
The health personnel must help, to the extent of their technical pos-
sibilities, to deal with the difficulties caused by the disease. To bring
the patient to a situation of improvement or recovery, when possi-
ble, without ever neglecting his care, while the family must, to the
extent of their capabilities, welcome the patient’s concerns and ac-
company him on the road to recovery or care. The family, as part of
the patient’s history must, following the deontological rule. As to re-
spect and love the members of the family, acting accordingly with
this love for the good of the family or in negative one can say avoid-
ing, on the part of the family, any action that causes harm to the
integrity of the family members, whether physical, psychological or
moral. This is where the organic dimension of the family makes a
difference in the clinical ethical evaluation, where all members of
this network (including physicians, as a facilitating agent in deci-
sion-making) of relationships help the family system to evolve and
adapt to new situations and needs.

This is a difficult task to face for health personnel, but it is also
an opportunity to assume the richness and significance that the fam-
ily as an organic body has in the resolution of clinical ethical con-
flicts. Now, how to determine a criterion for the family to decide in
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the face of a moral dilemma? The guide presented below provides
some light on how to answer this question, both for patients, family
members and health personnel.

8. Clinical Practice Guideline for Bioethical
Decision-Making in the Family Setting

The clinical practice guideline for decision-making presented below
is the result of discernment under the ethical criteria of the family as
a body. Table 1 shows a guide formulated as a checklist, which can
help families, health personnel and clinical ethics committees to
screen in three areas: ordered value, principle of responsibility and
principle of totality, which determines the health of this family body
and how it can behave in the presence of an ethical dilemma.

Table 1. Questions for the discernment of cases in the ethics
of the family as a body

Fundamental value Indicators

Ordered love * Love is the inner principle, permanent force and ul-
timate goal;

* There are contextual elements that impede the expe-
rience of this love;

* Personal communion is a visible reality;

* The people who make up the family feel identified
with this communion;

* Within the family, the gratuitousness of actions is an
expression of love;

* Within the family, the freedom of persons is guar-
anteed; there are clear roles and functions that fol-
low a definite order: wife-husband/father-children/
brothers;

* These roles and functions guarantee the good of the
members and of the family as a whole;
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There are relationships that do not guarantee these
goods;

The family accepts changes or demands (internal or
external);

The family knows how to overcome crises or
problems, discovering its mistakes and proposing
solutions.

Ethical principles of the family as a body

The principle of responsibility

Individual

Family members feel responsible for their behavior
and its consequences;

Family members are willing to help with daily
chores.

Common

The family is able to make decisions responsibly, in
view of contingent situations or in anticipation of
the future;

The level and space of all family members is re-
spected in these decisions;

The decisions agreed upon in the family are socially
valued;

The spouses, in view of their total self-giving, pre-
serve unity, maintain fidelity and strive for indissolu-
bility. There are contextual elements that have an
influence;

Parents are responsible for the transmission in life;
Parents live sexuality as a full condition of human
life. There are contextual elements that influence;
Parents guarantee the necessary means for the har-
monious development of their child-children. There
are contextual elements that influence;

Parents are responsible for the education of their
child-children. There are contextual elements that
influence;

In the family, care is taken for the needs of the sick,
the elderly, etc. There are contextual elements that
influence;
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Forgiveness is lived in the family as a path to com-
munion. There are contextual elements that in-
fluence;

The family participates in activities of social com-
mitment. There are contextual elements that in-
fluence;

There is a social space for this participation.

The principle of totality

Common good
deontological rule

The members of the family act in such a way as to
respect and love their family members;

The actions performed or not performed within the
family are performed in view of the good of the fa-
mily or conditioned by internal or external factors,
what are these factors?

One can speak of disinterested actions within the
family;

Actions that cause unjustified harm to family mem-
bers are avoided;

The members of the family are informed adequate-
ly when it comes to taking any kind of action or
foresight.

Individual good
teleological corrective

Family members are free to make decisions;

These decisions are respected within the family,
when they are oriented to the good of the person;
People are valued in their integrity, respecting their
legitimate freedom and autonomy;

Legitimate self-esteem is cultivated and promoted
within the family.

Fuente: elaboracion propia.

To exemplify our ideas we will present an ethical case that we will try
to explain in the light of this ethics of the family as a body. In our
analysis, we will present a case in which these principles of ordered
love, responsibility and wholeness are violated. This case will be the
case of the savior brother or savior sibling.
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9. The case of the savior brother

Soledad Puertas and Andrés Mariscal (44) are parents of Andrés,
their first son, who is 6 years old and was diagnosed a few months
ago with beta thalassemia major (BTM), a severe form of thalasse-
mia characterized by intense anemia that requires periodic transfu-
sions of red blood cells. Due to the severity of the disease and to
improve the prognosis of the small patient, bone marrow cell trans-
plantation has been proposed. In a first search for compatible hema-
topoietic cells in the marrow donor banks of the Spanish bone ma-
rrow network, no compatible donors were found.

Doctors at the Virgen del Rocio Hospital in Seville propose the
possibility of having a second child born genetically selected to be a
bone marrow donor for his brother Andres. The procedure involves
the use of assisted reproduction techniques (ovarian hyper-stimula-
tion to obtain eggs for fertilization). Iz vitro fertilization; monitoring
of the viable embryos until the third day; on the third day, the em-
bryos undergo preimplantation genetic diagnosis (PGD), in which
the embryo is analyzed to determine which one is compatible with
the sick sibling by means of a human leukocyte antigen (HLA) test,
to avoid any type of rejection. Those embryos compatible with the
HIA of the sick sibling are subsequently transferred to the mother.

The parents, informed by the medical team, give their consent to
this technique and affirm their desire for their son Andrew to get
better, even if it means having a second child. The parents state: “We
were a little lost with this subject. We knew that there was some re-
search on stem cells and we started to ask the doctors and, once all
the permissions arrived, we decided that it was the best thing for our
son” (44).

On October 12, 2008, Javier was born in Seville, the first medical
baby, free of hereditary disease and immunologically compatible with
his sick six-year-old brother, thanks to the 2006 Spanish law on assist-
ed reproduction techniques, which contemplates the possibility of ap-
plying PGD techniques for therapeutic purposes for third parties (45).

632 Medicina y Etica - July-September 2023 - Vol. 34 - No. 3
https://doi.org/10.36105/mye.2023v34n3.01



The problem of individual autonomy and family authority...

Regarding Javier’s birth, Soledad affirms that “everything went
very well and that her son, Andres, was looking forward to seeing his
newborn brother. According to her words, the six-year-old is aware
that the new member of his family can save his life” (44).

It is important to note that the issue of sibling saviors raises not
only various technical complications, but also ethical ones. These
techniques approved in some countries such as the United States,
the United Kingdom, Australia and Spain, imply not only recourse
to in vitro fertilization (IVF), but also to pre-implantation genetic di-
agnosis (PGD). Therefore, the selection of compatible embryos not
for the good of the embryo —as in the case of the selection of
embryos free of serious genetic disease— but for the good of an-
other child (46). This is why the term savior sibling or savior sibling is
used. The BTM as a condition that allows laboratory testing —so to
speak— of embryos affected by this malformation before being
transferred to the uterus, avoiding, on the one hand, the existence of
undesirable genetic diseases and, on the other hand, ensuring hema-
topoietic compatibility with the sibling affected by the genetic dis-
ease to be cured by PGD. Thus, the child who will be born will be
loved according to the good he or she will give to his or her sick
sibling, See Table 2 to understand this point of view.

Table 2. Analysis of a clinical case from the point of view
of the ethics of the family as a body

Fundamental value Indicators Yes | No Justification
Ordered love * Love is the inner There are no previous an-
principle, perma- tecedents (legal, historical
nent force and Yes or family) to the contrary
ultimate goal; in the case of the Puertas
Mariscal family.

* There are contextual No elements ate found to
elements (personal, prevent this ordered love.
relational, historical) No |There is a distortion of
that impede the ex- this love. There is a gratu-
perience of this love; itous love for the first son
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Andrew to the detriment
of Xavier, who is loved in
view of another.

* Personal commu- A constituent part of this
nion is a visible communion of love is
reality; freedom and gratuitous-

ness. In this case, this gra-
tuity is lost, since the oth-
er is welcomed into the
communion of persons
No [as a means to an end. A
means that is based on
techniques that foresee
the selection of others
less fortunate and their
elimination. In this case,
the communion between
persons is not guaranteed.

* The people who Without judging the par-
make up the family ents’ choice, there are
feel identified with some important psycho-
this communion; logical risks (46) in the

sibling rescuer, especially
with the identification
with the family. In An-
drew, feelings of grati-
tude or aggression may
arise, and in the sibling
rescuer, feelings of hatred
or resentment may arise.

* Within the family, These dynamics that
the gratuitousness speak of the structure
of actions is an within the family would
expression of love; not help to build a family

unity, much less a healthy
relationship between par-
ents and children, who by
defending this interven-
tion endanger the per-
sonal identity of one
child to the detriment of
the other.
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Within the family,

the freedom of in-
dividuals is guaran-
teed; there are clear

In the case of the savior
brother, this freedom and
gratuitousness does not
exist, the savior brother is

roles and functions No . .
that follow a defined not a gift for the family,
order: wife_hus. but a source of spare
band/father-chil- parts, wanted not as an
o end, but as a means (40).
dren/siblings;
These roles and The parents state their
functions guarantee bewilderment about their
the good of the son’s treatment: “we were
members and the a bit lost with this issue”.
family as a whole; This feeling of bewilder-
ment, added to the media
expectation, in a short
time. It can be an element
No |against assuming an ethi-
cal, serious and responsi-
ble assessment. There-
fore, the actions taken do
not guarantee the good
of the whole family, but of
the weaker part, to the det-
riment of another, which
may be born.
There are relation- Tllness is never a blessing,
ships that do not but it, like death, is a con-
guarantee such stituent part of our hu-
assets; man existence. Science, in
this case, does not take
Yes the side of the weakest
and most vulnerable: Javi-
et, it is wanted as a2 means
(remedy) for  Andres
breaking the relationship
of this family as a body.
The family accepts The family, because of
the changes or the requirement of sci-
demands (internal No | €nee, does not accept the

or external);

changes that the disease
of the sibling with thalas-
semia requires.
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* The family knows Parents establish a tyran-
how to overcome ny in relationships where
crises or problems, the balance is tipped in
discovering its favor of a humanity that
mistakes and is always weak and in

proposing solutions. need, but whose expected

No . .
recovery entails a serious
danger for another to be
born. This tyranny of a
noble will, does not help
to solve family problems,
it only shifts their focus.

Ethical principles of 5 g g

T e Indicators Yes | No Justification

The principle of responsibility

Individnal * Family members Paternal responsibility is
feel responsible for the archetype of all re-
their behaviors and sponsibility. The father
their consequences; is the caretaker of a be-

ing-already and with the
impotence of a not-yet-
being. This responsibili-
ty is contrary to the idea
of a father-architect who
does not receive the gift
of a child, but builds,
constructs, plans a child
No | by projecting/selecting its
potentialities, and loving
it, not for its precarious-
ness, but for its potentiali-
ties. This dimension hurts
the organic dimension of
the family, transforming
the family into a techni-
cal, manipulable, dispos-
able and reprogrammable
body. In this scenario,
personal responsibility di-
sappears.

* Family members
are willing to help Unspecified.
with daily chores.
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Common

The family is
capable of making
responsible
decisions in view of

The parents did not have
all the information and if
they had had it, they
would have been able to

contingent situa- No |judge the consequences

tions or in anticipa- of such a decision, be-

tion of the future; yond being able to save
the sick child, which in it-
self is a noble act.

The level and space Within the assumptions,

of all family in this case, the decision

members is space of the savior sibling

respected in these to be or not to be a donor

decisions; No |[and of all those who died
so that this hematopoieti-
cally compatible savior
sibling could be born is
violated.

Decisions agreed

upon in the family Unspecified.

are socially valued;

The spouses, in

view of their total

self—glvmg, preserve Unspecified.

unity, maintain

fidelity and strive

for indissolubility;

Parents are From the personalist

responsible for the No | point of view: the use of

transmission in life; IVF and PGD shows us

Parents live that parents are not re-

sexuality as a full sponsible for the trans-

condition of mission of life, when it

human life; No comes to respecting the

nature and purpose of
marital acts, in order to
promote authentic conju-
gal love.

Parents guarantee
the necessary means
for the harmonious
development of

their child-children;

Unspecified.
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Parents are
responsible for the
education of their

child- children;

Unspecified

In the family, the
needs of the sick,
eldetly, etc. are
attended to;

In this family, not only are
the needs of the sick at-
tended to, but also the
impossible is done to re-
spond to the needs of
Andrew, even if this
means disproportionate
medical acts contrary to
an order in love.

Forgiveness is lived
in the family as a
path to communion;

Unspecified.

The family partici-
pates in social
engagement
activities;

Unspecified.

A social space
exists for this
participation.

Unspecified.

The principle of totality

Common good .
deontological rule

Family members act
in such a way as to
respect and love
their family
members;

In this family, the princi-
ples are distorted. First,
the common good is re-
duced to the good of one
person, that of the sick
sibling. This centraliza-
tion neglect - for a possi-
ble treatment - the pet-
sonal good of both the
parents - subjected to
IVF - and that of the sav-
ior sibling created for the
good of another and of
those who died because
of PGD.
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The actions taken
ot not taken within
the family are in
view of the good
of the family or
conditioned by
internal or external
factors, which are
these factors?;

The savior brother is in-
strumentalised as a spare
part, being valued as a
means to an end. The
members of the family
act for the good of An-
drew, since this good has
phagocytized the good of
the whole family. Caus-
ing, as a matter of princi-
ple, an illicit act. In this
case, the family homeo-
stasis and unity will be
determined and subjugat-
ed to the needs of the in-
dividual, taking expres-
siveness away from the
other constituent struc-
tures of this group.

It is possible to
speak of selfless
actions within the
family;

No

The actions of this fam-
ily are motivated and
encouraged by the med-
ical staff to save Andres
from his illness. We can
speak here of relation-
ships not oriented in
view of the family as a
body, unity and reciproc-
ity, but centered on an
individual: Andrés, who
self-generates egocentric
relationships in view of
his needs.
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They avoid taking
any action that may
cause unjustified
harm to family
members;

Andres must undergo a
bone marrow transplant,
as well as his brother who
will be born from IVE
which necessarily implies
the compatible selection
of embryos and the neces-
sary destruction of the
others. This is understood
as unjustified harm to both
Andres and his brother.

In this family there is an
instrumentalization of the
structures  characterized
by their functionality and
efficiency in solving or al-
leviating a humanity al-
ways in need and lacking;

Family members are
adequately informed
when it comes to
taking action or
making plans.

The parents, according to
media reports, did not
have all the information
about the steps of their
son’s treatment.

Individual good
teleological corrective

Family members
are free to make
decisions;

No

The brother savior lacks
a fundamental value that
defines one of the constit-
uent elements of the hu-
man person, his freedom.
He is born in the condi-
tion of life of another or
as a work-technique of
the best possible selection
to alleviate his brother.

Such decisions are
to be respected
within the family, as
long as they are
oriented to the good
of the person;

The savior brother is not
consulted in his personal
originality on the decision
to be born first, as the will
of the parents and even
morte so to choose wheth-
er to help with his own
physical existence to save
the life or better the life
condition of his brother
Andrew.
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¢ People are valued in We could define this type
their integtity, of family as technical
respecting their families, where what
legitimate freedom shapes its structure and
and autonomy; determines its organiza-

tion is will, instrumental-
ization, utilitarianism and
onerousness. In this case,
the family is not struc-
tured in view of relation-
ships, but it is the individ-
ual who self-generates
egocentric  relationships
in view of his needs.

No

¢ Legitimate self-es- In this technical family,
teem is cultivated not only is the value of le-
and promoted gitimate love not promot-
within the family. ed, but it does not solve
the problems it aspires to
solve, since they ate born
not in its structure, but in
demands that go beyond
its organization. Demands
that demand freedom and
gratuitousness, but avoid
responsibility in  their
formula.
In view of our moral
question, is there in this
particular case an ordered
love? We can say that nei-
ther there is no ordered
love, since the principle
of responsibility nor the
principle of totality is re-
spected.

No

10. Discussion

The family is a natural reality that has accompanied humanity since
its origins. This gives the family two important elements: its poly-
semic manifestation in history and its close relationship with the
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human. The human family, as a natural reality, is the product of
decisions made in determined contexts, mediated by intelligence,
individual will and cultural, religious and historical conditioning fac-
tors. The family is a natural institution in accordance with human
nature, since:

Marriage —the origin of the family— responds to the personal structure
of the human being, which is expressed in the sexual difference and
complementarity between man and woman, in such a way that through
the union of the spouses a new life can be generated (49).

The family, which is born with marriage, is the form that responds
in a natural way to the personal structure of the human being,

With advances in reproductive medicine, cultural changes and
changes in mentalities, the family has seen a transformation in its
structure and functions. Artificial insemination and surrogacy have
contributed in part to the change in the traditional concept of fami-
ly, giving rise to diverse and new types of family configurations that
seek civil and legal recognition. Each of these new configurations
seeks to be legally and socially recognized as families with rights and
duties, a situation that is strongly opposed by some sectors of socie-
ty. If we were to ask people today what constitutes a family, the
answers would be as diverse as philosophies, ideologies or cultures,
but all these people would reaffirm that no matter what constitutes
the family, it is an important place for man and for society.

Considering the importance that the family has for our hypothe-
sis, the concept that it assumes as a body, brings with it an imperative
and a vocative. On the one hand, the family must be the place of the
human and, on the other, be what it should be, that is, a place where
communion between people is lived and promoted.

The analogy of the family as a body implies an ethic centered on
ordered love as a fundamental value oriented under the principles of
responsibility and totality. If analogy is a reality halfway between the
univocal and the equivocal, comparing the operations of the family
with the operations of a body is a possible and viable reality. In the
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family, being a communion of persons, it is similar in its doing since
the relationship between its members shapes its structure and de-
termines its organization. This bond in itself forms a cohesion be-
tween people where it is born from conjugal love and invites others
to join; forming a network of conjugal, parental, filial and fraternal
relationships whose mission is to form a family entity to the extent
that these links form a network of continuous and permanent pro-
duction.

For the value of ordered love to develop within the family as a
body, it is necessary that two guiding principles be fulfilled: the prin-
ciple of responsibility and the principle of totality, as we have alre-
ady mentioned. A correct evaluation of a family moral act should
consider not only both principles, which express the value of this
ordered love, but also the deontological moments and the teleologi-
cal corrective. In our hypothesis this is a continuous process, since in
family ethics as a body, the realization of the deontological norm
implies of itself the realization of the teleological norm and vice
versa. There is no struggle between goods, but a reciprocal relations-
hip. The principle of totality guarantees this harmonious relationship
between the individual good and the family good as two moments
of the same movement.

If the family as a natural reality lives in this logic of ordered love,
respecting the principles of totality and responsibility in its deci-
sion-making, we can affirm that the struggle that exists between
family authority and individual autonomy, in our theoretical formu-
lation, ceases to exist. In a family that is structured as a body, acqui-
ring through ordered love, a family autonomy of its own. Therefore,
both autonomies (the family and the individual) would have as values
and principles common elements, that is, the good of both the per-
sons that integrate the family and the family in all its corporeality.
Both issues would be tensioned towards the same good.

With the clinical case, we have learned that there are two posi-
tions that go against an ethics of the family as a body, considering
people as means to an end or considering the family as private pro-
perty. Both positions relativize the difference or the family unit in
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view of its utility or functionality. These positions arise when the
child is transformed into medicine, in the case of savior siblings, or
when the family is transformed into a scenario for satisfying desires
or frustrations, such as in cases of domestic violence or abuse.

To speak of the family as a body also implies, within the theory
of speech acts or performative theory (47), that to say something is
also to create a reality. This understanding of the family as an orga-
nic body can be fruitful within health teams as well as within the
various instances that have to solve family clinical ethical problems
since it implies the valuation of all family members in their own in-
dividualities, but also the consideration of their relationships as an
organic whole.

The last step in our discussion is to consider the performative
fecundity (47) of this hermenecutics of the family as a body. With
performative fecundity, we understand that, when speaking of the
family as a body, not only is a fact described, but at the same mo-
ment of its description this definition accomplishes what it descri-
bes. When resolving clinical cases, conceiving the family as a body
can help us make decisions not only aimed at saving the health of
the sick individual, but also at understanding that both disease and
medicine imply a systemic relationship of the entire family body:
family members and patient, who suffer with the disease and want
the integrity of all their members. Talking about the family as a body,
makes it possible to consider the various agents involved in medical
decisions: parents, children, siblings and others who are considered
family members, who together with the patients, can and should
have an opinion in the recovery of the sick and in medical decisions
taking this ordered love as value and as principles to be respected:
responsibility and totality.

11. Conclusion

The analogy of the family as a body, values not only the natural ele-
ments present in the family, such as the personal will to share a life
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project, represented in the value of ordered love, but also, through
the principles of responsibility and totality, respects personal free-
dom and at the same time values its interpersonal relationships as
a network of relationships, which form an organic totality. This
theoretical definition requires an ethical application: that which is
a body must act as such. The clinical practice guide presented here
responds to this theoretical need: to move from the imperative to
the vocative. When the family is formed as an organic body, it must
act as the place where one lives and promotes communion between
people. The conflict between diverse autonomies disappears and
this whole network of relationships tends to achieve common
goods and goals.

References

1. Cherry M. Re-Thinking the Role of the Family in Medical Decision-Making. J Med
Philos. 2015; 40(4):451-72. https://doi.org/10.1093/jmp/jhv011

2. Ho A. Relational autonomy or undue pressure? Familys role in medical deci-
sion-making. Scand J Caring Sci. 2008; 22(1):128-35. https://doi.org/10.1111/j.14
71-6712.2007.00561 .x

3. Schneider C. The Practice of Autonomy: Patients, Doctors, and Medical Deci-
sions. 1st edition. Nueva York: Oxford University Press; 1998:336.

4. Breslin J. Autonomy and the Role of the Family in Making Decisions at the End of
Life. J Clin Ethics. 2005; 16(1):11-9.

5. Hardwig J. What About the Family? Hastings Cent Rep. 1990; 20(2):5-10. https://
doi.org/10.2307/3562603

6. Gillon R. Autonomy and the principle of respect for autonomy. Br Med J Clin Res
Ed. 1985; 290(6484):1806-8. https://doi.ora/10.1136%2Fbm].290.6484.1806

7. Black H, Morrissey B. Autonomy. Chest. 2011; 139(2):476. https://doi.org/10.1378/
chest.10-2251

8. Varelius J. The value of autonomy in medical ethics. Med Health Care Philos.
2006; 9(3):377-88. https://doi.org/10.1007%2Fs11019-006-9000-z

9. Varkey B. Principles of Clinical Ethics and Their Application to Practice. Med Princ
Pract. 2021; 30(1):17-28. https://doi.org/10.1159/000509119

10. Pellegrino E, Thomasma D. Las Virtudes cristianas en la practica médica. Madrid:
Publicaciones de la Universidad Pontificia Comillas; 2008:128.

11. Beauchamp T, Childress J. Principles of biomedical ethics. Nueva York: Oxford
University Press; 2013.

Medicina y Etica - July-September 2023 - Vol. 34 - No. 3 645
https://doi.org/10.36105/mye.2023v34n3.01



P. Lépez-Soto, M. J. Santos

12.

13.

14.

15.

16.

17.
18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

ODonovan K, Gilbar R. The loved ones: families, intimates and patient autonomy.
Leg Stud. Giugno, 2003; 23(2):332-58. https://doi.org/10.1111/j.1748-121x.2003.
tb00217.x

Cherry M, Ruiping Fan. Informed Consent: The Decisional Standing of Families. J
Med Philos. 2015; 40(4):363-70. https://doi.org/10.1093/imp/jhv012

Blustein J. The family in medical decisionmaking. Hastings Cent Rep. 1993;
23(3):6-13.

Winnicott D. Deformacién del ego en términos de un ser verdadero y falso. El
proceso de maduracion en el nifio: estudios para una teoria del desarrollo emo-
cional. Barcelona: Laia; 1979.

Schneider C. Bioethics and the Family: The Cautionary View from Family Law
Symposium: Ethics-Bioethics and Family Law. Utah Law Rev. 1992; 819-48.
Realpe S. Dilemas Morales. Estud Gerenciales. 2001; 17(80):83-113.

Hogle L. Review of Twice Dead: Organ Transplants and the Reinvention of Death.
Technol Cult. 2003; 44(2):433-5.

Dubiel H. What is «Narrative Bioethics». Front Integr Neurosci. 2011; 5:10. https://
doi.org/10.3389%2Ffnint.2011.00010

Blustein J. Care and Commitment: Taking the Personal Point of View. New York:
Oxford University Press; 1991. http://site.ebrary.com/lib/alltitles/docDetail.action?-
doclD=10142157

Borovoy A, Ghodsee K. Decentering agency in feminist theory: Recuperating the
family as a social project. Womens Stud Int Forum. 2012; 35(3):153-65. http://dx.
doi.org/10.1016/j.wsif.2012.03.003

Allen K, Jaramillo-Sierra A. Feminist Theory and Research on Family Relations-
hips: Pluralism and Complexity. Sex Roles. 2015; 3(3-4):93-9. https://doi.orag/
10.1007/s11199-015-0527-4

Held V. Feminist Transformations of Moral Theory. Philos Phenomenol Res. 1990;
50(n/a):321-44.

Krisjanous J, Maude R. Customer value co-creation within partnership models
of health care: an examination of the New Zealand Midwifery Partnership Mo-
del. Australas Mark J AMJ. 2014; 22(3):230-7. https://doi.org/10.1016/j.ausmj.20
14.08.005

Merrigan K, Steinmiller E, Figueroa-Altmann A, Davis K. Kids care: a behavioral
model to strengthen patient and family partnerships. Pediatr Nurs. 2016;
42(2):89-94.

Potter T. Partnership-Imaging a New Model in Health Care. J Radiol Nurs. 2015;
34(2):57-62. https://doi.org/10.1016/j.jradnu.2015.04.002

Courtney R, Ballard E, Fauver S, Gariota M, Holland L. The Partnership Model.
Public Health Nurs. 1996; 13(3):177-86. https://doi.org/10.1111/j.1525-1446.1996.
tb00238.x

Lehmann L, Weeks J, Klar N, Biener L, Garber J. Disclosure of familial genetic
information: perceptions of the duty to inform. Am J Med. 2000; 109(9):705-11.

https://doi.orag/10.1016/s0002-9343(00)00594-5

646

Medicina y Etica - July-September 2023 - Vol. 34 - No. 3
https://doi.org/10.36105/mye.2023v34n3.01



The problem of individual autonomy and family authority...

29.

30.

Maturana H, Varela F. Autopoiesis and Cognition, The realization of the living.
Boston: Holland; 1980.

Von Bertalanffy L. Teoria general de los sistemas. Fundamentos, desarrollo, apli-
caciones. Mexico: Fondo de Cultura Econdmica; 1989.

31. Greblo E. Corpo politico/organicismo. Enciclopedia del pensiero politico Autori,
concetti, dottrine. 2.2 ed. Bari: Laterza; 2005.

32. Tosato A. On genesis 2:24. Matrimonio e Famiglia nellantico Israele e nella chiesa
primitiva. Catanzaro: Rubbetino; 2013.

33. Cipriani S. Matrimonio. Rossano P, Ravasi G, Girlanda A, edit. Nuovo dizionario di
teologia biblica. Cinisello Balsamo: San Paolo; 2001:924.

34. Hunter D. Matrimonio. Fitzgerald A, edit. Diccionario de San Agustin: San Agustin
a través del tiempo. Burgos: Monte Carmelo; 200:870-4.

35. Van Bavel T. Amor. Fitzgerald A, editor. Diccionario de San Agustin: San Agustin
a través del tiempo. Burgos: Monte Carmelo; 2001:39-50.

36. Hipponensis A. De Civitate Dei. Paris: Jacques-Paul Migne, 1844-1886. serie la-
tina B. Dombart / A. Kalb, 1955). De civitate Dei. CC SL, 47; 48.

37. Ochoa de Alba I. Enfoques en terapia familiar sistémica. Barcelona: Herder;
1995:280.

38. Maturana H, Varela F. De maquinas y seres vivos, autopoiesis: la organizacion de
lo vivo. Santiago de Chile: Editorial Universitaria; 2006:144.

39. Varela F. Reflections on the Circulation of Concepts between a Biology of Cogni-
tion and Systemic Family Therapy. Fam Process. 1989; 28(1):15-24. https://doi.
org/10.1111/j.1545-5300.1989.00015.x

40. Jonas H. El principio de responsabilidad. Ensayo de una ética para la civilizacion
tecnolégica. Barcelona: Herder; 1995. 400 p.

41. Faggioni MP. La vita nelle nostre mani: manuale di bioetica teologica. Italia: EDB;
2016.

42. Mautner T. Review of Protecting the Vulnerable: a reanalysis of our social respon-
sibilities. J Appl Philos. 1988; 5(1):114-8.

43. Scovazzi T, Citroni G. Corso di diritto internazionale. Milan: Giuffre; 2013. p. 493.

44. Lucio C, Lantigua I. Nace en Espafa el primer bebé seleccionado genéticamen-
te para curar a su hermano. El Mundo [Internet]. Biociencia, 2008 [cited 2023 Jan
18]. Available at: http://www.elmundo.es/elmundosalud/2008/10/14/ biociencia/12
23975461.html

45. Garcia D. Bioderecho en Andalucia [Internet]. Sevilla: Centro de Estudios Andalu-
ces, 2008 [cited 2023 Jan 18]. Available at: https://dialnet.unirioja.es/servlet/li-
bro?codigo=483838

46. Sutton A. Saviour siblings. Med E Morale. 2004; 6. https://doi.org/10.4081/mem.
2004.622

47. Dottori A. La teoria de los actos de habla y su relevancia socioldgica. Rev Mex
Cienc Politicas Soc [Internet]. 2019 [cited 2023 Jan 18]. Available at: https://www.
revistas.unam.mx/index.php/rmcpys/article/view/63020 https://doi.org/10.22201/
fcpys.2448492xe.2019.235.63020

Medicina y Etica - July-September 2023 - Vol. 34 - No. 3 647

https://doi.org/10.36105/mye.2023v34n3.01



P. Lépez-Soto, M. J. Santos

48. Hipponensis A, De bono coniugali. CSEL; 1900; 41:227-228.
49. Burgos J. ¢Es la familia una institucién natural? Cuadernos de Bioética 16/3.
2005; 359-374.

This work is under international License Creative Commons Attribution-NonCommer-
cial-ShareAlike 4.0 International (CC BY-NC-SA 4.0)

648 Medicina y Etica - July-September 2023 - Vol. 34 - No. 3
https://doi.org/10.36105/mye.2023v34n3.01



