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Introduction
Birth defects affect 1 in every 33 infants and cause 3.2 

million disabilities per year. It’s estimated that every 270,000 
newborns die during the irst 28 days of life due to congenital 
anomalies [1]. One of the most common birth defects is Down 
Syndrome (DS). It occurs in about 1 in every 800 babies 
[2,3]. In 2015, an estimated 417,000 people were living with 
Down Syndrome in Europe [4].

In the last census carried out in Colombia in 2005, a rate of 1.72 
per 1000 LB (live births) with DS was evidenced. In conformity 
with this information Colombia occupies the ifth place in Latin 
America in terms of prevalence of this condition [5].

The (DS) is a genetic alteration produced by the presence 

Abstract

Objective: To determine the needs and level of coping in siblings of people with Down 
Syndrome. 

Methods: Descriptive, cross-sectional study, carried out in 2016. Sample consisted of 30 
siblings of people with Down Syndrome between 6 and 60 years old. Using non-probability 
convenience sampling. Two instruments were used to collect the information: a) a validated 
sociodemographic and needs survey of the siblings, designed by the authors, and b). Callista 
Roy adaptation and coping survey validated. 

Results: 60% of the siblings report not having felt judged by other people when presenting 
their brother/sister with Down syndrome. 73.3% of the siblings did not receive information about 
Down Syndrome from a nursing professional, the need to strengthen the nursing care provided to 
the siblings of people with disabilities in this regard is evident. 53.3% of these present a medium 
level of coping with respect to the condition of having a brother with Down syndrome. 

Conclusion: Identifi ed needs were: time needs, aff ective needs, family needs, social 
needs, economic and access to information needs. Highlighting these needs allows the nursing 
professional to identify and consider the siblings of people with Down Syndrome have diff erent 
needs than the rest of the family nucleus. Where interventions aimed at reducing the harmful 
eff ects and enhancing those characteristics of gain related with having a brother with Down 
Syndrome.

of an extra copy of chromosome 21. It represents the most 
frequent genetic cause of intellectual disability and congenital 
malformations; this extra genetic material makes people who 
possess it have their own characteristics of the syndrome. The 
characteristic features of DS are lattened facial features, 
decreased Moro re lex, hypotonia, joint hyperlaxity, excess 
skin on the neck, inclination of the palpebral issures, pelvic 
dysplasia, pinna’s shape abnormalities and dysplasia of 
the middle phalanx of the little inger and, inally, simian 
crease in the palm of the hand [6]. People with DS have clear 
differences between them, which are determined by genetics, 
environment of each individual and the degree of disability, 
which generates a great variety in their mental capacity, 
behavior and physical development [7-9].

Families of people with DS belong to different ethnic, 
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religious and socioeconomic groups. Each family has its own 
needs when it comes to strengthening the development of 
the person with DS different spheres, at the same time, each 
family member develops unique needs regarding the changes 
at family and personal level associated with having a link 
with a person with DS. Some families experience stress, but 
this depends on the strength and resilience presented by the 
family [10]. Thus, the identi ication of the needs of families 
and their members constitutes an important and complex 
process [11,12].

Some studies indicate that a person with DS in luence 
on their siblings has negative aspects. It has been shown 
there may be distress, questions to be resolved, emotional 
overload, among others. In the same way, positive results 
have been presented in terms of personal enrichment and 
happiness ([13,14]. At present it is the parents, for the most 
part, who provide the daily care until they themselves are 
elderly; being necessary to have alternative systems. This is 
where the role played by the siblings of the siblings comes into 
consideration and the decision they make about whether or 
not to become involved in providing services to their sibling 
with disabilities will be in luenced by many different factors 
[15].

Along these lines, it is important both parents and health 
professionals to be aware of and pay attention to the speci ic 
needs of having a brother or sister with some type of disability 
may entail. Because if these needs aren’t identi ied and a 
prompt response is not given, the possibility these individuals 
can develop adequate coping strategies will be lost, regarding 
all the challenges that having a sister or brother with DS 
brings. For this reason, this research posed the following 
question: What are the needs in siblings of people with Down 
syndrome and the level of coping they use to adapt to the 
situations that arise?

Methods
A descriptive cross-sectional design was carried out in the 

year 2016. This study was conducted on siblings of people 
with Down Syndrome from the city of Cali, Colombia. A 
non-probabilistic convenience sampling of 30 siblings was 
used. They were selected from a sports club where people 
with DS attend. A presentation of the project was made to 
the families of people with DS and later to the siblings who 
wanted to participate in the study. Subsequently, with the 
endorsement of the institutional ethical review committee of 
the Universidad del Valle, with the approval certi icate 016-16 
and internal code 092-016, the study was started after signing 
the informed consent. The inclusion criteria were: siblings of 
people with DS who were between the ages of 6 to 60 years 
of age, regardless of gender, birth order, ethnicity, whether or 
not they currently live in the family group of the person with 
DS. Participants who agreed to be part of the study, but who 
withdrew without applying the data collection instruments 

were excluded. Within the study variables: the independent 
variable was the needs of the siblings of people with DS and 
the dependent variable was their level of coping to adapt to 
the situations that converge with having a sibling with this 
disability.

Two instruments were used to collect the information: 
a) survey of sociodemographic and needs of the siblings of 
people with Down syndrome, which was adjusted twice, and 
b) adaptation and coping survey by Callista Roy, (version 
modi ied of coping and adaptation process measurement 
scale EsCAPS in Spanish -original version of Callista Roy) 
which, we had authorization for its use, by the postgraduate 
management and the research coordination of the faculty 
of nursing and rehabilitation at Universidad de la Sabana 
(Table 1). Table with the items of the two instruments.

For the statistical analysis, Of ice Excel 2016 program was 
used for the survey tabulation, taking into account that it was 
recti ied and reviewed by 2 peers when has been inserted the 
information. The weightings of the responses were according 
to the scale established in the instrument. Later the data 
were exported to the statistical package SPSS, version 20. 
For the analysis of the sociodemographic characterization, a 
univariate analysis was performed considering the category 
of the variable. For the open questions, a univariate analysis 
was carried out. The results were presented in tables and 
igures in Excel 2016.

Results
The results will be presented as follows:

a). Sociodemographic characteristics, b). Results of the
needs in siblings of people with Down Syndrome and, 
c). Results of level of coping.

a) Sociodemographic characteristics (Table 2).

b) Needs in siblings of people with Down Syndrome

It was found all study participants de ined their relationship 
with the sibling with DS as satisfactory. Since, it is based on 
love, respect, and mutual support. 70% of the participants 
dedicate part of their time to caring for their brother/
sister. On the other hand, it was asked about the qualities that 
have been strengthened or diminished by having a brother 
with DS; about 65% answered that perseverance, sensitivity, 
affection, patience and responsibility were the qualities that 
were most strengthened. In contrast, the negative qualities 
that most reported are guilt and fear with 20%. It should be 
mentioned that 100% of the participants expressed feeling 
satis ied with the relationship they have with their close 
friends, and having a sibling with DS has had no in luence on 
their relationship with their peers. However, about half of 
the siblings who participated in the study (15 participants) 
stated that they have felt singled out or judged by strangers, 
for having a sibling with DS. On the other hand, the siblings 
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Table 1: Items of the two instruments information collection

Roy Coating and Adaptation Process Measurement Scale, Spanish Version (EsCAPS).
Shortened version - Items

Sociodemographic Survey and Identifi cation of Needs of Siblings of People 
with Down Syndrome

When I have a problem or diffi  cult situation, I can follow several directions at the same time Gender, age, education level, socioeconomic

When I have an unexpected problem I fi nd new solutions to solve it Family
Who are you currently living with?

When I have a problem or diffi  cult situation, I accept the problem as it is or as it appears Educational level of the father, mother

When I am worried about a problem or diffi  cult situation I have diffi  culty completing 
activities, tasks and projects What is the occupation of your parents?

When I have a problem or diffi  cult situation, I can only think about what worries me about it What is the occupation of your parents?

I feel good when I think I handle problems to the best of my ability. What is the position you occupy with respect to your brother (a) with Down 
Syndrome?

When I have a problem or diffi  cult situation, I take the time to understand the situation and 
its possible solutions

Needs of the Brothers
Did you receive preparation or explanation from your parents regarding the 

arrival or condition of your sibling with Down Syndrome?

I feel like I can't handle diffi  cult problems or situations How are your relationships with your family?

I act slowly when I have a problem or diffi  cult situation Do you feel that you are part of the decisions that are made at home?

When I have a problem or diffi  cult situation, I try to orient my feelings and emotions to focus 
them in a fruitful way Are you satisfi ed with the responsibility and role you play in your family?

When I have a problem or diffi  cult situation, I feel attentive and active during the day How is your relationship with your brother or sister with Down syndrome?

When I have a problem or diffi  cult situation, I try not to infl uence my feelings to see what 
happens How has the time your family spends caring for you made you feel?

When I have a problem or diffi  cult situation, I am aware of anything related to the situation Does having a sibling with Down syndrome currently limit you to carry out your 
daily activities?

I tend to overreact when I have a problem or diffi  cult situation Have you had to miss or drop out of school, college, or work to help your sibling 
with Down syndrome?

When I have a problem or diffi  cult situation, I tend to get blocked and confused at least for 
a while How does having a sibling with Down syndrome make you feel?

When I have a problem or diffi  cult situation, I feel that it is diffi  cult to talk about the problem Do you feel loved by your family?

I do well handling complicated problems Have you felt singled out or judged for having a sibling with Down syndrome?

When I have a problem or diffi  cult situation, seek all possible means to face the situation Do you consider that having a sibling with Down syndrome is a cause or did it 
because you increased stress?

In order to get out of a diffi  cult problem or situation I can make drastic changes in my life

My ability to act improves when I am in stressful situations

I can relate problems or diffi  cult situations to my past experiences and to my future plans

I tend to feel guilty for any diffi  culties I have.

I think my past experiences are not helpful in solving diffi  cult situations or problems

I use the solutions that have worked for others to solve my diffi  cult situations or problems

I see diffi  cult situations or problems as an opportunity or a challenge

When I have a problem or diffi  cult situation, I propose diff erent solutions to solve the 
situation even if they seem diffi  cult to reach

When I have a problem or diffi  cult situation, I experience changes in the way my body works

When I have a problem or diffi  cult situation, I quickly take charge and handle diffi  culties as 
they arise.

When I have a problem or diffi  cult situation, I try to clarify any type of doubt related to the 
situation before acting

When I have a problem or diffi  cult situation, I quickly adopt new skills to solve it

When I have a problem or diffi  cult situation, I give up easily

When I have a problem or diffi  cult situation, I develop a plan that has a series of actions or 
steps to deal with the situation.

When I have a problem or diffi  cult situation, I have high expectations about how the 
situation will be resolved

Table 2: Sociodemographic Characterization.

Age (Years) Sex Socio-Economic 
Status Educational Level Civil Status 

Parents
Occupation

Parents

6-12 13-60 Female 3 (Middle)
Complete High School

Complete Undergraduate 
Degree

Married Cohabitation Relationship Mother: Housewife Father: Merchant

N 4 26 19 16 6 11 6 11 11

% 13,3 60 63,3 53,3 20 36,6 20 36,6 36,6
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reported that the only information they received about their 
brother was about the causes and health complications of 
DS. In relation to the activities carried out with the sibling 
with DS, personal hygiene and eating are the most frequent 
(Graph 1). 50% of siblings report that they have felt displaced 
and unattended at some point by their parents. 90% of the 
siblings were proud to introduce their sibling to their friends.

c) Adaptation and coping of the siblings of people with 
Down Syndrome (Graphs 2 and 3).

In general, the average global score of the capacity of 
coping and adaptation process of the siblings of people with 
DS was 53.3% medium, 43.3% low and 3.3% high.

Regarding the capacity of the coping and adaptation process 
due to aspects such as the position of fraternity, abandonment 

of activities to care for their brother, decision-making at home, 
they were found in the siblings of people with DS: In the group 
of 13 at 60 years of age, it is evidenced that the majority of the 
older siblings did not feel their parents gave more importance 
to their brother with DS, on the contrary, the younger siblings 
from 6 to 12 years old had this discrepancy, in this group the 
ability to cope and adapt was 85% at the high level. On the 
other hand, only one participant had to abandon his activities 
to take care of his brother. In relation to decisions made at 
home, in general, the capacity of the coping and adaptation 
process was under 5%. Most of the individuals surveyed, both 
in the 6 to 12-year-old group and the 13 to 60-year-old group, 
reported feeling part of the decisions made at home and all of 
the participants reported feeling loved by their family.

Discussion
The siblings of people with DS are part of one of the 

subsystems of the family and although these families have been 
studied for many years, there are still large gaps in relation to 
the different members of the family [16], especially in siblings, 
who have been considered a group that experiences various 
feelings and particularities depending on various factors such 
as: age, fraternity position, socioeconomic level and support 
referred by the same family nucleus, among others. For this 
reason, it is important to recognize that these factors in luence 
the needs in siblings of people with DS and the level of coping 
they use to adapt to the situation. In this sense, this discussion 
will be guided around: needs and level of coping in siblings of 
people with DS.

Needs in siblings of people with DS

Regarding time needs, several studies have shown that the 
changes that occur in the tasks and activities of people who 
have a sibling with cognitive de icit and DS are one of the 
greatest concerns, given the responsibility they assume in the 
new role as a sibling, which they suppose will have negative 
effects [17-19]. On the contrary, in the present investigation, 
it was observed regarding this need, the siblings do not have 
limitations to carry out their activities and although some 
negative effects appear for them, this doesn’t represent an 
impediment in their role as siblings, this is more evident in 
older siblings. These indings can be supported by the study 
carried out by Lizasoain, where they interviewed older 
siblings of children with disabilities, where many of them 
reported that they adapted positively and did not present 
inconveniences regarding time management or changes in 
daily plans or activities [13].

Regarding older sisters, they feel more pressure and 
responsibility, possibly because they are more exposed by 
their parents to greater domestic responsibility. According to 
Núñez, cited by the Federación España Down, it indicates that 
older siblings, especially in large families, feel that attention is 
focused solely on their brother in situation of disability, where 
they expressed through interviews they feel resentment for 
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Graph 1: Activities carried out by the siblings.
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with DS to a group of friends, they were proud to introduce 
them. These indings differ from those found in the searching 
for these social needs, where it was observed that, in a study 
carried out by Tizard and Grad, cited by Niella [6], 75% 
of the siblings of children with disabilities maintain social 
relationships very limited in relation to siblings of people 
without disabilities. The authors state that this isolation may 
be exacerbated by the shame that some feel when “exposing” 
their brother with a disability in public. Although they con irm 
that almost everyone overcomes this feeling. 

Regarding the affective needs, some negative aspects 
the sibling could acquire or feel by living with a brother/
sister with DS, Skotko, et al. have also studied some negative 
feelings occur frequently among these individuals; they had 
affection for their sibling with Down syndrome; and 94% of 
older siblings expressed feelings of pride. Less than 10% felt 
ashamed and less than 5% expressed the desire to change 
their sibling for another brother or sister without Down 
syndrome [26].

In relation to these named characteristics, in the present 
study it was identi ied what negative qualities or feelings 
these siblings had acquired, inding that 46.6% expressed 
that they did not acquire this type of negative characteristics, 
although 20% of the siblings reported having felt fear, guilt, 
loneliness and doubt.

According to the results of the present investigation, 
siblings acquired much more gains and positive qualities 
than negative qualities. These characteristics were: increased 
perseverance, sensitivity toward others, patience, solidarity, 
creativity, courage, listening skills, justice and self-assurance, 
inding a direct relationship with the information previously 

mentioned, it should be noted that each brother follows 
a different adaptation process, although there are similar 
needs and strategies for solving problems, but these are not 
necessarily disturbed by the presence of their brother with a 
disability, but often the coexistence they have with him or her 
is positive, it directly in luences them and provides them with 
feelings and life values   that other individuals take longer to 
achieve.

Economic needs are variables that in luence siblings be-
cause their experiences can vary according to social class. In 
the present investigation, 90% of the participants reported 
not having presented inancial dif iculties to solve or help their 
sibling with DS. This fact can be directly related to the middle 
stratum found by most of the siblings, as well as the level 
of academic training of those who are mostly in university 
studies. In the same way, this fact can also be related to the 
indings found in a study carried out by Lizasoain, which 

indicates that families of middle and upper social classes tend 
to seek help from specialists, on the contrary of lower-class 
families, they resort to the use of their own family resources 
[13].

the loss of parental attention, due to unequal treatment 
between siblings and fear of having to reject certain plans in 
the future because of the sibling with intellectual disabilities 
[20]. In the present investigation, the indings show that 
half of the participants who were older expressed that their 
parents give equal importance to them compared to their 
siblings with DS. This could possibly be explained because 
older siblings understand the situation more easily due to the 
characteristics of their thinking, related to the ability to re lect 
and analyze the condition of their sibling with DS. In the same 
way, these facts can also be explained, according to Skotko 
and Levine, because older siblings tend to mitigate concerns 
thanks to preparation they had from their parents, their 
marital satisfaction, having a united family or a relationship 
between siblings without confrontation [21].

Regarding younger siblings, it was found in the present 
investigation that they consider that their parents give 
more importance to their siblings with DS. This can also be 
explained due to the characteristics of their thinking, where 
this sibling does not fully understand why their parents 
have certain preferences or different attitudes towards their 
brother with DS and they tend to take these attitudes as lack 
of attention from his parents. It was shown that some younger 
siblings of people with DS perceived that their parents showed 
preference towards the child with this condition, inding that 
the possible causes cannot be easily summarized, since it is 
a problem of multifactorial origin. It is stated that the crisis 
parents go through, when the child with DS is born, must be 
taken into account, since it is a relevant event for the other 
members of the nuclear family [22].

Lizasoain, points out that children with disabilities bring 
enjoyment and well-being to themselves and their family’s 
life [13]. In Van Riper, Marcia different investigations, she 
has stated that most of the siblings indicated that they had 
a positive relationship with their parents and their brother/
sister with Down syndrome. Also, they had positive or 
neutral feelings about the effect of having a sibling with 
these conditions. In addition, they had a positive perception 
of their own self-esteem. Most siblings are actively involved 
in helping the person with Down syndrome, this seemed to 
have a positive impact on the relationship between them [23-
25]. It is found that, in the present investigation, these indings 
coincide with the positive relationships that sibling maintains 
with the rest of the family nucleus, inding that almost all 
brothers who participated in the study feel satis ied with the 
family relationship that currently they have and 100% feel 
loved by their family, in the same way, 70% of the siblings 
actively participate in the activities of the sibling with DS. 

In the present research, the siblings of people with DS 
do not have dif iculties regarding the relationships they 
maintain with their friends, 100% of the siblings consider 
they manage to express themselves freely with this social 
group. Regarding the moment of introducing their sibling 
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person’s rol in the society; it depends on the way a person 
interacts with others in a speci ic situation, the nursing 
professional must identify what role the sibling of the person 
with DS has around the relationship they maintain with their 
family, to propose nursing care focused on these realities [30].

Interdependence: implies the relationship of the person 
with their relatives and the support systems where the nursing 
professional must recognize this brother as an integral being, 
who has different affective needs, family needs, social needs, 
economic needs, time needs, and access information needs 
where they interact with the environment and their own 
concept to achieve effective coping [30]. 

Within the literature review on the implementation of the 
instrument validated by Callista Roy applied in the present 
investigation, no work was found in the region where this 
questionnaire has been used in siblings of people with 
DS. However, studies related to the family members’ adaptation 
process to a chronic disease were found [31,32]. This review 
made it possible to identify some stimuli that intervene in the 
adaptation process of people with chronic diseases and their 
families. This is how social support has been identi ied as a 
positive contextual stimulus for the recovery of these care 
subjects. 

Regarding the indings in the present research, the stimuli 
related to the medium level of coping in siblings of people 
with DS, it is found that they present different resources at 
a family and personal level, such as: having good relations 
with the entire family nucleus and friends, manifestation of 
positive feelings towards their brother/sister and not having 
dif iculties linked with time management or inancial needs, 
this fact is related to variables Callista expresses regarding to 
the in luence of these in adaptation; where, the more resources 
and support the person has, the better their coping will be. In 
the same way it can be inferred that it does not achieve a high 
level of coping because most of the siblings did not receive a 
preparation for the welcome or explanation of their sibling’s 
situation, circumstances of interest for possible nursing care 
to intervene with this member of the family group.

On the other hand, regarding the studies related to 
adaptation in siblings of people with disabilities without 
the identi ication of a nursing theorist, these focused on 
comparing the siblings or families of people with some type 
of disability in relation to other groups that do not have a 
member with these qualities.

Conclusion
Recognizing the needs in siblings of people with DS is 

essential to understand the factors that can in luence the 
way they respond to the situation of having a sibling with 
the condition. Various needs were evidenced, such as: time, 
emotional, family, social, economic and access to information 
needs.

Coping levels in siblings of people with DS

Regarding the coping levels shown in the present 
investigation by the siblings, it was found that they were at 
a medium level, a result obtained thanks to the use of the 
questionnaire on adaptation and coping by Callista Roy 
(EsCAPS) [27,28]. It is important to remember that the nursing 
professional needs to be based on a nursing model, based on 
scienti ic and philosophical principles which allows them to 
understand and interpret nursing care issues [28].

Callista Roy de ines coping as a process and result by which 
people with thoughts and feelings, individually or in groups, 
use conscious awareness and choose to create human and 
environmental integration [29]. Knowledge of this concept 
allows professionals to question their attitude in practice 
and the application of the nursing process, integrating the 
individual as a holistic being. It should be considered that 
the person is immersed in an environment constituted by 
their beliefs, values, principles, feelings, experiences and 
relationship patterns, among others, which determine the 
way the individual will face environmental stimuli [29].

For this reason, the integration of this nursing theory is so 
important in the visualization of this research. Given that, it 
allows the following: a). understand that the siblings of people 
with DS are holistic beings, that multiple factors interact 
in their environment, which may depend on or modify the 
way they respond to situations, in this case, living with a 
sibling with DS. As has been seen in the different studies 
and previous results, there are various factors that in luence 
the way the sibling adapts to the different needs they 
present. b). Recognizing the needs and coping levels of these 
siblings, linked to a theoretical reference such as Callista, 
allows improving nursing care focused on this member and 
not only on parents as is mostly done, as well as improving 
the bond between members by being recognized in a process 
that needs each of them for the birth or growth of a person 
with DS.

Finally, c). It is necessary to highlight the goal of nursing, 
which is to help the person, family or community, in this 
case the person with DS, to adapt the four modes of coping 
explained by Callista, which are:

Physiological function: it implies the basic needs of the 
organism and the forms of adaptation. In this case, this mode 
has no differences with respect to other subjects of care that 
are not siblings of people with DS [30].

Self-concept: refers to beliefs and feelings about oneself. It 
encompasses physical identity, personal identity, moral and 
ethical identity. This mode can be identi ied in the way the 
brother recognizes himself as an important entity within the 
family nucleus and especially for his brother [30]. 

Role function: It involves rational behaviors of the 



Needs in siblings of individuals with Down Syndrome and levels of coping Cali, Colombia

www.pediatricshealthjournal.com 107https://doi.org/10.29328/journal.japch.1001041

Highlighting these needs allows the nursing professional to 
identify the siblings of people with DS who have special needs 
that are different from the rest of the family nucleus, being 
aware of the negative and positive aspects that are generated, 
and thus establish interventions aimed at reducing negative 
emotions and improve the gain correlated with having a 
sibling with DS. 

Identifying the coping levels of the siblings of people with 
DS, allowed to nurture the characterization of these siblings 
about how they respond to the fact of having a sibling with 
DS, together with the contextualization of a theoretical 
reference such as Callista Roy is in her Adaptation and Coping 
model, where she allowed to provide support and link with 
strengthening of nursing interventions in the discipline based 
on the application of theoretical references.

Recom mendations

Within the literature review that was carried out, no studies 
were found on the education and integration of these siblings 
in nursing plans and counseling by other professionals, 
therefore, it is recommended to delve into these important 
aspects for inclusion of this member regarding the arrival or 
growth of their sibling with DS.

It is recommended to go further in studies where the 
role of the nursing professional is re lected regarding the 
care that can be provided to siblings of people with DS, 
such as: Information on causes, health complications, on 
breastfeeding, early stimulation, skin-to-skin contact and on 
management of the crisis before the birth of the child with DS.

Due to small sample size, there were limitations regarding 
this aspect, because a small population was chosen. It is 
recommended for future research to carry out studies with 
larger samples.

It is recommended to relate studies that inquire about 
current profession or academic aspirations of the participant, 
since indings related to the condition of having a sibling with 
DS and practicing a profession in a humanitarian ield such as 
health professionals were found in the literature.

It is recommended to do more research studies conducted 
on siblings of people with DS with an emphasis on coping 
strategies and the application of the Nursing Care Process.
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