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ABSTRACT

Objective: To analyze problem-solving and coping strategies of parents of children with
Down Syndrome in family adaptation. Method: This is a qualitative research that used
the Resiliency Model of Family Stress, Adjustment, and Adaptation. Participants were
mothers and/or fathers from 40 families of children aged 1 to 7 years diagnosed with DS.
Directed content analysis was performed, supported by software and considering a code
dictionary. Results: Problem-solving and coping proved to be a set of actions, behaviors,
efforts, and communications that contributed to family adaptation and favored balance
between the demands imposed by Down Syndrome and the acquisition of resources by
the family. Conclusion: In the first moment, which corresponds to the time of news or
diagnosis of the syndrome and the first days after birth, internal and external resources,
which represent coping, are developed to accept and refocus ideas and feelings towards
Down Syndrome. Over time these resources have an effect and cause changes in family
functioning patterns and in the relationship of these families with the outside world, as
they seek child development.
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Problem-solving and coping in family adaptation of children with Down Syndrome

INTRODUCTION

Down Syndrome (DS), the most common chromosomal
disorder in humans, has an estimated worldwide incidence of
1 case per 1000 live births, and accounts for approximately
25% of cases of intellectual delay”. In Brazil, the estimate is
1 child for every 600 and 800 births, representing approxi-
mately 270 thousand people®. In this context, it should be
considered that this population, especially children, has the
specific therapeutic demands and the required care associ-
ated to the family’s broader needs create a daily routine of
accumulated demands and overloads®.

The experience of having a child with DS is unique
and personal. Parents need to deal with the disease and the
stress associated with the needs of this group of children®.
Studies dedicated to analyzing resilience and adaptation
in situations of chronic conditions have shown that even
amidst adversities families can adopt behaviors and mobi-
lize efforts that modify their functioning, making situa-
tions manageable and acceptable®#. Such changes can
contribute to the strengthening of parents and families
as a whole. In the context of DS, professionals should
be aware of circumstances that prevent or hinder family
adaptation and should support and encourage families to
adopt resources to cope with stressful situations®.

Specific efforts, at individual or family level, can be under-
taken in the attempt to reduce demands and seek resources
to deal with situations involving DS. From the perspec-
tive of the Resiliency Model of Family Stress, Adjustment,
and Adaptation®, such efforts constitute coping behaviors.
Coping should be seen as the coordination of behaviors for
problem-solving of the family system as a whole, involving
complementary individual efforts of its members, with the
potential to bring balance between demands and resources
and reduce difficulties®. Thus, coping refers to the way people
interact with stressors and difficulties. In this regard, a set of
mechanisms through which resources are identified to help
individuals acquire lasting skills to manage crisis situations
may emerge®.

Studies on family adaptation to chronic childhood
conditions using the Resiliency Model of Family Stress,
Adjustment, and Adaptation® have been performed in dif-
ferent places worldwide, including children with DS®7,
autism®, genetic disorders and disability®, type 1 diabetes!'”,
congenital heart disease'V, and extreme preterm infants®?.
Researches analyzing problem-solving and coping in situa-
tions involving DS®19 have not addressed these components
in the context of family adaptation, which points to the rel-
evance of developing the present investigation. Considering
the aforementioned, this study was developed based on the
following question: in the process of family adaptation to the
situation of having a child with DS, what are the problem-
solving and coping strategies used by caregivers? Thus, this
research aimed to analyze the problem-solving and coping
strategies adopted by parents of children with DS in fam-
ily adaptation.

This study is justified by the relevance of producing

evidence about the set of actions, efforts and behaviors

established by families that make situations involving DS
more manageable. Identifying, knowing and predicting which
resources families can use to adapt to the conditions inherent
to DS will contribute to nursing management and decision-
making concerning the care provided.

METHOD

STUDY TYPE

This is a qualitative research guided by the Resiliency
Model of Family Stress, Adjustment, and Adaptation that
allows analyzing the way a given stressor causes family cri-
ses and what are the strategies and resources adopted to
make the situation more manageable and constructive for
the family scheme®. The model aims to explain the potential
of parents and relatives to deal with crisis situations, and
favors understanding factors related to family adjustment
and adaptation®. Problem-solving and coping (PSC), in
this research, are actions that favor change. Their function
is to restore and contribute to balance between demands
and resources and, at the same time, remove or reduce the
difficulties that involve the stressful situation®.

PARTICIPANTS

Participants were 39 mothers and 3 fathers of children
aged 1 to 7 years diagnosed with DS, living in two munici-
palities in the Midwest of Minas Gerais state, Brazil. These
municipalities were intentionally chosen as settings due to
data collection feasibility and because the study researchers
were inserted in these contexts. The places for conducting all
interviews were decided by participants, according to their
availability, and included their places of work, residence, or
institutions to which they are linked and where they receive
care for DS. One father answered the interview individually
and two responded together with the mothers. Therefore, one
considered 42 participants from 40 families.

SELECTION CRITERIA

Primary caregivers of children with DS aged 1 to 7 years
were included in this study. The primary caregiver is the main
person responsible for care and who meets most of the child’s
demands in their daily lives. To attract these participants,
professionals who worked at institutions or associations
that provide care for children with DS and their families
initially recommended eligible caregivers, who were then
contacted and invited. Seeking to increase the chances of
including participants from families with different profiles
and socioeconomic conditions, contact was made with orga-
nized groups of families of children with DS, and participants
recommended other families that met the criteria.

DATA COLLECTION

Data were collected between February and November
2017 using a semi-structured interview script based on the
adopted theoretical framework. The interviews were con-
ducted in a private place and were recorded with prior autho-
rization of participants. Data collection was interrupted at
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the moment of theoretical data saturation; theoretical data
saturation occurs when the information collected is sufficient
to answer the question of the study"”.

DATA ANALYSIS AND PROCESSING

The recorded interviews were transcribed by two of
the researchers and then the transcriptions were checked
for accuracy with the recordings. Each interview was
numbered according to the order in which they occurred.
To ensure anonymity and confidentiality, all names were
replaced by letters M (Mother), C (Child), and F (Father),
followed by the number corresponding to the order of
the interview (e.g., C1, M1, F1). After transcription the
material was analyzed using directed content analysis®?,
and the MAXQDA software, version 18 was used for data
management and coding process.

'The preliminary definition of codes was guided by the
adopted theoretical framework. Then, 8 interviews were
coded by two researchers, independently and simultane-
ously. Codings were compared and a Kappa index of 0.75
was obtained in inter-coder agreement. This was followed
by coding of the other interviews by the same coders inde-
pendently, and, in case of doubt, they would meet to reach
an agreement. One considers that the entire investigative
process adopted criteria that confer credibility, transferability,
dependability and confirmation to the results, as advised by
Guba and Lincon®.

ETHICAL ASPECTS

The research was approved by the Ethics Committee
of Hospital Sofia Feldeman, according to the opinion
39746614.9.0000.5132. It is in compliance with Resolution
466/12 of the National Health Council on research with
human beings. Before the interviews, participants gave their
informed consent by signing the Informed Consent Form.

RESULTS

Participants’ages ranged from 19 to 49 years. Regarding
marital status, 37 were married; two were divorced or sepa-
rated; two were single; and one was widowed. Most chil-
dren with DS (25) lived with their mothers, fathers and
one or more siblings; 12 lived only with their mothers and
fathers; two lived only with their mothers; and one lived
only with the father. Ten children had no health insurance
and used only the Unified Health System (SUS — Sistema
Unico de Saiide).

The analytical data processing revealed four catego-
ries: Initial internal resources; Internal resources over time;
Initial external resources; External resources over time. Internal
resources are a set of initiatives, decisions, actions, commu-
nication and behaviors that involve family members, i.e., it
would be the members’ ability to deal internally and solve
problems. External resources are a set of actions, communica-
tions and decisions that involve family members and their
relationship with people or institutions that are not part of
the family scheme, such as schools, health services or profes-
sionals, support groups. During analysis, it was necessary to

distinguish the initial period and over time that involved
DS. Initial period corresponding to the diagnosis period and
the children’s first days of life, situations over time already
involved the children’s continued growth and development.

PSC in crisis situations were presented considering the
following elements®: (a) appreciation at the family level
(analyzes that contribute to assess meanings associated with
a stressful situation); (b) stress management (actions and
communication that contribute to managing stress result-
ing from a stressful event); (c) seeking assistance or support
(actions aimed at acquiring support or additional responses
that were not available to the family); (d) demand reduction
(actions taken to reduce or eliminate the number or intensity
of demands created by the disease).

INTERNAL RESOURCES INITIAL

Initial internal resources used by families who received
the news and diagnosis of DS during pregnancy differ from
those of families who received it after birth. Receiving
the news during pregnancy, although recognized as dif-
ficult and painful, proved to offer the opportunity for most
families to plan, prepare, and communicate with family
members to deal with changes expected after the chil-
dren’s birth. The decision to prepare during pregnancy
contributed to the process of accepting DS. Participants
M25 and F25, despite having suspicion during pregnancy,
chose not to confirm whether their child would be born
with DS, but even so pointed out that it was possible to
work on acceptance during pregnancy.

(...) so, when she was born, we had already defined these things.
1 told you that I was going to reduce [work] a little and take her
to therapies. I think it was a good thing, because of this planning
and acceptance (NM4).

We knew it was going to be a girl and we knew she was going to
have a heart problem, that it could be anything, and the physician
was very upset with us because we didn’t want to do the fetal
karyotype because it was going fo pose a risk to C25 and to the
mother just to kill curiosity (F25).

Situations involving the diagnosis of DS during preg-
nancy and after childbirth were initially recognized as dif-
ficult, painful, and worrying. However, after birth, newborns’
affective needs and care demands required caregivers to
cope with the initial sadness and undertake actions that
ensured care and decision-making to meet children’s needs
and demands. This appraisal process, even though difficult,
contributed to reframe the situation experienced, recognizing
that DS is not a disease.

At first, it was very difficult, we all in the family cried a lof,
you know? My husband and I spent days crying like that, you
know? (...) everyone suffered a lot, right? And as for me, it was
kind of, I needed to restrain this sadness because I had to care for
him, right?! (M22).

So, we got worried but at the same time relieved, because it'’s
not a disease. It is simply one extra chromosome that he had that
made him different from other people, but that was no problem,
no (IM16).
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'The accep tance of DS, in the initial period, may be absent
for a family member, however the support and communica-
tion with other family members are shown as a stress man-
agement resource that favored a more positive assessment
of the situation.

The most difficult was for her (M7). She did not accept, in no way
did she accept. Then, with a lot of conversation from me, with a
lot of conversation from my sisters, from everyone in my family,
Jfrom her mother. She has already become a little more real (P7).

INTERNAL RESOURCES OVER TIME

Over time, there is a reduction in the domestic budget
caused, among other factors, by the expenses with profes-
sional care for the child and abandonment of work. Financial
reorganization, reduced spending, and increased working
hours are internal resources adopted by family members to
address this problem.

We are aware of the problem we are facing, this financial problem,
(...) we cut several expenses right, the boys, who always studied
in private schools, went to public school (M25).

We spend a lot of money, a lot! My whole salary is practically
completely invested in his care, so I work another shift just fo
give my son living conditions (M22).

Communication and task sharing between different fam-
ily members, routine organization, and priority setting are
aspects that help to cope with situations and solve problems
related to the different demands that arise. Challenges involv-
ing other children, i.e., the siblings of children with DS,
emerge over time due to the amount of time that parents
devote to care for children with DS, and also because of the
need to have the help of siblings in this process. In these
situations, the families resort to communication strategies
and active participation of the siblings to manage tensions
and help with care. Despite these challenges, participants
recognize that there is family unity.

1 stay with C7 at night and his father stays with him in the
morning. In the afternoon we both stay, or sometimes he leaves

earlier to go to work (M7).

Talk to him and show him, [brother of the child with DS]:
“C33 is already four years old, but she still behaves as a baby,
so I need to take care of her; when you were four years old, you
already took your shower alone, but with her, I need to give her
a bath, so some things I need fo do with her, for her, that you
don’t need me to do anymore”. It is about trying to show these

things to him (M33).
There is, there is support from my husband and my family, right,

50, even my youngest son sometimes notices and says “Ob, Mom,
are you sad? Do you want to talk?”, then I say “Mom is so tired!
“Oh, mom, don’t be like that, youw'll be well soon”, just like we talk
to him so that helps to be united (M26).

Due to the need of helping children to develop, the
appraisal are internal resources used by families to help them
acquire skills such as maintaining a stimulating routine, and
recognizing, respecting and accepting that children with

DS, despite all the stimuli, may take more time to reach
developmental milestones.

You have to learn how fo see things differently so that you can
use it on behalf of the child or in your routine, because taking the
child to professional therapy is one thing, another thing is you
turning her routine into constant stimulation (M31).

Over time, analyzes of families were identified regarding
the future of children, especially related to the acquisition of
independence and / or autonomy. These appraisal are perme-
ated by uncertainties and insecurities, and different strategies
are adopted or thought to deal with them, namely: investing
in stimulation for skills acquisition, self-care and autonomy;
recognizing children beyond the conditions of the syndrome;
building hope that some family member will take care of that
child when their parents are no longer present; identifying
entitlements such as pensions and access to employment;
recognizing the children’s advancement and skill acquisition.

That is what I want to do. I want to raise him as an able child,
an adult able to work, provide for himself, take care of his per-
sonal things. So, it’s for that, to see these possibilities in him, and
encourage from a young age his autonomy in life (M15).

1 think that he [brother] is the one who will continue taking care
of her when I'm gone, when I'm not here anymore to look after
her. I think he’s going to take over the care, because they both have
a connection that has no explanation. And things go changing
and our yearnings too. When she did not walk, I would say “i

she gets to walk, this alone would be great”. Ihen she began to
walk, and that was no longer a concern. (...) do you realize how

things change? Our yearnings, our needs also change! (M25).

In Chart 1, we present the initial internal resources and
over time that represent coping and problem solving in the
context of this investigation.

Chart 1 - Internal resources that represent problem-solving and
coping strategies.

Resources Initial Over time Groups
e Support and unity
 Preparation development and
and planning recognition among
for changes members;
involving ¢ Recognition and
children with acceptance of Appreciation
DS; singularities of
¢ Recognition children with DS;
that DS is not a | ® Preparation and
disease. planning for the
child’s future.
e Priority setting
Internal and routine
o Intrafamily reorganization;
S e Financial
communication o
reorganization; Stress
use to seek L
* Task and decision | management
support to deal L
with diagnosis sharing;
" | » Mediation of
situations involving
siblings;
e Care provision
required for Assistance or
newborns with support search
DS.
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EXTERNAL RESOURCES INITIAL

We identified the search for assistance or support in the
initial period, such as information search about DS, health
care, rights and support groups to help deal with situations
that involve the period right after diagnosis. Information search
and belief in God were resources adopted in this first moment.

1 felt desperation at first, but then I started, I have to make it, 1
have to take him to a speech therapist, to physical therapy, let’s do
physical therapy (...) I've been chasing after everything. It’s not
easy, I'm spending a lot with bus tickets, let’s go after free pass,
so that’s how it went, got it? (M19).

First, we looked for physicians to know the degree of difficulty we
were going to have, but before the physicians, we looked for God
(...) and we searched for some information on the internet (M32).

EXTERNAL RESOURCES OVER TIME

Opver time, in relation to the search for information, there
was a change in the nature of the information that became
related to school development and inclusion content.

1 study, but basically I see what is important to him and I seek
these services. I read about everything, about inclusion in school,

even to try to enforce his right (M22).

Over time, choosing to improve the care of your child
with DS induces stress management related to parents’
employment, such as quitting a job, reducing workload,
changing the workplace to be closer to home, and nego-
tiating and/or making flexible schedules to go with their
children to therapies. Other caregivers decided to continue
with their jobs because the necessary care and expenses with
their children left no alternative.

Ab, I quitted my job to take care of him. I think the biggest change
that happened was this one. I had a job until he was born, so
since his mother had very serious postpartum depression I sto-
pped working so I could take care of him, take him to do physical
therapy, speech therapy, and so on (F2).

When I went back to work, things got complicated, so what I had
to talk here, people already knew, I said “look, I'll have to leave

every day at a certain time to take him, to walk him, and leave
him at home and come back” (IM1).

The use of medication was identified as a resource used
by a mother to help manage everyday stresses.

Lots of antidepressants, I take too much antidepressants to handle
it, and him [child with DS]! He is the one who refreshes me
every minute, right? He is gorgeous, very fancy, him and the
antidepressants (E36).

Child insertion in the school environment is marked
by the search for different resources such as meetings with
school professionals, mediation between school and health
professionals (physiotherapists, speech therapists, etc.), and
adaptations of school activities.

Because the issue of homework is not just that he is awake and
having someone to help him with it, it is that homework has to be
adapted entirely. They are very visual (...) you have to mediate,
hbis duty is all mediated, so we have to learn to mediate and he
is willing to do it, so we have to do it too (M31).

1 talk a lot at school, right? I always schedule meetings fo talk
and the therapists, they go the o school too, right? They inform the
school of some of his needs, give some guidelines (M22).

Participants said there is a demand reduction over time
thanks to the use of the following strategies: choice of
a strategic place to live, to facilitate the routine such as
looking for a school near home, and reduce the travels
by bringing health service therapies to be conducted at
home, decisions about the routine that allows the best
performance of children, and review of the amount of
activities children perform.

So, the school is close to home, that’s great, but that'’s on purpose,
we went to live there, near the school. (...) we said we have to live

here, so it’s all close, to help us handle all we have to do (M40).

Her schedule is very busy, I've even been concerned and I doubt
about if this good, because nobody discharges her, right? But I
think we have fo rethink things, I think she is super overloaded;
she is, and I am too, consequently (M24).

'The data analysis showed that external resources are a
set of behaviors, actions and communications that represent
family PSC in situations involving DS, as shown in Chart 2.

Chart 2 - External resources that represent problem-solving and coping strategies.

inclusion;

Resources Initial Over time Groups
. .
Isnzoé:ger\:eo.n search about the e Information and strategy search for stimulation;
Y Lo * Maintenance of health care, exercise of rights, and .
¢ Health care, rights and support . Assistance or support search
roup search; support groups;
group 4 e Belief in God;
e Belief in God; 4
External * Medication use;

e Decisions or negotiation about employment;
* Adoption of strategies to favor school insertion and

Stress management

¢ Travel reduction for child care;
e Review of the amount of consultations for child care.

Demand reduction
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In summary, one presents in Figure 1 internal and
external resources that represented PSC strategies, that
contributed to the process of adjustment and adaptation of
families of children with DS. One emphasizes that internal

External Ressources

-

—-—— -
e -
- Management ~
~
2 - ~
< = ~ o~ ~
7 -~ ~

resources influence and interfere with external resources
and vice versa, composing a dynamic set of interactions
between these measures, families and the context, in the
adaptive process.

Decisions and negotiation
about employment;
adoption of strategies for
school insertion;
medication

-———

N

7 - Intrafamily communication, ~ N
/ , 4 Reorganization of routine ~ U \
/ Vs and budget, setting of \ \
/ / priorities, sharing of tasks, \ \
Vi 7 and mediation with siblings \ \
Planning, I .Jg / Q0 \ \
Preparation for [ 1 o o E S Reduction of
change. ® T =l |
3 I Q_I E S traves.
Recognition of =L = I Consultations
intrafamily support | | & \ Internal Ressources é’ o)
and \ S \ ] I
singularities of the 7
child Vo !
\ \ Meeting of the demands
\\ D N and care needs of newborns
< ~ L with SD
N ~
¥ ~ D T -,
~ .  Assistance/Support _ -~
S~ ==~ Belief in God; Search for
information, stimulation
strategies, health care, rights,
support groups.
-
7 N
I\ Diagnosis \ Adaptation
s ~ -

Figure 1 - Internal and external resources representing problem-solving and coping.

DISCUSSION

Family appreciation in the initial moments and over
time contributes to developing internal family resources as
family members assess and analyze the meanings associated
with DS and try to make this experience more constructive,
manageable, and acceptable to the family scheme. In light
of the framework adopted in this study®), one can infer that
analysis of situations involving DS allowed preparing, plan-
ning for changes and for the future, developing the capac-
ity of intrafamily support and unity, and recognizing and
accepting the singularities of a child with DS, re-defining
the situations experienced.

A study with families of children with DS showed that
families and their members are capable of abstracting posi-
tive meanings from the adversities faced, and establishing a
new meaning for the condition®. Allied to this, it is identi-
fied that family communication skills, cohesion among its
members, and support and quality of health services con-
tribute to family adaptation®). Researchers have suggested
that nursing interventions should consider these aspects to
promote resilience®.

Internally and initially, the family seeks to organize itself
to assist the new born in their care needs and demands,
and this can be recognized as a coping and problem solv-
ing strategy. As external resources that represent the search
for assistance or support, we find a search for information,

initially about DS and over time about stimulation and
inclusion, search for health care, rights and support groups,
adoption of strategies for stimulation of the child, as well
as belief in God.

Research that aimed to analyze the hope in mothers of
children with DS and its association with coping behaviors
adopted by the family and the quality of the relationship of
these mothers with the parents indicated that belief in God
or religiosity were significantly associated with greater hope
and quality in the relationship among parents of children
with DS, Similar results are presented in research that
shows that, faced with difficulties, families of children with
DS resort to religious faith and become more involved with
the care of their child, seeking assistance from professionals
and meeting with the pedagogical team of school to outline
strategies that can solve or minimally allow to deal actively
with the problem, increasing the sense of competence and
indicating an active coping with the stressor®".

'The internal resources that represent stress management
are identified as the ability to develop intrafamily commu-
nication to deal with the diagnosis, adopt a reorganization
of the family’s routine and financial resources, incorporating
strategies for setting priorities and sharing tasks and deci-
sions. It is also identified the ability to mediate conflicting
or overload situations that involve the siblings of the child
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with DS, and, in overcoming these conflicts, greater family
unity is perceived.

Families of children with DS may have a capacity to
organize their functioning in a cooperative manner, with
dialogue, closer bonds, contributing to a positive and adaptive
perspective®. Together, professionals can promote adap-
tation by helping parents reduce stressors, find additional
support, and value child and family development in dealing
with situations®.

Studies devoted to understanding DS repercussions on
siblings of children with DS have shown that they go through
processes of acceptance, confusion, and various other com-
plexities with which the syndrome is linked; yet, affective
relationships and interaction competence between them are
identified®??. Support groups for siblings may help families
to cope positively with challenges in situations involving the
adaptation of siblings of children with DS®@3).

As external resources adopted to manage tensions, one
identified decisions and negotiations regarding employment
and strategies that favor school insertion and inclusion of
children. Comparative research between groups of children
with normal developing and children with disabilities found
that caregivers of the latter group are 3-fold more likely to
experience concerns and stress regarding family budget®?.
Considering this fact and the findings of the present research,
one can infer that families need to be supported in decisions
involving work, because such decisions may affect or reduce
the household budget. Family decisions about employment
and financial reorganization proved to be a PSC strategy
because they contributed to balance the demands presented
by the child, the financial resources and the time the family
had available to dedicate to children with DS.

The challenges with school inclusion of children with
DS are evident in the data analyzed here, and this is con-
firmed by a Brazilian study®”. However, in order to reduce
the tension between the expectation to insert children in the
school environment and the unpreparedness of educational
institutions, families adopt strategies for communicating
with the school and adapting teaching materials to enable
the permanence and development of children with DS.

One understands, as Resiliency Model of Family Stress,
Adjustment, and Adaptation® argues, that demand reduction
includes actions to reduce or eliminate the number or intensity
of demands created by the condition. From this standpoint, in
the present investigation, demand reduction included changing
residence and therapy places so as to reduce commuting with
children, making a reassessment in order to reduce the amount
of consultations that children needed to attend.

Data analysis allows one to infer that the resources
adopted by families to reduce demands are few, considering
that these families experience overloads®. This finding is rel-
evant as professional and nursing practices need to consider
this aspect in order to encourage families to adopt demand
reduction strategies in situations involving DS.

Based on the above, one infers that by developing initial
internal resources the family will accept their children’s con-
dition and re-define DS. Over time, such internal resources
made it possible to balance children’s demands with the

family’s ability to meet them. Initial external resources
enabled understanding DS and allowed to meet children’s
care needs. External resources were adopted over time to
contribute to child development.

'The analysis allowed one to infer that the resources
that represent family PSC contributed to changes in fam-
ily dynamics. In theory, the Resiliency Model of Family
Stress®, Adjustment, and Adaptation argues that amidst a
crisis situation, induced by a chronic condition, for example,
families adapt by implementing changes in family patterns of
functioning, in the scheme or structure, and changes in the
family’s relationship with the outside world. This premise is
congruent with the results of this investigation as it was pos-
sible to identify the internal resources developed that impact
on family dynamics and functioning and external resource
acquisition, which also contributed to making situations
more constructive, manageable, and acceptable.

As limitations of this study, most participants were linked
to a specific setting, and this may not reflect the situation
experienced in other cultural contexts, with access to differ-
ent health care network services. Fathers were also under-
represented in the sample, and one is aware of the fact that
interviews with other family members could bring comple-
mentary perspectives.

CONCLUSION

Initially, PSC strategies contributed for families to accept
and reframe ideas and feelings related to DS. In this perspec-
tive, one recognizes that nursing and professional interven-
tions in the period after diagnosis need help families to
adopt resources such as: seeking information and knowledge
about the syndrome and its future repercussions; developing
effective intra-family communication; seeking support to care
for newborns with DS; adopting planning and preparation
strategies for changes in the family; establishing contact with
groups of families of children with DS.

Opver time, the resources adopted caused changes in family
functioning patterns and in the family’s relationship with the
outside world. In this period, some articulated professional
practices that promote family adaptation are: support to fami-
lies to making assertive decisions regarding child growth and
development; support for managing the tensions that arise
over time, encouraging family members to talk with each
other and share internally decisions about family routine;
recognition and encouragement of the potential and beliefs
of families, helping them to see and value the uniqueness of
children with DS; guidance about rights to social inclusion.

It is appropriate to clarify that the existence of PSC strat-
egies does not ensure a good adaptation, but identifying them
allows an appreciation of which resources can be used to make
the process manageable for the family scheme. Professionals
can use the findings described here as clues to encourage
families to better deal with situations involving DS.
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Problem-solving and coping in family adaptation of children with Down Syndrome

RESUMO

Objetivo: Analisar as estratégias de coping e resolucio de problemas, de pais de criangas com Sindrome de Down, na adaptagio familiar.
Meétodo: Investigagio qualitativa, que utilizou o Modelo de Resiliéncia, Stress, Ajustamento e Adaptagio Familiar. Participaram mies
e/ou pais de 40 familias, de criangas com idade entre 1 e 7 anos e diagnosticadas com Sindrome de Down. Realizou-se analise de
contetdo direcionada, apoiada por soffware, considerando um diciondrio de cédigos. Resultados: Coping e resolugio de problemas se
revelou como um conjunto de a¢des, comportamentos, esfor¢os e comunicagdes que contribuiram para a adaptagio familiar, favorecendo
o equilibrio entre as demandas impostas pela Sindrome de Down e a aquisigio de recursos pela familia. Conclusio: No periodo inicial,
que compreende o momento da noticia ou diagnéstico da sindrome e os dias inicias apés o nascimento, os recursos internos e externos
que representam coping sio desenvolvidos para aceitar e ressignificar ideias e sentimentos relacionados 4 Sindrome de Down. Ao longo
do tempo, esses recursos repercutem em mudangas nos padrdes familiares de funcionamento e na relagio dessas familias com o mundo
externo, ao buscarem o desenvolvimento da crianca.

DESCRITORES

Sindrome de Down; Familia; Adaptacio Psicolégica; Enfermagem Pedidtrica.

RESUMEN

Objetivo: Analizar las estrategias de afrontamiento y resolucién de problemas de los padres de nifios con Sindrome de Down en la
adaptacién familiar. Método: Investigacion cualitativa, que utilizé el Modelo de Resiliencia, Estrés, Ajuste y Adaptacién Familiar.
Madres y/o padres de 40 familias participantes, nifios de 1 a 7 aflos y diagnosticados de Sindrome de Down. Se realizé andlisis de
contenido dirigido, apoyado por software, considerando un diccionario de cédigos. Resultados: El afrontamiento y la resolucién de
problemas se revelé6 como un conjunto de acciones, comportamientos, esfuerzos y comunicaciones que contribuyeron a la adaptacion
familiar, favoreciendo el equilibrio entre las demandas impuestas por el sindrome de Down y la adquisicién de recursos por parte de
la familia. Conclusién: En el periodo inicial, que comprende el momento de la noticia o diagnéstico del sindrome y los dias que
comienzan después del nacimiento, se desarrollan los recursos internos y externos que representan el afrontamiento para aceptar y
replantear ideas y sentimientos relacionados con el Sindrome de Down. Con el tiempo, estos recursos repercuten en cambios en los
patrones de funcionamiento familiar y en la relacién de estas familias con el mundo exterior, en la busqueda del desarrollo infantil.

DESCRIPTORES
Sindrome de Down; Familia; Adaptacién Psicolégica; Enfermeria Pedidtrica.
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