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Telling the mother that her newborn has a disability*

Comunicando a mae o nascimento do filho com deficiéncia

Comunicando a la madre el nacimiento de un hijo con discapacidad

Lucyana Concei¢io Lemes', Maria Angélica Marcheti Barbosa®

ABSTRACT

Objective: To know how health care team members inform mothers that their newborns have disabilities. Methods: Qualitative descriptive
study. By conducting semi-structured interviews, data were collected from seven mothers whose children have disabilities and are provided
care at Associagio Pestalozzi in Campo Grande, MS, Brazil. The reports of the mothers were organized into theme units and categorized
according to Bardin. Results: Health professionals fail to inform mothers of the disabilities of their children in a clear manner; their
professional approach is closed to dialogue and the information on the child’s prospects is limiting and pessimistic. Final considerations:
Health professionals must be prepared to disclose information to mothers, showing them the available possibilities of development for their
children and providing the necessary attention to the feelings experienced by the parents, promoting their trust and confidence, and helping
them to deal with their difficulties.
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RESUMO

Objetivo: Conhecer como a equipe de satide comunicou a mie o nascimento do filho com deficiéncia. Métodos: Estudo descritivo de
abordagem qualitativa. Com entrevistas semi-estruturadas, coletaram-se dados de sete mies cujos filhos tém deficiéncia e sio atendidos na
Associagao Pestalozzi de Campo Grande, MS. As falas das maes foram organizadas em unidades tematicas e categorizadas segundo Bardin.
Resultados: Os profissionais de satide nido informam o diagnéstico de deficiéncia do filho a méie de maneira clara; a abordagem profissional
¢ fechada ao didlogo e as informagdes sobre o filho sdo pessimistas e limitantes. Consideragdes finais: Os profissionais de saude precisam
estar preparados para fornecer informagoes a mae e mostrar as possibilidades de desenvolvimento do filho, além de proporcionar a aten¢io
necessaria quanto aos sentimentos vivenciados pelos pais, a fim de garantir confianca e seguranca para o cuidado do filho, ajudando-os a
superar as dificuldades.

Descritores: Criangas portadoras de deficiéncia; Comportamento materno; Mies; Equipe de assisténcia ao paciente

RESUMEN

Objetivo: Conocer cémo el equipo de salud comunicé a la madre el nacimiento de un hijo con deficiencia. Métodos: Estudo descriptivo con
abordaje cualitativo. A través de entrevistas semi-estructuradas, se recolectaron datos de siete madres cuyos hijos tenfan deficiencia,
atendidos en la Asociacién Pestalozzi de Campo Grande, MS. Los discursos de las madres fueron organizados en unidades tematicas y
categorizados segun Bardin. Resultados: Los profesionales de salud no informan a la madre el diagnéstico de deficiencia del hijo de manera
clara; el abordaje profesional es cerrado al didlogo y las informaciones sobre el hijo son pesimistas y limitantes. Consideraciones finales:
Los profesionales de salud precisan estar preparados para dar informaciones a la madre y mostrar las posibilidades de desarrollo del hijo,
ademads de proporcionar la atencién necesatia en cuanto a los sentimientos vivenciados por los padres, a fin de garantizar confianza y
seguridad en el cuidado del hijo, ayudandolos a superar las dificultades.

Descriptores: nifios portadores de deficiencia; Comportamiento materno; Madres; Equipo de asistencia al paciente
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INTRODUCTION

When a child is born, there are usually many
expectations and celebrations, doubts and apprehension
in relation to the baby’s health, life and future. Such feelings
get stronger when parents are told that they had a disabled
child. In this situation, parents often face hard times
because of emotional factors and intense frustration?.

Hardship, pain, embarrassment, tears, and confusion
are often consequences of the disability for all family
members, besides the huge amount of time and resoutces
needed to care for the child®

The way parents receive the news about their child’s
disability can influence the parents’ reactions decisively® ,
because the diagnosis of disability seems to create a critical
impact situation, characterized by feelings such as pain,
distress, fear, guilt and shame® .

Health professionals often forget that the birth of a
child who has special needs does not change the reality
that parents are only human beings, have feelings, and
experience fears and doubts® 9.

The lack of preparation by health professionals
working with the family does not promote their
commitment to their activities, and parents are not satisfied
with the way they are treated?.

That situation gets more serious when health
professionals emphasize the limiting aspects of the
disability, instead of showing the possibilities of
development, available ways to overcome difficulties,
guidance centers for the family, early stimulation resources,
and reference centers to assist children with special needs®.

The message that the nurse and other members of
the healthcare team can give to parents at the moment of
the diagnosis is that they are there for them and, little by
little, they can help the family to visualize the future
potential of their child. It is necessary to give the family
the message that a new challenge has just started and it is
time to share feelings and emotions®.

A special child in the family makes all members
experience shock and fear in relation to the situation, as
well as pain and anxiety when imagining what future
consequences will ensue”.

Being parents of a child with special needs is a new
and complex role, so an understandable medical diagnosis
is fundamental; consolation for guilt, fear, doubt and some
ideas about the future, both for parents and child; a lot
of hope and encouragement® are interventions that can
help them accept the challenge that they must face.

However, many times parents get confused at the
moment of the diagnosis and receive no proper guidance,
which can interfere with their relationship with the baby.
They may also harbor false expectations, and that will
influence accepting their real child or not"V. Thus, the
strategy that most families use to face the special needs

Lemes LC, Barbosa MAM.

of their child is to search for information about the
disability and what the child’s development process will
be like?.

The family is very important in that situation because
the disabled child feels safe to learn and grow in order
to overcome the restrictions and do different tasks in the
family. The family has a special role in the routine of a
disabled child®.

Therefore, the health team must be sympathetic in
order to help parents raise a disabled child. They must
be comforted about feelings like guilt, doubt and fear,
have some idea about the future of the parents and the
child and, mainly, have hope and encouragement to accept
the challenge that they will have to face”.

The way in which the health team informed the
mother that her newborn had a disability was studied.

METHODS

This is a qualitative descriptive study. Bardin’s %
method and category analysis were used. The data were
collected using semi-structured interviews based on two
guiding questions: “How did you know about the
disability diagnosis?”” and “What did they tell your”

There are fifteen mothers with disabled children who
receive care at the Associacdo Pestalozzi Health Unit in
Campo Grande, MS, but only seven agreed to participate
in the study. Mothers were the only ones included because,
most times, they are the ones who take the child to the
health unit.

The mothers interviewed were between 24 to 46 years
old. Their children were between 4 and 6 years old and
their mental disabilities involved genetic and congenital
malformation.

The term “special needs” is used at the institution
because it is an anthropological and educational concept,
and it was used during the study too; however, in
literature, quotations of the term “disability” are also
used.

A disability is each and every need resulting from a
certain life scenario, specially from characteristics of the
incapacity that affects the person who is disabled. They
must be considered so that that person can enjoy all social
activities, rights and duties. The Brazilian legislation
highlights the need of assuring specific conditions to
provide disabled people with equal opportunities.

The interviews took place at Associa¢do Pestalozzi, in
Campo Grande, MS, in May, 2006 and they were
recorded with the mothers’ permission.

The talks were totally transcribed and were read in
detail, in order to codify them, that is, identifying an
excerpt to choose the theme units and then classify them
in two categories: “Being told about the child’s disability
diagnosis” and “Mothers receiving information”. In the

Acta Paul Enferm 2007;20(4):441-5.



Telling the mother that her newborn has a disability

transcripts, the participants were identified by mineral
names — Amethyst, Topaz, Sapphire, Ruby, Jade, Emerald
and Tourmaline — to remain anonymous.

Associagiao Pestalozzi in Campo Grande was
previously questioned about the study and formally agreed
to it. The University for the State and Pantanal Region
Development Ethics in Research Committee also
approved the research involving Human Beings at the
and, in compliance with Resolution n.° 196/96, mothers
who participated in the study signed a Free and Informed
Consent Form.

RESULTS

Being told about the child’s disability diagnosis

Those mothers responded to their child’s disability
diagnosis in several different ways, characterizing the
following theme units: “Looking for medical help”,
“Professionals do not give any information during the
visits”, “Professionals give technical information”,
“Receiving clear information in a reserved place”,
“Receiving information with no possibilities of dialogue
and in an inappropriate place” and “Receiving a written
report”.

Being clearly informed about the diagnosis and the
necessary measures for the child’s treatment is essential to
the mothers. Thus, the kind of approach used and
emotional atmosphere at that moment are very important
@, If the mother does not receive the necessary
information about her child’s disability, she looks for help
in order to have her doubts clarified.

“I noticed at the moment she was born. But we notice and we do
not ask because we do not want to hear the answer. It is fear, you
know? (Amethyst)

Mothers report how the professionals told them about
the diagnosis of their child’s possible disability.

“So, at the moment he was born, in the surgery room, the
doctor only said that be had a congenital malformation. He did not
say exactly what the problem was” (Ruby).

If the diagnosis is not well understood, it is possible
to imagine or fantasize situations about the child’s disability.

s I had not seen the child, be said: “Your son has a congenital
malformation”. 1 imagined a totally crooked, disabled child ...”

(Ruby).

It is very important to give clear information, in an
open atmosphere and in a private environment so that
parents can feel comfortable to ask questions and decrease
their anxiety®'? :
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“Then she took me to a small room and told me... She said:
‘Have you noticed something different with your baby?’ ... And she
started to explain it” (Topaz)

“T still had the caesarean stitches, seven days after I bhad the
baby she told me in the corridor...” (Diamond)

“Then he excplained, but he is very rude, he did not want to talk
a lot..” (Emerald)

Some mothers say that they have all the information
written on a paper:

“The first doctor wrote on a paper, so I have a paper with
everything written at home” (Emerald)

Therefore, the way mothers responds to the diagnosis
and the attitude of the person who gives the information
may convey a sense of trust and help the mother to
understand better the situation she has been experiencing,
or not.

Mothers receiving information

Mothers’ report about what kind of information they
received at the moment of the diagnosis of their child
disability could be grouped into the following theme units:
‘Getting hope for the future’, ‘Looking for other
professionals’ help’, ‘Looking for information about the
pathology’, ‘Receiving the diagnosis according to the needs
for that moment’, ‘Receiving pessimistic information’ and
‘Receiving guidelines about the visits and care provided
by the multi-professional group’.

Many professionals can give real and simple
information and at the same time, give parents some
support and hope about the future®®.

“First she told me that, because it is a degenerative disease, there
is no cure. .. But her clinical conditions are stable, the damages that
were supposed to happen have already happened, now we've got to
live with it ...” (Jade)

Some mothers received guidelines from other
professionals during the following visits and, because they
wanted to know what their child’s problem was, they
needed to have to the same information from different
professionals until they could accept the diagnosis®”.

“Then, that other doctor showed me a picture, so that I conld see
how it was, to explain to me becanse I had never heard about
that...” (Tourmaline)

“Then he excamined the heart. . .when he did that, be said: No,
your danghter has systolic murmur”. Then everything got calmer
and calmer...” (Diamond)

Some mothers did not know about the pathology
and/or disability, but they started searching for
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information and learning through other sources, like
books and magazines, because they needed to live together
with the child® ).

“...everyday you find out about something new, right? People
talk to each other, you research .. .look for something in the Internet”

(Ruby)

The health professional should be able to effectively
become closer and closer to the family in order to know
their realities and needs, so as to promote a better
adjustment of the care to be provided. However, there
are professionals who believe that they know the child
and that they have the power to decide on which methods
to use, and they treat parents as though they were unable
to take care of their own child. Many times, they do not
give any hope about the future to the family®.

“The doctor said... that the childs brain was not good, the
heart was not good, the kidney was not good, that she was blind,
deaf, dumb, everything that you can imagine abont a child . . .then I
only asked ber if she (the baby) was at risk and she said: “1.ook
mother, put it in your mind that she is a child of Gody she is a child
that should have never been born”... (Diamond)

The same mother suggests a way to talk about the
diagnosis:

“Depending on the way you say things they get so much better,
right? She conld have sat there and said: Look, mother, I suspect
that’. But no... Talking the way she did. .. you think... Its over’”
(Diamond)

When informing the diagnosis, the health professional
can be an advisor, giving information about multi-
disciplinary group services in order to decrease the time
between the diagnosis and the beginning of specialized
treatment®.

“T am going to send her to school”. Then she started to have
physical therapy and everything else that had to be done . As soon as
be (the doctor) requested the exam, he already started working
with her” (Amethyst)

“The mothers interviewed did not understand the
information about the diagnosis that the health
professional gave — an important situation, because, if
they do not understand that, they can not guide their
actions. In the professional’s attitude, the mother notices
a lack of involvement and support to adapting to the
situation she is experiencing”.

In a study about the mothers’ most common
complaints about the diagnosis, most of them stated that
the professional often did not tell them what was really
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happening, although it was obvious that something was
wrong®.

There are some cases that the health professional can
omit some important information because he/she is
afraid of making the parents vulnerable, or even using
an extremely technical language that could make it
difficult for parents to participate in the conversation?.

The studies show that most professionals are not
prepared to give the news, and as such they make that
moment a destructive and traumatizing event for the
parents?.

In face of that, better ways to inform parents of a
disability will minimize the hopelessness experienced by
them. On the other hand, if these conditions are not met,
it will be hard for parents to cope with and adapt to a
lifelong situation. Thus, the way in which parents are
informed of such a diagnosis is relevant, because it will
affect the beginning of a long process of adjustment *- 1.

Sometimes, written reports about the kind of disability
and treatment plans are viable ways to inform and facilitate
patents’ understanding of the reality®.

The nurse must be present when the diagnosis is
confirmed in order to assist the mother in a human way.
The complexity and the impact of the diagnosis on the
family and the need for assistance to all those who will
live with the child by skilled professionals that can be
trusted must be taken into account”.

Health professionals must talk clearly, slowly, honestly,
and responsibly to parents about the diagnosis, and offer
to talk to the family at the moment of the diagnosis and
whenever they find it necessaty. They must comfort the
mothers, telling them what their child’s problem is and
what it means, giving them hope about the future and
avoiding false information or no information at all*> =2,

All those aspects show how important health
professionals are in this process, not only because they
are the first ones to be in contact with the parents before,
during, and after the news, but also because parents rely
on them.

FINAL CONSIDERATIONS

This study described the way health professionals told
some mothers about their child’s disability and revealed
that many of them are not prepared to inform parents
of the diagnosis in a clear and proper way. That situation
allows mothers to imagine and fantasize things, increasing
impact of the problem on them. That may be happening
because those professionals do not have the academic
background for that moment and there are no organized
services available to help those families once such a
diagnosis is done.

So, some mothers reported that some professionals
do not disclose the information during the visits or that
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they received technical information in a setting where a
dialogue was not possible, which forced them to look
for other professionals to help them with their doubts
and decrease their distress and anxiety.

Health professionals, especially the nurses, can show
the possibilities for those children’s development and give
the necessary attention to the parents’ feelings in order to
provide them with trust and confidence to take care of
their child, helping them in overcoming difficulties.

The nurse and other health professionals need to be
prepared, supporting and following the parents up, helping
them raise their disabled child in a healthy way and
promote the potential abilities of the child by providing
human, welcoming, and individualized assistance.
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