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ABSTRACT

Objective: to analyze the family appraisal about the Down syndrome diagnosis.

Method: this is a qualitative, exploratory study, guided by the Resiliency Model of Family Stress, Adjustment,
and Adaptation. Semi-structured interviews were conducted with 20 Brazilian parents of children with Down
syndrome (19 mothers and 1 father). The data were collected between February and June 2016 and were
analyzed using a directed content analysis approach and MAXQDA ©, version 12.2.0 software was used to
help manage the data.

Results: the moment of suspected or confirmed diagnosis of Down syndrome occurred predominantly in the
postnatal period. Parents viewed the experience of being informed of their child’s diagnosis as a negative
experience and were mostly dissatisfied with how professionals informed them. Parents reported that, over
time, their view of having a child with Down syndrome became more positive.

Conclusion: the family’s perception of how they were informed of their child’s diagnosis plays a critical role in
the family adaptation process and may ultimately contribute to how well they adapt. Findings from this study
will help in the identification of key competencies needed by health professionals who engage in informing
families about their child’s diagnosis of Down syndrome.
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APRECIAGAO FAMILIAR ACERCA DO DIAGNOSTICO DE SINDROME DE DOWN

RESUMO

Objetivo: analisar a apreciagéo familiar acerca do diagndstico de sindrome de Down.

Método: trata-se de um estudo de abordagem qualitativa, do tipo exploratério, guiado pelo referencial teérico
do modelo de resiliéncia, estresse, ajustamento e adaptacao familiar. Entrevistas semiestruturadas foram
realizadas com 20 pais brasileiros (19 maes e 1 pai), residentes em Belo Horizonte ou cidades proximas.
Os dados foram coletados no periodo de fevereiro a junho de 2016 e analisados de acordo com a analise de
conteudo direta, utilizando-se o software MAXQDA®, versao 12.2.0.

Resultados: omomentodasuspeitaouconfirmagdododiagndsticodasindrome de Downfoipredominantemente
no periodo pés-natal. Os pais referiram a experiéncia de ser informado sobre o diagnéstico da crianga
como negativa, e ficaram insatisfeitos, em sua maior parte com a forma como eles foram informados pelos
profissionais. Os pais relataram que ao longo do tempo sua visdo de ter uma crianga com sindrome de Down
se tornou mais positiva.

Conclusao: apercepgao dafamilia sobre como eles foram informados do diagnéstico da crianga € determinante
no processo de adaptacao familiar e pode contribuir para a sua boa adaptagdo. Os achados deste estudo
ajudarao na identificagdo de competéncias necessarias para o profssional de saude que esta envolvido em
informar as familias sobre o diagndstico de sua crianga com sindrome de Down.

DESCRITORES: Sindrome de Down. Diagnéstico. Familia. Crianga. Adaptagao Psicoldgica.

EVALUACION FAMILIAR DEL DIAGNOSTICO DEL SINDROME DE DOWN

RESUMEN

Objetivo: analizar la evaluacién familiar sobre el diagnéstico del sindrome de Down.

Método: este estudio cualitativo, exploratorio fue dirigido por el Modelo de Resiliencia al Estrés, Ajuste y
Adaptacion. Se realizaron entrevistas semi-estructuradas con 20 padres brasilefios de nifos con el sindrome
de Down (19 madres y 1 padre). Los datos fueron recolectados entre febrero y junio del 2016 y fueron
analizados mediante la aproximacion del analisis de contenido dirigido y se utilizé el software MAXQDA ©,
version 12.2.0 para ayudar a gestionar los datos.

Resultados: el momento del diagnéstico sospechado o confirmado del sindrome de Down ocurrié
principalmente en el periodo postnatal. Los padres consideraron la experiencia de ser informado sobre el
diagndstico de sus hijos como negativa, y la mayoria estaba insatisfecha con como los profesionales se les
informaron. Los padres relataron que, con el tiempo, su vision de tener un hijo con el sindrome de Down se
hizo mas positiva.

Conclusién: la percepcion de la familia de como se les informé el diagndstico de su hijo tiene papel critico
en el proceso de adaptacion familiar y puede en ultima instancia contribuir a como de bien se adaptan. Los
hallazgos de este estudio ayudaran en la identificacién de competencias clave necesarias a profesionales de
salud involucrados en informar a familias sobre el diagnéstico de sus hijos con el sindrome de Down.

DESCRIPTORES: Sindrome de Down. Diagndstico. Familia. Nifio. Adaptacién Psicoldgica.
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INTRODUCTION

Down Syndrome (DS), the most common chromosomal cause of intellectual disability, is
associated with a characteristic phenotype and a wide variety of co-occurring conditions such as
congenital heart disease, hypothyroidism, and celiac disease.'® The number and severity of co-
occurring conditions can vary greatly from one child with DS to the next, so no two children with DS
are exactly alike.

The diagnosis of DS is an important and often unexpected event that can have profound
implications not only for the child but also for other family members. While some families may struggle
with the ongoing demands associated with DS, others adapt well and some thrive.** The care needs
of children diagnosed with DS go far beyond the demands found in families whose children have
typical development. These extra care demands can negatively affect individual and family adaptation
because they require family members to invest a great deal of time, patience, and energy into the
care of the child with DS.5*¢

Given the variability in how families respond following their child’s diagnosis of DS, the families’
experiences in various periods of the child’s life need to be considered. It is also important to understand
how critical events influence the ability of families to adapt to their situation. In this paper, we highlight
the period when families first became aware of their child’s diagnosis of DS. We chose this period
because most families of children with DS consider it to be a critical event, with implications for their
acceptance, adaptation, and willingness to follow recommendations for care.”

Investigations in the Brazilian and international context have indicated that at the time of
diagnosis, families usually experience negative feelings, such as tension, anxiety, stress, denial,
punishment,® disorientation, loss of the idealized child during gestation, anxiety,®'° shock,?'%" fear,
sadness, anger, and frustration,®'? concern with society’s response in the future.15 A few families
mentioned positive feelings.®

As far as research with families of children with DS from Brazil, there are relatively few
studies.®'*-* Most of the Brazilian studies explore aspects related to developmental issues, health care
interventions, and other diseases associated with DS."*-'" Just a few of them explore the experience
of being informed about the DS diagnosis.'®'° Therefore, there is a need for more research with
families of children with DS that can help knowing more about how the families are aware of the DS
diagnosis. Hence, the purpose of this study is to analyze how Brazilian parents appraise their child’s
diagnosis of DS.

The guiding framework for this study is the Resiliency Model of Family Stress, Adjustment,
and Adaptation,? a model developed by a team of family researchers who sought to understand how
families cope and adapt to critical events, such as a child being diagnosed with DS. Researchers
and clinicians have widely used it to examine how families deal with crises and to explore how family
factors contribute to family adaptation.

There are two phases in the Resiliency Model: the adjustment phase and the adaptation
phase. The adjustment phase is focused on how families respond to critical events that do not
present major challenges and only require minor changes in how the family functions. In contrast,
the adaptation phase focuses on how families respond to situations that require larger and more
systematic changes in family functioning. Given all the challenges associated with DS, the adaptation
phase is most applicable to families of children with DS. In the adaptation phase, a family’s ability to
adapt is influenced by family factors such as family demands, family appraisal, family resources, and
family problem-solving and coping. Successful adaptation occurs when the family reaches a balance
between the needs of the affected family member (e.g., the child with DS), the needs of other family
members, and the needs of the family as a whole.?®
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Family appraisal is a key component of the Resiliency Model.?° This component includes how
the family interprets the critical event (e.g., being informed about their child’s diagnosis of DS ) or
their current situation (e.g., raising a child with DS), their ability to manage or control their situation,
and expectations regarding how the event or situation may impact the family.?° The more positive
the family appraises or views the critical event or their current situation, the more likely it is that the
family will find ways to cope and adapt to their situation.?

How the family adapts during the child with DS’s first years of life is a process that occurs
within a cultural context and involves the interaction of different factors that help create opportunities
or conditions that facilitate coping. One of these factors is the family’s appraisal of the diagnosis and
their family situation is one of these factors. Therefore, we ask: how does the family view the diagnosis
of Down Syndrome and their appraisal of the diagnosis?

Many families are successful in their efforts to face the challenges arising from the diagnosis
of DS. How families appraise their situation plays an important role in this process. Thus, this study
is justified because it is likely to provide important information that professionals can use to provide
care that is tailored to meet the specific needs of families dealing with a new and possibly unexpected
diagnosis of DS.

METHOD

This is a qualitative, exploratory study, guided by the Resiliency Model of Family Stress,
Adjustment, and Adaptation.?

Nineteen mothers and one father participated in the study. To be eligible for participation,
parents needed to: (a) have a child with DS between the ages of one to three, (b) live with the child in
Belo Horizonte, Brazil or cities nearby, and (c) agree to be interviewed. Several strategies were used
to recruit parents for the study. Initially, professionals who worked in institutions and associations that
provide care to children with DS and their families helped to recruit six parents who met the eligibility
criteria. Later, a group of families who have children with DS was contacted; information about the
study was shared with group members and the researcher contacted those who were interested in
participating. Finally, study participants helped to recruit other parents for the study. The final number
of participants was 19 mothers and one father.

The participants chose the time and location of the interviews. Locations included their homes,
place of work, or the institution where the child with DS received care. Data collection occurred
between February to June 2016. The interview guide for the semi-structured interview included
questions grounded in the Resiliency Model that were focused on when they were informed of their
child’s diagnosis and the first years of the child’s life. The researcher who interviewed the parent kept
field notes in a diary.

Before beginning data collection, the researcher underwent training with the researcher’s
mentors concerning how to conduct interviews and keep field notes. Then, a pilot interview was
conducted with a parent. Findings from this interview are not included in this paper. The transcript of
the pilot interview was reviewed, and some adjustments were made to the interview guide.

Parents who expressed interest in participating and met the eligibility criteria were contacted by
phone. After they agreed to participate, the interview was scheduled. Before the start of the interview,
the researcher answered questions and addressed any concerns. Then, the parent was asked to sign
the Free and Informed Consent Term (TCLE). Permission to record the interviews was also obtained.
All the parents who were contacted agreed to participate, except for a mother who seemed very
interested initially but rescheduled once and later did not return. During the interviews, in addition
to the researcher and the participant mother or father, other family members, such as children and
parents, were present during some data collection sessions, always with the participants’ consent.
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Theoretical saturation was the criterion used to stop the data collection. An analysis after
interviews with 19 participants suggested that theoretical saturation had been reached and no new
themes were identified.?!

All of the interviews were digitally recorded and transcribed verbatim by the researcher.
On average, the interviews took approximately 75 minutes. The researchers checked the transcripts
of the recording with the audio recorders. The interviews were analyzed using a directed approach
to content analysis.?? The software MAXQDA?®, version 12.2.0 was used to manage the date. The
transcribed interviews were numbered according to the order of completion. The names of the parents
and the child with DS were replaced by the initials M (mother), P (father), and C (child). Therefore,
the final identification consists of the initial letter corresponding to the participant and the number
equivalent to the order of the interview (e. g. C1, M1, P1, C2).

The framework for the study (i.e., the Resiliency Model) guided the definition of the preliminary
categories. Afirst set of categories and subcategories was constructed, which included the context of
the stressor event and the main factors that influence the family adaptation process according to the
model. After this definition, two of the researchers (authors of this study) explored three interviews
and coded the data. The codes were revised, verifying the homogeneity of their themes and their
heterogeneity when compared to one another. Two researchers coded the same interview individually.
The agreement between the codifications was verified, obtaining a Kappa index of 0.78 (0.75-1.00 =
excellent). Then, one of the researchers conducted the encoding.?

After this process, the categories of analysis were constructed based on the adopted framework.
The study complied with National Health Council Resolution 466/2012.

RESULTS

Twenty participants were interviewed, being 19 mothers and one father, ranging in age from
19 to 48 years-old. The majority were married (17), and the participants’ education level varied from the
4" grade of elementary school to finished high school, which was predominant. Only 12 participants
worked at the time of data collection. Concerning the monthly family income, a variation of <1000
reais up to> 5001 reais was found. Fifteen interviewees reported having at least one health plan for
the child with DS.

The ages of the 20 children with DS ages ranged from one year and 21 days to two years and
nine months old. Ten of the children were female and ten were male. According to the participants,
the children with DS had one or more of the following co-occurring conditions: prematurity, vision
disorders, cardiopathy (with and without the need for surgical correction), jaundice, respiratory problems,
gastrointestinal disorders (Hirschsprung’s disease, congenital esophageal stricture/tracheoesophageal
fistula, reflux), with 15 of the children requiring hospital admission after birth.

In the data analysis process, four categories based on the Resiliency Model were assessed.
In this paper, however, only the findings from the following two categories will be discussed: information
about the diagnosis of Down Syndrome given to the family and the family’s appraisal of Down Syndrome.

INFORMATION ABOUT THE DIAGNOSIS OF DOWN SYNDROME GIVEN TO THE
FAMILY

This category addressed aspects of the information the family received about the diagnosis of
DS in the antenatal period and after birth. In five families, the diagnosis of DS was suspected during
the antenatal period. Three of these mothers (M3, M4, M8) chose to confirm the diagnosis of DS
through amniocentesis or chorionic villus sampling because they felt anxious about the fact that their
child might have DS. Also, they said that prenatal diagnosis meant an opportunity to better prepare
the family in the face of the unknown and unexpected.
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So I did the amniocentesis because | wanted to have the diagnosis and | did not want to have
that doubt in my head, to question this “does it have a syndrome?” And keep that story in mind until
it is born. | preferred to solve it (M4).

Because | listen to people who know it at the time of delivery, you know, | think it's harder
because it was much better for me before, because, as | told you, | could work out the idea in my
head. Accepting, knowing, and searching (M3).

M12, although she was informed of the suspicion of DS in prenatal care, chose not to confirm
the diagnosis until the child was born. This decision caused her anguish, but it also allowed her to
hope that the DS would not be confirmed.

Oh, I had that expectation that it was not, to wait for it to be born, | stayed the whole time of
the pregnancy with that anguish, you know? But | was hoping it was not. So, | did not want to do it
because the karyotype is the diagnosis, got it? Until then, | had only the probability; I did not have
the diagnosis (M12).

In the case of P1, there was a suspicion of the diagnosis, but this was later discarded, and the
diagnosis was not confirmed until the postnatal period. The fifteen other mothers received information
about the suspicion and confirmation of the diagnosis after their child’s birth.

Concerning the health professionals who informed the families about the suspicion or
confirmation of the diagnosis, in eighteen families, the physician was the professional responsible
for this communication. The pediatrician, gynecologist, obstetrician, resident, and geneticist were
mentioned. Only one mother reported she was informed by a psychologist, and another mother is a
health professional who reached the diagnosis on her own.

Even though months had passed since the diagnosis of DS, the participants described in great
detail how the health professionals provided them with information about the suspected or confirmed
diagnosis of DS. Itis verified in the participants’ interviews that the professional’s interaction and posture
towards the family are directly related to how satisfied the family was with the information received.
Thus, parental satisfaction with how they were informed of the diagnosis was directly related to the
professional’s attitude and whether he or she demonstrated the skills and characteristics necessary
for care at that moment, such as information on the syndrome, support, care, patience, and attention.

Only five families expressed satisfaction with how they received information from health
professionals, and about how the professional interacted with the family.

She knew how to speak the words, she knew how to answer the moment | asked her, the
questions | asked her she knew how to answer me, right, she made it clear, you know, everything,
| was worried about it. She was excellent (M20).

Thirteen families expressed dissatisfaction with the information received, having mentioned
in their interviews: lack of enlightening information; coldness; lack of care; lack of support; lack of
connection with the professional who reported; improper time and place; improper professional posture;
negative information about DS; and indifference.

The worst things a mother can hear about a child she’s been talking about. [...] she said that
she was special, that she was going to have hypotonia, she would have difficulty to suckle, to nurse,
to get the breast (M9).

And he comes [the pediatrician] with the clipboard and says to the other mothers: “Your son
was born with about three kilos and yours with about three kilos, yours with some kilos. He came to
me, at last, and said: ‘Your daughter was born two kilos and sixty grams, and with Down syndrome’
in front of all mothers (M14).

M11 stated that, even before learning about her daughter’s diagnosis, she was approached by
a doctor who asked her to give her students permission to teach about DS, referring to her daughter
as an object of study and without considering the presence of family.
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The information obtained through the discourse of P1 and M12 did not allow us to conclude
how satisfied they were with the information received.

When reporting their dissatisfaction with the way they received the information, the participants
suggest that communication with the family should be better qualified. They want health professionals
to seek out additional information on DS and families living with DS; show more care, patience, and
sensitivity towards the family; talk more openly with families and provide clear information. They
also want professionals to emphasize the positive aspects of the child when talking with the parents,
considering that it is the birth of a new being in the family, a reason for celebration and exaltation.

Being more affectionate to speak, having more patience to explain a little, seeking more
knowledge (M13).

And itis a birth, it is a celebration. [...] It cannot be seen as a sad thing, no matter how frightening
it may be to us. [...] | think he [professional] has to talk about good things [...] | think the person must
have a little more skill to come, to congratulate, ‘Congratulations!’ And say: ‘Look, your son has Down
syndrome’, explaining what that is, [...] (M4).

FAMILY’S APPRAISAL OF DOWN SYNDROME

This category approached the families’ appraisal of the suspicion or confirmation of the DS
diagnosis, seeking to understand the families’ feelings and experiences concerning the information
received. This category also presents the family’s assessment of the situation of having a child with DS.
It goes beyond the moment of diagnosis information and involves family organization and functioning,
along with its values, goals, and expectations, which represent the identity of its members.

Family appraisal of suspected and/or confirmed Down Syndrome

It is important to emphasize that the participants’ (mother or father) discourse represented the
family’s appraisal or view of the situation, expressing their perceptions as well as the views of other
family members.

Regardless of whether it occurred in the pre or post-natal period, the participants referred
to the information of the suspected or confirmed diagnosis as a difficult moment filled with negative
feelings and experiences, and words such as shock, scare, pain, sadness, mourning, crying, despair,
impotence, and frustration.

So the diagnosis is scary, it is mourning that people experience (M4).

It opens a ‘hole’ and you fall inside. And no one can save you. Oh, my, | started crying, it was
hopeless. It was really bad! It was the worst day of my life! (M6).

Today, after all, we can talk, but it is mourning that you have no concept (M14).

Six mothers reported about the need to reconstruct the idealized image they had of their
offspring during pregnancy as from the moment they received information on the diagnosis of DS.

Six of the mothers (M3, M4, M11, M13, M15, and M18) had children with DS with co-occurring
conditions that required surgical intervention or specialized health care. For these mothers, concern
about the co-occurring condition (e.g., a cardiac condition or problem with feeding) often took priority
over concern about the DS.

Then no one there sees the syndrome, sees the difficulty of feeding, right? For everyone,
C11 does not eat through the mouth, it uses gastrostomy. For everyone, that is the concern. No one
remembers that she has Down syndrome; no one cares about it (M11).

So, the problem for me was not Down syndrome. What left me without ‘floor’, without air,
without anything, was the cardiopathy, because | did not know what | was dealing with. [...] If C15
were born with the syndrome, my goodness... He would be happy, jumping with joy. This cardiopathy
knocked me off my feet (M15).
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Family appraisal of their situation - having a child with Down Syndrome

How parents viewed or appraised the fact that their child had DS seemed to change over time
in many of the families. That is, over time, the way parents viewed having a child with DS became
much more positive.

When starting at the moment the diagnosis is discovered, the adaptation process allows
the families the most positive evaluation of the situation. There was a greater union among family
members (M4, M7, M8, M14, M17, M20), more happiness and joy in the family system (M5, M7, M9,
M15, M18, M20) for the caregiver, and the understanding that there are other problems considered
worse than DS (M7, M8, M13, M14, M18, M20).

He brought joy, more harmony to our home. That happened. We combine more, we are happier.
He brought joy into the house (M15).

Regarding the expectations of the family concerning the child, it is common to express the
desire for their children to be happy, independent, and successful in their development. In parallel,
there is fear of the future, especially due to the possibility of prejudice and not living enough to take
care of their children.

Let him be happy and independent. Because, first, I'm not going to stay here for the rest of my
life, neither | nor P7, and happy because he has to do the thing he likes, he has to be his way (M7).

| am very afraid of what | am going to suffer, from the prejudice of the people, | am very afraid,
to see her suffer (M3).

It is observed that eight mothers refer to current family life as normal and quiet, although
there are challenges and difficulties related to the process of family adaptation. M1, for example,
reports that currently, DS does not change any family plan. The children of other mothers, such as
M11 and M13, have diagnoses of esophageal stricture/tracheoesophageal fistula and Hirschsprung’s
disease, respectively, and still require special care from their families. Those mothers appreciate the
situation of their children considering the expectations within the difficulties and limitations that are
more pronounced than in children with only the diagnosis of DS.

My life was normal, we went out, and we used to live with my family. After it, everything in my
life changed, now there is something else. It was a normal life (M11).

Before, it was much quieter. Now it is not. Nowadays, | say that people’s stress levels increase,
because it is a lot of tension [...] for him to become a good child, we, at home, come back to life for
him and forget about other things, other plans we had (M13).

DISCUSSION

The timing of information on the diagnosis of DS was predominantly in the postnatal period.
Similarly, in studies conducted in the United States,® Chile,' Brazil' and the Netherlands,?* in 84 to
97% of the cases, the communication of the diagnosis about DS also after birth.

The best time to get news of the diagnosis may be different for each family. Some families
believe that getting the diagnosis before the child’s birth allows them to prepare for the arrival of the
child and be more accepting of the child’s condition. On the other hand, other families may believe
that getting a prenatal diagnosis can lead to anxiety, feelings of anguish, and anticipated distress.”

The perspective of these parents suggests that expectant parents are likely to view the chance
to decide when they want to learn the diagnosis as very valuable. The opportunity to choose allows
them to make a decision based on what they believe will work best for them and their family. Health
care professionals have to clarify what prenatal tests can and cannot do. They also need to clarify
any risks associated with the different types of prenatal testing.
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About the health professionals who informed the families about the suspected or confirmed
diagnosis, physicians have been responsible for informing the family, especially pediatricians,
neonatologists, obstetricians, and geneticists. The nurse was also identified as an informant.®

The communication of the diagnosis to the patient or his/her relatives, in the case of the child,
is part of the doctor’s duties, and it is established in his code of professional ethics.? It is important
to emphasize, however, that all health professionals have specificities in their work, which contribute
to a more effective communication process with the patient.2¢

Thus, the importance of other health professionals to be present with the doctor at the time
of diagnosis of DS should be considered though, serving as sources of support, especially for the
family, and favoring the family’s coping with the stressor event.

Some studies factors corroborate the findings presented here regarding dissatisfaction with
how parents are informed of their child’s diagnosis of DS. Factors that have been reported as sources
of increased dissatisfaction include the professionals: emphasized more of the negative aspects of
having a child with DS than the positive aspects,® provided little or no information about DS, used
insensitive-sensitive and cold language.”*-'® Concerning the experience of families with information
on the diagnosis of DS, negative feelings are also described in other studies.’

Itis likely that for most families, the diagnosis of DS is unexpected, unwanted (at least initially)
by parents, and interferes with the way people experience this moment. This may partially explain
parental dissatisfaction with how they were informed of the diagnosis of DS. There is growing evidence,
however, that some parents are highly satisfied with how they were informed of their child’s diagnosis.**

Regarding the professionals’ attitude, it is important to reflect on the focus of care and teaching
in the undergraduate courses, and the values and ethical commitments teachers adopt in the teaching-
learning process. In the context mentioned by M11, for example, the students who accompanied the
doctor learned about the phenotypic and clinical characteristics present in the DS but forgot to include
the family of the child in their care, without valuing interaction with the family and the family’s care.

The educational process remains strongly guided by a disjointed technical approach of everyday
practice and the context of its reality and, for this reason, establishing a connection between technical
teachings and the perception of social issues remains a challenge in professional practice. Medical
training lacks preparation for communication, especially of bad or unexpected news, and health
professionals often find it difficult to deal with such moments in practice.’

There is a lack of accurate and up-to-date information for parents at the time of the diagnosis,
which speaks about the family experience of living with an individual with Down syndrome because
most of the existing guidelines for directing their diagnosis do not specifically address this issue. The
professional action is aimed at informing parents about the aspects of the disease and the health
conditions associated with DS.°

Although this study does not focus on the evaluation of professional practice, the parents’
description of what made the information moment unsatisfactory offers concrete elements to infer
that, for these families, the information was not communicated in the best way. The professionals
involved in this context needs qualification to enable them to soften the repercussion of information on
the family. The aspects the families highlighted should be observed, which allowed them to evaluate
how the professionals informed them as satisfactory, considering: to receive information about the
syndrome, support, care, patience, and attention.

It is important to emphasize that some of the recommendations the families are in line with
the recommendations of other studies for health professionals who deal directly with information
concerning the diagnosis of DS.5°

When analyzing how family viewed the experience of being informed of their child’s diagnosis
of DS, it became clear that, if the child with DS has a condition that requires surgical intervention
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or specialized care, the focus for the family may shift: the focus may be on the co-occurring condition
rather than the DS. For some families, this may help in their overall adaptation because it gives them
a chance to accept or get used to the fact that their child has DS.

Similar results were identified in a study conducted with parents of individuals with DS. It was
common in the description of the participating mothers that the multiple health conditions of their child
acted as the main stressor of the experience of being a mother of a child with DS.?’

In this context, it is inferred that although information on the diagnosis of DS represents
undesirable news and generates the family’s negative appraisal when receiving it, some factors,
such as information that health professionals do not clarify, the natural process of transforming the
idealized child into the real child, and the association of other diagnoses besides DS, may contribute
to accentuate the family’s negative appraisal when faced with the stressor event.

Considering that the family’s assessment of the diagnosis of DS interferes with its adaptation
process, the more negative the assessment, the greater the chances of causing an imbalance
and disorganization in the family system and, consequently, causing negative repercussions in the
adaptation process.

Therefore, the more positive the family appraisal about the stressor event and the situation it
causes, the easier the family will find ways to cope with it, develop problem-solving and coping, and
adapt to the situation.?®

It is important to help families develop a more positive appraisal of life with an individual
with DS, by giving parents a balanced perspective, one that includes both positive aspects and the
negative aspects of life with DS. One of the keys to helping parents adapt to the birth of a child with
DS is identifying possible misconceptions parents may have about DS. Healthcare professionals also
need to increase parental awareness of the advances that have been made in the care and treatment
of individuals with DS. New parents need to know that individuals with DS are living longer and more
fulfilling lives and that many are making important contributions to our society.

About the appraisal of the situation of having a child with DS, for the mothers and father of this
study, the period of coexistence with the child from birth, the reorganization of the family system based
on the demands DS poses, and learning to deal with the inherent challenges, along with the help of
support networks, were important in modifying the family’s initial assessment of the DS diagnosis,
favoring their appraisal of the situation at the time of data collection.

In a study of mothers of disabled children, a more positive appreciation of the family is also possible,
starting from the overcoming process, when compared to the moment the disability was diagnosis.?

The family’s expectations regarding the child are also addressed in other studies of children
with intellectual insufficiency, and they mainly involve motor development, schooling, and autonomy.'-2

Generally, any family expects their children to grow independently, to be happy, and to develop
satisfactorily. The parents of children with DS present the same expectations, but are aware of their
limitations, recognize the challenges and difficulties to be faced to reach such expectations, and
demonstrate respect for the child’s time. The uncertainty and fear for the future of the child with DS,
and their care in the absence of the parents, also appears in other studies as a source of concern
for families.”272°

The importance of further studies on the subject is emphasized, as they continue to explore
DS and these families’ adaptation process, especially in other age groups, aiming to understand the
family system in other stages of the life of individuals with DS. One limitation of this study is the fact
that the perception of the diagnosis of DS was only investigated and analyzed from the perspective of
the children’s mothers and fathers. Thus, studies are needed that permit apprehending the perspective
of other relatives who live with the child with DS, thus allowing greater depth and understanding about
these families’ family system.
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CONCLUSION

The family’s appraisal of the diagnosis of DS and the situation experienced is an important
element in the family adaptation process and can contribute to good or bad adaptation.

Given the diagnosis information during pregnancy or at birth, parents refer to negative feelings
and experiences, however, in general, they express a more positive appraisal about the situation of
having a child with DS over time, which suggests that facing the adaptation process is important to
modify the family’s perception and can contribute to its outcome.

Understanding the diagnosis of DS from the perspective of the children’s parents, that is, of
those who experience the adaptation process, contributes to the identification of skills necessary
for the health professionals who deal with the information context of the diagnosis of DS for family
members, to favor their appraisal of the stressful event. Also, it allows health professionals involved
in child care to identify the family’s weaknesses and potentialities to act effectively, contributing to the
successful adaptation of the family.
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