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Abstract

The objective of this study was to reflect on the importance of preparing the family to identify and treat the pain
of children with intellectual disabilities. This is a reflection article which discusses the concept of a child with
intellectual disabilities, the assessment tools available in the literature, the difficulty of the families to assess
and treat the pain of these children and the assumptions of the Interactional Family Care Model to support the
actions of nurses. This reflection provides an opportunity for health professionals to broaden their understanding
of the complexity of caring for children with intellectual disabilities, highlighting the importance of assessing and
relieving pain; the involvement of the family in partnership with the team and the influence of health literacy for the
promotion of the best care for these children by their family.

Resumo

0 objetivo deste estudo foi refletir sobre a importancia do preparo da familia para identificar e tratar a dor da
crianga com deficiéncia intelectual. Trata-se de artigo de reflexdo, em que se discutem o conceito de crianga
com deficiéncia intelectual, os instrumentos de avaliagdo disponiveis na literatura, a dificuldade de a familia
avaliar e tratar a dor dessas criangas e os pressupostos do Interactional Family Care Model para fundamentar as
acoes dos enfermeiros. A partir dessa reflexao, abre-se a oportunidade para os profissionais de salide ampliarem
sua compreensao sobre a complexidade do cuidado de criangas com deficiéncia intelectual, destacando a
importancia da avaliagdo e do alivio da dor; do envolvimento da familia em parceria com a equipe e da influéncia
do letramento em satide para a familia promover o melhor cuidado a essas criangas.

Resumen

El objetivo de este estudio fue reflexionar sobre la importancia de preparar a la familia para identificar y tratar
el dolor de los nifios con discapacidad intelectual. Este fue un articulo de reflexion que discute el concepto de
nifio con discapacidad intelectual, las herramientas de evaluacion disponibles en la literatura, la dificultad de las
familias para evaluar y tratar el dolor de estos nifios y las premisas del Interactional Family Care Model para apoyar
las acciones de las enfermeras. Esta reflexion ofrece una oportunidad para que los profesionales de la salud
amplien su comprensién de la complejidad de la atencién a los nifios con discapacidad intelectual, destacando la
importancia de la evaluacion y el alivio del dolor, la participacion de la familia en colaboracion con el equipo y la
influencia de la alfabetizacion en salud de la familia para promover la mejor atencién a estos nifos.
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Introduction

Intellectual Development Disorder or intellectual dis-
ability corresponds to deficits in skills and functions
expected for age, impairing aspects of the child’s life,
when the individual does not reach the expected de-
velopmental milestones in several areas of intellectual
functioning. These limitations may result from neuro-
logical injuries that lead to changes in neuropsycho-
motor development.®

Children with changes in neuropsychomotor de-
velopment may have, for example, delayed develop-
ment and reduced effectiveness in the learning pro-
cess, associated or not with acquired brain injuries or
some neurodegenerative disease that has affected the
child.®

This clinical condition generally occurs before the
age of 18 years and is characterized by evident limita-
tions in intellectual functioning and adaptive behav-
ior, such as conceptual, social and practical adaptive
skills.® According to the American Association on
Intellectual and Developmental Disabilities (AAIDD),
people with cognitive/intellectual disabilities have dif-
ficulty in learning things and understanding and per-
forming activities that are common for people who do
not have these disabilities.®

In epidemiological surveys on intellectual dis-
abilities in the last census conducted by the Brazilian
Institute of Geography and Statistics (IBGE) in 2010,
a population of 2,611,536 people had this type of dis-
ability in Brazil.

Cerebral palsy (CP), also known as chronic
non-progressive encephalopathy, is the most common
cause of intellectual or cognitive disability and neuro-
motor disorders in childhood. This condition affects
the child’s muscle tone, posture, and movements. In
terms of prevalence, CP occurs in approximately 2.1
cases for every thousand live births. Because of the re-
gional heterogeneity and inequalities in healthcare in
Brazil, the prevalence may be higher in some popula-
tions and regions. It is important to highlight that gen-
eral health conditions are strongly influenced by pov-
erty, and 80% of people with disabilities in the world
live in low- and middle-income countries. In addition,
antenatal and perinatal care, as well as advanced care
for at-risk newborns and developmental monitoring
have a significant impact on prognosis.®
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Children and adolescents with intellectual dis-
abilities may experience increased sensitivity to pain
compared to those without this disability. This is due
to their chronic physical conditions and disabling dis-
orders, in addition to being more frequently exposed
to trauma and injuries resulting from surgical and re-
habilitation procedures.®

Motor disorders caused by CP in children and
adolescents are accompanied by sensory, cognitive,
communication, behavioral and perception disorders,
in addition to epileptic seizures in some cases. Chil-
dren with neurological impairment are at greater risk
of experiencing pain phenomena because their clinical
problems may cause pain. In addition, they have pe-
culiarities that mask the expression of pain and make
it difficult to assess the painful phenomenon.®

In an evaluative context, pain requires technical
and scientific knowledge, in addition to practical skills
for its assessment, which makes this process complex
for professionals, researchers and families. The com-
plexity increases even more when the child or ado-
lescent has neurological impairment, especially in the
cognitive and speech areas.©®

According to the International Association for the
Study of Pain (IASP), pain is an unpleasant experience
associated with actual or potential tissue damage,
involving sensory, emotional, and cognitive aspects,
and the inability to report pain does not exclude its
existence.”’ Pain assessment in children with CP and
severe cognitive deficits is challenging because these
children have difficulty in verbalizing or expressing
pain. Intellectual disability and limitations in verbal
communication interfere with self-reporting and re-
quire the use of instruments that assess pain through
behavioral and physiological changes, and through
the family’s perception.® The absence of specific in-
struments can make it difficult to detect pain in chil-
dren with CP.

The Face, Legs, Activity, Cry, Consolability re-
vised (FLACCr) stands out among the structured in-
struments for assessing pain in children with neuro-
logical impairment.

The FLACC pain assessment scale was devel-
oped in 1997 based on behavioral parameters for the
use by health professionals, aiming to contribute to
clinical practice in the assessment of pain in nonver-
bal children or children with speech difficulties and



unable to report their pain.® Starting in 2002, the au-
thors of the scale modified the assessment descriptors
to adapt it to the care of children with cognitive im-
pairment aged 4-19 years. This revised version of the
scale is called “FLACC revised” or “revised FLACC”
(FLACCr)@12 and also included four guidelines for
its application. The study by Bussotti et al.© expand-
ed the knowledge of Brazilian professionals about the
assessment of pain in children with CP. The modified
scale maintained the indicators of the FLACC scale
and incorporated specific pain behaviors in children
with multiple disabilities. An open-ended descriptor
was added to each indicator to include specific pain
behaviors of each child described by parents, such as
increased muscle tone.

In this way, pain scales can provide healthcare
professionals and families with tools that standardize
conduct and generate clinical indicators. Validated
pain assessment instruments are useful for helping in
pain identification and management, enabling better
conduct.

An article that analyzed the scientific production
on pain assessment instruments in children and ad-
olescents with cognitive dysfunction concluded that
they can be used both by healthcare professionals and
family members in home settings. This contributes to
the early identification of pain and the establishment
of adequate analgesia measures. The purpose of these
instruments is to assist in detecting pain in nonverbal
children, preventing harm to their quality of life and
delays in growth and development.®®

Another study evaluated pain in children with
CP in the postoperative period of orthopedic surgeries
and the perception of parents and health professionals
about pain. It reached the conclusion that these chil-
dren present moderate to severe pain in the postop-
erative period. During the hospital phase, it is more
difficult to detect pain in nonverbal patients without
the use of a specific scale, even for experienced parents
and professionals.t®

The evaluation of the complementarity of the FL-
ACCr and the Inventory of Pain Behavior in Neuro-
logical Disability for measuring pain in children with
severe neurological impairment revealed that most of
the children evaluated had CP as their primary diag-
nosis (80.8%). When using the FLACCr, the presence
of pain was identified in 50% of children and when
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using the inventory, in 34.6%. There was good agree-
ment (84.6%) among respondents when considering
both instruments (k=0.692; 95% confidence interval
[95%CI] 0.437-0.967; p=0.000). This study demonstrat-
ed that the instruments should be used in a comple-
mentary manner in the assessment of pain in children
with this type of disability.!®

The complementarity between the FLACCr and
the Inventory of Pain Behavior in Neurological Dis-
ability demonstrates the importance of using multiple
instruments to assess pain in children and adolescents
with severe neurological impairment. The good agree-
ment between the methods reinforces the need for
multifaceted approaches in the detection of pain, espe-
cially in nonverbal populations. These findings high-
light the importance of training both health profes-
sionals and family members in the use of appropriate
tools, promoting more precise and effective interven-
tions. This way the quality of life of these children will
be improved, ensuring a more humanized approach
that is responsive to their specific needs.

The family of a child with
intellectual disability

The family plays an essential role in the context of
child care and is indispensable for their child’s de-
velopment and healthy growth. This role includes
several dimensions, such as emotional, affective and
educational support, in addition to the transmission
of cultural concepts and traditions. Families act as
active caregivers and contribute directly to the de-
velopment and well-being of children with cognitive
impairment.(®

They also act to promote autonomy and cogni-
tive stimulation, and are fundamental for the integral
development of the child, thereby collaborating with
professionals in the health and education areas. This
collaboration involves seeking specialized guidance
and the active participation in the planning and im-
plementation of intervention strategies, ensuring that
the child’s specific needs are met in an effective and
personalized manner.®”

The child and the family must be cared for as a
unit. This requires the training of professionals, so
they can establish therapeutic and interdisciplinary
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care relationships, which implies a constant process
of dialogue. Communication skills, understood as
the ability to establish an effective dialogue between
health professionals and users, emerge as an indis-
pensable tool with a purpose beyond simply guiding,
informing and comforting, and a crucial role in meet-
ing fundamental needs. Furthermore, communication
helps to cultivate co-responsibility, problem-solving
ability and ultimately promotes quality care, empow-
ering family members to be autonomous in their own
journey of caring for these children.®

An important concept to promote the protagonist
role of the family of children and adolescents with
intellectual disabilities is health literacy or function-
al health literacy, defined as knowledge, motivation
and competence to access, understand, evaluate and
apply health information to judge and make decisions
in everyday life about healthcare, disease prevention
and health promotion in order to maintain or improve
quality of life.**?? This concept highlights what each
individual is capable of doing with these skills, as peo-
ple with a good educational level may also have diffi-
culty in understanding healthcare guidelines.®

In this text, we present a reflection on the impor-
tance of preparing the family to recognize and evaluate
the pain of children with intellectual disabilities, based
on the assumptions of the Interactional Family Care
Model (IFCM),® which has the objective of promoting
the empowerment of the family to deal with the adver-
sities imposed by the chronic health condition.

Interactional Family Care Model

The concepts of the IFCM® were developed based
on the frameworks of symbolic interactionism,® the
family vulnerability model® and the family resilience
model.®”)

The model considers the family as a system that
interacts with and defines the situations based on their
experiences, vulnerability and resilience to deal with
the demands and challenges caused by the chronic
health condition of one of its members. The care is
focused on identifying the symbolic definition of the
family and offering interventions that help them to
resignify and alleviate suffering, so they can develop
their sense of empowerment for decision making and
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modify functioning patterns in the face of the situa-
tions they experience.®

In the IFCM,* the nurse provides family em-
bracement, recognizing their feelings of vulnerability
and suffering, and identifies individual and family
beliefs and strengths; recognizes the symbolic defini-
tion attributed by the family to the experience and es-
tablishes interaction based on respect, empathy, open
communication and attentive listening; promotes the
strengthening of the family’s resilience, proposing
interventions that help them to restructure or modify
their functioning pattern and give new meaning to the
situation; and values interaction with the family in a
way that the interventions are proposed together with
the family.

The importance of health
literacy for the family of a child
with intellectual disability

In our clinical practice with families of children with
intellectual disability, we come across their lack of
knowledge about how to identify pain and what to do
in this situation. This brings a reflection on the actions
we can propose to help them change this reality, con-
tributing to minimizing the suffering of the child and
their family.

Based on the IFCM, we recommend that nurses
approach the reality experienced by families, embrac-
ing them and recognizing how they define the situa-
tion of having a child/adolescent with intellectual dis-
ability. From there, nurses approach the reality of the
family, understanding its structure, functioning and
development through the genogram, in addition to
the interactions of the family nucleus with the extend-
ed family and the support network in the community,
and the context of life and interactions through the
ecomap. Such tools facilitate bonding with the family
and provide data for nurses to deepen their knowl-
edge about the strengths and weaknesses, as well as
the difficulties faced by the family in dealing with the
health-illness situations of one of its members.®

In our clinical practice, some aspects stand out
among the demands and challenges experienced by
families of children with intellectual disability: the



lack of a family support network; the continuous ex-
perience of a situation of social vulnerability; the fam-
ily’s difficulties in managing the child/adolescent with
severely compromised motor conditions and the man-
ifestation of chronic pain, which impact family rela-
tionships.

Thus, interventions should focus on: identifying
new possibilities for support networks with the ex-
tended family so the care of the child/adolescent can
be shared with other members; encouraging changes
in family interactions; positively reinforcing the fam-
ily’s strengths and abilities; and offering information
about the identification and treatment of pain in order
to broaden the family’s understanding of episodes of
pain using appropriate language with images and a
visual pain assessment scale in order to provide the
necessary knowledge and prepare them to deal with
situations.

When reflecting on these actions, we understand
their importance in strengthening the family in the
decision-making process regarding the reorganiza-
tion of the family with the division of tasks among its
members to ensure the provision of care of the child/
adolescent.

In this process, offering interventions for the fam-
ily to think about and prepare for care is fundamental.
Likewise, the use of adapted educational strategies
prepares the family with the necessary knowledge and
skills to meet the specific health needs of its members.

In this way, increases the understanding of the
importance of health literacy, particularly regarding
its impact on the care provided by families to chil-
dren and adolescents with intellectual disability. This
may include knowledge of physical indicators, such
as changes in facial expression, posture or sleep pat-
terns, and behavioral signs such as irritability, agita-
tion or refusal to eat.*” By being aware of these signs
and symptoms, families can take action to alleviate
the child’s discomfort, whether through comfort mea-
sures, appropriate medication or the search for health-
care when necessary.®"

Health professionals should value the family’s
experience with the pain of children/adolescents with
intellectual disability, as they are the first to provide
care at home. Families are more likely to recognize
behavioral changes demonstrated by children/ado-
lescents during episodes of pain.®V However, fami-

El Akra NM, Bueno TM, Silva GS, Nascimento FG, Mandetta MA, Marcheti MA

lies must be prepared to use pain assessment tools
appropriately. This includes specific and ongoing
training to identify signs of pain, apply scales accu-
rately and effectively communicate their observations
to health professionals. In this way, collaboration be-
tween families and professionals can be optimized,
resulting in more efficient management of children/
adolescents with pain and a significant improvement
in their quality of life.®?

Identifying pain can represent a significant chal-
lenge for families caring for children with intellectual
disabilities, as these children are often unable to com-
municate or express their discomfort in conventional
ways. Furthermore, pain signals may manifest differ-
ently in these children, making the interpretation of
these signals even more complex.® Therefore, it is es-
sential that families are equipped with specific knowl-
edge and skills to recognize and interpret these sig-
nals, ensuring decision-making and appropriate pain
management at home.

Health literacy is linked to health promotion
and prevention of complications and its impairment
results in inadequate use of health services with neg-
ative consequences, including high rates of hospital-
ization, adverse effects during the transition of care,
increased incidence of chronic diseases, reduced use
of preventive measures and reduced adherence to
treatments. Health education has the potential to em-
power the population and promote recognition of the
determinants of health, which can lead to collective
empowerment and a critical-social approach to gen-
eral well-being.®

Final considerations

This reflection opens the opportunity for health
professionals expanding their understanding of the
complexity of caring for children with intellectual
disability, highlighting the importance of pain as-
sessment and relief; family involvement in part-
nership with the team and the influence of health
literacy for the promotion of the best care for these
children by the family. These reflections have sig-
nificant implications for the development of more
targeted support strategies, aiming at the integral
well-being of these children.
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