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Abstract

Objectives: To reflect on the nature of ethics, from a contemporary perspective, and also on which features of the
family relationship have an impact on the interface between genetics and pediatrics.

Sources: The data used are the fruit of the authors’ own intellectual production plus other bibliographic references.

Summary of the findings: Genetics has presented ethics with new challenges. Particularly in pediatrics, where
caring for patients is almost indivisible from a continuous relationship with their families, these issues are amplified

even further, generating new questions that health professionals have not previously had to face.

Conclusions: Based on the reflections outlined here, emphasis can be placed on the importance of actively

recognizing the Other in its multiple dimensions and on the repercussions that this perspective has for the

physician-patient-family relationship.

J Pediatr (Rio J). 2008,;84(4 Suppl):S2-7: Ethics, genetics, family.

Ethics

As a first step, it is necessary to define what, in this con-
text, we understand by ethics.! In truth, there are countless
possibilities for what the concept can be understood to mean,
and entire libraries have been written on the question in terms
of its philosophical meaning and origins. However, our pri-
mary interest here is the meaning of the word in the modern
world. One particular observation is appropriate at this point:
as with each and every word, this one has changed over time,
incorporated new meanings, become more refined and diver-
sified. The question, therefore, is posed in the following form:
what are — or should be - the meanings conveyed by this term
today? The answer, against the background of the complexity
of the modern world, is equally multiple; however, it is neces-
sary that, from within this multiplicity of possible and viable
meanings, we emphasize that which allows us to best
approach the subject of interest here, i.e., the intimate link
between ethics and caring for human life.? To us, this appears
to be the following, ethics is the construction of the meaning
of human life from the encounter with the Other.”* To follow,

we will examine the meaning of this statement, based on a
brief examination of the terms “Other,” “encounter” and
“caring.”

The Other

We begin with the term “Other.” In the present context,
we understand the “Other” to be that which comes from out-
side, outside of the scope of my intellectual power, of my
capacity for representation, of my intelligence which sees and
assesses the world. The Other breaks the safety of my world,
it always arrives unexpectedly, its presence is unpredictable
and I have no way to neutralize, to eliminate, its presence and
its meaning. If thought functions normally in terms of synthe-
ses, i.e. by the process of reducing the Other to the Same by
means of the classifications that we make constantly,* this
logic is broken, since the thought, the I that thinks, finds
someone, someone who may say “no” to my “yes,” someone
who denies any type of explanation of its existence, its pres-
ence, for any logical or classificatory route. In the back-
ground this Other, itself, remains, and, in spite of this, is
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sufficiently close to me to oblige me to perceive its existence
as absolutely real.

Therefore, what the Other originally represents to me is
not just a theoretical problem, but a concrete event that
destabilizes the certainties of my intelligence. I cannot, in any
way whatsoever, determine that which the Otheris as long as
it remains that which it is, I cannot say what it really is: I can
merely say what I manage to capture of it, what of it I can
perceive and classify. Strictly speaking, the only thing that I
can venture to say with respect of this Other is determined
precisely by that Other itself: that it is of another manner -
otherly - that I, or rather, between us, a true and irreducible
difference holds sway.”

However, despite this difference that we cannot over-
come either by intelligence or knowledge, we can approach
one another. The differences remain, but we can encounter
one another. This encounter will not be a theoretical question
- since, were it to be so, we would be back in the field of men-
tal representation, in the field of the idea of the “other” that
we already have - but a question that is fundamentally ethi-
cal, practical, since it deals with the concrete Other with which
we encounter, and not an image of it. When we really meet
someone, we do not at first "resolve" this other person in our
minds, we do not consider them an object, a function that they
perform or some number or other, we consider them to be an
Other that may say "no" to my "yes," and to which we do not
attribute a classification, but of whom we ask their name; and
this we call an "encounter."®

The encounter

Here, "encounter," in the first instance, means to be open
tothe Other, i.e., to the not-yet-known. What is meant by this
is not only one of the easiest things to imagine, but also one
of the hardest things to achieve. This is because this open-
ness implies my finding myself in a position that could radi-
cally be called into question, in a position of insecurity, by the
mere appearance of alteration (from the Latin alter, other),
that is to say, the condition of other in relation to me.*

And this is because no promise of conciliation comes from
the Other, just an understanding that the totality of my con-
ceptions are unable to do it justice. I cannot, truly, explain it,
I can only, in radical terms, relate to it. The Other, which is
not simply placed in front of me, which is not, in relation to
me, any kind of object, but which comes to me, signifies, to
the extent that it remains other, a new event, unexpected,
traumatic.

On the other hand this does not only signify a radical inse-
curity on my part, but also - and most importantly - the pos-
sibility, or even a positive necessity, of a new beginning,
starting from an irreversible rupture of my cognitive
self-reference. For I must restart the process of understand-
ing the world in which this encounter has taken place, since
my representations and cosmovisions, adequate as they were
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for the comfort of my previous logical position, are unable to
deal with the event that the emergence of the other in my
world signifies. Ethics demand, so to speak, a different logic
from the logic of intelligence, and this is intended to mean
that ethics — expressed in the real encounter demands a dif-
ferent type of rationality, different from that which I use nor-
mally to deal with things and concepts - specifically, an ethical
rationality, or, in more simple terms, a rationality of the
encounter with the other.®

Encounter-driven thinking

The form in which the world is originally conceived deter-
mines, to a certain extent, the rationality of that world, the
form in which it is understood later. If the world is not initially
conceived and thought of in terms of abstract principles or in
terms of the interactions of interests of power, pure and
simple, butin terms of real human encounters in their infinite
variety, this means that it is possible to conceive of another
rationality in the midst of those that already exist — an ethical
rationality.”

However, one might question whether the mere idea of an
ethical rationality does not sound, to a certain extent, unreal:
an unrealistic task or construction.

One answer is already sketched out in principle: what is
very real is the absolute necessity for such a rationality, unless
we understand human beings to be cogs in a machine and
intend to substitute human meaning whatever that may be -
for the instrumental meaning of alienation of the human in
things, powers and violence.

However, the idea of an ethical rationality does not pre-
suppose that each and every concept of reality and of the
world that has existed to date should be abandoned in order
toinstitute something completely new. Whatis being said here
is that a unitary view of the world, based, for example, on
exclusively scientific schema, is incapable of doing justice to
the real human world. No mathematical reasoning, for
example, can transcend its specific scope and propose itself
as the fundamentals of a human world, of the truly human
action that is to relate to another - unless, by “*human,” one
understands mathematical entities. This is because the pri-
mordial question of action is always at the foundation. Where
is my action founded, when I act? What is the reference that
holds me in reality?

We can pose the question in reverse. How can we avoid
referring our actions to the world of human relationships?
What monstrous abstract force would allow us such a thing?
How could we in some way conceive that some prior idea
could, with determinant and maximum generality, indicate
and support my relationship with the other, if my relationship
with the Otheris only "now,” at the moment of the encounter,
beginning?*
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There appears, therefore, to be just one path left: not to
remain alone with my ideas, but to accept - to encounter -
the Other with all seriousness.

Construction of human meaning: caring

But, to what does this encounter with the Other in all seri-
ousness lead us? Certainly not to a new scientific or philosophi-
cal theory like any other. In that case we would still be locked
to our solitary thinking and the encounter would not have
changed anything. It is necessary that something is born from
this encounter.”

What could be born of this encounter, among many other
things, is the answer to a major philosophical question, an
answer that many philosophers have sought in the interior of
their intelligence or within the confines of the universe for
many centuries: the question of the meaning of human exist-
ence. Since, in truth, someone who is swimming in a true
human encounter, for example, in an amorous encounter,
does not question the meaning of existence, or of anything
else: they concern themselves with living this encounter
based on the meaning that the encounter itself offers. To
encounter the Other means, therefore, much more than a
trivial event like any other; it means finding a reason to live,
a motive to continue in existence, a reason to care. Over the
long term, it means the possibility of constructing a human
meaning in the midst of the bitterness and difficulties of life.
For, why do we live, if not for encounters, encounters with the
ever-new reality that beats to the rhythm of the time that
passes? Each human being, immersed in the multiplicity of
beings, also brings their own vocation for multiplicity; their
solitary existence pulls them out, beyond themselves, to the
Other which is beyond their ideas, their prejudices, beyond
even their needs.®

Ethics - the true encounter with the Other - is not there-
fore, in this sense, a theoretical discipline or some type of
code, but the fundamental meaning of human life as long as
that life lasts: itis the foundation for caring. The mother of all
philosophies, ethics allows me to come out of myself and meet
whatis beyond myself, providing the opportunity for rational-
ity to flower, a rationality that understands the world from the
perspective of the meaning of the encounter. For things also
present a face that invites encounter — as Art knows so well -
and reality assumes the significance of an invitation to a rela-
tionship - but to a relationship of caring. It is perhaps there,
and notin the discovery of the latest galaxy or subatomic par-
ticle, that the seed of human meaning lies; whether or not
this be so, a human cannot find meaning without the Other,
sinceitisnotevenimaginable: we are born of Others, we meet
with Others, we are in turn the fathers and mothers of Others.°

The family

The family is possibly the best expression of the relation-
ships between interrelated Others, consequently generating
ethical questions as a result of their meetings.*® We can think
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of several different concepts that should be taken up when
discussing ethical issues related to family relationships,** such
as: family members are not substitutable for similar or for bet-
ter qualified people; family members are bound to each other;
the need forintimacy generates responsibility; to cause a per-
son to come into existence generates responsibilities; virtues
are learnt on mothers’ and fathers’ knees; families are histo-
ries in progress; and, finally, in families, motives count for
much.

The family and non-substitution

The members of a family are not substitutable for similar
or for better qualified people. In contrast with the employees
of an organization, members of a family cannot be substi-
tuted for other people on the basis of the criterion of qualifi-
cations. Organizations are structured in order to achieve a
given end that is external to them. Families, in contrast, are
their own ends. In situations of family rearrangement, such
as separations and remarriages, the impact on the lives of
family members is much greater and goes far deeper than
what is observed when organizations are sold, wound up or
merged.!!

It is in recognition of this non-substitutability that adop-
tion programs attempt to keep siblings from the same family
of origin together. For the same reason, many people who
have been adopted or conceived from donated gametes may
wish to know their biological origins.

When a family loses a child, some health professionals will
advise that it is not a good idea to have another child to sub-
stitute the first. The loss of a child cannot be repaired by sub-
stitution, it can be understood and even accepted. One family
member cannot be substituted by an Other, who will be rec-
ognized not as the lost one, but as someone who comes with
the mission of repairing a loss.

The family and its bonds

Family members have bonds with each other. The mem-
bers of the family are not chosen, with the exception of mar-
riage and adoption. Relationships of kinship are based on
biological, political and historical relationships, and not on
contractual clauses. Siblings have biological bonds with each
other and with their parents that go far beyond the limits of
simple friendship. Other members join the family due to new
bonds that are established by means of emotional relation-
ships, such as, for example, marriages. People from different
biological families come to have new shared histories, bring-
ing with them all their previous bonds, which may facilitate,
or cause problems for, their own relationship.'! Diagnostic
testing for genetic diseases or predispositions is one of the
greatest current challenges to professionals involved in car-
ing for children. The justification for testing should be based
on possible benefits associated with the diagnosis, which can
range from cure to reduction of possible damage or compro-
mise during development. Diagnoses of genetic diseases can
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demonstrate how these bonds materialize and recover their
meaning.

Many statements given by young patients who have
undergone diagnostic testing for familial adenomatous poly-
posis reflect this feeling of family bonds. One adolescence who
was given a negative test result but had a sister already mani-
festing the disease said "I think I sort of felt a bit guilty because
she ended up having it and I didn't".*2 In another report, an
adolescent described her parents' discomfort about her diag-
nosis. She described how, "When my dad realized I had it, he
went and sat in the bedroom and didn't come out for like 2
hours... that really upset me when I saw what it did to my
parents."2

In contrast, a positive diagnosis of the same disease
strengthened the bond. An adolescent heard the following
from another member of her family who also had the disease:
“You're one of us now.”*2 In another description, an adoles-
cent says that the diagnosis meant that the family had “a spe-
cial bond and we're closer now than we were before then.”*2

These reports demonstrate the variability of the reactions
caused by situations where diagnoses reveal family bonds.

The family, intimacy and responsibility

In families, motives count for a great deal. In Nicoma-
chean Ethics, 3 Aristotle claimed that between people who are
intimate, intentions are everything. Motivation is a differen-
tiating factor in establishing intimacy. Our perception of peo-
ple’s motivation can change our assessment of them and their
actions. In families, actions motivated by duty have less sig-
nificance than those motivated by love. In “A Doll’s House,”
Henrik Ibsen wrote that family life ceases to be free and beau-
tiful when it is based on tedium and obligation.'#

The need for intimacy generates responsibility. An inti-
mate relationship involves relaxing defences and increases
the volume of personal information that is shared. Intimacy
creates opportunities for personal growth, widens the chances
of getting to know ourselves and the Others with whom we
share this relationship better. Intimacy creates spaces of inter-
personal enrichment. Intimacy occurs when there is trust,
when a person recognizes in another the responsibility nec-
essary to deal with this information safely. The duty associ-
ated with access to this information is confidentiality, which is
a moral duty. In counterpoint, intimate relationships also
involve risk, which comes from increased vulnerability. If one
member of a family inappropriately reveals the family's inti-
macy, damage is caused to all members, since everybody
becomes vulnerable, in a position in which their private lives
could become public.

Revealing a personal diagnosis of genetic disease, whether
a patientora carrier, to another person with whom one is hav-
ing an intimate relationship may be seen as a barrier by many
young people. This barrier might be associated with the diffi-
culty involved in revealing a personal situation, which will
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expose the entire family, and also with the repercussions for
a person's own reproductive future, primarily with relation to
having a child who is equally affected.®

The family and responsibility for making another
person come into existence

Causing another person to come into existence generates
responsibilities. Conceiving a child creates an unending bond
of responsibilities, particularly during the first years of life.
This moral bond is manifest even as early as planning to con-
ceive. Aristotle said that parents have the obligatory duty of
caring for their children.3

The book La Gaviota, by Cecilia B6hl von Faber, published
under the pseudonym of Fernan Caballero,*® and which is con-
sidered one of the classic texts of Spanish literature, contains
an excellent dialogue dealing with the question of parents’
duties to their children.

Aunt Maria: How would it appear to you, child of my entrails,
if I were to say to you: I gave birth to you, I brought you up, I
have set you on the path; I have, therefore, fulfilled my obli-
gation? If I saw a mother’s love as no more than obligation?

Manuel: That my lady were not a good mother.1®

Nowadays, the question of responsibility and obligation
grows in importance when assisted reproduction and genetic
diagnosis are being discussed. Responsibility for future con-
sequences can be imputed if there is prior knowledge of the
circumstances involved. If it is not possible to predict certain
circumstances, which could thereby be avoided, then the uni-
versal nature of a particular event must be recognized. With
respect to responsibility, intention provides the link between
subjectivity and objectivity.'”

Today, countless new choices are offered to parents, from
before they conceive their children up to after their birth.®
Couples who wouldn’t have been able to have children can
now take advantage of new reproductive technologies that
may allow them to realize their desire to reproduce. It is now
possible to diagnose countless diseases that were not previ-
ously diagnosable and were not, or still are not, known of by
the majority of the population. New knowledge has made it
possible to understand the mechanisms by which some dis-
eases are transmitted and manifest, with obvious repercus-
sions for parents. These new possibilities and knowledge are
associated with new responsibilities, such as, for example, the
possibility of having a different genetic lineage from the social
family with whom one lives, of making preconceptional diag-
noses, of selecting the sex and other characteristics of chil-
dren. These new ethical challenges must be faced with new
and progressively more complex reflections on the circum-
stances and consequences involved.®

Assisted reproduction using donated gametes or even
adoption itself may lead to the consequence of a desire or need
to have access to one’s genetic lineage. In such situations,
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revealing this information involves countless other people, in
addition to the family itself. The confidentiality of biological
parents, which may be guaranteed by contract or legislation,
can be called into question by attempts to meet these
demands for access to lineage, for healthcare motives. One
of the greatest difficulties is to reconcile the multiple inter-
ests existing in the present with guarantees granted in the
past.

Sex selection can be used in the sense that it is possible to
prevent the birth of a child of a specific sex. The demand may
spring from an interest in impeding transmission of an unde-
sirable genetic characteristic which it is known will cause suf-
fering either to the child who is a carrier or their parents, or
may originate in other motivation of a social or cultural
nature.?? Irrespective of ethical issues, the possibility of
employing assisted reproduction techniques specifically in
order to select embryos of a specific sex can also throw up
regulatory problems. In Brazil, the only document that regu-
lates this activity is the Federal Medical Council’s (Conselho
Federal de Medicina) Resolution 1358/92, which states that
this type of procedure should be used to solve problems of
human infertility .>*

One question with which it is extremely difficult to deal is
the issue of preferentially selecting a baby who is a carrier of
a disability. This type of demand has already been made sev-
eral times in different parts of the world by deaf couples, for
example.'® Some authors have employed an argument stat-
ing that the very criterion of disability is itself arbitrary and as
such can be questioned. In this specific case, the deaf com-
munity itself could be considered an independent culture.??
This argument is similar to the one used to defend selecting a
sex for cultural or social reasons. According to these authors,
fulfilling parents' desires should lead healthcare profession-
als to question the ability of people who are different from each
other to live together, and should not cause discomfort due to
participating in an artificial and directed selection of a human
being with a disability.?? Obligation must pass between the
boundaries between desire and need. It is always worth
remembering the possibility of "slippery slope" phenomena,
i.e., small concessions can lead to a growing increase in what
can be tolerated with relation to a specific demand.?>

The family and time

Families are histories in progress. Family members are
always influenced by the histories of their relatives. Family
situations are dynamic and not static. They very often exhibit
a specific pattern of functioning, but even this pattern can be
changed. Family decisions are based on this notion of pro-
cess, of successive situations. What guarantees the stability
of a family relationship is not the maintenance of a state, but
the understanding of the possibility of change.®*

Adaptability to change can be challenged by countless
situations associated with diagnosis of genetic diseases. This
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may become more difficult when a test its predictive of a dis-
ease with late onset. In such cases, making a diagnosis may
result in the emergence of the stigma of the "healthy sick",
i.e., a child or adolescent who it is known will come to have a
disease, but who is as yet free of any of the symptoms asso-
ciated with it. When this demand is accepted, patients and
their families receive an array of information that no one can
erase and which will remain permanently present as a future
threat.2*

Statements made by young people with diagnoses of Hun-
tington disease have made it possible to better understand
these issues. One young person stated that knowing her diag-
nosis had benefited her, “Allowing me to live my life... allow-
ing me to accept that and just live.”2 Another, however,
regretted the passage of time, saying that he should not have
attended his final year of school, but should have, “taken time
out for myself.”*2 Another important issue is related to the
uncertainty suffered during the process of diagnosis. One
young woman said, “I don't care if it was positive or negative,
but actually finding out.”*? Another young woman with a posi-
tive diagnosis said that the process of genetic counseling had
helped her to understand the problem she was going to have
to face.!?

In David Copperfield, Charles Dickens wrote that, “acci-
dents will occur in the best regulated families.”?® One family,
whose notion of stability is as a state, might suffer an unpre-
dictable shock when given bad news, whereas another, whose
understanding of stability is as a process, would possibly be
in a better position to face this challenge creatively as a result
of strategies it has already employed in other situations.

Final comments

Ethics is not something that is secondary or an adorn-
ment to life, but the most profound component of life itself
which, in the process of the encounter with that of which it is
formed, gives it meaning. The concrete form that ethics can
assume in everyday existence is as simple in its general for-
mulation as it is complex in terms of its daily performance:
caring. Since to care is to construct, in the careful preserva-
tion of the alterity of the other, the reason for the endurance -
in each and every sense of the term - of life itself.?
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