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Abstract The profile of pediatric care has gone
through changes in Brazil and in the world. This
process becomes more visible in surveys that deal
with hospital admission or specialized outpatient
care data. This fact leads us to the idea that it is in
such spaces that these children and subjects who
care for them are more visible and negotiate de-
cisions. We aim to perform a state of the art liter-
ature review on decision making discussions and
definitions, analyzing the current research in light
of the theoretical Mol perspectives on the actors’
logics of chronic diseases care; And the perspective
of care goods exchanges in the dialogue between
Martins and Moreira, triggering the Theory of
Gift. The synthesis of the literature shows that de-
cision making may be understood as a care plan-
ning process in which family, patients and health
professionals are involved, and is linked to the
family-centered care model. In terms of difficul-
ties, we point out the prevalence of a dynamic that
favors a criticizable choice because of the risks of
inequality, such as the lack of discussion on the
options and the actuation of the family mostly in
times of difficult decisions.
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Introduction

Pediatrics is undergoing changes where the in-
crease in childhood chronic diseases impacts on
hospital care. Hospitalizations due to complex
chronic health conditions (CCHC) in Brazil rep-
resented, in 2013, 21% of the total of 56 thousand
pediatric beds'. In 2008, 47.6% of the pediatric
hospitalizations of hospitals in the city of Rio
de Janeiro (R]) were due to chronic diseases?. In
2006, in a specialized pediatric outpatient clinic
of a reference hospital in Rio de Janeiro, 56.3%
of children and adolescents were dependent on
two to four different types of technology®. In the
same hospital, in 2015, 87.2% of hospitalizations
of pediatrics were CCHC, due to congenital mal-
formations and chromosomal abnormalities®.
Such research indicates an alert for change in the
epidemiological profile of pediatric care, with the
presence of CCHC and a multiplicity of demands
and decisions to be made.

The CCHC delineates a group of children liv-
ing with dependency on specialized health care,
rehabilitation needs, multiple systems commit-
ment, and the need for life-sustaining technolo-
gies®”.

Recognizing the needs of these children
means planning their attention and facing bar-
riers to access to rehabilitation services and tech-
nologies to support feeding and breathing func-
tions. This includes considering the multiplicity
of actors and interests involved in their care, re-
moving them from invisibility.

Our aim is to systematize a definition of de-
cision-making (DM) in the conduct of care pro-
vided to children with chronic health conditions
in a universe of negotiation between families and
professionals of various formations and special-
ties, how it is given and what aspects it integrates,
and the difficulties that go through the decisions.
The DM is understood by us as a process involv-
ing patients, their families and health profession-
als, involving a flow of information exchange,
followed by the decision and implementation of
the care®°.

This discussion can contribute to a greater
visibility of the needs of these children, prevent-
ing possible vulnerabilities in the care process
that is intense, permeated by many interpreta-
tions, which generates overload for their families,
and unfolds in the difficulties faced by the profes-
sionals involved in the work with them.

The following questions have guided the
analysis of the literature: 1) What are the charac-
teristics of DM related to the care given to chil-

dren with chronic conditions? 2)What are the
main actors and debates involved in the academ-
ic production of DM in attention to this group
of children? 3) What are the roles assigned to the
actors involved in DM and what are their main
difficulties?

Methodology

We conducted a literature review, understood as
an exploratory study of the production of knowl-
edge about a subject or theme'"'2. The survey was
carried out in April 2016, in Pubmed and Lilacs
databases using the descriptors following Decs
parameters’, listed on Chart 1.

We have counted on the support of a librar-
ian adjusting the search terms. We considered
publications with access to abstracts, in Spanish,
English or Portuguese; we excluded those re-
ferring to chronic diseases in young adults and
adults, as well as those related to medical DM on
the diagnosis of a particular chronic condition or
its differential diagnosis. Thus, the review was re-
lated to the care process of children with chron-
ic conditions and not those related to diagnosis
and/or differential diagnosis of chronic diseases.
We selected articles that highlight the subjects in-
volved with this DM and not the diseases, their
etiology and differential clinic. As for the time
limit, we set the year 2000 as the milestone of
a new century, in which WHO" recognizes the
need for new guidelines for chronic disease care.

Inspired by Moreira et al.'> and Gomes et al."!
the analysis of the collection took place in two
analytical movements: (a) a description of the set
of articles, considering the following variables:
date and country of publication, methodological
design, origins, profile of children and their diag-
noses, participants and objectives of the article;
(b) adaptation of the thematic content analysis
proposed by Bardin'® with an exhaustive and
critical reading of all the articles, identification of
the themes and the meanings attributed to them
in the different texts and grouping of thematic
nuclei that synthesized the production'>'. This
material was interpreted in the light of two theo-
retical perspectives that evoke dimensions trans-
versal to the health care field: Anne Marie Mol*'¢
with her analysis of the two logics that are de-
signed from the actors and their networks in re-
gard to attention to chronic diseases, the logic of
choice and the logic of care; and the perspective
of the exchange of care goods and healing goods
in the dialogue between Moreira'” and Martins',



Chart 1. Descriptors utilized in research®.

Descriptors

Doenga cronica
(“chronic disease”)

Tomada de decisoes
(“decision making”)

crianga, pré-escolar,
adolescente, lactente, recém-
nascido (child OR “preschool
child” OR adolescent OR
infant OR “newborn infant”

Definitions | Diseases that present

one or more of the
following characteristics:
are permanent, leave
residual disability,

are caused by non-
reversible pathological
change, require special
patient training for
rehabilitation, a long
period of supervision,
observation or care can
be expected.

The process of conducting a
selective intellectual judgment when
presented with several complex
alternatives consisting of several
variables, that generally leads to

the definition of a way of acting
Synonyms: Joint, shared decision-
making. Indexing Annotation
Portuguese: is different from
"Clinical decision making", defined
as the process of formulating a
diagnosis based on medical-clinical
history and physical or mental
exams and/or the choice of an
appropriate intervention. or an idea.

Considering the existence of
a fragmentation by age group,
the Decs delimits 5 bands:
newborn, from zero to one
month of life; infant, from

1 to 23 months of age; pre-
school, between 2 and 5 years
of age; child between 6 and 12
years; adolescent, from 13 to
18 years of age.

both triggering the Theory of the Gift proposed
by Mauss.

Results

Initially we selected 286 articles, whose abstracts
have been read. After applying the exclusion crite-
ria, we collected 69 articles, read in their entirety.
Of these, the following have been excluded: those
whose research designs did not have a clear de-
scription of the methodology used; those based
on personal opinions; the texts that referred to an
unpublished research project; those who did not
deal with the practical process of DM as the the-
oretical essays; and those who addressed research
involving adults with chronic diseases along with
children. There remained 33 articles that consti-
tuted the analytical corpus. Chart 2 classifies the
data from the 33 articles.

In the analyzed texts, the inclusion of chil-
dren/adolescents as participants in their own care
highlights the current trends regarding their con-
sideration as subjects of fact and law'. Research
is shifting from being “in-children” research to
“with-children” research, with recognition of
them as promoter of social transformation in re-
lationships of mutual influence with adults and
other children®.

It has been observed, in the articles, that the
diagnoses have been either grouped into larger
sets (such as children with CCHC, terminal, with
special health needs) or were more specific (such
as children with inflammatory bowel disease, di-
abetes, cystic fibrosis, asthma). Yet, in some sur-
veys, these diagnoses have not been specified. Us-
ing the descriptor “chronic disease”, we identified
all the articles that group similarities with regards
to the needs, evolution, prevalence, and that are
recognized as chronic course. Methodologically,
even using the descriptor “chronic disease”, it is
important to emphasize that this concept does
not clarify the diversity of the health needs of
these children®”>2!.,

Most of the studies have used qualitative de-
signs. This makes us consider that there are many
issues related to DM that can not be answered
by the quantitative methods, the need to deep-
en relationships and experiences, the singular-
ities of getting sick, the production of care and
the search for health?. The fact that the authors
are very close to the care clinic can be a stimulus
for reflexivity and propositions about this field
in the DM approach. This should be due to the
need of incorporating user-focused care models,
considering the environment of human relations
and the meetings as a possibility of production of

health and autonomy>*.
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Goal
both in terms of the impact on family life as well as the nature of the support received from the health

Analyzing how parents who do not live together make treatment decisions for their children with Cancer
services in Hong Kong and Scotland

Nur 41

Scot

2005 | USA, Ch | Nur 53 | Examining, culturally cross-examined, the experience of parents caring for children with chronic diseases

2011 | USA

Method | Year | Country | Domain

Quali
Quanti
quali

Disease
epilepsy, CRF, Cancer and
illnesses that limit life

Diabetes M, asthma,

Cancer

Research
participants

cystic fibrosis; HIV: infection from Human Immunodeficiency Virus; CRF: chronic renal failure; Quali: qualitative; Quanti: quantitative; Lit rev: Literature review; USA: United States of America; Arg: Argentina; UK: United

Legend: IBD: inflammatory bowel disease; JIA: juvenile idiopathic arthritis; CHISPEN: children with special needs; CCHC: complex chronic health conditions ; ALL: acute lymphocytic leukemia; DM: diabetes mellitus; CF:
Kingdom; Can: Canada; Thai: Thailand; Ch: China; Scot: Scotland; Med: medicine; Nur: nursery; psyc: psychology; Antrop: antropology; Sociol: sociology; soc sci: social sciences; Multiprof: multiprofessional;

Chart 2. Description of the data found in the articles.

Seventeen articles have been published in the
last 5 years. Such an interest may reflect concern
about innovations in the relations of care and
utilization of life supporting technologies. The
different ways of constructing the disease and the
diseased body articulating materials, techniques,
knowledge and practices, makes the reflection on
biopower contemporary®. The knowledge about
available technologies, the possibility of assuring
households a participation in the choice of which
technologies to use and the clarified risk autho-
rization requirements in the interventions also
qualifies this scenario. What used to be unques-
tionable now begins to be seen within a context
of choices that involves the demands on shared
decisions among caregivers, including sick chil-
dren and adolescents.

The country with most published articles
was the USA, predominating studies focusing on
medicine. The fact that most publications origi-
nate in northern countries may be a reflection of
the interface between technological development
and the epidemiological transition of these coun-
tries which occurred before than the happenings,
for example, in Brazil. The United States, for
example, drives Family-Centered Care (FCC)
as the innovation, a philosophy that is based in
a shared DM as one of its key principles®. Born
in the second half of the twentieth century, the
FCC concept coincides with the awareness of the
importance of uniting psychosocial and child
development needs and the role of families in
promoting their well-being and health. In 1992,
the FCC Institute was founded to foster partner-
ships among people with chronic diseases, their
families and health professionals, and to promote
leadership in the practice of FCC in all settings.
Ever since then, the FCC combines several levels
of prestige and starts to base research, in alliance
with renowned organizations in order to gener-
ate scientific evidence. The American Academy
of Pediatrics (AAP) has several FCC principles
embodied in its policy statements and manuals®.

Almost half of the studies had as one of the
objectives the analysis of decisions about the care
given to children with chronic diseases®**!. Those
who would not refer to the decisions in the objec-
tives, brought this subject in the results and dis-
cussions, which could point to a finding linked to
the object of study, that is, a discovery worthy of
discussion.

From the analysis of thematic content, we
identified four main themes related to DM: DM
as a process!26-283032-3840-44 HM as an aspect with-
in the health planning®?**-%; DM as a compo-



nent of FCC2?7:2831-:394756 DM as a result from
other sharings 2728:40-425657,

Although we found only one article prob-
lematizing DM as a process®, we consider rele-
vant the consideration of this as a theme, since
many papers start from the assumption that DM
is a process, however, without the problematiza-
tion of this assumption'»?72830-32-38,40-44

Discussion

In light of Mol’s contributions®'¢, we discuss the
DM processes mentioned in the articles. The log-
ical processes that govern health care could, on
the side of choice, generate a linear decision-mak-
ing process, and it is up to the health professional
to transmit information to the patient, who, in
turn, based on his values, will make his choice,
and then the professional will perform. In this
linearity the decisions are difficult, but confined
to crucial moments and the choice results from
the solution of a mathematical sentence between
fixed variables that are named as pros and cons
to the decision.

On the other hand, Mol describes the logic of
care, which goes far beyond this orderly sequence
of information, values, decisions and applica-
tions, where the decision-making process does
not follow a linearity and facts and values inter-
twine. In this case, the variables to be considered
are not fixed and therefore, it is impossible to
make a balance between pros and cons, and even
after decided, what has been decided may not
work. Those involved in decision making are the
ones to try, observe, adapt, try again. The CCHC
demand this continuous DM process, which will
extend throughout the days of a child’s lifespan.
Problems keep emerging and, as they are treated,
new problems and solutions appear; far beyond
implementing technology and care, it is worth
experimenting them®'°. This cycle makes us re-
flect that there is no rational calculation, orient-
ing ends, means and results in an alleged flow of
causality. We have but something that evokes a
technical craft, based on the necessary dialogue
between actors positioned differently in the clin-
ical scene, with diverse interests, affections and
references, who have in common the task of offer-
ing comfort and qualified care. The body of pro-
fessionals - diverse in their multidisciplinarity of
knowledge and functions - and family members
are involved and mobilized around this task, but
with different roles, interests and investments.
Dialoguing with Latour®, we also highlight the

importance of the connections between human
and non-human actors. In health care of children
with complex chronic diseases these connections
include management and access to the techno-
logical apparatus, mediations and changes that
it produces in the bodies and in the subjectivi-
ty of DM processes. It is important to note that
these processes on the side of the family and the
child require numerous adaptations, and even a
relation of attribution towards the technology of
salvation or rescue of life. Moreover, the limit be-
tween the body of children with CCHC and the
needs of living with a whole body altered, me-
diated investments and generated overload and
gender inequities in the maternal component®.
The synthesis of a DM definition from the
selected collection has put us in challenge. This
because the concern with the definition of this
category does not appear directly in the articles.
The term is sometimes used in an obvious way, as
if it did not have to be defined, contrasted in its
elements. Even if the category is not defined, we
could gather in the course of the articles elements
that offer us ideas about which logic prevails in
the use of the term. In the light of Mol, the log-
ic of choice prevails, where the physician, holder
of scientific technical knowledge, will inform the
sick person of what will best serve to “train” them
for care, preparing them to use the information
and operate in the reality. Such a utilitarian logic
generates a dangerous disincentive of the profes-
sional in this process. However, in complex care,
the need for a proximity between the health team
and the family prevails as common in the time
line. This closeness can generate a virtuous circle
of exchanges of care goods'”'®, from the confron-
tation with the uncertainties, with the realization
that what was “taught” inside the hospital - and
was submitted to a technical framework of safety
and control - is lost or is resignified upon arrival
at home, for example with a “tracheostomized”
child, “gastrostomized”, or “ventilated”, who
needs someone to interpret their signs of dis-
comfort and malaise. We did not find any article
addressing the need for renegotiation of deci-
sions, which is present in Mol’s logic of care®'®.
Regarding the second theme, DM has been
regarded as an aspect of the care plan®?%#-4¢, The
planning of care for children with chronic condi-
tions can go towards the market-based care mod-
el or the “care-producing” model. At one side,
market-based assistance and the production of
procedures prioritize the use of equipment and
the logic of freely informed choice under Mol'®.
At the other side, the “care-producing” models fo-
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cus on the sick person and their needs, being the
basis for the development of therapeutic projects
(TP)*. For the crafting of this model, we believe
that the dialogue promoted by Mauss’ Theory of
Gift is valid'”'®. In the gift'”'®®, reciprocity im-
plies concern for the other, in the establishment
of affective and ethical values in exchange for giv-
ing, which are trust, mutual understanding, and a
“bond of souls™.

In the “careproducer” assistance models,
diseases are addressed as a social and symbolic
total fact, endowed with signs and meanings"/,
circulating goods of healing and care, redemp-
tion of reciprocity, welcoming and bond of trust,
so dear to the process of building self-care and
autonomy. As for the “producers of procedure”
assistance models?, there is an inversion of rec-
iprocity, and the first concern is the satisfaction
of self-interest.

Articles that considered DM as an aspect of
the care plan, referred to the decisions regard-
ing both care transition® as related to the end of
life’*4>4446_ While we understand that care plan-
ning should encompass all aspects of DM, from
“easy” to “most difficult”, we were able to see
more concern about “difficult” decisions - those
taken in end-of-life situations. Difficult DMs
for people with chronic illnesses are more often
non-electively in an intensive or hospital setting,
with a lot of technology and little time to be tak-
en, while less urgent situations can facilitate the
sharing of DM, once that patients have more
time to redeem and process information®. This
explains why end-of-life decisions are often tak-
en solitarily by physician caregivers®'. This way,
end-of-life decisions, more difficult, cause more
health professionals to worry, which is why they
are looking for ways to share them.

Still related to the care planning, an article?
addresses the number of subspecialties involved
in the TP and feels that the large number of stake-
holders involved in DM hampers the process and
is a problem to be managed. Ideally, the thera-
peutic project would integrate the various profes-
sionals responsible for care, with multi-centered
actions in the health problems of people, with
the production of a resolution capacity, since the
“caregiver field” is common to all and the “spe-
cialized knowledge center” belongs to each pro-
fessional who participates in the care*. However,
the multiprofessional presence in care does not
guarantee a shared and non-instrumental DM,
for there is a risk of intervention fragmentation,
which characterizes a divided care planning, not
centered on the user?.

With regard to the large number of studies
that consider DM a component of the Fami-
ly-Centered Care philosophy (FCC)!»27:2831-3947-56,
we problematize which borders, between con-
structing alliances for the care that promote sup-
ports, health, exchanges of virtuous care goods"/,
between kin and professionals, valuing the logic
of care'® and the dangerous tendency to hold the
family accountable - albeit unintentionally - for
care, for example by increasing gender inequities
and therapeutic “pilgrimages”".

With will to innovate in the planning, distri-
bution and evaluation of health care, the FCC,
which is part of DM, is based on a mutual partner-
ship between people with chronic diseases, their
families and health professionals. FCC recognizes
the importance of the family in the person’s life”,
though we make a critical reflection on the possi-
bility of FCC generating or increasing inequities.
We found articles dedicated to assessing partici-
pation, as well as the perspectives of children, ad-
olescents and their families in making decisions,
and several factors that they take into account in
DM 233394751 However, those have not bothered to
criticize the limits of FCC - where the shared DM
theme prevails. The shared DM lies between the
polar paternalistic (prescriptive) and informed at-
titudes, in which the sick person makes a decision
based on the information passed by the physi-
cian®'. In the shared model of DM, present in the
FCC, the physician passes the technical informa-
tion to the patients, who in turn will express their
beliefs, fears, experiences, with a view to a con-
sensus on which better treatment, and the physi-
cian should support the patient in his choice®!’.
However, it should be emphasized that the type of
model prevailing in clinical practice depends on
broader conceptions regarding the patient-phy-
sician relationship, consistent with the current
culture about the belief of the patient’s autonomy
and which are the tasks and responsibilities of the
physicians®'®. Models applied to DM within the
clinical practice have their limits. As theoretical
models, they are frameworks that often may not
correspond to reality. In the caregiving relation-
ship there are many actors - symbolic, human and
nonhuman - that in the same decision-making
process can contour several models. Issues rang-
ing from the scarce range of options to be chosen
until deliberation of this choice through greater
clarity than professional / patient “negotiation”
deserve greater attention'®. Wirtz et al.'® prob-
lematizing SDM, points out that the sharing of
decisions does not mean sharing options, leaving
the choice of options to the doctor.



Based on this discussion of DM models, the
big question worth basing on Mol is the “choice”
category. Category evokes ideas about freedom,
independence, consent based on information,
which deserve a critical reflection. To what extent
is this choice freed from influence? Within the
logic of scientific knowledge, the choice can be
considered as an action that places itself before
a collection of facts that are linked by the pre-
tension of generating evidences and certainties.
Professionals crave for these facts and add cer-
tainty to them. And in the case of the relationship
with the laity the task is to offer information by
externalizing relevant facts in order to determine
the value of several possible courses of action. In
this context a value-free logic prevails, where the
choice is made in a territory where doctors, nurs-
es and patients stand as neutral actors. The only
values that are relevant refer to measures, accord-
ing to Mol. The logic of care is defined by the
fact that the decisions that associate humans and
non-humans, i.e. people and technologies, are
not linear, and not a simple implementation of
knowledge and technologies. Instead, experienc-
es with them. This category of experience evokes
meanings, values, interpretations and, above all,
use. Another important clue is that the idea of
care is not restricted only to the doctor, but to the
whole health team.

Whether for Wirtz there is a difference be-
tween “decisions” and “choice of options”, on
the options there exists also asymmetry between
physician and patient in the clinical scene. Shared
decisions are offered, but the management of
these reside in the power of reasserting the “best
option”. And which would be the best? Such a
discussion tunes in with Mol’s reflections, which
emphasizes that in the logic of choice a good
decision depends on adequately balancing the
advantages and disadvantages of various cours-
es of action. Such a “balance” model combines
with accounting, where medical interventions
are more difficult to quantify than sums of mon-
ey. It is as if the meaning of making a decision
corresponds to the act of making a calculation
between pros and cons. In the logic of caring,
according to Mol, this is different. ‘Balance’ is im-
portant, once more, but not as a matter of add-
ing, subtracting advantages and disadvantages.
After all, addition and subtraction require a fixed
number of variables, but in the logic of caring no
variables are fixed. The sought “balance”, then,
is something that needs to be established, in an
active way. Instead of the image of the counter
balance, the best image which is synthesized is of

the balancing body of an artist who walks on the
wire.

Other aspects that emerge are: parent em-
powerment®***>; DM over children and adoles-
cents whether or not they participate in clinical
trials>#°%; evaluation of DM as an indicator of the
quality of health services from the perspective of
parents®. In FCC, communication processes -
which as an ideal type should enable an action
constituted both by transmission of information
from the health professional, and by their hear-
ing out the person with chronic illness, valuing
their culture, experience and social reality - are
one of the key principles®. In this process, the
participation of children/adolescents and their
families in health care support groups is taken
under consideration. Another key principle is
the collaboration between health professionals,
children/adolescents and family members that
occurs at all levels of care: in planning, develop-
ing and evaluating programs, in vocational edu-
cation, in policy development, in participation in
health care and at all levels of the research design.
FCC empowerment values support in a process
in which the children/adolescents and their fam-
ilies gain confidence to make decisions about
their health care.

The practice of DM within the context of
FCC appears as a skill that needs to be taught to
doctors, either because it is unknown (for young
doctors)* or contradictory (for pediatricians
who know its importance but have difficulty in
its execution)??%324%52_ or still because it is found
that subjects from different cultures have differ-
ent perspectives regarding their participation in
DM?>. In a Bourdieusian analysis of the social
organization of pediatric hospitals, resources of
parents and health professionals are not equita-
bly distributed, and their habitus differ hierarchi-
cally®?. Thus, limits arise on the ability of parents
and health professionals to work collaborative-
ly as partners as a team in the field of pediatric
medicine. The increase in the symbolic/cultural
capital of the parents can be seen as a solution
to improve the practices of doctors and nurses in
communication and decision making, improving
the practice of FCC.*

Finally, there is the understanding of TD as
a result of sharing not only between the actors
involved, but of other sharings??4-4236%7 where
environment, senses and experiences also influ-
ence decisions. The disease, embodied in a sub-
ject, comes loaded with a series of meanings,
which integrate the meanings on the side of the
patient, which does not summarize the illness
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only in physical suffering, incapacity, disability,
but the possibility of not being worthy anymore
of love and respect. According to Canesqui®,
this interpretation of the cultural dimensions of
organic phenomena will be based on concepts,
symbols and structures internalized by the sub-
jects, taking into account the social group to
which they belong. Carapinheiro® derives from
the (un)definition of health the variability of the
meaning of disease. It is in sharing meanings with
their group that individuals will make decisions
about their health. In addressing the experienc-
es of chronic illness, Mol® points out that living
with diabetes does not boil down to insulin, but
encompasses a whole production of the realness
from actions. The experience of living with a cer-
tain disease occurs in the significance of the ill-
ness processes and the decisions made around it.

The essential values maintained by the fam-
ily interfere in the decision-making processes,
for example, evaluations about their comfort
and the consequences of the decision taken over
time. These decisions address complex processes
that encompass both objective, management, in-
terpretation and synthesis, as well as subjective,
senses and experiences of sickening®. It is im-
portant to provide information, respect and sup-
port to parents to allow them to live with their
decisions for a lifetime®.

It should be pointed out, as the limits of this
study, that due to the fact that databases were used
within few journals from the areas of anthropolo-
gy and sociology indexed, this review was intend-
ed to look at articles related to DM that are closer
to the field of health care than in the studies re-
lated to an anthropological partner analysis of the
same. This way we suggest the need for research
raising the bibliography of DM in the socio-an-
thropological field, accessing other databases as a
future proposal. Another limitation concerns the
lack of a single descriptor that facilitates the com-
parison between the articles and their search. We
urgently consider the need to create a descriptor
in the Decs that identifies children with chron-
ic diseases according to their health care needs,
in the case of complex care. For this reason, the
interim summary for Decision-Making that we
present must be understood within the frame-
work of the dialogue between the generic and
more encompassing category that defines studies
for the care of children with chronic diseases, and
the specificity of this new group of small actors
born under the sign of complexity and chronici-
ty: children with complex chronic conditions that
we recognize here in their existence.

Conclusion

Based on the undertaken review, we conclude
that the main actors involved in DM of pediat-
ric chronic diseases were children/adolescents
and their parents, but also health professionals
(mainly doctors and nurses). This DM is char-
acterized by a process that, the more complex the
health situation, with more dependence on tech-
nology, the greater the investment in therapeutic
plans, where the management of instability in
the presence of the chronic condition is part of
the set of actions. Thus, it would be more appro-
priate to devise the expression “Decision-Mak-
ing Processes”, considering they occur mainly in
the interstice of relations, being influenced by
the act of sharing events amongst all actors in-
volved. This Shared DM Process, included in the
predominant FCC model, composes therapeutic
planning for children with chronic diseases and
prioritizes extreme, end-of-life decisions. More-
over, every choice for care is at the same time the
source and mouth of senses and experiences and
is also influenced by and at the same time influ-
ences the environment in which those involved
in the care are inserted.

We take as a proposition the difference be-
tween “decisions” and “choice of options” and
between “care” and “choice”. Talking about op-
tions means to generate expectation of freedom
between equals deciding, which masks the asym-
metry and hierarchy between doctors, family
and children. The illusion that they can share
decisions erases the fact that their management
is in the power of reasserting the “best option”.
Searching for Mol’s model of care logic in oppo-
sition to the logic of choice, to discuss DM, we
point out that the logic of choice is accounting,
based on asymmetry and hierarchy. While in the
logic of care, the “balance”, represented by the de-
cision made, is something that needs to be active-
ly established. Therefore, this DM is a dynamics
where deciding means being able to reevaluate
decisions made based on the logic of solidarity,
empathy and gift between actors differently sit-
uated.

As roles and challenges of the actors, we high-
light the risk of holding the family accountable
only in moments of difficult decisions. Just as in
believing family can freely “choose” from a set
of information offered. In pediatric care based
on multiprofessionality, the challenge lies in in-
tegrating technical and lay knowledge, placing
child and family needs at the center of decisions.
In the case of a health care line for children with



CCHG, it is important to recognize that it should
be discussed with itineraries that are experienced
as therapeutic “pilgrimages” to access the right
to health. In this complexity scenario, the tech-
nological apparatus becomes an actor that arises
new investments and interests, placing the tech-
nology in relation, as symbols that mediate and
influence the decisions, having therefore agency.
In this context, technology can be considered as
one more participant in DM processes.

There exist inherent barriers to culture fo-
cused on biomedicine and the market and these
need to be reviewed. We believe that the increase

of the symbolic capital of the patient, the use of
the logic of care in DM and the humanization of
care, may be a path for this reflection. However,
the change in DM processes depends on being
careful not to fall into the hegemonic system’s
intelligence, where masked models of new ones
arise. Shared DM, for example, may come in the
form of techniques to induce the patient to make
decisions according to the will of the system.
Hence the question is well in keeping with the
logic of choice: to offer options as if they were
free from dilemmas, changes, negotiations and
values.

Collaborations

HGC Fernandez was responsible for the review
and analysis of the literature, writing, critical re-
view and approval of the final version of the ar-
ticle to be published. MCN Moreira participated
in the methodological design, literature analysis,
writing, critical review and approval of the final
version of the article to be published. R Gomes
participated in the critical review and approval
of the final version of the article to be published.

(3]
[\
oo
O

610T ‘T6TT-6LTT:(9)FT BATIS[0D) IPNES R BIOUIID)



N
N}
O
(=]

Fernandez HGC et al.

References

10.

11.

12.

13.

14.

15.

Moura EC, Menezes L A, Ferreira IA, Gomes R, Mo-
reira MCN. Complex chronic conditions in children
and adolescents: hospitalizations in Brazil, 2013. Cien
Satide Colet [Internet]. 2016 [acessado 2017 ago 01].
Disponivel em: http://www.cienciaesaudecoletiva.com.
br/artigos/artigo_int.php?id_artigo=15527

Duarte JG, Gomes SC, Pinto MT, Gomes MASM. Perfil
dos pacientes internados em servigos de pediatria no
municipio do Rio de Janeiro: mudamos? Physis 2012;
22(1):199-214.

Gavazza CZ, Fonseca VM, Silva KS, Cunha SR. Utili-
zagdo de servigos de reabilitacdo pelas criancas e ado-
lescentes dependentes de tecnologia de um hospital
materno-infantil no Rio de Janeiro, Brasil. Cad Saude
Publica 2008; 24(5):1103-1211.

Moreira MCN, Moura ECD, Gomes R, Menezes LA,
Calheiros de S4 MR, Correia RE. Diagnéstico das condi-
¢des cronicas em pediatria no Instituto Fernandes Figuei-
ra/FIOCRUZ: retrato da morbidade hospitalar e linhas
de cuidados.[relatério] Rio de Janeiro: Fiocruz; 2015.
Nunes JA. A pesquisa em saude nas ciéncias sociais e
humanas: tendéncias contemporaneas. 8° Congresso da
ABRASCO e 11° Congresso Mundial de saiide Piiblica,
Rio de Janeiro [Internet]. 2006 [acessado 2014 Out
17]. Disponivel em: www.ces.fe.uc.pt/publicacoes/ofi-
cina/253/253.pdf

Feudtner C, DiGiuseppe DL, Neff JM. Hospital care for
children and young adults in the last year of life: a pop-
ulation-based study. BMC Med 2003; 1:3.

Cohen E, Kuo DZ, Agrawal R, Berry JG, Bhagat SKM,
Simon TD, Srivastava R. Children With Medical Com-
plexity: An Emerging Population for Clinical and Re-
search Initiatives. Pediatrics. 2011; 127(3):529-538.
Mol A. Two logics. In: Mol A. The logic of care: health
and the problem of patient choice. London, New York:
Routledge; 2008. p. 1-15.

Charles C, Gafni A, Whelan T. Decision-making in
the physician-patient encounter: revisiting the shared
treatment decision-making model. Soc Sci Med 1999;
49(5):651-661.

Wirtz V, Cribb A, Barber N. Patient-doctor deci-
sion-making about treatment within the consulta-
tion--a critical analysis of models. Soc Sci Med 2006;
62(1):116-124.

Gomes R, Lima VV, Oliveira JM de, Schiesari LMC,
Soeiro E, Damazio LF, Petta HL, Oliveira MS, Silva SF,
Sampaio SF, Padilha RQ, Machado JL, Caleman G. The
Polisemy of Clinical Governance: a review of literature.
Cien Saude Colet 2015; 20(8):2431-2439.

Moreira MCN, Gomes R, Calheiros de S4 MR. Chronic
diseases in children and adolescents: a review of the lit-
erature. Cien Saude Colet 2014; 19(7):2083-2094.
Descritores em Ciéncias da Satide (DeCS) [Internet].
[acesado 2016 Set 10]. Disponivel em: http://decs.bvs.
br/

World Health Organization (WHO), organizador. In-
novative care for chronic conditions: building blocks for
action: global report. Geneva: WHO; 2002.

Bardin L. Andlise de conteiido. Lisboa: Edi¢oes 70; 2000.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

Mol A. The logic of care. Health care and the limits of
choice [Internet]. 2013. [acessado 2016 Set 16]. Dispo-
nivel em: http://gafc.khu.ac.kr/html_2013/scholarship/
pdf/2011PBF/3.The%20Body%20and%20Culture.pdf
Moreira MCN. Contra a desumaniza¢do da medicina:
critica socioldgica das préticas médicas modernas. Cien
Saude Colet 2005; 10(3):780-781.

Martins PH. A sociologia de Marcel Mauss: Dédiva,
simbolismo e associagao. Rev Critica Ciénc Sociais 2005;
(73):45-66.

Moreira MCN. E quando a doenga cronica é das crian-
cas e adolescentes? Contribuicdes sobre o artesanato
de pesquisas sob a perspectiva da Sociologia da In-
fancia e da Juventud. In: Castellanos MEP, Trad LAB,
Jorge MSB, Leitao IMTA, organizadores. Cronicida-
de[e-book]: experiéncia de adoecimento e cuidado sob a
tica das ciéncias sociais. Fortaleza: EQUECE; 2015. p.
125-155.

Pires F. O que as criangas podem fazer pela antropolo-
gia? Horiz Antropoldgicos 2010; 16(34):137-157.

Flores JC, Carrillo D, Karzulovic L, Cerda J, Araya G,
Matus MS, Lévenesa G, Menchaca G, Vargas NA. Nifos
y adolescentes con necesidades especiales de atencién
en salud: prevalencia hospitalaria y riesgos asociados.
Rev Médica Chile 2012; 140(4):458-465.

Deslandes SE, Gomes R. Pesquisa qualitativa nos servi-
¢os de saude: notas tedricas. In: Bosi MLM, Mercado FJ,
organizadores. In: Bosi MLM, Mercado FJ, organizado-
res. Pesquisa Qualitativa nos servigos de Satide. Petrépo-
lis: Vozes; 2004. p. 99-120.

Franco TB. Fluxograma descritor e projetos terapéuti-
cos para andlise de servicos de satide, em apoio ao pla-
nejamento: o caso de Luz (MG). In: Merhy EE, organi-
zador. O trabalho em saiide: olhando e experienciando o
SUS no cotidiano. Sao Paulo: Hucitec; 2003. p. 161-198.
Merhy EE, Feuerverker LCM. Novo olhar sobre as tec-
nologias de satide: uma necessidade contemporénea.
In: Mandarino ACS, Gomberg E, organizadores. Lei-
turas de novas tecnologias e satide. Sao Cristévao: UFS;
2009. p. 29-74.

Care C on H. Family-Centered Care and the Pediatri-
cian’s Role. Pediatrics 2003; 112(3):691-696.

Lipstein EA, Britto MT. Evolution of Pediatric Chronic
Disease Treatment Decisions: A Qualitative, Longitudi-
nal View of Parents’ Decision-Making Process. Med De-
cis Mak Int ] Soc Med Decis Mak 2015; 35(6):703-713.
Lipstein EA, Dodds CM, Britto MT. Real life clinic visits
do not match the ideals of shared decision making. J
Pediatr 2014; 165(1):178-183.el.

Dodds CM, Britto MT, Denson LA, Lovell DJ, Saeed
S, Lipstein EA. Physicians’ Perceptions of Shared De-
cision Making in Chronic Disease and Its Barriers and
Facilitators. J Pediatr 2016; 171:307-309.e1-2.

Stille CJ, Fischer SH, La Pelle N, Dworetzky B, Mazor
KM, Cooley WC. Parent partnerships in communica-
tion and decision making about subspecialty referrals
for children with special needs. Acad Pediatr 2013;
13(2):122-132.



30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

44.

Althabe M, Cardigni G, Vassallo JC, Allende D, Ber-
rueta M, Codermatz M, Coérdoba J, Castellano S, Ja-
bornisky R, Marrone Y, Orsi MC, Rodriguez G, Varén
J, Schnitzler E, Tamusch H, Torres JM, Vega L. Dying in
the intensive care unit: collaborative multicenter study
about forgoing life-sustaining treatment in Argentine
pediatric intensive care units. Pediatr Crit Care Med
2003; 4(2):164-169.

Carter B. Ways of working: CCNs and chronic illness.
J Child Health Care Prof Work Child Hosp Community
2000; 4(2):66-72.

Karnieli-Miller O, Eisikovits Z. Physician as partner
or salesman? Shared decision-making in real-time en-
counters. Soc Sci Med 2009; 69(1):1-8.

Miller VA, Harris D. Measuring children’s deci-
sion-making involvement regarding chronic illness
management. J Pediatr Psychol 2012; 37(3):292-306.
Miller VA. Parent-child collaborative decision making
for the management of chronic illness: a qualitative
analysis. Fam Syst Health ] Collab Fam Health 2009;
27(3):249-266.

Knopf JM, Hornung RW, Slap GB, DeVellis RF, Britto
MT. Views of treatment decision making from adoles-
cents with chronic illnesses and their parents: a pilot
study. Health Expect 2008; 11(4):343-354.

Lipstein EA, Dodds CM, Lovell DJ, Denson LA, Britto
MT. Making decisions about chronic disease treatment:
a comparison of parents and their adolescent children.
Health Expect 2016; 19(3):716-726.

Lipstein EA, Muething KA, Dodds CM, Britto MT. “I'm
the one taking it”: adolescent participation in chron-
ic disease treatment decisions. | Adolesc Health 2013;
53(2):253-259.

Quinn GP, Murphy D, Knapp C, Stearsman DK, Brad-
ley-Klug KL, Sawczyn K, Clayman ML. Who decides?
Decision making and fertility preservation in teens
with cancer: a review of the literature. ] Adolesc Health
2011; 49(4):337-346.

Butler AM, Elkins S, Kowalkowski M, Raphael JL.
Shared decision making among parents of children
with mental health conditions compared to children
with chronic physical conditions. Matern Child Health
J2015; 19(2):410-418.

Renjilian CB, Womer JW, Carroll KW, Kang TI, Feudt-
ner C. Parental explicit heuristics in decision-making
for children with life-threatening illnesses. Pediatrics
2013; 131(2):e566-572.

Kelly KP, Ganong L. Moving to place: childhood can-
cer treatment decision making in single-parent and
repartnered family structures. Qual Health Res. 2011;
21(3):349-364.

Guell C. Painful childhood: children living with juve-
nile arthritis. Qual Health Res. 2007; 17(7):884-892.
Lyon ME, McCabe MA, Patel KM, D’Angelo L]. What
do adolescents want? An exploratory study regarding
end-of-life decision-making. ] Adolesc Health Off Publ
Soc Adolesc Med 2004; 35(6):529.e1-6.

Carvalho PRA, Rocha TS, Santo AE, Lago P. Modos de
morrer na UTI pediétrica de um hospital tercidrio. Rev
Assoc Med Bras 2001; 47(4):325-331.

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.
59.

60.

Zanello E, Calugi S, Rucci P, Pieri G, Vandini S, Faldella
G, Fantini MP. Continuity of care in children with
special healthcare needs: a qualitative study of family’s
perspectives. Ital ] Pediatr 2015; 41:7.

Liberman DB, Pham PK, Nager AL. Pediatric advance
directives: parents’ knowledge, experience, and prefer-
ences. Pediatrics 2014; 134(2):e436-443.

Vigilante VA, Hossain J, Wysocki T, Sharif I. Correlates
of type and quantity of child communication during
pediatric subspecialty encounters. Patient Educ Couns
2015;98(11):1352-1359.

Bogetz JF, Bogetz AL, Bergman D, Turner T, Blanken-
burg R, Ballantine A. Challenges and potential solu-
tions to educating learners about pediatric complex
care. Acad Pediatr 2014; 14(6):603-609.

Walter JK, DeCamp LR, Warrier KS, Murphy TP, Keefer
PM. Care of the complex chronically ill child by gener-
alist pediatricians: lessons learned from pediatric palli-
ative care. Hosp Pediatr 2013; 3(2):129-138.

Panicker L. Nurses’ perceptions of parent empow-
erment in chronic illness. Contemp Nurse 2013;
45(2):210-219.

Pritchard Kennedy A. Systematic ethnography of
school-age children with bleeding disorders and other
chronic illnesses: exploring children’s perceptions of
partnership roles in family-centred care of their chron-
ic illness. Child Care Health Dev 2012; 38(6):863-869.
Drotar D. Physician behavior in the care of pediat-
ric chronic illness: association with health outcomes
and treatment adherence. | Dev Behav Pediatr 2009;
30(3):246-254.

Fawcett TN, Baggaley SE, Wu C, Whyte DA, Martin-
son IM. Parental responses to health care services for
children with chronic conditions and their families: a
comparison between Hong Kong and Scotland. J Child
Health Care Prof Work Child Hosp Community 2005;
9(1):8-19.

Broome ME, Richards DJ. The influence of relation-
ships on children’s and adolescents’ participation in
research. Nurs Res 2003; 52(3):191-197.

Wacharasin C, Phaktoop M, Sananreangsak S. Exam-
ining the usefulness of a Family Empowerment Pro-
gram guided by the Illness Beliefs Model for families
caring for a child with thalassemia. J Fam Nurs 2015;
21(2):295-321.

Cherrill J, Hudson H, Cocking C, Unsworth V, Franck
L, Fakis A, McIntyre J, Choonara I. Clinical trials: the
viewpoint of children with a chronic illness compared
with healthy children. Arch Dis Child 2010; 95(3):229-
232.

Alderson P, Sutcliffe K, Curtis K. Children’s compe-
tence to consent to medical treatment. Hastings Cent
Rep 2006; 36(6):25-34.

Latour B. Reagregando o social. Salvador: Edufba; 2012.
Sabourin E. Marcel Mauss: from the gift to the issue
of reciprocity. Rev Bras Ciénc Sociais 2008; 23(66):131-
138.

Pierce PE. When the patient chooses: describing un-
aided decisions in health care. Hum Factors 1996;
38(2):278-287.

(3]
[\
o
—_

610T ‘T6TT-6LTT:(9)FT BATIS[0D) IPNES R BIOUIID)


https://www.ncbi.nlm.nih.gov/pubmed/19076663
https://www.ncbi.nlm.nih.gov/pubmed/?term=I%E2%80%99m+the+one+taking+it%E2%80%9D%3A+adolescent+participation+in+chronic+disease+treatment+decisions.
https://www.ncbi.nlm.nih.gov/pubmed/?term=Clayman ML%5BAuthor%5D&cauthor=true&cauthor_uid=21939862
https://www.ncbi.nlm.nih.gov/pubmed/21939862

N
N}
Nel
(3]

Fernandez HGC et al.

61.

62.

63.

64.

65.

Claassen M. A handful of questions. Supporting pa-
rental decision making. Clin Nurse Spec CNS 2000;
14(4):189-195.

LeGrow K, Hodnett E, Stremler R, McKeever P, Cohen
E. Bourdieu at the bedside: briefing parents in a pediat-
ric hospital. Nurs Inq 2014; 21(4):327-335.

Canesqui AM. Os estudos de antropologia da satude/
doenca no Brasil na década de 1990. Cien Saude Colet
2003; 8(1):109-124.

Carapinheiro G. A saiide no contexto da sociologia. ju-
nho de 1986. [acessado 2016 Set 16]. Disponivel em:
https://repositorio.iscte-iul.pt/handle/10071/947
Junior Pacheco JMC, Cunha JM, Gomes R. Tomada de
decisdo e alta administragdo: a implantacdo de projetos
de mudangas de gestdo da clinica em hospitais do SUS.
Cien Saude Colet 2016; 21(8):2485-2496.

Article submitted 29/07/2017
Approved 28/08/2017
Final version submitted 30/08/2017

() NTHNNN This is an Open Access article distributed under the terms of the Creative Commons Attribution License



	_GoBack

