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ORIGINAL ARTICLE
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ABSTRACT

Objective. To explore the perceived benefits of participating in a support group of caregivers of chil-
dren with multiple disabilities. Materials and methods. A qualitative study with a focused ethnogra-
phic approach was conducted from October 2022 to February 2023, in which we applied convenience
sampling. We included 20 caregivers of children with multiple disabilities. Information was collected
through participant observation, focus groups, and semi-structured interviews. Thematic analysis was
performed by applying Braun and ClarK’s proposals. Results. The emerging themes were: social support
network: integrating, informing, and helping each other; learning space: learning to take care and to take
care of oneself; promoting empowerment: identifying and facing access barriers. Conclusions. We found
that the support group functions as a social support network provides information, reduces uncertainty,
and facilitates coping and resilience after the birth and upbringing of a child with multiple disabilities. It
is a space where one learns to care for and take care of oneself and where empowerment for the defense
of the rights of children with disabilities is promoted.

Keywords: Self-Help Group; Disabled Children; Social Support; Community Nursing; Qualitative Re-
search (source: MeSH NLM).

INTRODUCTION

The probability of a child having a disability before reaching the age of five is ten times greater
than the probability of dying @. Children with multiple disabilities exhibit various expressions
of impairment, always associated with motor and intellectual deterioration, placing them in a
position of high dependency ®. Childhood disability poses a significant challenge globally @,
recognized as a public health and social issue, with repercussions on the quality of life for
millions of children and their caregivers ®. Worldwide, a considerable number of children are
estimated to face some form of disability, impacting their ability to fully engage in society and
access appropriate educational, health, and social opportunities ©.

In Latin America, including Colombia, the situation of childhood disability presents spe-
cific challenges. While there have been advancements in terms of legislation and inclusion
policies, many families struggle to access adequate health and education services for their
children with disabilities. Moreover, discrimination and social stigma remain significant ba-
rriers affecting the daily lives of these children and their caregivers . In Colombia, Huila is
among the departments with the highest proportion of people with disabilities, with children

representing 8% of this population ©.
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Children with disabilities are disadvantaged in most mea-
sures of child well-being, have limited access to health and re-
habilitation services in low- and middle-income countries ©,
and there is a shortage of trained healthcare professionals to
cater to them ®. In fact, in our country, despite having a Public
Policy on Disability and Social Inclusion @, there are persistent
difficulties in accessing basic education, health, and social pro-
tection services for these children, exacerbated in recent years
due to the COVID-19 pandemic 1.

The family has a crucial role in ensuring the development
of children with disabilities “" but faces various psychological,
social, and economic pressures ‘2 that increase if the child has
multiple disabilities *. The psychological impact is greater on
women, who must deal with separations or divorces, take on
the exclusive role of caregivers, and endure social stigma %
they feel inferior, insecure, and stressed due to economic dif-
ficulties !¥; they exhibit clinically significant depressive symp-
toms "9 and sleep disorders "7; feelings of guilt, loss of oppor-
tunities, maternal sacrifice, worry about the future, and lack of
socioeconomic support are common %),

Support groups (SGs) are an alternative social support
network; they promote understanding of the situation and
caregiving skills, reduce social stigma and isolation ™V, pro-
vide information, and emotional and relational support for
women with children with disabilities ¥, promote resil-
ience, family coping, health, and well-being of caregivers @°.
Recently, they have been considered in our country as part
of the empowerment component of the Community-Based
Rehabilitation (CBR) Strategy for the social inclusion of
people with disabilities V. Despite these benefits, evidence
indicates that parents of children with disabilities have re-
stricted support networks or lack them, compared to parents
of children without disabilities, thus various research studies
urge healthcare professionals towards the need to support or
implement such strategies 2.

Additionally, there is a shortage of research specifically
focused on the perceived benefits of SGs for caregivers of
children with multiple disabilities in Latin America, includ-
ing Colombia. Although studies are exploring the impact of
SGs on caregivers of children with disabilities in general, a
detailed understanding of how these groups specifically ben-
efit those caring for children with multiple disabilities in de-
veloping countries like Colombia. Given the above and the

establishment of an SG for caregivers of children with mul-
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KEY MESSAGES

Motivation for the study. Filling a knowledge gap regarding
support groups for caregivers of children with multiple

disabilities.

Main findings. Support groups are valuable spaces for social
support and learning for caregivers of children with multiple
disabilities. They facilitate resilience and coping strategies
following the birth of a child with multiple disabilities. They
promote the participation and empowerment of caregivers of
children with multiple disabilities to address access barriers

and advocate for the fundamental rights of children.

Implications. It is important to promote and support support

groups for caregivers of children with multiple disabilities.

tiple disabilities in southern Colombia, which has remained
active for six years and has evolved to be recognized at the
municipal and even departmental level, an ethnographic
qualitative study was conducted to explore the perceived
benefits of participating in a support group for caregivers
of children with multiple disabilities, aiming to understand
how these dynamics influence their caregiving experience

and well-being.

MATERIALS AND METHODS

Study Design

Focused ethnography study, a contemporary design focused
on the small elements of society and the lives of individuals
who are “socially and culturally fragmented and differentia-
ted”; centered on studying the shared experiences of a more
limited and predetermined phenomenon within small social
groups to understand specific social issues, the interrela-
tionship among individuals, and the social context in which
participants live and share their perspectives on social events
and issues .

The information was collected from October 2022 to Fe-
bruary 2023 in southern Colombia, with a support group of
caregivers of children with Multiple Disabilities who are part
of a support network called “Disability Huila” The first step
in the research was to establish contact with the network lea-

der, who acted as the gatekeeper 9.
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Research Team

The research team consisted of three investigators with expe-
rience in studies using qualitative designs. The investigators
were affiliated as faculty members of Universidad Surcolom-

biana at the time of the study.

Context

The “Disability Huila” support group has been a vital initia-
tive in the region for six years. It emerged in response to the
growing need for support and guidance for caregivers facing
the unique challenges associated with raising children with
multiple disabilities in the local context. It was founded in
2018 by a small number of caregivers seeking to share ex-
periences, and resources and provide mutual support. The
support group has experienced significant growth in both
size and recognition, expanding from an informal group to a
well-established and recognized support network at the mu-
nicipal and even departmental levels.

Currently, the support group is comprised of approximate-
ly 30 dedicated and active caregivers who play a vital role in the
community of caregivers of children with disabilities in the Huila
region. It has had a significant impact on the local community by
improving the quality of life of its members and raising awareness
among governmental authorities about the needs and challenges

faced by families of children with disabilities in the region.

Participant selection

Convenience sampling was conducted @, involving 20 care-
givers of children under 9 years old with multiple disabilities,
who met the criteria of being over 18 years old, having been
members of the support group for a minimum of four years,
and voluntarily agreeing to participate in the study. There

were no individuals who refused to participate in the study.

Data Collection

To characterize the participants a form was used. The re-
searchers interacted with the participants’ environment to
observe their activities in their natural context. Additio-
nally, they were invited to a university classroom to form
two focus groups, each consisting of 10 caregivers, with an
approximate duration of 90 minutes. The purpose was to
conduct an initial immersion and exploration of collective
viewpoints on the topic and to define, in conjunction with a

literature review, the themes for the semi-structured inter-
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views. Subsequently, twenty semi-structured interviews and
participant observation ®® were conducted at the support
group’s meeting place by the researchers experienced in the
defined methodology’s data collection techniques. No repea-
ted interviews were conducted.

Before obtaining the information, participants were
briefed on the methodology, and their consent was sought
to participate in the study and record the audio of the in-
terviews. The following was the guiding question: “What
are your opinions on the functionality of the support group,
your experience in the group, and the perceived benefits?”
From this question, discussion, and discourse construction
were generated by the group on the topic of “benefits of be-
longing to a support group.”

In addition to analyzing the information obtained from
each focus group, participants were individually interviewed
to further explore and delve deeper into specific emerging
topics of interest. This served as an alternative data trian-
gulation method, contributing to richer, broader, and more
in-depth information, ultimately enhancing the credibility
of the results. Interviews were conducted until data satu-
ration was reached, indicating no new significant findings
were emerging. All focus group discussions and interviews
were audio-recorded and transcribed in full within 48 hours.
As described, the transcribed interviews were returned to
the participants for their review and approval.

Participant observation ®® was conducted gradually by
the lead researcher. Initially, the researcher observed from a
certain distance, but as the process progressed, she integra-
ted more closely into the activities. Detailed observations of
verbal and non-verbal interactions were made and recorded
in a field journal immediately after each observation session.
Outside the study area, these observations were described
descriptively, avoiding subjective interpretations, and main-

taining a balance between immersion and objectivity.

Data Analysis
Data analysis was conducted simultaneously with data collec-
tion, following the principles of ethnography. Observations
made of the participants allowed for the identification of patter-
ns, which were recorded in an Excel template and subsequently
compared with the analysis derived from the interviews.

Once conducted, the interviews were transcribed by two

research assistants and provided to the participants to share
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the preliminary findings and improve the quality and validi-
ty of the research. Independently, the three researchers con-
ducted initial coding after reading the transcriptions multiple
times. Subsequently, the codes were compared, merged, and
discussed to reach a consensus, resolving any disagreements
after several rounds of analysis. As codes were grouped, three
themes and six sub-themes emerged, following the framework
proposed by Braun and Clarke for thematic analysis ®”. Once
the results were developed, they were presented to the partici-

pants for review, and they were accepted without suggestions.

Ethical Aspects

The study received approval from the ethics committee of
Universidad Surcolombiana according to minutes 002 of
May 17, 2022. Data confidentiality was ensured through the
anonymization of the transcriptions and the assignment of a

code to identify the participants.
RESULTS

Twenty caregivers of children with multiple disabilities par-
ticipated, and Table 1 presents their characterization. The fo-
llowing themes emerged from the analysis: a) Social support
network: integration, information sharing, and mutual as-
sistance; b) Learning space: learning to care for oneself and
others; ¢) Empowerment promotion: identifying and ad-

dressing access barriers (Table 2).

a) Social support network: integrating,
informing, and assisting each other.
The support group spontaneously emerged from successi-
ve encounters with six individuals who were individually
experiencing the same crises, situations, and uncertainties
related to caring for their children. They shared the same
fears, stress, and suffering, so they decided to come together
to share information and support each other.

They identified with each other because they shared the
same discrimination and stigmatization due to their chil-
dren’s condition, which to the eyes of “others” were not “nor-
mal”. They felt that their lives had changed, so as mothers
with “different” children, they decided to encourage other
people in similar situations to join or form other groups that
now function as a network identified as “Disability Huila”

They firmly believe that unity is strength and that together

https://doi.org/10.17843/rpmesp.2024.411.13218

Table 1. Sociodemographic characterization of caregivers of children with
multiple disabilities.

N=20 %

Age

25-29 9 45.0

30-34 5 25.0

35-39 2 10.0

40-44 2 10.0

Over 45 years old 2 10.0
Educational level

Primary school 6 30.0

Basic Secondary 8 40.0

High School Education 4 20.0

Technologist 2 10.0
Marital status

Single 3 15.0

Married 4 20.0

Common-law marriage 3 15.0

Separated 10 50.0
Socioeconomic level

Low 19 95.0

Medium 1 5.0
Occupation

Unemployed 16 80.0

Self-employed 4 20.0

they can be more visible to the society that discriminates
against them.

Participating in the support group has allowed them to
stay informed, understand, and clarify medical information
and administrative procedures. This information has helped
reduce worry, fear, anxiety, and distress about their children’s
condition and the complexity of the healthcare system. In
the support group, they receive firsthand information about
social and economic support programs for their families be-
cause the group is recognized at the municipal level.

The women feel they are no longer alone; they have found
others who are experiencing similar situations. Their peers are
an important source of support for the multiple needs they face.
They communicate continuously through a WhatsApp group
where they can freely express their fears and anxieties, seek
guidance on practical aspects of caregiving, and offer and recei-
ve help as needed. For some caregivers, the group is their only
source of support due to forced displacement from rural to urban

areas to access healthcare services for their children.
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Table 2. Themes and testimonies from interviews and focus groups

Themes

Testimonial

Social support network: integrating,
informing, and mutually helping each
other

“That’s how the group was born, in that going back and forth alone, from here to there, the need arose to
come together and form a group to share information and help each other” (Mireya)

“When I joined, the first thing I thought was: this is where I should be, these moms have children like my
daughter, here they won't look at my daughter like a freak” (Paola)

“(...) we had to come together, together we are stronger (...)” (Virginia)

“We are organized into groups according to the type of disability our children have, we are the caregivers of
children with multiple disabilities” (Mireya)

“The group has helped us a lot to get informed (...) we have learned to understand how services work, how
to claim treatments” (Maruja)

“I try not to miss the meetings, because here they inform us about government programs and if you don’t
participate, you don’t find out anything” (Pepa)

“We are not alone, we connect and keep each other informed all the time through WhatsApp, if I need any
kind of help, if I can find a medication, if they opened appointments, if they know a certain doctor (...), if
they can accompany or help me with the child” (Camila)

“I don’t have my family... dad, mom, siblings here in Neiva..., we left everything (...), I only have, let’s say,
this group, here I have had a lot of support for everything related to my daughter” (Andrea)

Learning space: learning to care for
oneself and others

“Here I have understood more about my daughter’ situation, her growth is slower, and I no longer compare
her to other children, now I see that she eats well, holds her head, sits, and crawls on the floor and that
motivates me, that has served me a lot” (Virginia)

“I feel like I'm where I belong here, other children may be in the same or worse situation than my son, they
all have their process and I have learned to handle it” (Inés)

“My daughter was not eating, I had to give her a gastrostomy (...), but I found another mom in the same
situation and you learn from that other person, how she does it, what she prepares for her and my daughter
has improved a lot, she doesn’t get sick anymore” (Pepa)

“I have met mothers of children who also have seizures, I have learned more (...), for example, how to
prevent choking on secretions, I feel more confident now” (Cielo)

“Now I understand more my role as a caregiver, the group has helped me control myself more, that anger
and frustration I held (...), also the psychologist who supports us, but here you get distracted and learn both
the good and the bad that one has and how to improve it” (Inés)

“I look forward to the day of the meeting to forget about everything, I unload completely, then I come home
calmer and stronger” (Luna)

Promotes empowerment: identifying
and confronting barriers to access

“I have benefited a lot from the talks with the psychologists and the workshops that have been held (...), I
keep demanding, but I don’t lose control, I insist and with information in hand, I assert my rights” (Inés)

“Having a child with a disability has also been an opportunity for us women to get to know ourselves and
see what we are capable of” (Angela)

“We have had to take control, inform ourselves about the regulations” (Lina)

“Now I know that there is an ombudsman, the personeria, or the ombudsman’s office where we can claim
the rights that children have” (Perla)

“I started with the ombudsman (...), they told me well, that we had to form a watchdog group, we got
involved in the watchdog group (...), we learned a little more about the health sector, we did a very
interesting job with the ombudsman (...)” (Mireya)

“We have also been in the disability committee, in short, to fight for our rights we have participated in
everything” (Inés)

“As ‘Discapacidad Huila’ we are networked with Redescol and we participated in the signing of the pact for
inclusion” (Mireya)

58 |
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b) Learning space: learning to care for oneself
and others.

The support group has helped them understand and accept
their children’s health condition and assume their care with
greater tranquility. They have learned to act in different ca-
regiving situations, to face the challenges of treatment, and
to focus more on valuing their children’s achievements and
abilities rather than their disabilities.

They mention that they were not prepared to take on
the parenting of their children; collectively, they have been
able to learn and/or improve their caregiving skills, resolve
doubts regarding technical information provided by health-
care personnel, initially difficult to understand, but clarified
by their peers based on experience. With the training provi-
ded by nurses, psychologists, and social workers, they have
managed to resolve doubts and learned techniques and pro-
cedures they were unfamiliar with. Now they feel greater se-
curity and confidence and consider that they have achieved
better caregiving outcomes and well-being for their children.

They have learned to take care of themselves. They are
more aware of their role as caregivers, their strengths and
weaknesses, and how to enhance their self-care abilities.
In the support group meetings, they can rest, reduce their
stress, and alleviate the burden of caregiving. For some wo-

men, this is the only leisure or recreational space they have.

c) Promotes empowerment: identifying and
addressing access barriers

The support group has facilitated a process of reflection
and self-awareness through workshops led by support pro-
fessionals, where strengths and weaknesses have been iden-
tified at both individual and group levels, and the leadership
and empowerment of caregivers have been promoted. In this
process, they decided to educate themselves about the regu-
lations that protect their rights and the available tools to take
control and confront the access barriers they encounter.

Based on the tools learned, they have supported each other
and made requests, complaints, and/or claims to health, educa-
tion, and governmental institutions responsible for monitoring
and controlling services for their children. The application of
these tools has benefited them individually and collectively.

Thanks to their participation and development of leader-
ship skills in the group, they have had the opportunity to

serve as monitors of health programs, engage in social con-
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trol spaces, and support the Municipal Health Department
in the preparation of the Registry for the Localization and
Characterization of Persons with Disabilities (RLCPD).

The support group is part of the departmental network
of “Disability Huila” and the National Network of networks
of people with disabilities for Colombia - Redescol, which in
June 2022 signed a National Pact for the Inclusion of people
with disabilities, their families, and family caregivers, thus ini-
tiating a process of social pressure to fight for the well-being
and quality of life of caregivers. In January 2022, they parti-
cipated in the first meeting of caregivers CICI (International

Collective of Comprehensive Caregivers).

DISCUSSION

Qualitatively, the perceived benefits of a support group con-
sisting of 20 women caregivers of children with multiple
disabilities are explored. Its members have a strong sense of
belonging, strong bonds of friendship, diversity of roles, and
function integrated into a network that they originated and
call “Disability Huila”, recognized for its commitment to ini-
tiatives in favor of the population with disabilities.

They perceive themselves as a social support network since
they are the main source of information they have to reduce the
uncertainty generated by the complexity of the healthcare system
where they attend to their children. Other studies have pointed
out how support groups offer valuable information to parents of
children with rare diseases and decrease their uncertainty after
navigating through complicated healthcare systems ®*. Additio-
nally, they provide practical information about caregiving and
how to navigate and confront organizational challenges, beco-
ming a complementary support to healthcare services ®.

The support group facilitates coping and resilience fo-
llowing the birth and upbringing of a child with multiple disa-
bilities, a similar outcome to that reported in a meta-analy-
sis where a positive and significant association was found
between resilience and social support in family caregivers of
children with autism ©?. During critical moments, responsibi-
lities associated with the care of their children and themselves
are shared, with solidarity and mutual assistance coexisting,
as seen in caregivers of children with complex needs ©". Pla-
tforms such as WhatsApp allow them to stay informed, and
request and offer assistance, as documented in support groups

for caregivers of children with neurodisabilities ®?.


https://doi.org/10.17843/rpmesp.2024.411.13218

REV PERU MED EXP SALUD PUBLICA. 2024;41(1):54-61.

Social support groups for women

This space allows for collective learning, encouraging a
different approach to parenting that values children’s achieve-
ments over their disabilities. Here, mothers can resolve prac-
tical concerns and gain greater confidence in caring for their
children. Evidence shows that support groups led by expe-
rienced mothers of children with Congenital Zika Syndrome
disabilities provide a beneficial and well-received approach.
These groups promote sharing, learning, mutual support,
and encouragement ©. They fill information gaps that health
services may leave for caregivers of people with Parkinson’s
disease ¥, facilitate the exchange of personal experiences
among mothers of autistic children ®, and equip mothers of
children with multiple disabilities due to congenital Zika syn-
drome to manage common health problems ).

The support group promotes caregivers’ interest in self-care,
encourages learning about self-care, and improves their physical
and psychological well-being, as evidenced in support groups for
caregivers of children with developmental disabilities ¢°.

Similarly, they contribute to disconnecting and reducing
the caregiving burden, as noted in support groups for children
with intellectual disabilities ®”. The high degree of participation
and social cohesion achieved in the group has also contributed
to the mental health of its members, supporting findings from
studies that have found that the well-being of caregivers of chil-
dren with developmental disabilities tends to be higher when
there are high levels of integration or social support .

Clearly, they promote the empowerment of caregivers to
identify and address access barriers through a process of reflec-
tion, awareness, self-discovery, and learning guided by support
professionals; this has allowed them to take control of imposed
barriers and set precedents that benefit the group as a whole.
These benefits have also been associated with the implemen-
tation of community-based inclusive development strategies
for caregivers of children with learning and developmental dis-
abilities, confirming that there is an association between par-
ticipation in self-help groups and increased personal agency or

empowerment in caregivers of children with disabilities ©¥.
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