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Abstract: Children born with a specific disability require primary caregivers who are trained to care for and
enhance their abilities. The present study is a bibliometric analysis of the publications of psychological
interventions with a randomized controlled trial (RCT) that have been carried out in parents of children with
disabilities in the period from 1980 to 2019. As part of the search strategy, we used the Cochrane Library, Pubmed
and Elsevier databases, performing different combinations with the keywords "children with disabilities", “parents"”,
"intervention" and "randomized controlled trial”. The results obtained reflect that 2015 was the year with the
highest scientific activity in this field, with Research in Developmental Disabilities being the most prominent and
the Cochrane Library database concentrating the largest number of articles. In addition, research has been
conducted in Anglo-Saxon countries such as Canada and the United States, with an inclination towards writing
articles individually and focused on disabilities such as Down Syndrome and Autism Spectrum Disorder. Regarding
the characteristics of these interventions, it can be summarized that their format is group with a duration of
approximately 2 hours per session, with the cognitive-behavioral approach and the behavioral control techniques
being the most outstanding. Finally, the variable that has been more worked on is effective communication and the
most widely used statistical test to measure the effects of interventionsis MANOVA.
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Resumen:

Los nifios que nacen con una discapacidad especifica, precisan de cuidadores primarios capacitados en atender y
potencializar sus habilidades. El presente estudio es un andlisis bibliométrico de las publicaciones de intervenciones
psicolégicas con ensayo controlado aleatorio (ECA) que se han realizado en padres de nifios con discapacidad en el
periodo de 1980 a 2019. Como parte de la estrategia de bisqueda, se hizo uso de las bases de datos Cochrane
Library, Pubmed y Elsevier, realizando diferentes combinaciones con las palabras clave “nifios con discapacidad”,
“padres”, “intervencion” y “ensayo controlado aleatorio”. Los resultados obtenidos reflejan que el 2015 fue el afio
con mayor actividad cientifica en este campo, siendo la revista Research in Developmental Disabilities la que mas
destaca y la base de datos Cochrane Library la que concentra el mayor nimero de articulos. Ademas, las
investigaciones se han realizado en paises anglosajones como Canadd y Estados Unidos, con una inclinacién hacia
la elaboracion de articulos de manera individual y centrados en discapacidades como el Sindrome de Down vy el el
trastorno del espectro autista. En cuanto a las caracteristicas de estas intervenciones, se puede resumir que su
formato es grupal con una duracién aproximada de 2 horas por sesion, siendo el enfoque cognitivo-conductual y las
técnicas de control conductual las que mas destacan. Finalmente, la variable que mas se ha trabajado es la
comunicacion efectiva y la prueba estadistica méas utilizada para medir los efectos de las intervenciones es el

MANOVA.
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INTRODUCTION

Disability as an object of study initially focused on knowing
its causes and types, in addition to the peculiarities of each
condition. From the psychological perspective, the experience
of each subject as well as the factors aimed at achieving
autonomy, the capacity for self-determination, incorporation
into the workforce or, externally, the organization of resources
and social services for integration and inclusion, defined for
decades the direction to follow in this field of study (Espino &
Martin, 2014). Following the observations of this line of
research, the influence of social support began to be glimpsed,
specifically the role of the family nucleus in determining the
capacity of psychoemotional, cognitive, and developmental
skills, as well as the social and personal development of
individuals, regardless of the condition, type or severity of the
disability and the effect of any protective or risk factors
present (Sanchez-Teruel & Robles-Bello, 2015); It is then
when a growing interest emerges to study the behavior of
families living with disabilities in some of its members
(Salazar-Farfan, 2017; Soriano & Pons, 2013). Since the
family is the entity that provides the care and support of each
person, it fulfills vital functions such as satisfying basic
survival needs during the first years of life. Parents, or primary
caregivers, in addition to providing the context of the
organization and initial development of cognitive, affective,
motivational and volitional processes, they also build the
values, qualities and character traits of each individual during
childhood, as well as adolescence, which ultimately determine
their capacities for adulthood (Espino & Martin, 2014; Martin-
Cala & Tamayo-Megret, 2013).

It follows that various authors focused their study analysis on
knowing the psycho-emotional phenomena associated with the
parents of children with disabilities, (Salazar-Farfan, 2017;
Morales, 2016; De Maria, 2015) the presence of initial grief,
stress, anxiety, depression, isolation, shame, anger and guilt,
these, in turn, impact the caregiver's initial bond with the
disabled child (Duman, Gokten, Duman, Duman, & Cevik,
2018; Fathizadeh, Takfallah, Badrali, Shiran, Savabi, &
Akhavan, 2012; Soriano & Calatayud, 2013; Segui, Ortiz, &
De Diego, 2008). The presence of these factors modifies the
parenting style, many times with a tendency to overprotection,
making it more difficult to promote the independence of the
minor (Morales, 2016). The well-being of the family and,
especially, the quality of life of the infant, will largely depend
on the type of coping and psychosocial tools of the caregivers
to stimulate the abilities of the infant despite the specific
limitations of each disability (Espino & Martin, 2014; Soriano
& Pons, 2013; De Maria, 2015). Although it has been
observed that each caregiver responds differently to the
situation of having a child with a disability, levels of parental
stress are always more significant than those reported in
parents of children without any abnormal condition (De Maria,
2015; Segui, Ortiz, & De Diego, 2008). It has been observed

that parents who are less receptive to the emotional needs of
their children, as well as those who tend to use avoidant
coping behaviors and focus only on the emotional discharge,
report higher levels of depression, anxiety and overload,
coupled with a lower quality of life (Segui, Ortiz, & De Diego,
2008; Surig, 2014), that in turn, negatively impact on the
cognitive and psychosocial abilities of their children (Bei,
2015; Suria, 2014).

On the other hand, studies focused on the analysis of resilient
factors report a greater degree of adaptability and
independence in children whose parents have greater social
skills, problem-focused coping behaviors, predominance of
democratic parenting style, existence of flexible thinking
about parenting and about the disability of their child,
perception of stable social support networks, high self-
efficacy, better stress management, among other such factors.
Their children usually report a better development of
cognitive, psycho-emotional and social skills, despite the type
of disability they have (De Maria, 2015; Bei, 2015; Mahoney
& Perales, 2012).

Thanks to the contributions of these studies, the importance of
developing interventions, dedicated to adaptation skills and
social, affective, and behavioral development of children with
disabilities through the training of primary caregivers,
becomes evident (Salazar-Farfan, 2017; Morales, 2016; De
Maria, 2015; Segui, Ortiz, & De Diego, 2008). However,
despite their relevance, research papers dedicated to
determining the effectiveness of interventions for this
phenomenon are still limited. This may be due to the relatively
low prevalence of certain conditions of childhood disability,
compared to the number of cases reported in adults (World
Health Organization, 2011), without forgetting that these are
populations with very specific characteristics, which make
them less accessible, plus the complexity of the disability and
its comorbidities further limit our capacity to study the
patients.

Despite these conditions, evidence-based practice (EBP) is a
resource that allows researchers to develop effective
interventions based on the scientific method. EBP, being a
methodological model, has a series of procedures that allow
legitimizing treatments and techniques that report sufficient
empirical evidence of good quality to support its results and
can combine the professional's clinical practice (clinical
judgment) with the best evidence obtained from a systematic
research (Moran, 2011). Within the experimental research
designs that follow EBP guidelines, randomized controlled
trials (RCT) use a parallel design study with two groups,
consisting of the selection of a sample of patients and their
random assignment to one of the two groups. One of them
receives the study intervention and the other the control
intervention used as a reference or comparison. Both groups
are followed concurrently during a given period, quantifying
and comparing the responses observed in both (Ledesma &
Gutiérrez, 2013) (see Figure 1).
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Figure 1.Design of a randomized controlled trial (RCT).

Own elaboration.

This type of design allows a planned experiment to be carried
out in which, prospectively, two or more preventive, curative
or rehabilitative interventions are compared, patients are
assigned individually and randomly to a specific group, in
order to study the efficacy and/or safety of said interventions
in the population to be studied. Subject selection, treatment
and follow-up periods take place simultaneously in all groups
(intervention groups and control group) (Ledesma &
Gutiérrez, 2013).

This analysis promotes the collection, interpretation and
integration of the evidence reported through the parameters of
EBP in interventions with an RCT design, in order to support
the development of an effective psychological professional
practice for parents of children with disabilities, therefore
serving as a theoretical support for future research dedicated to
interventions in this population.

METHOD

Design

The objective of this article was to carry out a comparative
analysis of scientific papers published from 1980 to 2019, of
intervention programs designed for parents of children with
disabilities (motor, sensory, developmental and cognitive)
with an experimental design of a randomized clinical trial

(RCT).

Analysis Unit

For the development of this research, 9 scientific articles with
RCT on intervention programs designed for parents of
children with disabilities that were published between 1980
and 2019 in countries belonging to Europe, North America,
Asia, and Oceania were analyzed ((Baker & Brightman, 1984;
Bearss et al., 2015; Girolametto, 1988; Hirvikoski, 2019; Kim
& Mahoney, 2005; Overbeek, Sterkenburg, Kef, & Schuengel,
2015; Pelchat, Bisson, Ricard, Perreault, & Bouchard, 1989;
Sofronoff, Jahnel, & Sanders, 2011; Stuttard, Beresford,
Clarke, Beecham, Todd, & Bromley, 2014).

Procedure

The articles were searched in the following databases:
Cochrane Review Library, Research Gate, Elsevier, Pub Med,
PsyNet and Medline using the keywords “children with
disabilities”, "parents”, “intervention" and "randomized
controlled trial”. The studies were coded using the following
parameters: 1) year of publication, 2) number of authors, 3)
database, 4) RCT design, 5) country of origin, 6) type of
disability of the minors, 7) number of subjects, 8) duration of
intervention, 9) frequency of intervention, 10) components,
11) main results, 12) follow-up time, 13) pre-treatment
evaluation, 14) post-treatment evaluation, 15) instruments
used. In the second phase, the information from each of the
articles was collected in the database. Finally, in the third
phase, the information analysis was carried out considering the
variables that had been collected.

RESULTS

We found 9 articles meeting the inclusion criteria and
summarized them in the following descriptive tables. Table 1
shows a first publication in 1984, and two more in 1988 and
1999, followed by a 16-year hiatus until an isolated study in
2005, then a shorter 6-year hiatus followed by 5 more evenly
spaced studies, two of them in 2015 and the last published in
2019.
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Table 1
Published articles by year of publication.

z Frecuency Percentage (%0)
1984 1 11.1
1988 1 111
1989 1 111
2005 1 111
2011 1 111
2014 1 111
2015 2 22.2
2019 1 11.1

Table 2 shows the number of authors in each article. There
were 3 articles with one author, 2 with two authors, and one
each with 3, 4, 6 and 23 authors. The mean number of primary
caregivers participating in all studies was 62.7 patients,
ranging from 9 to 180. We observed a firm tendency for
greater number of subjects with a higher number of authors.

Table 2
Number of authors per article
Number of authors ~ n of articles Per?g/z\)tage

! 3 333
2 2 222
3 1 11.1
4 1 11.1
6 1 11.1
23 1 11.1

Table 3
Included journals
Journal SJR score/Country n.of
articles.
International Journal 1.56, Q1 1
of Nursing Studies United Kingdom
Journal of the
American Medical Ur?ié?i,SQt;tes 1
Association
Journal of Behavior
Therapy and 1.38,Q1 1
Experimental United Kingdom
Psychiatry
Journal of Speech,
Language, and 0.'84’ QL 1
. United States
Hearing Research
ClinicalTrials.gov United States 1
. 1.29,Q1
Trials United Kingdom 1
Research in
Developmental Unit%giigl dom 3
Disabilities g

According to the results in Table 4, the Cochrane Library has
the highest percentage (44.4%) of publications with
interventions for parents of children with disabilities collected
in their database.

Table 3 shows that the journal Research in Developmental
Disabilities, published three of the nine articles. One of the
articles and its results, was accessed in the webpage
ClinicalTrials.gov, which is a resource of the National Library
of Medicine (NLM). On the other hand, all the journals we
analyzed have the Scimago Journal Rank (SJR) indicator, an
impact factor that is supported by the information provided by
the Scopus database (Elsevier), and which considers the
prestige and thematic area of a journal to calculate the
determined value of the citations it has: the higher the SIR
score, the higher the publication's value. Furthermore, all the
journals included in the analysis are in quartile Q1, indicative
of journals located in an important position as compared to
other journals in the same area. The journal’s most frequent
country of origin was the United Kingdom, followed by the
United States.
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Table 4
Articles per database

Database n of articles Percentage (%0)
Cochrane Library 4 44.4
Elsevier 2 22.2
Pubmed 3 333

Note: ASD=Autistic spectrum disorder.

Most studies used group interventions of caregivers (66.6%),
two used individual interventions, and one reported mixed
sessions (Table 7). It is worth mentioning that the average
number of sessions recorded in the analysis is 8, with a
minimum of 2 sessions and a maximum of 13.

Table 7
Articles per type of intervention

Table 5 shows that North America (not including Mexico), has
the largest percentage of RCTs for caregivers of children with
disabilities, followed by Europe (33.3%) and one each from
South Korea and Australia.

Table 5
Articles per country
Country Frequency Percentage(%0)

Netherlands 1 111
Australia 1 111
Canada 2 222
South Korea 1 111
United States 2 22.2
United Kingdom 1 11.1
Sweden 1 111

Table 6 summarizes the frequency of disabilities studied.
Down’s syndrome and Autistic Spectrum Disorder (ASD) are
reported in 4 articles each, followed by blindness, intellectual
disability and cerebral palsy in 3 articles each. Visual
weakness is included in only one article.

Table 6
Articles per disability.

Type of disability n of articles
Blindness 3
Visual weakness 1
Intellectual disability 3
Cerebral palsy 3
Down’s Syndrome 4
ASD 4

Intervention format  Frequency Percentage (%0)
Individual 2 22.2
Group 6 66.6
Mixed 1 111

As observed in Table 8, the most frequent duration reported
for each session is two hours, with a prevalence of 66.6% of
the studies, followed by one and a half hours (22.2%). Only
one study (11.1%) reported sessions lasting three and a half
hours.

Table 8
Articles per duration of sessions

Duration in hours Frequency Percentage (%0)
15 2 22.2
2 6 66.6
35 1 11.1

The most frequent type of theoretical approach of the
intervention used was Cognitive-behavioral in 77.7% of the
studies (Table 9).

Table 9
Articles per theoretical approach of the interventions.
Theoretical
approach of the Frequency Percentage (%0)
interventions
Not specified 1 111
Psychoeducational 1 11.1
Cognitive-behavioral 7 777

therapy

Table 10 shows that the variable that has been studied the most
in parents of children with disabilities is affective
communication (5 articles report it), followed by parental
stress (3 articles), and disruptive behaviors of the child (3
articles). It is worth mentioning that despite the fact that this
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last variable is intrinsic to minors, it is worked on indirectly Table 11
through parents training. Other components that have been Articles per intervention technique
worked on are emotional distress, anxiety, marital support, . .
. . . . Technique n of articles
self-efficacy, language behaviors of the child, depression,
parenting styles, father-mother-child interaction, and .
sensibility, as shown in Table 10. Mindfulness !
Table 10 Skill training 2
Articles per worked variable Play therapy 4
Worked variable n of articles
Modeling 2
Emotional distress 1
. Psychoeducation 4
Anxiety 1 y ucatl
Marital support 1 Behavioral control techniques 5
Self-efficacy 1 Problem solving 2

Language behaviors of the . -
chilgu g Vi 1 Finally, Table 12 shows that the statistical test most frequently

used in this type of intervention is the Multivariate Analysis of

Disruptive behaviors of the Variance (MANOVA), since four articles report its use. They

: 4
child are followed by the Analysis of Covariance (ANCOVA),
Effective communication 5 Analysis of Variance (ANOVA) and random regression
model.
Depression 1
Table 12
Parenting styles 1 Articles per type of statistical analysis
Parental stress 4 Statistical test used N of articles
Father/r_nother-child 3 ANCOVA 9
interaction
Sensibility 1 ANOVA 2
MANOVA 4

Table 11 shows that the preferred intervention in this

population are behavioral control techniques (reported in 5 Random regression analysis 1
articles), followed by play therapy and psychoeducation (4
articles each). Other reported techniques are mindfulness,
skills training, modeling and problem solving.

18



Biannual Publication, Journal of Basic and Applied Psychology Research, Vol. 2, No. 3 (2020) 13-22

DISCUSSION

The eighties saw the first scientific publications using an RCT
design for studying interventions on parents of children with
disabilities, the article by Girolametto (1984) being the first.
Subsequently, there was an absence of scientific activity in the
1990s and early 2000s, until in 2005 a single article developed
in South Korea by Kim and Mahoney was published. Again, a
period of absence of publications happened until 2011. From
this moment on, greater constancy in the production of articles
is observed, being 2015 the year that stands out the most in
terms of the number of articles reported.

Regarding the number of authors who collaborate in the
writing of an article, most had either one or two authors, and
only one article reported 23 researchers, highlighting that
proportionally the sample size increased considerably
compared to the other studies. The advantages of being able to
capture a larger number of participants in such specific
populations are reflected, through the participation of various
researchers.

On the other hand, the journals that publish most of the
aforementioned articles use English language and are mostly
published in the United Kingdom (International Journal of
Nursing Studies, Journal of Behavior Therapy and
Experimental Psychiatry, Trials, Research in Developmental
Disabilities) and in the United States (Journal of the American
Medical Association and Journal of Speech, Language, and
Hearing Research). The journal Research in Developmental
Disabilities stands out with the publication of 3 of the articles.
Likewise, we found that all magazines have the SJR indicator
in the Q1 quartile, indicative of journals located in an
important position compared to other journals in the same
area. This is relevant, as it supports the data obtained through a
more rigorous and scientific methodology, resulting in
evidence-based research.

Regarding database, the largest number of articles was
obtained, from the Cochrane Library, with 4 reported
publications, followed by Pubmed with 3 and Elsevier with 2
articles. The first database specializes in the compilation of
studies by means of systematic reviews and meta-analysis of
different study phenomena, as well as the compilation of
publications from various scientific journals, which increases
the probability of finding a greater number of quality
publications.

The countries with the highest percentage of scientific
publications in our area of interest were the United States and
Canada, followed by countries from Europe, Asia and
Oceania. Despite the high prevalence of childhood disability
worldwide (World Health Organization, 2011), no RCT
studies in caregivers of children with disabilities were reported
from Spanish-speaking countries. In addition to this, it is
important to consider the differences in the social and health
context that many Latin American countries experience, which

may be influencing the advance or decline of research in this
and other fields.

The articles analyzed report a higher frequency of children
with developmental disabilities (e.g. Down’s Syndrome and
ASD), followed by sensory disabilities, in particular visual
disability (reported in 3 articles). For other conditions such as
deafness, the treatment of primary caregivers using RCT
design was not reported in any of the included studies. It is
worth mentioning that the comorbidity of some disabilities
with the presence of disorders or other conditions can make it
difficult to define the study population and the structure of the
intervention design.

Regarding the format of the interventions of the analyzed
studies, the majority reported working with caregivers in a
group modality. Two articles used individually applied
treatments and only one study reported addressing the sessions
in a mixed way. This may be due to the fact that working with
groups saves financial resources and time, in addition to
making it possible to cover a greater number of participants,
who can be provided with social support as part of the
dynamics that this modality implies. In addition to this, it is
worth mentioning that the highest prevalence, in terms of the
time of each session, was two hours, reported in six of the nine
studies analyzed although it is a similar time as the two studies
that reported sessions of one and a half hours. Only one study
reported a very different approach, with sessions lasting three
and a half hours.

Regardless of the time and presentation of the treatment, the
theoretical basis is the most important intervention feature
regarding results. The Cognitive Behavioral approach is part
of the design of most of the studies (reported in seven out of
nine). Its effectiveness is supported by a solid empirical base.
This model has managed to efficiently improve interventions
in clinical practice, with scientific evidence in diverse
populations with both general and specific characteristics.
Therefore, its use is consistent to define the treatment method
and increase the probability of effectively training caregivers
of children with disabilities.

The authors of each study mostly opted to intervene through
this approach, the variables to be modified differ according to
their relevance to the authors and the type of disability of the
minors. Components such as emotional distress, anxiety,
marital support, self-efficacy, language behaviors of the child,
depression, parenting styles, father/mother-child interaction
and sensibility were reported in the analyzed studies.
Likewise, affective communication stands out among the
predominant variables addressed, since it was measured in 5
articles, followed by parental stress reported in 3 articles.
Another reported variable, is the decrease in disruptive
behaviors of the child, reported in 3 articles. It is worth
mentioning that despite the fact that this last variable is
intrinsic to minors, as mentioned by authors such as Mahoney
and Perales (2012), work is done indirectly on them through
the training of caregivers.
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As part of the analysis of this study, we also investigated the
intervention techniques reported in the articles. Some
techniques that are reported are: mindfulness, skill training,
modeling and problem solving. However, there is a
predominance in the use of strategies of behavioral control that
aim to modulate the behavior of minors, reported in 5 articles.
They are followed by play therapy and psychoeducation
Finally, despite the possible limitations of generating studies
with representative samples in this type of context, it does not
detract from the possible findings that can be obtained as a
result of these investigations. Reported in 4 articles each.

A substantial piece of information that allows us to determine
the effectiveness of an intervention program lies in the choice
of statistical test to treat the data of the variables measured in
these studies. According to the analysis of the collected
research, the Multivariate Analysis of Variance (MANOVA),
mentioned in four articles, was used more frequently; followed
by Analysis of Covariance (ANCOVA), then Analysis of
Variance (ANOVA) and a random regression model.

It is worth mentioning that the results obtained in the
comparison of before and after, these studies report positive
changes, although in some of them a statistically significant
difference in the decrease or increase in the scores of some of
the variables studied was not reached.

Despite the evidence supported by research, it is risky to give
conclusive opinions about the extent of the effect of the
interventions on the lives of children or caregivers. Despite
this, the need to continue implementing this type of study is
notable, in particular in contexts such as those of Latin
American countries, where the sociodemographic and cultural
conditions do not resemble those reported in these studies.

To achieve this goal, it is important to continue generating
scientific studies, specially RCTs, that measure and report the
investigations belonging to this line of study.

CONCLUSIONS

Bibliometric studies allow us to observe the interest of
journals of scientific dissemination, as well as the production
of researchers on topics they consider relevant. It also allows
us to make a critical analysis of the current situation of an area
of knowledge to understand the details that the studies address.
and those which are being left out without enough attention.
According to the research carried out so far, we observe a need
to expand the state of the art on the phenomenon experienced
by families of people with disabilities, particularly of their
primary caregivers.

One of the factors to consider is the social and cultural context
where these families develop. Despite having studies done in
Europe and the United States, it remains important to know the
behavior of the reported variables in regions with a different
culture and different health systems, such as Latin America.
The scientific production of reports with this line of research

becomes substantial for improving the state of the art in the
study of disability and its psychosocial implications. In
particular, the implementation of intervention programs for
this type of population through evidence-based clinical
practice and the use of experimental research designs, allows
for greater empirical support of the results in order to generate
effective action paths that provide the best care. and
development for these vulnerable populations.

Simultaneously, the publication and dissemination of this type
of work contributes to raising awareness of the underserved
needs of this vulnerable population.

Finally, despite the possible limitations of generating studies
with representative samples in this type of context, it does not
detract from the possible findings that can be obtained as a
result of these investigations.
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