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ABSTRACT

Objective: to map the coping strategies that contribute
to family care for children with Down syndrome. Meth-
ods: scoping review, using the JBI method. Six electronic
databases and a virtual library were consulted with the
support of the Rayyan platform. The criteria for eligibili-
ty were studies available and published in full, which ad-
dressed coping strategies in family care for children with
Down syndrome. Data analysis was of the narrative type.
Results: 381 records were retrieved and 14 remained in
this review. Six coping styles were identified: managing
emotions, decision-making, acquiring knowledge about
Down'’s syndrome and situations involving it, seeking
support, communicating within the family and with
professionals, and practicing spirituality. Conclusion:
in order to balance the demands presented by the chil-
dren and the resources available, family members need
to adopt cognitive and behavioral strategies to deal with
the adversities of caring for a child with Down syndrome.
Contributions to practice: the study presents evidence
to guide nurses and other health professionals to help
families use different ways of coping with the stressful
events they experience.

Descriptors: Child; Down Syndrome; Adaptation, Psy-
chological; Family; Pediatric Nursing.

RESUMO

Objetivo: mapear as estratégias de coping que contri-
buem para o cuidado familiar a crian¢a com sindrome de
Down. Métodos: revisdo de escopo, segundo o método
JBI. Foram consultadas seis bases de dados eletrénicas e
uma biblioteca virtual com apoio da plataforma Rayyan.
Os critérios de elegibilidade foram estudos disponiveis
e publicados na integra, que abordassem estratégias de
coping no cuidado familiar a criangas com sindrome de
Down. A analise dos dados foi do tipo narrativa. Resulta-
dos: foram recuperados 381 registros e 14 permanece-
ram nesta revisdo. Seis estilos de coping foram identifica-
dos: manejo das emocgdes, tomadas de decisdo, aquisi¢ao
de conhecimentos sobre a sindrome de Down e situagdes
que a envolvem, busca de apoio, comunicac¢do intrafa-
miliar e com profissionais e praticas de espiritualidade.
Conclusado: para equilibrar as demandas apresentadas
pelas criangas e os recursos disponiveis, os integrantes
da familia precisam adotar estratégias cognitivas e com-
portamentais para lidar com as adversidades nos cuida-
dos com a crianga com sindrome de Down. Contribui-
¢Oes para a pratica: o estudo apresenta evidéncias para
nortear enfermeiros e outros profissionais de satde a
guiar familias na utilizacdo de diferentes formas de en-
frentamento diante dos eventos estressores vivenciados
por estas.

Descritores: Crian¢a; Sindrome de Down; Adaptacgdo
Psicolégica; Familia; Enfermagem Pediatrica.
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Introduction

Coping is seen as the coordination of behaviors
and thoughts adopted to solve problems in the face
of a stressful event. It has two main functions: to deal
with the problem causing the stress and to control the
emotional response produced by the stressor®,

It is known that families of children with Down
syndrome experience higher levels of stress when
compared to families of children with typical develop-
ment?3), However, they have the potential to deal with
crises and, in this process, they can adopt coping stra-
tegies that allow them to manage the situations they
experience.

Down’s syndrome is a genetically determi-
ned alteration that is independent of race, ethnicity,
or gender. It is not considered a disease, but it is the
main cause of intellectual disability in children®. It
produces a set of alterations in children, changing
their living conditions and causing repercussions for
their families®. Several stressors can be present: so-
cial isolation, financial difficulties, increased anxiety,
and marital problems®.

To varying degrees, children with Down'’s syn-
drome need their caregivers to provide food, hygiene,
and, access to health, social, and educational services
and professionals®. Therefore, we start from the un-
derstanding that these caregivers and children need
to be the focus of professionals’ attention and, espe-
cially nurses, need to consider their needs in order to
provide better care.

Different actions by health professionals can fa-
cilitate coping in families caring for children, by mee-
ting the need for information® and carrying out home
visits to plan care”. Coping strategies can be a predic-
tive factor in reducing parental stress when raising a
child with a disability®”. However, when they are dys-
functional, they can contribute to increased stress and
depressive symptoms®. Greater use of coping strate-
gies among families is associated with fewer unmet
demands®.

Health professionals, especially nurses with
more contact with family members, are strategically

Rev Rene. 2024;25:e92092.

positioned to offer the support needed for effective
coping in stressful situations”. Thus, we understand
that gathering scientific evidence on coping strategies
can support nurses’ practices in caring for the families
of children with Down’s syndrome.

In view of this, the question of this study was:
what scientific evidence is available about the coping
strategies adopted by families of children with Down’s
syndrome that contribute to family care? The aim was
to map the coping strategies that contribute to family
care for children with Down syndrome.

Methods

This is a scoping review, according to the ]BI
method. This method makes it possible to examine the
available evidence when the studies on a given topic
are unclear or there is no systematic information on
the subject®. The research protocol was registered
with the Open Science Framework doi: 10.17605/0SF.
10/SAED3 and developed in accordance with the rec-
ommendations of the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses Extension for
Scoping Reviews (PRISMA-ScR)(®Y,

The mnemonic strategy PCC (participants, con-
cept, and context) was used to elaborate the research
question, in which P (participants) corresponds to the
families of children with Down syndrome, C (concept)
coping, and C (context) family care. Considering the
above, the research question was: What scientific evi-
dence is available about the coping strategies adopted
by families of children with Down syndrome that con-
tribute to family care?

The review consisted of five stages: identifying
the research question; identifying studies; selecting
relevant studies; analyzing the results; and grouping,
synthesizing, and presenting the data. The eligibility
criteria were complete research studies; published
in full in English, Spanish, and Portuguese; which ad-
dressed coping strategies in family care for children
with Down’s syndrome. Letters, editorials, reflection
studies, and protocols were excluded.

The search took place in July 2022 and was
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updated until July 2023. We did not set a time limit
and the filter used was the availability of the full text.
In the first search, 370 productions were found; after
the update, 381 were found. The following databases
were consulted: Cumulative Index to Nursing and Al-
lied Health Literature (CINAHL), Medical Literature
Analysis and Retrieval System Online (MEDLINE) via
PubMed, Latin American and Caribbean Health Sci-
ences Literature (LILACS), SCOPUS, Web of Science,
Cochrane Library and EMBASE. As this study used
data in the public domain, it did not require approval
by the Research Ethics Committee.

An initial search was carried out on PubMed
and CINAHL to identify the main descriptors used in
studies on the subject of interest, using the Medical
Subject Headings (MeSH) combination identified for
the research mnemonic. For each database, the search
strategy was adapted with a similar combination of
descriptors and keywords: “Child”, “Family”, “Down

» o«

syndrome”, “Coping”, “Psychological adaptation”, and

the Booleans “and” and “or”. Figure 1 shows the search

strategy by database.
Data sources Strategy
Down syndrome AND Family AND Adaptation,
CINAHL . . .
Psychological AND coping AND child
Down syndrome OR Trisomy 21 OR Partial Triso-
LILACS my 21 Down Syndrom OR Mongolism AND Adap-
tation, Psychological OR Adjustment OR coping
skill OR Behaviors, Coping AND child AND Family
Down syndrome AND Family AND Adaptation,
SCOPUS

Psychological AND coping AND child

Web of Science | Coping Family AND Child AND Down syndrome

Down syndrome AND Family AND Adaptation,

EMBASE

Psychological AND child

Down syndrome AND Family AND Adaptation,
PubMed/ . . ] .

Psychological AND coping skills AND child AND
MEDLINE .

Nursing

Down syndrome AND Family AND Adaptation,
Cochrane

Psychological AND child AND Nursing

Figure 1 - Database search strategy with Boolean
operators. Divindpolis, MG, Brazil, 2023

The titles and abstracts were retrieved from

the search and selected using the Rayyan digital pla-
tform®? and the articles selected from each database
were read in full by two researchers independently.
Any inconsistencies or doubts about whether or not
to include the study were resolved by consensus be-
tween the two researchers who carried out the search
and selection. All the relevant studies were analyzed,
based on the inclusion and exclusion criteria establi-
shed to identify the potentially eligible ones, which
involved reading each of the selected articles in full,
with the aim of: a) confirming the content based on
the guiding question of the research and, if so, b) ex-
tracting the data of interest.

It should be noted that, in some articles, the
study population was not exclusively children, i.e. the
sample included children, adolescents, and adults. We
chose to keep these as they provided specific infor-
mation for children stratified by age, as well as coping
strategies aimed at children.

The articles selected according to eligibility
were read and re-read by the researchers and made
up the final sample. The information from the studies
was extracted using a structured instrument accor-
ding to the JBI guidelines?. The titles, type of study,
year of publication, level of evidence according to the
JBI classification, country of origin, objective, metho-
dology, sample, coping strategies, and results of the
articles were organized in an Microsoft Office Excel
2013 spreadsheet. This was followed by a narrative
analysis of the data.

The studies were classified according to the le-
vel of evidence proposed by the JBI, namely: level 1
refers to experimental studies, randomized clinical
trials, and systematic reviews, level 2 is quasi-experi-
mental studies, level 3 is observational studies, level
4 is reviews of descriptive, cross-sectional and case
studies and level 5 is expert opinion®%,

Results

After reading the abstracts, 52 remained and
14 made up the final sample, as shown in Figure 2.
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Identified (n=381)
CINAHL (n=18)
LILACS (n=85)
SCOPUS (n=57)

> Duplicate records deleted by

Web of Science (n=145)
EMBASE (n=43)

MEDLINE via PubMed (n=30)
Cochrane (n=3)

A 4

automated tool (n=27)

Identification

Selected records

Deleted records

(n=354)

A 4

(n=302)

A 4

Records sought for recovery
(n=52)

) A 4

Records assessed for eligibility

» not answering the research question

Records excluded after full reading for

(n=41)

A

Included

Total records included in the review
(n=14)

————

(n=27)

Figure 2 - Flowchart of the review study selection process, adapted from PRISMA-Scr(*Y). Divin6polis, MG, Bra-

zil, 2023

Regarding the studies’ statistics, they were pu-
blished between 2002 and 2022 in the United States
of America (n=5), Iran (n=2), Brazil (n=2), and one in
each of the following: the Netherlands, Poland, Cana-
da, China, and East Asian countries. Most of the stu-
dies were cross-sectional (n=11), experimental (n=1),
prospective observational (n=1) and integrative re-
view (n=1). The approach was qualitative (n=7) and
quantitative (n=7).

Regarding the participants in the studies, three
were carried out exclusively with mothers of children
with Down’s syndrome, two with fathers, and nine in-
volving fathers, mothers, and siblings. The children’s
ages ranged from zero to 12 years old.

Rev Rene. 2024;25:e92092.

Based on the studies’ results, it was possible to
group the coping strategies by similarity and we na-
med them coping styles. Figure 3 shows a summary of
the evidence from the included studies.

Analysis of the data revealed that the set of ac-
tions, thoughts, feelings, and behaviors adopted by
families to manage the adversities surrounding Down
syndrome can be grouped into the following styles:
managing emotions, decision-making, acquiring kno-
wledge about Down syndrome and the situations sur-
rounding it, seeking social support, communicating
within the family and with professionals or the com-
munity, and seeking spirituality. Figure 4 shows the
coping styles and their respective examples, as cited

in the studies.
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ﬁ:ltll:t’:}/lYear/ Design/ LE* Journal Participants (age/Number) | Coping styles
]zdgr(;lz;[ll\i[)ackenme/ Cross-sectional | Qual Health | 18 mothers of children with | Emotion-focused coping strategies, such as self-confi-
China 4B Res Down'’s syndrome aged 0-6 | dence and avoidance, and seeking social support.

11 families of children with
Poehlﬁlann etal/ Cross-sectional Fragl%e. X Syndljome anc.l 10 Family support, especially from the spouse, and social
200509 Ment Retard families of children with : )

4B support from friends, relatives, and church members.
USA Down syndrome aged 11
to 23

76 families of children with Effective communication between family members. Fam-
Riper et al/20071 Cross-sectional ] Pediatr Down’s syndrome aged 7 ily resources were significantly associated with family
USA 4B Nurs Y & adaptation, as was a higher level of communication and

problem-solving.

Veek et al/ 200907
The Netherlands

Observational
3E

Intellect Dev
Disabil

440 families (861 people) of
children with Down’s syn-
drome < 18 years old

Coping strategies based on recognizing emotions,
positive and/or negative. Among the positive ones were
acceptance and positive re-evaluation and, among the
negative ones, bad thoughts about having a child with
Down'’s syndrome.

Pourmohamadreza-
Tajrishi et al, 201509

Experimental

Iran ] Public

64 mothers of children with
Down’s syndrome < 12 years

Problem-focused coping strategies using behavioral
approaches with resolution planning had a positive effect
on promoting the mental health of mothers of children

2D Health with Down syndrome and reducing symptoms such

Iran old . . . . .
as phobia, depression, psychosis, somatic complaints,

aggression and anxiety in the group studied.

Individual resources of family members with clear
o . Integrative Varies from 7 to 155 partici- commumc.atlon, as .well as the management of positive
Choi; Riper/ 2017t . and negative emotions. Social support and resources,

. . Review JAdv Nurs | pants aged between 1 and 48 . . . i — L
East Asian countries 4A years old relationships with families experiencing similar

situations, and up-to-date information on Down’s
syndrome.

350 mothers of children with

Religious coping and control of emotions. The greater
the use of religious coping strategies based on hope,

Iran

< 18 years old

Cless etal/ 20179 Cross-sectional | ] Marital Fam , the better the quality of the relationship between the
Down'’s syndrome aged 1 s .

USA 4B Ther t0 40 spouses. In addition, the search for social support
was used, which in this study was not related to an
improvement in the relationship.

Marshak et . 311 fathers of children with | Support from parents who experience similar situations

1 Cross-sectional ] Intellect . . . . ) )
al/2019¢v 4B Disabil Down syndrome < 3 years | in having a child with Down’s syndrome. Social support

USA and > 3 years and affectionate personality of the children.

Gashmard et al/ . L. Families of children with Searching for information about Down’s syndrome, spir-

; Cross-sectional Medicine , S } s fs

2020 4B (Baltimore) Down'’s syndrome (20 people) | ituality, seeking support and communication within the

family and with professionals or the community.

Pisula; Banasiak/
202022

Cross-sectional

] Intellect

162 parents of children with
Down’s syndrome aged 2 to

Emotion-oriented and problem-oriented coping: the
former was a predictor of parental stress, while the latter

drome

Poland 4B Disabil Res 6 years showed a lower level of stress.
. 152 fathers, mothers, and Planning for the future, community, and professional
© .
E:iae;:I/ZOZl Cross Z%ctlonal ]?;12;?;1;] caregivers of children and | support. Greater use of coping strategies was associated
adults with Down syndrome | with lower levels of stress.
39 mothers and 3 fathers Belief in God. Set of actions, communication, and deci-
Braga etal/ 20213 | Cross-sectional Rev Esc of children with Down syn- sion-making between family members. Seeking infor-
Brazil 4B Enferm USP Y mation and support from professionals, relatives, and
drome aged 1 to 7 years .
friends.
JappiRes | 76 parensofchildren with | R T < port when compared to par
Faught et al/2022#% | Cross-sectional pp Down syndrome and 62 par- . MY Supb p pe
Intellect ) . . ents of children with typical development. Parents with
USA 4B Ny ents of children with typical . . L . .
Disabil development poor emotional skills are more permissive of their chil-
P dren’s attitudes.
. 39 mothers and three fathers | Spirituality has been described as a critical coping re-
(@25) .
g::zl;tle etal/2022 Cross Z%ctlonal Heéglgzggre of children with Down syn- | source in times of crisis. In addition, hope, trust, and lov-

ing connection have been cited.

*LE: Level of evidence

Figure 3 - Main results of the studies. Divinépolis, MG, Brazil, 2023
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Coping styles

Examples

Managing emotions

Use of positive emotions, such as acceptance, positive reassessment, self-confidence, and optimism; and reframing
of negative emotions, such as bad thoughts about having a child with Down syndrome and avoidance®!#1517.19.22),

Decision-making

Behavioral approaches with decision planning to solve problems®161921-2224) parents feel confident in defining
the resolution of the problem in a positive way®. Financial reorganization, reducing expenses, increasing work-

ing hours(®, and treating health problems.

Acquiring knowledge
about Down syndrome

Information about Down'’s syndrome at the time of diagnosis!>?®, internet searches">?¥, dialog with health pro-

fessionals, with parents experiencing similar situations, searching for the child’s rights and available resourc-
es(719,

Seeking social support

Help from the family, especially the spouse, relatives, friends, church members, members of parents’ associa-
tions, and health professionals. People close to the family who can share their concerns and difficulties7*14-16:19),
Searching for social resources such as stimulation centers and other institutions that help children with Down
syndrome. Participation in special education groups and Down syndrome community councils®*?9, Sharing ex-

periences with families experiencing similar situationst2%,

Communication

Effective communication between family members, in a clear and affectionate way('®, sharing opinions and con-
cerns with relatives and friends'®. Communication of the diagnosis by nurses and/or pediatricians with a clear

and objective explanation of Down syndrome?.

Spirituality practices

Belief in divine power, belonging to a religion and having faith in God":%15-1623.25),

Figure 4 - Coping styles and examples, as cited in the studies. Divinépolis, MG, Brazil, 2023

Emotion management is characterized by
the use of individual cognitive approaches by family
members. The articles indicate that the use of positi-
ve emotions, such as self-confidence, acceptance, and
positive re-evaluation, can encourage family members
to adopt attitudes of optimism and confidence in the
face of stressful events(®16-17:29),

However, negative emotions such as denial,
guilt, rejection, and avoidance are also used as a co-
ping style®*+1522) Because of this, coping focused on
emotion management was found to be a predictor of
stress in families who used this way of dealing with
problems@®,

Decision-making refers to coping focused on
the problem, the stressful event, in which family
members use behavioral approaches to deal with situ-
ations. It is based on the search and immediate resolu-
tion of adversity, where the individual tries to control
the threatening issue within themselves and thereby
strengthens family ties®222),

Acquiring knowledge about Down’s syndrome
and the situations surrounding it refers to the search
for information and is a coping style since knowing

Rev Rene. 2024;25:e92092.

about Down’s syndrome predisposes parents to safety
in caring for their child and understanding their nee-
ds151819) and knowing their rights can help families
look for resources to meet their expectations®41519),

Seeking social support is a coping style based
on interaction with other individuals or institutions
that provide some kind of help or service. The results
showed support among family members, such as sha-
ring care, help from relatives, friends, and people who
belong to the same faith and other parents of children
with Down syndrome®®1#+1619-21.24),

The type of communication found in this re-
view, as a coping style, is verbal communication be-
tween two or more individuals. This begins at the
moment of diagnosis and how the news is passed on
makes a significant difference to these children’s pa-
rents’ lives. There are indications that there is greater
security and understanding when the news is delive-
red by nurses or doctors, in the presence of the spou-
se, in a clear, assertive manner, and with up-to-date
information about Down'’s syndrome(*°2,

In addition, intrafamily communication calmly
and affectionately to find solutions helps families in



Family coping in caring for children with Down syndrome: a scoping review

the process of adapting to crises**?%, as does sharing
experiences with parents going through similar situa-
tions(14-15,19).

The practice of spirituality, based on hope, is
expressed by the feeling that the situation will impro-
ve?2%5), We identified that spirituality and the belief in
a divine force make up this coping style. Religious co-
ping was related to faith and support from members
of the same religious faith(?15-16:20.23),

Discussion

In managing emotions, the individual cogniti-
vely reformulates the situation they are experiencing,
based on their feelings and meanings. Cognitive efforts
and actions to experience crises more positively are
shown to be strategies that contribute to family care
for children with Down'’s syndrome®®. These cogniti-
ve efforts are the emotional response to the stressful
event and generate attitudes of optimism with thou-
ghts that the situation will improve, or the opposite,
such as avoidance of bad feelings®?.

The ability to assess one’s own emotions and
identify what they cause, trying to find a positive way
of behaving, is considered emotional intelligence. This
ability allows us to enhance correct thinking in sear-
ch of alternatives to solve problems?®, Understanding
and knowing how to use this strategy to achieve the
expected results can lead to personal satisfaction and
reduced stress®.

There are indications that the development of
socio-emotional skills can help families in adverse
situations involving the care of children with Down’s
syndrome. We identified that nurses can support fa-
milies by encouraging these coping strategies, as they
are the professionals who are closest to them, from
the moment of diagnosis, at birth, and throughout the
child’s growth and development®.

Positive reappraisal has been shown to be a te-
chnique in which the individual reframes the situation
to see it in a pleasant light. As in this review, other re-
searchers have found that using this strategy impro-

ved the psychological well-being of caregivers of chil-
dren with autism spectrum disorder®,

Individuals can also use negative emotions such
as rejection, guilt, denial, and avoidance to deal with
problems, but this review’s results showed that this
form of coping does not contribute to the balance of
family function. Emotional dysregulation is associated
with parental stress, both in families of children with
Down'’s syndrome and in families of children with ty-
pical development®.

Decision-making refers to the individual’s
practice of resolving situations that arise in everyday
life and, according to the results of this review, it was
shown to be an opportune way of coping. The set of
thoughts and actions that enables the individual to
resolve demands reduces the negative consequences
of the situation®”, Coping with a focus on problem-
-solving indicated the perception of the challenge and
the need to adapt in coping strategies used by children
and adolescents with sickle cell disease. This coping
style was characterized as a cognitive response of ac-
commodation to stress®,

Examples of decisions that have become op-
portune coping strategies include financial reorgani-
zation with a reduction in spending, changing jobs,
increasing working hours, changing from private to
public schools, and changing homes to make it easier
to go between school, home, and rehabilitation facili-
ties. These attitudes contributed to good family adap-
tation®®, Given this, it is necessary to understand that
directing attention and behavioral actions toward re-
solving the adversities involving the family of children
with Down’s syndrome can have a favorable outcome.

The acquisition of knowledge has been shown
to be an individual’s quest to understand information
on a given subject. In the case of Down’s syndrome,
this interest begins after the diagnosis is suspected or
confirmed. Obtaining information gives families the
security to care for their children and to know how
they will grow and develop in order to seek self-care
and autonomy®),

It is clear from the literature that, in order to

Rev Rene. 2024;25:€92092.
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make health decisions, Health Literacy is relevant, un-
derstood as the individual’s ability to acquire know-
ledge and make assertive decisions to deal with social
demands. Health literacy is an important skill for im-
proving the health and well-being of individuals and
their families, as it can shape behavior in relation to
health-related choices®?.

Health Literacy empowers parents to care for
their child, helping to enhance growth and develop-
ment. It helps parents make decisions about their
child’s health, including how to administer medica-
tion correctly, prevent illnesses, practice good child-
care practices, eat properly, and engage in physical ac-
tivity. It also helps them to better share the situations
they experience with health professionals, facilitating
diagnosis and treatment®3,

Therefore, the acquisition of knowledge is a co-
ping style that can lead to the empowerment of family
members, allowing them to take greater control over
their health and assume responsibility. Health Lite-
racy aims to reduce the gap between what is passed
on by health professionals or other means of informa-
tion and what is actually understood by usersG?. We
infer that investing in Health Literacy strategies, so
that families are aware of and make decisions about
the care of their child with Down’s syndrome, is a co-
ping strategy to be encouraged by nurses and other
health professionals.

A relevant example of how coping strategies in-
volving communication between professionals and fa-
mily members can be adopted is the provision of cor-
rect and reliable information at the time of diagnosis
of Down’s syndrome. It must be recognized that this
period generates feelings of uncertainty and sadness
in the parents and some even experience a process of
mourning®¥, but when the diagnosis is made during
prenatal care, with assertive communication and ap-
propriate information, there is evidence of better co-
ping and the opportunity to plan and prepare for the
changes that will take place*33%, However, the majo-
rity of cases are reported in the post-natal period®>

Rev Rene. 2024;25:e92092.

and, in this sense, health professionals should adopt
communication practices and pass on information
that can help reduce suffering and build realistic ex-
pectations about the child’s future.

In the context of human life, communication
can be understood as one of the dimensions that is
affected by physical, sensory, emotional, mental, and
spiritual interference, enabling interactions and the
production of meaning. In this review, assertive com-
munication was identified as a coping style that can
promote spaces for reflection and problematization of
reality and contribute to coping with the situations ex-
perienced®®, It is clear that assertive communication
between health professionals and family members
of children with Down syndrome is indispensable in
care and should be recognized as a coping strategy
that allows for the exchange of knowledge and the es-
tablishment of interactions.

Social support can be understood as help provi-
ded by relatives, friends, neighbors, work colleagues,
and others who make up the contact network, to meet
the physical, mental, and psychological demands of
the individual. It is considered a health protector that
provides quality of life and promotes adaptation to
the stressful events that arise in everyday lifeG.

Therefore, social support is considered a co-
ping style that favors family care in the face of negative
experiences involving the demands of children with
Down syndrome. As a health protector; social support
has been identified as a form of coping in different
studies(*>3%. Authors have identified that a support
network reduces the emotional burden on caregivers
of children with congenital malformations®®. For mo-
thers, the presence and support of their spouses and
other family members was fundamental in their initial
and ongoing adaptation to the child’s diagnosis*>3%,

Social support is also a resource that contribu-
tes positively to empowering families in their care®?.
It also increases parental satisfaction, contributing to
practices that influence the child’s well-being, as it
reduces the burden on caregivers and enables more
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interactions between family members©®?.

Another coping style highlighted in the results
is the practice of spirituality, as a positive motivational
state related to hope. Spirituality is a subjective ele-
ment, part of the human dimension in understanding
suffering, and should be integrated into healthcare. It
is considered an important factor in coping with life-
-threatening problems®, In this study, it was shown
to be a coping style that favors family care for children
with Down syndrome.

Faced with health-related events and life-thre-
atening situations, people use spirituality to deal with
adversity. Different practices are used in this coping
style, such as prayer, attending masses and services,
performing novenas, meditation, as well as sacrifice,
volunteering at church, among others. The practice of
spirituality helps patients cope with different illnes-
ses and stressful situations. Hope was evidenced as a
coping mechanism and according to the evolution of
the clinical condition in families of children hospitali-
zed in an intensive care unit. The results showed that
positive feelings prevailed and minimized family su-
ffering®®, and the intensity of acceptance and denial
of the diagnosis of Down’s syndrome was strongly re-
lated to religionG?.

The factors that contribute to fostering hope
in caregivers of children with chronic conditions are
the sharing of experiences with other people, the rela-
tionship with the child themselves, the good evolution
of the child’s clinical condition, and the acknowledg-
ment of other possibilities for the future. This positive
outlook can be encouraged by health professionalsG®,

Study limitations

The search strategy was limited due to the lar-
ge number of studies found with the broad mapping
of terms and limitations of time and human resour-
ces. In addition, some studies were inaccessible even
after searching the COMUT bibliographic computing
program and there was no evaluation of the included

articles using a validated instrument, but it is agreed

that this is not a mandatory stage for scoping reviews.
Contributions to practice

The results provide evidence for nurses and
other health professionals who assist this group, sig-
naling strategies to be encouraged in these families’
lives. The findings serve to guide health professionals
to help families use the different ways of coping with
the stressful events they experience.

Conclusion

Scientific evidence points to different coping
strategies that can favor family care in situations in-
volving children with Down syndrome. These include
the use of positive emotion, focusing on solving the
problem, seeking knowledge about Down’s syndrome,
social support, communication and spirituality. This
review provides indicators for caring for children with
Down'’s syndrome, especially in preventing stressful
elements for the family. Knowing scientifically proven
coping strategies can favor family adaptation and im-
prove the quality of life of this population.
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