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ABSTRACT

Introduction: The diagnosis of a child’s disability significantly affects fa-
mily dynamics, especially for those responsible for caregiving, which is

most often the mothers. In this perspective, the new caregiving demand

can lead to overload, stress symptoms, and difficulty in interpersonal rela-
tionships. Furthermore, self-care is constantly neglected by this audience,
despite the fact that the quality of life of children is directly influenced

by the health of the family members who take on this role. Objective: To

report the experience of Medical, Physiotherapy, and Psychology students

participating in a university extension program aimed at caregivers of chil-
dren with disabilities, focusing on self-care. Experience Report: Ten mee-
tings were held with this audience at a nonprofit institution with the goal
of promoting self-care, as well as addressing other related topics. Final

Considerations: The caregiving role assumed by the family member may
lead to negative impacts on their physical and mental health. Therefore,
it is necessary to balance childcare, with self-care being fundamental

to promoting resilience and reducing caregiver stress. Intervention pro-
grams focused on self-care should be implemented, also considering the

improvement of care provided to children with disabilities.
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INTRODUCTION

Dreaming about your child begins before birth and in-
volves different emotional, social and contextual as-
pects. In this perspective, a child’s diagnosis of disa-
bility will significantly affect the entire family dynamic,
generating social, psychological, educational, finan-
cial and emotional challenges with the child’s care’.
In this context, mothers primarily bear the respon-
sibility for caring for children. From this perspective,
based on a study carried out with mothers of children
diagnosed with various disabilities, the main effects
of this context include increased levels of anxiety, de-
pression and, consequently, a reduction in the quality
of life of these mothers. The main factors for these ef-
fects are the fact that, accompanied by the diagnosis,
there is an increase in demand for continuous and
specific care, promoting overload on the family mem-
ber responsible for the care and the impact on their
occupational activities, social relationships and emo-
tional conditions?.

Therefore, while mothers or family caregivers in char-
ge invest in the child’s care, they neglect self-care, and
are consumed by the feeling that, by promoting some
activity for themselves, they would be taking away
the time allocated to their children’s needs®.

It is extremely necessary, especially in the context of
disability, to reflect on self-care, since the levels of de-
pression and esteem of these mothers are health-pro-
tective variables*. In parallel to this, the quality of life
of mothers is a factor that influences the upbringing
of their children, which emphasizes the importance of
interventions in this scenario®.

In this context, it is necessary to develop interven-
tions aimed at preventing and promoting the health
of caregivers, mostof whom are mothers of children
with disabilities, to improve the quality of life of the
family as a whole.

University extension provides an important dialogue
between the higher education institution and different
sectors of society, enabling the exchange of knowledge
and the promotion of institutional and social changes,
among other impacts®. Therefore, university extension
is an opportunity to develop these interventions.

This article aims to report the experience lived by
Medicine, Psychology and Physiotherapy students in
the “Take Care of Yourself” extension project perfor-
medin the first semester of 2023, in partnership with
a private higher education institution and a philan-
thropic institution from Belo Horizonte. The exten-
sion program aimed to support informal caregivers of
children with disabilities. It brought the theme of sel-
f-care, aiming to raise awareness and value the topic.

EXPERIENCE REPORT

The university tripod consists of teaching, research
and extension. Extension has the role of articulating
teaching and research with the community, transla-
ting university knowledge to society to democratize
learning processes and make research relevant to the
population”.

A private higher education institution located in Belo
Horizonte, Minas Gerais, has been developing the ex-
tension project “Take Care to Care” since 2021, which
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has its main goal the theme of self-care for informal
caregivers, who are, mostly mothers of children with
disabilities. During the months from March to July
2023, continuing the project, the actions were deve-
loped in a philanthropic institution located in the city
of Belo Horizonte.

The profile of caregivers at that institution is pre-
dominantly women with different age groups. The
entity serves approximately five thousand children
with various types of disabilities and is maintained
through the collaboration of people, companies and
civil society entities. The institution aims to promote
improvements in quality of life, ensure the physical
integrity of people with disabilities in terms of neu-
ropsychomotor rehabilitation, support and advise
their families.

Participation in the extension project took place
through an online selection process, where candida-
tes answer questions that would be evaluated blin-
dly by the project supervisor, such as; availability of
time, student interest, knowledge about extension
activities and their impact on the student’s academic
and personal development. Each answer was evalua-
ted and scored and the candidates who secured the
highest scores were approved.

The extracurricular extension project happens every
six months and each semester the Research and
Extension Sector of the Higher Education Institution
provides a new notice for the selection of acade-
mics to continue and be linked to the “Take Care of
Yourself” project.

The respective extension project covers students
from undergraduate courses in physiotherapy, medi-
cine, nursing and psychology. The four students from
each area approved to carry out extension activities
were divided into two pairs in which each week one
of them performed the actions, alternately. Initially,
the first meeting was held, led by the supervisors,
online on the “Google Meet” videoconferencing plat-
form, with the aim of presenting a comprehensive
perspective of the project, in addition to presenting
all approved members.

Subsequently, three meetings that are more weekly
were held, synchronously, to discuss the methodolo-
gy that would be used in each of the institutions, sin-
ce each two pairs of academics were responsible for a
different entity, in addition to presenting the interven-
tion proposals that they were going to be used in the
first meeting with mothers of children with disabilities.
Furthermore, students were encouraged to structure a
critical and reflective view of the main objective of the
activity, through the provision of articles on the themes.

After the third meeting, meetings were held biweekly
to align and plan the activities to be carried out, dis-
cuss the themes and better understand the topics to
be presented to the public at the meetings. The im-
portance of these moments is highlighted to promote
a better understanding of the themes before meetings
with mothers, along with guidelines for preparing the
materials used and ideas for dynamics capable of fa-
cilitating interaction.

Face-to-face meetings with mothers of children with
disabilities were held on Fridays at 1 pm and each pair,
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weekly and alternately, performed the activity at the
clinic, totaling 10 meetings during the execution of
the project. The methodology used in each meeting
was in the conversation circle format, where the pa-
rents were encouraged to participate in the theme
that would be worked on through a dialogued exhibi-
tion, in addition to the use of dynamics to encourage
greater interaction between them.

PHOTO OF ONE OF THE MEETINGS' END

It is noteworthy that the participation of mothers was
optional, creating a democratic space for speaking
and listening. Each meeting lasted an average of 60
minutes and was attended by approximately 5 mo-
thers. The topics covered in the conversation circles
were: presentation and objectives of the “Take Care
of Yourself” project, rights related to children with di-
sabilities, self-esteem and self-care, support networ-
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ks, challenges related to discrimination and prejudice,
stress, anxiety and overload in the face of the routine.

It is necessary to highlight that the topics covered
were chosen based on the interest and desire of the
participants, since the focus was to create a space led

by these mothers, highlighting their needs and pro-
moting a horizontal dialogue. From this perspective,
the academics, in addition to providing information,
were able to position themselves as mediators of the
exchange of experiences between mothers, promo-
ting a more interactive and reflective environment.

STUDENT OF THE PROJECT HELPING TO FILL OUT THE SELF-CARE CHECKLIST WITH ONE OF THE CAREGIVERS
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Associated with the interventions carried out, fol-
ders were handed out with contacts for Government
Institutions and support NGOs, pamphlets with a self-
-care checklist, as well as methods to relieve stress and
anxiety, such as breathing techniques. Such activities
aimed to promote self-care and health promotion.

At the end of each meeting, the academics encoura-
ged joint analysis with the mothers on how the topic
discussed influenced or had an effect on promoting
these women'’s self-care., Moreover, they sought to
hear suggestions or criticisms to improve future dialo-
gues. In this way, the impact of the interventions and
the effectiveness of the work carried out were analy-
zed, in order to make possible changes to achieve the
extension objective.

THEORETICAL REFLECTIONS

For the first meeting, the academics defined a time to
present the project and its members, whose main ob-
jective was to enable the creation of a bond between
mothers, caregivers and students, enabling the most
diverse topics to be worked on. At this meeting, par-
ticipants received a pamphlet with information about
the project, the students responsible, as well as the
dates and times when the meetings would take place.

The second meeting addressed the topic related to the
rights present in the 1988 Federal Constitution regar-
ding people with disabilities. In this conversation, we
sought to identify programs offered free of charge that
facilitate transportation to health services, in addition
to promoting a space for exchanging experiences. The
students created a folder with the contact details of ins-

titutions capable of helping these mothers obtain infor-
mation about benefits offered to people with disabili-
tiesin relation to orthotics, prostheses and wheelchairs.
The mothers present at this meeting did not have chil-
dren who use these devices, however, the theme was
maintained so that these mothers could share the in-
formation with other mothers, thus disseminating in-
formation and knowledge to those who need it.

In 2012, the National Urban Mobility System was crea-
ted, a body that aims to organize modes of transport
and infrastructure with the aim of ensuring that all
Brazilians can move around the national territory, ta-
king into account the guaranteed right to come and
go all citizens by the Declaration of Human Rights
and the Federal Constitution. Even nowadays, we see
people with disabilities who have great difficulties ac-
cessing this fundamental right®.

For meetings three and four, students researched
and talked about mothers’ self-care and self-esteem.
When analyzing the profile of the participants, it is no-
ted that most mothers leave the job market after the
birth of a child with a disability and begin to neglect
self-care, ceasing to carry out activities that were pre-
viously enjoyable to them or even not seeking medi-
cal care for herself®. During the conversation circles,
the mothers reported that they had begun to organize
their lives around the needs and routines of their chil-
dren. They avoided activities and places they used to
frequent, as it was impractical to take the child with
them. Additionally, they often lacked anyone to lea-
ve the child with.As a way to encourage mothers to
return to the activities they liked, the students deve-
loped a “self-care checklist”, the idea consists of a list
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filled out by the mothers themselves with activities
that they would like to carry out or return to carrying
out. As they manage to include such activities in their
daily lives, they can “cut” the item from the list or add
a new item, creating and stipulating goals that they
can apply in their daily lives with the aim of rescuing
this look of care for themselves. In the end, the mo-
thers reported that there were indeed activities that
they would like to do again, however, they still had
difficulty fitting them into their routine, along their
effort and attempt to make the changes was clear.

At the request of the participants themselves, in the
fifth and sixth meetings the topic of the conversation
was about support networks and their importance
for mothers and children. Many participants reported
that their support network was made up of just one
person, either their partner or an older child, howe-
ver, there were reports of mothers who did not have
any support network, as the child’s parent was not
present on a daily basis -day and the family did not
accept the child’s clinical condition.

The absence of support networks is a very common
reality among these women, a fact that affects the
quality of life not only of the caregivers, but also of the
children. Because of this lack of support, physical and
mental exhaustion arises, generating a state of stress
and chronic fatigue that can be reflected in the child.
Another point is reports of social isolation, which can
have various causes. These include the specific needs
of the child, society’s prejudice against those who are
different, and a lack of accessibility to the city’s va-
rious spaces, among other factors, which always end
with a feeling of loneliness for these women™ ",

At the seventh meeting, topics related to stress and
anxiety were addressed. There are multiple stressors
for these women; anxiety about the future and de-
velopment of children, lack of support networks, fi-
nancial issues and others'?. These mothers dedicate
themselves to caring for their children, other activities
related to daily tasks, and most of the time are not so-
cially recognized, presenting high levels of stress and
low quality of life.

As a suggestion proposed by students to reduce stress
levels, physical exercise was mentioned. The literatu-
re has already shown how practicing physical exercise
can reduce symptoms of anxiety, stress and depres-
sion, in addition to increasing the feeling of pleasure’.

Unfortunately, the mothers were unable to participa-
te in the eighth meeting because they were receiving
feedback from the professionals caring for their chil-
dren at the institution that day. The theme chosen for
the ninth meeting was food selectivity faced by chil-
dren with various pathologies, especially those with
Autism Spectrum Disorder (AsD). Food selectivity con-
sists of the refusal or lack of interest in certain foods,
often related to a sensory sensitivity to the texture of
the food, therefore, it greatly reduces the variety of
these children’s diets'*.

Itis also worth highlighting children’s preference for
ultra-processed foods. This food selectivity can culmi-
nate in nutritional deficiency and greater health risk'®.
During the conversation held, it was possible to ob-
serve that most of the mothers and caregivers present
at the meeting go through similar and challenging si-
tuations, in addition to reports about the difficulties
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they face when trying to introduce new foods into
their children’s diet and the adversities generated for
a diet poor in nutrients. The tenth and final meeting
did not have a specific theme, a get-together was held
between the students and their mothers; a relaxed
moment filled with thanks.

For the students, this project was of great value, al-
lowing countless learning, possibilities to develop
and train skills, such as active listening, empathetic
communication and teamwork, to valuable knowled-
ge of the caregivers’ experiences.

MESSAGE ENDING THE PROJECT AND THANKING CAREGIVERS FOR
THEIR PARTICIPATION

FINAL CONSIDERATIONS

Implemented more than 2 years ago, the extension
project “Take Care to Care” made it possible to wel-
come countless caregivers, for the first time in per-
son this semester. The target audience of the project,
most of thembeing women and caring mothers, pre-
sented an emotional lack when it came to themselves,
an aspect worked on throughout the project by the
students to understand the context and guide them
with a view to improving this aspect in their lives.

The continuity of self-care must be a daily practice in
which participants must continue to develop in their
daily lives, with “Take Care of Yourself” being just an
opening for such caregivers to cultivate and acquire,
such a habit continuously, always remembering to
take care of others, it is essential to first take care of
yourself.

Significantly, the project achieved its objective, de-
monstrating the importance of self-care for mothers
who play the role of caregivers of disabled children,
making it clear that the balance between dedicated
care for the child and care for one’s own well-being
is essential for promoting physical and mental health.

At last, the experiences during the project highlight
the need to implement support programs and targe-
ted interventions to encourage self-care among the-
se caregivers. By adopting these practices, they can
strengthen their resilience, reduce stress levels and
increase quality of life, allowing them to continue to
provide care to their children. Furthermore, aware-
ness about the importance of self-care must be disse-
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minated among health professionals, family members
and the community, in order to create a supportive
environment that recognizes and values the journey
of caring mothers.

In addition, this extension project served an impor-
tant purpose. It created a space for discussions that
built knowledge. This allowed academics to responsi-
bly translate their work into practical activities within
society. Furthermore, the project contributed to the
scope of research and the social sphere, as its primary
goal was to have a social impact. This aligned with the
team’s role and social nature.Therefore, it is seen that
it had an educational, scientific character, to comple-
ment the academic and personal training of the parti-
cipants, and mainly a social importance of significant
proportions as it sought to solve existing problems of
interest and need to society in diverse and accessible
to them. Furthermore, it was an opportunity for essen-
tial inter-academic interaction in the field of health, as
it created contact with students and professionals
from the same and other areas to being a bridge bet-
ween the faculty with its theoretical knowledge and
the society together with everyday labor practice.
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