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AbstrAct

Objective: to analyze the factors associated with social support for mothers of children who need continuous and complex care. 
Method: an observational, analytical and cross-sectional study, with a quantitative approach. Data collection took place in the 
outpatient clinics of a pediatric hospital located in the inland of the state of São Paulo. A total of 36 mothers participated in the study, 
who answered a characterization instrument and the Medical Outcomes Study - Social Support Survey. For statistical analysis, 
the Mann-Whitney, Kruskal-Wallis and Spearman correlation tests were used. The ethical precepts of research involving human 
beings were followed. Results: affective, material and social interaction social support had satisfactory scores (above 80 points). 
The scores for the information and emotional dimensions were 78.06 and 78.33, respectively. The maternal age variable showed 
a negative correlation with emotional (0.040) and information (0.009) social support. Conclusion and implications for the 
practice: the mothers, especially older ones, receive less support from people who can guide and give advice, as well as 
someone they can trust to talk about their problems. This result can support the planning of intervention strategies with families 
in order to strengthen social support. 

Keywords: Nursing; Child; Social Support; Mothers; Family.

resumo

Objetivo: analisar os fatores associados ao apoio social às mães de crianças que necessitam de cuidados contínuos e complexos. 
Método: estudo observacional, analítico e transversal, de abordagem quantitativa. A coleta de dados ocorreu nos ambulatórios 
de um hospital pediátrico localizado no interior do estado de São Paulo. Participaram do estudo 36 mães, que responderam 
a um instrumento de caracterização e ao Medical Outcomes Study- Social Support Survey. Para análise estatística foram 
utilizados os testes Mann-Whitney, Kruskal-Wallis e Correlação de Spearman. Seguiram-se os preceitos éticos de pesquisas que 
envolvem seres humanos. Resultados: o apoio social afetivo, material e de interação social apresentaram escores satisfatórios 
(acima de 80 pontos). Os escores das dimensões informação e emocional foram 78,06 e 78,33, respectivamente. A variável 
idade materna apresentou correlação negativa com o apoio social emocional (0,040) e de informação (0,009). Conclusão e 
implicações para a prática: as mães, em especial as mais velhas, recebem menos apoio de pessoas que possam lhe orientar e 
dar conselhos, bem como de alguém de confiança para falar sobre seus problemas. Tal resultado pode subsidiar o planejamento 
de estratégias de intervenção com famílias, a fim de fortalecer o apoio social. 

Palavras-chave: Enfermagem; Criança; Apoio Social; Mães; Família.

resumen

Objetivo: analizar los factores asociados al apoyo social a las madres de niños que necesitan cuidados continuos y complejos. 
Método: estudio observacional, analítico y transversal, con enfoque cuantitativo. La recolección de datos tuvo lugar en las 
clínicas ambulatorias de un hospital pediátrico ubicado en el interior del estado de São Paulo. 36 madres participaron del estudio, 
quienes respondieron a un instrumento de caracterización y al Estudio de Resultados Médicos - Encuesta de Apoyo Social. Para 
el análisis estadístico, se utilizaron las pruebas de correlación de Mann-Whitney, Kruskal-Wallis y Spearman. Se siguieron los 
preceptos éticos de la investigación en seres humanos. Resultados: participaron 36 madres. El apoyo social afectivo, material 
y de interacción social tuvo puntajes satisfactorios (más de 80 puntos). Los puntajes para las dimensiones de información y 
emocional fueron 78,06 y 78,33, respectivamente. La variable edad materna mostró una correlación negativa con el apoyo 
social emocional (0.040) e información (0.009). Conclusión e implicaciones para la práctica: las madres, especialmente 
las mayores, reciben menos apoyo de personas que pueden guiar y dar consejos, así como alguien en quien pueden confiar 
para hablar sobre sus problemas. Este resultado puede apoyar la planificación de estrategias de intervención con las familias 
para fortalecer el apoyo social. 

Palabras clave: Enfermería; Niño; Apoyo Social; Madres; Familia.
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INTRODUCTION
Children who require continuous and complex care have 

severe chronic conditions as well as severe functional limitations.1 
Generally, they use some technological device for maintaining 
life, such as gastrostomy for enteral feeding, for example.2 They 
are considered as a subgroup of children with special health 
needs (CRIANES).2-4

Caring for a child who requires continuous and complex care 
implies the need for family rearrangements to meet the intense 
care routine,5 leading to family breakdown3,6 and overload of the 
main caregiver, usually mothers.7 To this end, the importance of 
the social network and social support in coping with this reality 
is reinforced.6,8

The concepts of social network and social support are 
mutually complementary, but are distinguished from each other. 
Social network refers to a structural dimension, such as religious 
organizations, the neighborhood and the health system. Social 
support, the study object the present research, concerns a personal 
dimension, that is, individuals who make up the social network 
and are effectively relevant to a particular family.9 The social 
support construct involves five dimensions: material support 
related to financial assistance and the availability of material 
resources; emotional support that represents the availability to 
have someone to talk to, to vent and trust; affective support that 
corresponds to the physical demonstrations of love and affection; 
positive social interaction regarding the availability of people with 
whom to have fun or relax; and information, that is, the existence 
of people to support with guidelines, advice, opinions.9

According to a Scoping Review that sought to identify and 
describe the tools used to measure social support for caregivers 
of children with congenital disabilities, a subgroup of CRIANES, 
social support acts as a protective factor, to the extent that it 
provides mental and physical well-being to the caregivers, favors 
adaptation to the care demanded by the child and, consequently, 
positively impacts on the quality of life of the whole family.10 
Despite the benefits of social support, most caregivers dedicate 
themselves to the care of CRIANES and abstain from other 
activities and roles in order to restrict their social relationships.11

Measuring social support for the mothers of children in need 
of continuous and complex care adds new knowledge to the 
national literature, as the existing studies to date are of a qualitative 
approach.6,8,11,12 In addition, it is opportune to recognize the 
elements of the social and family context that may be associated 
with greater or lesser availability of social support, in order to 
subsidize health professionals in the management of cases.

Considering the above, the present research started from 
the following research questions: How is social support given 
to the mothers of children in need of continuous and complex 
care? Are the variables related to the social and family context 
associated with social support? To this end, this study aimed to 
analyze the factors associated with social support for the mothers 
of children in need of continuous and complex care.

METHOD
This is a study with an observational, analytical and 

cross-sectional design, with a quantitative approach.13 The data 
were collected in a large tertiary hospital located in the inland of 
the state of São Paulo, responsible for more than 79,000 pediatric 
visits in 2019.

Regarding the study participants, the inclusion criteria were 
the following: being mother of a child in need of continuous and 
complex care between zero to 12 years of age, and being over 
18 years old. Mothers with experience of home care of less 
than three months were excluded for understanding that the 
availability of social support could be compromised in such a 
short period of experience. To define whether or not the child 
needed continuous and complex care, the following criterion 
was used: the child should require at least three care demands 
(developmental care, medication care, technological care and 
modified usual care).4

In this study, no sample calculation was performed and the 
non-probabilistic sampling method for convenience was adopted. 
Thus, all mothers of children in need of continuous care and 
eligible complexes who were present at the hospital on the dates 
and times for data collection and who agreed to participate in 
the study were included.

After authorization from the referred hospital and approval by the 
Research Ethics Committee, the data collection procedure began, 
which took place between the months of January and April 2019. 
The eligible mothers were approached and invited to participate 
when they were waiting for medical care at the clinic. For fear of 
not being called and missing the medical appointment, all chose 
to answer the questionnaire in the waiting room, although there 
was a private place reserved for the research. It is important to 
highlight that the Nursing team helped in the indication of children 
known to need continuous and complex care. No approached 
mother refused to participate in the study. To make it possible 
to recruit a greater number of mothers, the collection previously 
planned to occur in two months was extended to four months; 
in addition, it occurred at different dates and times, in order to 
cover all the medical specialties offered by the hospital.

After reading and discussing the Free and Informed Consent 
Form (FICF), the application of the characterization instrument 
and of the Medical Outcomes Study- Social Support Survey 
(MOS-SSS) scale was started, with an approximate duration 
of 20 minutes. The characterization instrument consisted of 
questions related to the mothers’ social and family context, 
such as age, race, schooling, marital status, family income, 
occupation, religious belief and number of residents in the house. 
This instrument also explored information about the children, 
such as age, number of medications used, use of technological 
devices and hospitalizations in the last year.

With regard to the Medical Outcomes Study- Social Support 
Survey (MOS-SSS), it is an instrument consisting of 19 items related 
to the five dimensions of social support, namely: material (4 items), 
affective (3 items), emotional (4 items), informational (4 items) 
and positive social interaction (4 items). The items do not specify 
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the source of support (friends, family, community or others); they 
only measure the availability of social support. The answer options 
are according to a Likert scale, namely: 1 (never); 2 (rarely); 
3 (sometimes); 4 (almost always), and 5 (always). The instrument 
makes it possible to obtain the general score and dimensions 
by relation between the sum of the values obtained in the set 
of items and their maximum possible score, multiplied by 100. 
The scores can vary between 20 and 100 and those above 80 are 
considered satisfactory, since they indicate that social support 
is almost always or always available.9,14

Outcome variables were considered the scores obtained in 
the five dimensions of social support (numerical variable) and, 
as independent variables, those obtained from the application of 
the characterization instrument, which were as follows: maternal 
age, family income, number of residents in the house, schooling, 
occupation, religious belief and race.

At the end of the empirical material production, data was 
coded and transferred to The SAS System for Windows (Statistical 
Analysis System), version 9.2. Subsequently, from the Shapiro-Wilk 
and Kolmogorov-Smirnov normality tests, the absence of normal 
distribution of variables was verified. In the descriptive analysis, for 
the categorical variables, tables of absolute (n) and percentage (%) 
frequency were made and, for the numerical variables, the values 
of mean, standard deviation, minimum and maximum, median 
and quartiles were used. For comparative analysis between the 
scores for each dimension of social support and the categorical 
variables, the Mann-Whitney and Kruskal-Wallis tests were applied. 
To analyze the relationship between the numerical variables and 
the social support scores, the Spearman’s correlation coefficient 
was calculated. For the tests, an alpha significance level of 5% 
was adopted.15

The study followed the ethical assumptions of research 
involving human beings, was submitted to the appreciation of 
the Research Ethics Committee (CAEE 91091318.9.3001.5440) 
and approved under opinion number 2,748,531.

RESULTS
The sample consisted of 36 mothers of children with continuous 

and complex care needs, with a mean age of 32.17 years old. 
The mean number of residents in the house (child not counted) 
was three, with a minimum of one and a maximum of six. The mean 
family income was 1,894 reais. As for schooling and occupation, 
the majority (72.2%) had secondary education and a small portion 
(11.1%) had some paid activity. Religious belief was confirmed 
by 29 mothers (80.6%). Table 1 presents the description of the 
numerical variables that characterize the mothers:

As for the children with continuous and complex care 
needs, the following stand out: mean of 3.8 years old, 100% 
made continuous use of medications (mean 3.69, minimum one, 
and maximum 13 medications). All were dependent on some 
technological device for maintaining life, with enteral feeding 
through gastrostomy and oxygen therapy through tracheostomy 
being more frequent. Regarding elective hospitalizations or not, in 
the last 12 months, 12 (33.3%) children needed to be hospitalized 
once, seven (19.5%) were hospitalized twice and five (13.8%), 
more than three times. It is worth mentioning that 12 (33.3%) did 
not need to be hospitalized in the last year.

Regarding social support, the scores for the five dimensions 
ranged between 78.06 (information) and 90.93 (affective). Scores 
below 80 points were observed for the information and emotional 
dimensions, indicating that the mothers perceive less often the 
availability of a person who can guide and give advice, as well 
as the availability of a trusted person to talk about their problems. 
The description of the scores for the five dimensions of social 
support is shown in Table 2.

Next, in Table 3, the result of the comparison of the means 
of the social support scores between the schooling, race, 
religious belief and occupation categorical variables is presented. 
No association was statistically significant.

Table 1. Description of the mothers’ characteristics (n=36) according to age, family income and number of residents in the house. 
Ribeirão Preto/SP, 2019.

Variables Mean Standard deviation Minimum Q1 Median Q3 Maximum

Age 32.17 8.14 18.00 26.50 31.00 35.00 56.00

Family income (reais) 1,894 1,464 200 1,000 1,400 2,400 8,400

Residents in the house 3.19 1.04 1.00 3.00 3.00 4.00 6.00

Table 2. Description of the scores for the five dimensions of social support, Ribeirão Preto, SP, Brazil, 2019.

Social support Mean Standard Deviation Minimum Q1 Median Q3 Maximum

Material 84.44 20.17 35.00 75.00 97.50 100 100

Affective 90.93 20.36 33.33 100 100 100 100

Emotional 78.33 26.78 20.00 55.00 90.00 100 100

Information 78.06 27.73 20.00 57.50 97.50 100 100

Social interaction 87.64 21.92 20.00 80.00 100 100 100
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The correlation matrix, involving the scores for each dimension 
of social support and the numerical variables, is shown in Table 4. 
This table shows statistically significant negative correlations 
between maternal age and the dimensions of information and 
emotional social support.

DISCUSSION
According to the results presented, social support proved 

to be satisfactory for the material, affective and positive social 
interaction dimensions. Satisfaction with material and affective 
support corroborates a qualitative study conducted in the inland 
of the state of Rio Grande do Sul. In this study, the mothers of 
children with cerebral palsy mentioned the strengthening of 
family emotional support as well as friends and neighbors due 
to the child’s condition. They also stressed that family members 
and friends help care for younger siblings and, in some cases, 
help financially.16

Also with regard to material support, according to an international 
study conducted in China with caregivers of children with physical 
disabilities, material support is beneficial and is associated with 
a lower level of psychological distress among the caregivers.17 
For the authors, when family members are available to help with 
household chores, caregivers can dedicate themselves specifically 
to the responsibilities related to child care.17

In the present study, the positive social interaction dimension 
had satisfactory scores, a result that differs from the literature. 
According to a “scoping review” that analyzed studies on the social 
support of primary caregivers of children with some congenital 
disability, social isolation is common due to the care demands 
as well as the social stigma around the disability.10 In the same 
direction, a recent study that described the family dynamics and 

social support network of families of children with special needs 
for multiple, complex and continuous care in the inland of the state 
of Paraná, emphasized in its results that the physical condition 
of the children limits social interaction, especially due to the lack 
of accessibility and the need to take with them appliances and 
many objects necessary to provide care to the child.6

The dimensions of emotional and information support showed 
unsatisfactory scores, a result similar to that found in a research 
study carried out with 100 caregivers of children with cerebral 
palsy who also adopted the MOS-SSS instrument. According 
to this study, the information and emotional dimensions had the 
lowest scores (76 in both).18

The issue of social support related to information is commonly 
addressed in the literature, especially with regard to the role of 
Nursing in providing information, clarifying doubts and offering 
permanent support to the families of CRIANES.4,5,11,12 In this 
sense, nurses are seen as educators both in the hospital and 
in primary care4 and have the potential to become sources of 
social support, as they promote comprehensive and resolute care 
through informative, instrumental and emotional assistance.12 
However, the discontent of family members of children who need 
continuous and complex care is still common, complaining that 
they have not been adequately prepared to perform care after 
discharge.19

Regarding emotional support, it can be made available by 
people who experience similar situations, as they exchange 
experiences and share information.6 A Chinese study already 
contextualized reinforces the importance of emotional support that 
emerges from the relationships between people who have similar 
experiences. According to the authors, this feeling of connection 
generally minimizes the loneliness associated with care.17

In the present study, the mean family income was 1,894 reais 
and most of the mothers did not perform any paid work. Furthermore, 
the statistical tests did not identify a significant relationship 
between the dimensions of social support and the family income 
and occupation variables. However, financial difficulties can 
negatively impact on the social participation and leisure activities 
of the families.20 In the same direction, according to a research 
study that described the extent of financial and social difficulties 
experienced by families of children with medical complexities, most 
of them indicated that they have or have had financial difficulties; 
in addition, they were more likely to report an expectation of little 
or no help from family members and friends.21

According to the results of the present study, maternal age 
showed a statistically significant negative correlation with the 
dimensions of information and emotional social support, that is, 
young mothers (younger age) perceived greater availability of 
people to talk to, vent and trust (emotional support) as well as 
greater availability of people to support with guidelines, advice 
and opinions (information support). This result is in line with the 
study carried out in New Zealand with 585 parents of children 
with autism spectrum disorders, a subgroup of CRIANES.22 In this 
study, the age of the parents was also negatively correlated with 
the social support perceived, and the hypothesis elaborated by 

Table 4. Spearman’s correlation between the scores of each 
dimension of social support and the numerical variables of 
characterization of the mothers (n=36). Ribeirão Preto- SP, 
Brazil, 2019.

Variables Age
Family 
income

Residents in 
the house

Material r= 0.10349 -0.01408 -0.09307

p= 0.5481 0.9350 0.5893

Affective r= -0.29323 -0.13114 -0.19198

p= 0.0826 0.4458 0.2620

Emotional r= -0.34319 0.13965 -0.13538

p= 0.0404 0.4458 0.4311

Information r= -0.42883 0.17117 -0.11842

p= 0.0091 0.3182 0.4915

Social 
interaction

r= -0.03064 0.16215 -0.27018

p= 0.8592 0.3447 0.1110
r = Spearman’s correlation coefficient; p = p value.
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the authors to explain such correlation was as follows: the parents’ 
adaptive coping skills tend to increase over time, which can justify 
the lower availability of people because they understand that 
the parents do not need so much support as in the beginning.22

In the same perspective, a study that applied the MOS-SSS 
instrument to 75 mothers of children born prematurely, suggests 
that greater availability of social support can be due to the age and 
marital status of the mothers participating in their study, who were 
mostly young and with a partner. According to the researchers, 
modifications and losses of network components are common 
and, therefore, of the social support available over time.23

CONCLUSION AND IMPLICATIONS FOR THE 
PRACTICE

It is concluded that the results presented met the proposed 
objectives and answered the research questions. Social 
support was satisfactory in three of the five dimensions, namely: 
affective, material and social interaction support. The emotional 
and information dimensions obtained unsatisfactory scores, 
below 80. Among the variables referring to the social and family 
context, only the mothers’ age showed a significant correlation 
with social support.

Regarding the implications for the practice, the findings of the 
present research have the potential to direct specific intervention 
strategies with families of children who need continuous and 
complex care in order to strengthen social support, especially 
the emotional and information dimensions. In addition, it is 
recommended that Nursing acts assertively in monitoring these 
children and their families, seeking to support them emotionally, 
as well as providing them with precise and relevant guidelines 
for each situation.

With regard to the limitations of the study, the small 
number of participating mothers is pointed out, which hinders 
the generalization of the results, as well as the cross-sectional 
design. It is important to develop new research studies with an 
increase in the number of participating mothers as well as with 
a longitudinal design.
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