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ABSTRACT

Introduction: Pediatric patients with leukemia require direct care from the nursing staff in order to solve
the health needs of the child, always taking care of their integrity and forming a therapeutic relationship
of trust that allows dignified treatment and provides care timely manner with the support of the patient
and their families. Objective: To analyze the nursing process to be used in the physical and mental
exhaustion of the caregiver in pediatric patients with leukemia. Methodology: This research is
qualitative with a descriptive design, which is characterized by a bibliographic review through articles,
publications, reviews and documents from scientific societies. Results: In the review, 19 full-text articles
were analyzed, finding that analgesia, emotional support and coverage of basic needs are the main
requirements of the patient. Conclusion: The exhaustion of the caregivers of a child with leukemia
manifests itself through physical and emotional exhaustion, which include various symptoms such as
depression, anxiety, migraines, joint pain, sleep disorders, irritability, etc.

Keywords: Pediatric, leukemia, caregiver, nursing.

RESUMO

Introducdo: Pacientes pediatricos com leucemia requerem cuidados diretos da equipe de enfermagem
a fim de solucionar as necessidades de salde da crianca, cuidando sempre de sua integridade e
estabelecendo uma relagdo terapéutica de confianga que permita um tratamento digno e preste
cuidados em tempo habil com o apoio de o paciente e seus familiares. Objetivo: Analisar o processo de
enfermagem a ser utilizado no esgotamento fisico e mental do cuidador de pacientes pediatricos com
leucemia. Metodologia: Esta pesquisa é qualitativa com desenho descritivo, que se caracteriza por uma
revisdo bibliografica por meio de artigos, publica¢des, resenhas e documentos de sociedades cientificas.
Resultados: Na revisdo, foram analisados 19 artigos em texto completo, constatando que a analgesia, o
suporte emocional e a cobertura das necessidades basicas séo as principais exigéncias do paciente.
Conclusdo: O esgotamento dos cuidadores de uma crianca com leucemia manifesta-se através do
esgotamento fisico e emocional, que incluem varios sintomas como: depresséo, ansiedade, enxaquecas,
dores articulares, distirbios do sono, irritabilidade, etc..

Palavras-chave: Pediatrico, leucemia, cuidador, enfermagem.

RESUMEN

Introduccion: Los pacientes pediatricos con leucemia requieren de cuidados directos del personal de
enfermeria con la finalidad de solventar la necesidad de salud del nifio(a) cuidando siempre su
integridad y formando una relacion terapéutica de confianza que permita el trato digno y brindar los
cuidados de manera oportuna con el apoyo del paciente y sus familiares. Objetivo: Analizar el proceso
enfermero a emplear en el desgaste fisico y mental del cuidador en pacientes pediatricos con leucemia.
Metodologia: La presente investigacion es de tipo cualitativo con un disefio descriptivo, el cual se
caracteriza por una revision bibliografica por medio de articulos, publicaciones, revisiones y documentos
de sociedades cientificas. Resultados: En la revision se analizaron 19 articulos a texto completo
encontrando que la analgesia, el apoyo emocional y la cobertura de las necesidades basicas son los
principales requerimientos del paciente. Conclusién: El agotamiento de los cuidadores de un nifio con
leucemia se manifiesta a través de un desgaste fisico y emocional, que incluyen varios sintomas tales
como: depresion ansiedad, migrafas, dolores articulares, trastornos del suefio, irritabilidad, etc.

Palabras clave: Pediatrico, leucemia, cuidador, enfermeria.
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Physical and mental exhaustion of the caregiver in pediatric patients with leukemia

INTRODUCTION

The term leukemia is used to refer to a group of malignant diseases that originate in the blood (Antunes et al., 2018).
According to Fernandez et al. (2019) leukemia is defined as a neoplastic process of hematopoietic tissue characterized by the
uncontrolled and abnormal proliferation of leukocyte cells that have a generally tumour-like behaviours and frequently
originate in the bone marrow. Leukemias constitute 4.0% of all neoplasms worldwide and are one of the main causes of
death in patients under 40 years of age. In Ecuador, leukemia of the hematopoietic type, together with lymphatic leukemia, is
the 14th leading cause of death. Childhood cancer is a rare disease that represents a rate of 0.5 to 4.6% of morbidity (Loja et
al., 2019; Guerrero et al,, 2019) Epidemiology shows that about 30% of leukemia cases are represented by acute leukemia,
while about 70-80% are represented by acute lymphoblastic leukemia (Morales et al., 2017). In the pediatric population, the
prevalence was observed in the age group between 2 and 5 years of age, predominantly in the male sex. This is a disease that
affects hematopoietic tissue and bone marrow in a gradual and progressive manner and can lead to severe complications;
however, if the appropriate therapeutic treatments are used early on, based on current protocols, more than 80% of cases can
be reduced and cured (Recalde et al, 2022). In Ecuador, according to data reported in 2016 by the National Institute of
Statistics and Census, a total of 3617 cases of leukemia were reported in the general population without age group
discrimination, with the province of Guayas in first place with 858 cases reported that year (Brayley, 2019).

Pediatric patients with leukemia require direct care from the nursing staff to meet the health needs of the child,
always taking care of their integrity and forming a therapeutic relationship of trust that allows for dignified treatment and
timely care with the support of the patient and their families (Sdnchez, 2022). Therefore, it is important that the nurse directs
interventions according to the symptoms, needs and problems presented in children and adolescents with leukemia. The
clinical manifestations can be very varied, ranging from a child who on assessment appears to be completely healthy to a
child who has a high potential for infection (Li, 2021). This requires comprehensive assessment, as well as planning and
evaluation of the achievements of the nursing care provided (Ardem & Kilikarslam, 2018; Arévalo et al., 2022)

The incidence of childhood cancer, especially leukemia, has remained stable, but there has been a considerable
decrease in the mortality rate (Guimaraes, C. et. al 2019). With scientific advances in cancer, it has now become a chronic
degenerative disease with supportive care, in contrast to previous years when it was defined as a fatal disease. As a result of
this change in the condition of cancer, a greater demand for interventions has arisen, influencing an increase in the number
of formal and informal caregivers who are the ones who attend to all the needs of the patient, providing physical, practical
and emotional support to the sick person and his or her relatives. Thus, it is increasingly recognized that "holistic” cancer care
should not only focus on medical care but also on general wellbeing (Rosenberg, A. R, et.al, 2018).

According to Rios, K. et.al (2018) informal caregivers, mainly the family, father or mother, often have the feeling that
since they acquired the responsibility that the role of caring for a pediatric patient with leukemia demands, their health has
gradually worsened, developing physical symptoms such as headaches or migraines, gastric problems, sleep disorders, stress,
overload and, on a psychological level, commonly fear, worry, despair, frustration, anxiety and depressive symptoms. They
suggest that being a caregiver is a difficult responsibility, coping with daily, work, social and caregiving activities can lead to
limitations and major changes, evidenced by physical/psychological exhaustion under the stress of trying to support all areas
(Caceres Zurita L, et.al. 2022) With the overload that the caregiver manages, the caregiver syndrome develops, characterized
by physical exhaustion and weariness manifested by changes in attitude, irritability, fatigue, psychological exhaustion that
begins to affect the caregiver-society relationship, and emotional exhaustion with all those deep feelings that vary according
to the situation (Cabada Ramos, E, 2019).

Another syndrome can also develop, known as the Burnt-out Caregiver Syndrome, which is well known for the
number of symptoms it generates in the caregiver, the most prominent of which are: insomnia, lack of appetite, irritability,
stress, anxiety, depression, feelings of guilt, social isolation, feelings of loneliness, they devote themselves solely to care,
leaving aside family relationships and friendships. This syndrome may be caused by the lack of collaboration of other family
members or by insufficient information about the pathology and the care that should be provided (Martinez S, 2020). The
variables of caregiver overload and the relationship with quality of life are directly correlated with physical, psychological,
spiritual well-being and social concerns, which interpersonally affect and generate a perception of low quality of life due to
the multiple changes they must face (Arias, M.et. al, 2022).

Based on Borrescio, H. et. Al, (2022) The psychological and physical distress that remains between the pediatric
patient with leukemia and their caregivers is significant during diagnosis, treatment and even post-traumatic stress. It is
essential to highlight the importance of therapeutic support and appropriate psychosocial interventions provided by an extra
staff, through support that seeks to enable the caregiver to face the challenges of the disease and to reduce the symptoms of
overload, stress and anguish.

P, P. R. A. (2022) mentions that "the caregiver is really necessary for a favorable outcome in the treatment of the
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cancer patient and it is imperative to maintain the physical, emotional health and satisfaction of informal caregivers". For
Carrefio, S, et, al. (2019), the importance for health professionals to recognize the role of the caregiver and begin to offer
health-friendly nursing interventions through coping strategies for stress, relaxation and resilience. The art therapy imparted
in the process of emotional adaptation to the caregiver in the face of childhood cancer allows the exhibition, externalization
or materialization of conflicts, feelings and emotions that are happening (Reyna, M. 2019).

Nufez K, et. Al (2020) & Cuevas, J (2018) highlight the importance of promoting strategies to parent cares focused
on seeking harmony and relaxation through workshops where problems can be described, explaining emotional stress.
Psychoeducation is a specific nursing intervention applied as a strategy to caregivers being a differential therapy since it is
based on the reduction of psychological discomfort (stress, anxiety) structured in three educational phases, hierarchization of
problems, deficits or needs with an educational, preventive and psychological approach that significantly helps the caregiver.

According to the results of the previous research, the following intra-occupational variables or risk factors stand out:
work exploitation and overload of responsibilities. Similarly, the non-occupational risk factors were marital status, having
children, age 31 to 40 years, and psychological variables: emotional exhaustion or burnout, depression, compassion fatigue,
post-traumatic stress disorder. On the other hand, the research identifies protective factors described as emotions of
compassion and satisfaction, hobbies, vocation as a nurse, personal fulfilment, greater financial rewards and leadership (Grau,
C., & Hawrylak, M, 2019).

The role of the nurse in relation to the caregiver is very important and ranges from early identification of caregivers'
needs to interventions to improve the caregiver's quality of life to provide emotional and social support and, in turn, to train
them to develop disease management skills. promote self-care and adherence to treatment, and thus contribute to a better
quality of life. Méndez, J. & Botero, A (2020). Obtaining information from the caregiver's own perspective allows for a better
understanding of the health impact that caregiving can have on the provision of pediatric palliative care, it does not prevent
or end curative treatment, in fact, it is nowadays considered that the intervention should be collaborative so that the child can
be cured, if their illness allows it, and have an acceptable quality of life. Pediatric palliative care is a complex of interventions
carried out through the coordination of an interdisciplinary team, as it is necessary to cover the needs of the child and his or
her family in all areas, from the physical to the spiritual and from the medical to the psychological. (Castafio R. & Guevara R,
2019). From another point of view, it is essential to provide the respective care to the person who is in charge of the care of
the child or caregiver, as they can suffer from a distress syndrome related to the burden and responsibility of complete care,
triggering physical, psychological and even social problems in the long term (Silva et al., 2022). For this reason, the aim of
this literature review is to analyse the nursing process to be used in the physical and mental exhaustion of the caregiver in
pediatric patients with leukemia, based on the palliative care line of research.

METHODS

This is a qualitative research with a descriptive design, which is characterized by a literature review using articles,
publications, reviews and documents from scientific societies. The data search was carried out through databases such as
Pubmed, Scielo, Elsiever, Scopus, Latindex, Enfermeria Investiga, among other highly prestigious sources registered in
different languages such as Spanish, English and Portuguese; using descriptors such as: pediatric, leukemia, caregiver,
nursing.

Figure 1 Study selection

Pubmed: 50 results
First search results — Scopus: 87 results
Nursing Research: 3 results
Total = 140 results
- - -Articl nger than 201
‘ Exclusion Criteria ‘_. cles younger than 2018

Atrticles from non-open access
repositories

lResuIts

Pubmed: 30 results
Scopus: 29 results
Enfermeria investiga: 1 result
Total = 60 results

Articles on Nursing Process in Physical
Inclusion Criteria and Mental Caregiver Burnout in

Paediatric Leukemia Patients

1 Results

‘ Total = 45 studies ‘
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Source: authors 2023

RESULTS AND DISCUSSION

This study included research related to palliative care and pain management in patients with stomach cancer. These
studies evaluated strategies and methods to improve the treatment and quality of life of these patients. These are described

in table 1.

Table 1. Main studies

Nro THEME AUTHOR YEAR |METHODOLOGY| RESULTS

1 |The Psychosocial Burden of] "The widespread impact on families of children with cancer after diagnosis, in a country where this topic has not been
Families with Childhood Blood| Borrescio-Hiaa. F previously studied. Most families reported a negative impact upon diagnosis, which was related to ruptures in famil
Cancer. & Valdés gN’ "1 2022 |Qualitative Study Jdynamics, depressive symptoms in the patient, poor relationship between the patient's siblings and their parents,

T deterioration in the caregiver's spouse/partner relationship, as well as a worsening of the primary caregiver's economic
condition."

2 Repercusiones  del  diagnostico]Silva, C., Macedo, E.| . "...nursing interventions should be adopted according to the symptoms presented by children and adolescents, aiming|
X R - f ; Integrative . . . . X - X
uvenil de leucemia en pacientes y| Aparecida, A. & | 2022 Review at singular care and providing a link between all those involved in the treatment, providing security to parents and|
sus familias. Lima, U. patients; the most effective and least painful assistance for both parties.”

IB [Calidad de vida en pacientes| Observational, [|'The elements of quality of life most affected were the presence of pain, difficulties with eating, communication,
pediatricos tratados con| cross-sectional, [existence of anxiety and stress due to concern about the possible ineffectiveness of treatment.”
qwmnotgrgpla por. diagnostico de Recalde, M, Garcia, descrl‘ptlAve,
leucemia linfoblastica aguda. . 2022 descriptive

C. & Criollo, A. .
research, with a
quantitative
approach.

4 |Cancer-related psychosocial Descriptive and |"..the burdens of care provision and the impact on the health of caregivers of cancer patients are highlighted,

challenges Wang, Y., & Feng, 2022 exploratory study Jimproving doctor-patient communication and overcoming burnout are two major challenges facing health|
W. with qualitative |professionals in oncology.”
approach

5 |impacts of Caring for Persons with] Lopes do Carmo, "Family caregivers showed alterations in basic human needs related to the domains: psychobiological, psychosocial
Cancer on the Caregiver and Family] De Mendonca M, Descriptive and Jand psychospiritual. Such aspects guide the actions of health professionals and validate the importance of holistic and|
Dynamics Toledo E, De 2021 exploratory study,Jhumane care for the caregiver, who also needs care."

Oliveira D, Do with qualitative
Carmo P, Andrade, approach
J & Rodrigues A.
|6 |SOBRECARGA Y CALIDAD DE VIDA| "Primary caregivers of pediatric oncology patients face different stressors and challenges than other caregiver]
EN CUIDADORES DE NINOS CON . . populations due to the particularities of malignant blood malignancies that mainly affect children, which can result in
P Carrillo, V., Reyes, Systematic . . . . . . .
CANCER. C. & Chavez. D 2021 Review stress, depression, anxiety, overload and consequent decrease in quality of life. The involvement of the primaryj]
N " caregiver in the management of any pediatric cancer patient is extremely important, yet many primary caregivers
receive little preparation, information or support to help them better fulfil their role as caregivers."

7 [The aplication value of| Observational, |'Extended nursing care based on computerisation can effectively promote the nursing skills of parents of children with|
information-based extended,| cross-sectional, Jacute leukemia, improve children's quality of life and reduce their adverse psychological moods, leading to improved
nursing care, of disacharged, Li, M., Jia, Y. & 2021 descriptive,  [nursing satisfaction and worthy of clinical study."

Zhing, L. quantitative,
cross-sectional
study
I8 [Sobrecarga y calidad de vida de . . "With regard to the perception of caregiving overload, some research has shown that from the experience of these]
. . Arias-Rojas, M., . . . . .
cuidadores de personas con cancel - - caregivers there is a burden focused on physical exhaustion, a mental burden related to feelings of loss of self-esteem),
. L Carrefio Moreno, S., Descriptive " . - - -
len cuidados paliativos. , p . hopelessness, discouragement, sadness and loneliness, and a social burden related to the female role in caregiving and|
Sepulveda Garcia, | 2021 correlational ) R N 5 R R
A & Romero study with the alteration of family dynamics. In this same sense, caregivers report that their most frequent burdens correspond to
B;IIesteros | the feeling that they are the only people on whom their relative depends, making them perceive a greater
' dissatisfaction with their role in palliative care."
19 |Assisténcia de enfermagem 4 - "The nurse is involved in all phases of palliative care, from early integration into the treatment, in building bonds, in|
3 N N Penariol, T., Carmo, . . R | . . X . o
crianca com cancer em cuidados G. & Lima, V. 2020 | cross-sectional Jsupporting the child, the family and the nursing team, pain relief and management, up to the time of the child's death
paliativos: uma revisdo integrativa ! 't land during family bereavement.”

10 [Estrategias de intervencion para el Integrative "The most important outcome is the validation of the workshops as a tool to improve stress and problems collateral to
estrés en padres con hijos con| Nufez K. 2020 Re?/iew having a child with cancer.”
enfermedades oncoldgicas.

11 |Qualitative Assessment of Unmet] Crotty, B. H., Asan, Research is quasi- "...thirteen caregivers participated, the majority between 41 and 60 years old: 53.8%, were predominantly female; 76.9%|
Information Management Needs of] O., Holt, J., Tyszka, nisq were educated, 76.9% had graduated from college; and of modest means, 46.2% had family income < $35,000. Four]

X . experimental, K I R L R
Informal Cancer Caregivers: Fou J., Erickson, J., 2020 |oretest - posttest: themes emerged: (1) the paradox of information overload, where caregivers felt overloaded with information but had
Themes to Inform  Oncology] Stolley, M., Pezzin, P p "Junmet information needs; (2) navigating volatility as a caregiver, with changing or unknown expectations; (3) caregivers|
. . explanatory, . . K . K o
Practice. L. E., & Nattinger, A] descrintive as information brokers, which placed new burdens on caregivers to seek, share, and protect information; and (4)
B P caregiver care, including unmet information needs related to self-care."

12 |Concepto de sobrecarga del Fonseca. M.. Rojas "...this review makes visible the particular characteristics of caregiver overload for the child with cancer and clarifies|
cuidador del nifiot con cancer L& Cl’Jbi|‘|’05 JP | 2019 | Qualitative study Jthat it is a concept with negative meanings. As observed throughout the integration of findings derived from primary|
revision integrativa. 3 L studies, overburden is typified as an overexertion at the physical, psychological, social, economic and spiritual levels."

13 [Estudio de caso:  atencion "The results show that during the art therapy process a creative process was favoured that led to the restructuring off
arteterapéutica a cuidadora , Qualitative lemotional experiences derived from childhood cancer and the development of functional coping strategies."

. . .. Reyna-Martinez, M., .
primaria, madre de un hijo con| . Integrative
N Gonzalez-Romo, R.| 2019 R
leucemia  para  favorecer sy i Systematic
) . A, & Lopez, J. A. R
lexpresion emocional Vi Review
afrontamiento.

14 JPromoting  Resilience  among| Rosenberg, A. R, "The Institute of Medicine has recommended that cancer care include the provision of appropriate integrated services|
Parents and Caregivers of Children| Baker, K. S., Syrjala, 2018 Case stud to optimise psychosocial outcomes. This “care of the whole patient” should include the care of parents and family]
with Cancer. K. L., Back, A. L, & y members, particularly in the context of pediatric cancer.”

Wolfe, J.

15 [Percepcion del cuidador primariof Guerrero, A "...caregivers were 79.5 % female, 56.4 % daughters, age range 40- 60 years, 59 % married, 53.8 % dedicated to the|

sobre las intervenciones  de] S . . Thousehold and 56.4 % lived in the same house as their patient; the best perceived dimension was communication with|
, . Romero, G, & 2018 |Systematic review| .. - . . X N

enfermeria al paciente en estado] Martinez, M 51.3 %, the least favoured was behavior in the face of terminality; the overall perception was fair, with 87.2 %.

terminal. !

16 |Dimensiones de la calidad dell "...the age of the parents ranged between 31 and 40 years in 41.6%; the level of schooling was high school in 39%; the]
cuidado de enfermeria y| Gonzéles, N., & 2018 Analytical cross- Jage of the pediatric patients was 7 and 8 years in 24.7%. Parental satisfaction was good in 49%."
satisfaccion del padre o tutor dell Romero, M. sectional study
paciente pediatrico hospitalizado.
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Note: own elaboration with research data (2023)

Regarding leukemia Carillo et. al (2021) and Fonseca et. al (2019) mentioned that in hospitals, all types of cancer not
only lead to physical, mental, spiritual and social wear and tear on the patient but also on their caregiver, which becomes a
challenge for their caregivers who in most cases are the parents, thus affecting their quality of life where it causes a
significant change in their environment, taking into account that in a child this type of disease is very complex because of all
the therapies they must go through to cope with the pathology, Forugh et al (2018), agrees and adds that having a child with
cancer causes uncertainty and worry in caregivers, mainly in the mother and father, as it provokes a reaction where parents
sacrifice and commit themselves only to the care of their child, seeking balance and above all stability, bearing in mind that
sometimes this disease causes conflicts in the home and separations, which makes the patient's environment difficult.
Guerrero et. al (2018) and Gonzalez et. al (2018), agree with the authors, but their criterion is based more on the hospital
environment where they mention that the patient's condition consumes the life of the caregiver in a short period of time, in
which it is evident that there is insufficient attention to the parents' basic needs, in this case emotional needs, on the part of
the health professional. This causes the parents to continue in crisis and vulnerability witnessing the poor state of their child.
In this case, the main basis for nursing is the humanized care where the family is included, addressing the understanding of
the patients and their caregivers without leaving aside the perception they have of the medical care.

Gonzales and Romero (2019) focus on the quality of care provided by the nursing staff in order to meet the
satisfaction of the pediatric patient's caregiver, taking into account that this quality will depend on the perception that the
caregivers, in this case the parents, have of the interventions that the health staff performs on their hospitalized child. The
main nursing intervention is to reduce or control the anxiety and pain of the parents in order to obtain a better response in
the treatment of their child, on the other hand, Abrantes et. al (2019) does not share the same criteria as he mentions that the
tension generated in the care by the illness of their child is high when the nursing professional does not show empathy and
sensitivity when carrying out procedures and therapies on the patient. Therefore, "Quality" is a difficult challenge to achieve
for professionals who lack ethics. Lopes et. al (2021) agrees with Abrantes' criteria, as the family, mainly the parents, suffer a
major impact when observing poor care for their children, which leads the family to organize themselves to provide good
care, including transferring their child to another hospital or to their home, leaving them to take care of themselves for the
well-being of the patient, increasing not only the physical but also the mental wear and tear.

Salas et. al (2018) and Sanchez et. al (2018) They state that caregivers may or may not be family members, who take
on the care of the pediatric patient with leukemia or any other type of cancer. Informal caregivers who may not necessarily be
parents also feel the burden and responsibility of devoting all their time to caring for the sick child. Accordingly, Penariol et.
al (2020) states that in order to reduce the stress on parents or other caregivers, health care personnel, in this case nurses,
should direct their care to relieve the patient's pain, improve communication, strengthen the bond and support with the
family and in other cases offer palliative care, thus providing a dignified death in accordance with the wishes of the caregiver
and the patient.

Wang and Feng (2022) expresses that, as cancer increases worldwide, health professionals have an important role to
play, which is to improve and provide comprehensive care to patients and their families, taking into account that in most
cases of cancer survivors and their caregivers experience a serious alteration in body image and self-concept, and that the
caregiver experiences problems in social and sexual relationships due to the emotional toll that he/she has suffered during
the course of his/her child's illness.

Bradley et al (2020) agrees with the criteria of the aforementioned authors but adds that the caregiver not only
experiences physical exhaustion, but also begins with depression and stress serious enough for the caregiver to have
thoughts of suicide, as on several occasions there are single mothers in which the overload is more complex for them or there
is an inadequate economy that does not cover the hospital expenses, which increases the caregiver's fear and therefore to
make bad decisions in which they can put their life at risk as a way out of the situation in which they find themselves.
Therefore, the nursing staff should be vigilant and help the caregiver to cope in a positive way with their child's illness and
thus avoid self-harming attempts.

CONCLUSIONS

The exhaustion of caregivers of a child with leukemia manifests itself through physical and emotional exhaustion,
which includes various symptoms such as: depression, anxiety, migraines, joint pain, sleep disorders, irritability, etc. The
symptoms appear due to the great burden of caring for this type of patient, as they require an enormous amount of care and
generate uncertainty and fear within the caregivers related to the doubts that arise about the possible evolution of the clinical
picture. Added to this is the economic impact of treatment, as many resources are required during the recovery process.

Sapienza: International Journal of Interdisciplinary Studies, 4(SI1), e23040 | 5
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It is necessary to emphasize that to avoid or reduce the appearance and symptoms of burnt-out caregiver syndrome,
timely and adequate support must be provided by the nursing staff. Among the interventions that should be applied are self-
care strategies, relaxation techniques, implementation of assertive communication, management of family conflicts and
decision-making strategies; together these strategies favor the quality of care provided to the child and the physical and
mental health of the caregiver. Including the implementation of such interventions in the care plan by the nursing staff
effectively mitigates the occurrence of adverse events in the caregivers' health.

The implementation of education programmes for caregivers is necessary because it provides them with access to
information about the disease the child is experiencing and how to effectively and correctly provide the necessary care that
the disease requires. By providing all the necessary knowledge, caregivers' levels of anxiety and uncertainty are reduced,
which limits emotional exhaustion.

REFERENCES

Abrantes de Oliveira, Rafaela Azevedo, de Lira Moura, Taciana Michele, Albuquerque Perrelli, Jaqueline Galdino, de Oliveira Lopes, Marcos Venicios, & de Oliveira Mangueira,
Suzana. (2019). Tens&o do papel de cuidador principal diante do cuidado prestado a criangas com cancer. Revista Cubana de Enfermeria, 31(2) Retrieved from
http://scielo.sld.cu/scielo.php?script=sci_arttext&pid=50864-03192015000200008&Ing=es&tIng=pt.

Achury, D. M., Castafio Riafio, H. M., Gomez Rubiano, L. A, & Guevara Rodriguez, N. M. (2019). Calidad de vida de los cuidadores de pacientes con enfermedades crénicas con
parcial dependencia. Investigacién en Enfermeria: Imagen y Desarrollo, 13(1), 27-46. Retrieved from https://www.redalyc.org/pdf/1452/145221282007.pdf

Antunes, D., Silva, S. & Rego, G. (2018). Tendencias de mortalidad por leucemias en nifios y adolescentes en la caputal de los estados brasilefios:1980-2015. Rev. Epidemiol Serv.
Sdude. Retrieved from 27(3); : https://www.scielo.br/j/ress/a/xfwhbv4)Inj6VyFz3KmDrfC/abstract/?format=html&lang=es#

Ardem, E. & Kilikarslam, E. (2018). How can we use symptom clusters in nursing care of children with Leukemia. Rev. Asia Poc Jo oncol nurs. Retrieved from 5(1):
https://pubmed.ncbi.nim.nih.gov/29379835/

Arévalo, A, Cuavas, M., Martinez, J., Ochoa, L, & Bohorquez. (2022). Identificacién de cuidados paliativos en pacientes oncolégicos. Retrieved from 13(12):
https://revistas.curn.edu.co/index.php/cienciaysalud/article/view/1544

Arias-Rojas, M., Carrefio Moreno, S., Sepulveda Garcia, A., & Romero Ballesteros, I. (2021). Sobrecarga y calidad de vida de cuidadores de personas con cancer en cuidados
paliativos. Revista Cuidarte. https://revistas.udes.edu.co/cuidarte/article/view/1248/2198

Borrescio-Higa, F., & Valdés, N. (2022). The Psychosocial Burden of Families with Childhood Blood Cancer. International Journal of Environmental Research and Public Health, 19(1),
599. https://doi.org/10.3390/ijerph19010599

Brayley, J., Stanton., L, Jenner, L. & Prosad, S. (2019). Recognition and managuemet of laukemia in children. Rev. Br. J. Nurs . Retrieved from 28(15):
https://pubmed.ncbi.nim.nih.gov/31393775/

Cabada Ramos, E., & Martinez Castillo, V. A. (2019). Prevalencia del sindrome de sobrecarga y sintomatologia ansiosa depresiva en el cuidador del adulto mayor. Psicologia y Salud,
27(1), 53-59.

Carrefio-Moreno, S., Chaparro-Diaz, L., & Lopez-Rangel, R. (2019). Intervenciones en cuidadores familiares de nifios con cancer. Index de Enfermeria, 26(1-2), 43-47.
https://scielo.isciii.es/scielo.php?script=sci_arttext&pid=S1132-12962017000100010

Carrillo, V., Reyes, C., & Chavez, D. (2021). SOBRECARGA Y CALIDAD DE VIDA EN CUIDADORES DE NINOS CON CANCER. Revista electrénica semestral en Ciencias de la Salud, 2, 1-
12. Retrieved from http://148.217.50.37/index.php/ibnsina/article/view/941/1020

Crotty, B. H., Asan, O., Holt, J,, Tyszka, J., Erickson, J., Stolley, M., Pezzin, L. E., & Nattinger, A. B. (2020). Qualitative Assessment of Unmet Information Management Needs of Informal
Cancer Caregivers: Four Themes to Inform Oncology Practice. JCO clinical cancer informatics, 4, 521-528. https://doi.org/10.1200/CC1.19.00159

Crotty, B. H., Asan, O., Holt, J,, Tyszka, J., Erickson, J., Stolley, M., Pezzin, L. E.,, & Nattinger, A. B. (2020). Qualitative Assessment of Unmet Information Management Needs of Informal
Cancer Caregivers: Four Themes to Inform Oncology Practice. JCO clinical cancer informatics, 4, 521-528. https://doi.org/10.1200/CCI.19.00159

Cuevas-Cancino, J. J., & Moreno-Pérez, N. E. (2018). Psicoeducacion: intervencion de enfermeria para el cuidado de la familia en su rol de cuidadora. Enfermeria Universitaria, 14(3),
207-218. https://doi.org/10.1016/j.reu.2017.06.003

EL MANUAL PARA EL PACIENTE ONCOLOGICO Y SU FAMILIA es fruto de una intensa. (n.d.).
https://www.seom.org/seomcms/images/stories/recursos/infopublico/publicaciones/manual_pacientes.pdf

Fernandez, M., Pérez, Y., Urgelles, D. & Fernandez, M. (2019). Supervivenvia de nifios y adolscentes con lecucmia linfoblastica. Rev. MEDISAN. Retrieved from 23(3); 412-416:
http://scielo.sld.cu/scielo.php?script=sci_arttext&pid=51029-30192019000300412

Fonseca, M., Rojas, J., & Cubillos, P. (2019). Concepto de sobrecarga del cuidador del nifiot con cancer: revisién integrativa. 2, 1-15. Retrieved from
https://revistas.ufps.edu.co/index.php/cienciaycuidado/article/download/1605/1736%inline=1

Forugh, F., Fatemeh, O., & Mahnaz, S. (2018). Caring for a Child with Cancer: Impact on Mother's Health. Asian Pacific Journal of Cancer Prevention, 15, 1-8.
doi:http://dx.doi.org/10.7314/APJCP.2014.15.4.1731

Gérain, P., & Zech, E. (2019). Informal Caregiver Burnout? Development of a Theoretical Framework to Understand the Impact of Caregiving. Frontiers in psychology, 10, 1748.
https://doi.org/10.3389/fpsyg.2019.01748

Gérain, P., & Zech, E. (2019). Informal Caregiver Burnout? Development of a Theoretical Framework to Understand the Impact of Caregiving. Frontiers in psychology, 10, 1748.
https://doi.org/10.3389/fpsyg.2019.01748

Gerrero, A, Romero, G., & Martinez, M. (2018). Percepcién del cuidador primario sobre las intervenciones de enfermeria al paciente en estado terminal. Rev Enferm Inst Mex Seguro
Soc, 24(2), 1-8. Retrieved from https://biblat.unam.mx/hevila/RevistadeenfermeriadellnstitutoMexicanodelSeguroSocial/2016/vol24/no2/3.pdf

Gonzales, N., & Romero, M. (2018). Dimensiones de la calidad del cuidado de enfermeria y satisfaccion del padre o tutor del paciente pediatrico hospitalizado. Rev Enferm Inst Mex
Seguro Soc, 25(3), 1-8. Retrieved from https://www.medigraphic.com/pdfs/enfermeriaimss/eim-2017/eim173d.pdf

Gonzalez, G., Oviedo, H., & Bedoya, L. (2019). Cuidado humanizado de enfermeria percibido por familiares de pacientes pediatricos, usuarios del Hospital Fernando Troconis, Santa
Marta. Memorias, 11(20), 1-10. Retrieved from https://www.researchgate.net/profile/Haidy-Oviedo-
Cordoba/publication/314079871_Humanized_Nursing_Care_as_Perceived_by_Relatives_of_Pediatric_Patients_at_the_Fernando_Troconis_Hospital_in_Santa_Marta/links/5
8b387ceaca2725b541a02a3/Humanized-Nursing-Care-a

Grau, C., & Fernandez Hawrylak, M. (2019). Familia y enfermedad crénica pediatrica. Anales del Sistema Sanitario de Navarra, 33(2), 203-212. Retrieved from
http://scielo.isciii.es/scielo.php?script=sci_arttext&pid=S51137-66272010000300008&Ing=es&tIng=es.

Guerrero, T., Paez, J. & Tera, R. (17 de 12 de 2019). Caracterizacion de leucemia aguda en un Hospital de tercer nivel de Quito-Ecuador. Cambios Rev. Med. Retrieved from 18(2), 24-
31: https://docs.bvsalud.org/biblioref/2020/06/1097710/art_04_cambios_2019_7v_final.pdf

Guimaraes, C. A, & Enumo, S. R. F. (2019). Impacto Familiar nas Diferentes Fases da Leucemia Infantil. Psicologia - Teoria E Prdtica, 17(3), 66-78. https://doi.org/10.15348/1980-
6906/psicologia.v17n3p66-78

Sapienza: International Journal of Interdisciplinary Studies, 4(SI1), e23040 | 6


http://scielo.sld.cu/scielo.php?script=sci_arttext&pid=S0864-03192015000200008&lng=es&tlng=pt
https://www.redalyc.org/pdf/1452/145221282007.pdf
https://www.scielo.br/j/ress/a/xfwhbv4JJnj6VyFz3KmDrfC/abstract/?format=html&lang=es
https://pubmed.ncbi.nlm.nih.gov/29379835/
https://revistas.curn.edu.co/index.php/cienciaysalud/article/view/1544
https://revistas.udes.edu.co/cuidarte/article/view/1248/2198
https://doi.org/10.3390/ijerph19010599
https://pubmed.ncbi.nlm.nih.gov/31393775/
https://scielo.isciii.es/scielo.php?script=sci_arttext&pid=S1132-12962017000100010
http://148.217.50.37/index.php/ibnsina/article/view/941/1020
https://doi.org/10.1200/CCI.19.00159
https://doi.org/10.1200/CCI.19.00159
https://doi.org/10.1016/j.reu.2017.06.003
https://www.seom.org/seomcms/images/stories/recursos/infopublico/publicaciones/manual_pacientes.pdf
http://scielo.sld.cu/scielo.php?script=sci_arttext&pid=S1029-30192019000300412
https://revistas.ufps.edu.co/index.php/cienciaycuidado/article/download/1605/1736?inline=1
https://doi.org/10.3389/fpsyg.2019.01748
https://doi.org/10.3389/fpsyg.2019.01748
https://biblat.unam.mx/hevila/RevistadeenfermeriadelInstitutoMexicanodelSeguroSocial/2016/vol24/no2/3.pdf
https://www.medigraphic.com/pdfs/enfermeriaimss/eim-2017/eim173d.pdf
https://www.researchgate.net/profile/Haidy-Oviedo-Cordoba/publication/314079871_Humanized_Nursing_Care_as_Perceived_by_Relatives_of_Pediatric_Patients_at_the_Fernando_Troconis_Hospital_in_Santa_Marta/links/58b387ceaca2725b541a02a3/Humanized-Nursing-Care-a
https://www.researchgate.net/profile/Haidy-Oviedo-Cordoba/publication/314079871_Humanized_Nursing_Care_as_Perceived_by_Relatives_of_Pediatric_Patients_at_the_Fernando_Troconis_Hospital_in_Santa_Marta/links/58b387ceaca2725b541a02a3/Humanized-Nursing-Care-a
https://www.researchgate.net/profile/Haidy-Oviedo-Cordoba/publication/314079871_Humanized_Nursing_Care_as_Perceived_by_Relatives_of_Pediatric_Patients_at_the_Fernando_Troconis_Hospital_in_Santa_Marta/links/58b387ceaca2725b541a02a3/Humanized-Nursing-Care-a
http://scielo.isciii.es/scielo.php?script=sci_arttext&pid=S1137-66272010000300008&lng=es&tlng=es
https://docs.bvsalud.org/biblioref/2020/06/1097710/art_04_cambios_2019_7v_final.pdf
https://doi.org/10.15348/1980-6906/psicologia.v17n3p66-78
https://doi.org/10.15348/1980-6906/psicologia.v17n3p66-78

Physical and mental exhaustion of the caregiver in pediatric patients with leukemia

Kenia Nufiez Camarena. (2020). Estrategias de intervencion para el estrés en padres con hijos con enfermedades oncolégicas. Revista Cientifica de La Universidad Especializada de
Las Américas (REDES), 1(12), 24-43. http://portal.amelica.org/ameli/jatsRepo/443/4432065013/html/

Li, M., Jia, Y. & Zhing, L. (2021). The aplication value of information-based extended, nursing care, of disacharged, Tans! Res. Retrieved from 13(6):
https://pubmed.ncbi.nim.nih.gov/34306448/

Loja, J., Pazmifio, N., Intriago, V. & Lindao, M. (30 de 04 de 2019). Sobrevivencia de pacientes infantiles diagnosticados con leucemia mieloide aguda en el Ecuador. Rev Cientifica
Mundo de la Investigaciony el Conocimiento. Retrieved from 3 (2), 698-720: https://recimundo.com/index.php/es/article/view/488/689

Lopes do Carmo, De Mendonga M, Toledo E, De Oliveira D, Do Carmo P, Andrade, J & Rodrigues A. (2021). Impacts of Caring for Persons with Cancer on the Caregiver and Family
Dynamics. Revista Cubana de Enfermeria, 37(2), e3679. Epub 01 de junio de 2021. Retrieved from de http://scielo.sld.cu/scielo.php?script=sci_arttext&pid=S0864-
03192021000200009&Ing=es&tIng=en.

Martinez Pizarro, Sandra. (2020). Sindrome del cuidador quemado. Revista Clinica de Medicina de Familia, 13(1), 97-100. Epub 20 de abril de 2020. Retrieved from
http://scielo.isciii.es/scielo.php?script=sci_arttext&pid=51699-695X2020000100013&Ing=es&tIng=es.

Méndez, J. & Botero, A (2020). Agotamiento profesional en personal de enfermeria y factores de riesgo psicosocial. Terapéutica, vol. 38, nim. 4, pp. 501-508, 2019 Redalyc.org.
Retrieved from https://www.redalyc.org/journal/559/55964256022/html/

Morales, S., Miranda, A. & Bello, J. (2018). Leucemia linfoblastica aguda infantil: una aporximacion genémica. Boletin médico del Hospital Infatil de México . Retrieved from 74(1); 13-
26: https://www.scielo.org.mx/scielo.php?script=sci_arttext&pid=S1665-11462017000100013

P, P.R. A. (2022). Panunzio R/Enfermeria Investiga, Investigacion, Vinculacion, Docencia y Gestién Vol. 7 No. 2 2022 (Abril -Junio), 7(2). Panunzio R/Enfermeria Investiga, ... preview
& related info | Mendeley

Penariol, T., Carmo, G., & Lima, V. (2020). Assisténcia de enfermagem a crianga com cancer em cuidados paliativos: uma revisdo integrativa. Rev Soc Bras Enferm Ped, 20(2), 1-11.
Retrieved from https://journal.sobep.org.br/wp-content/uploads/articles_xml/2238-202X-sobep-20-02-0097/2238-202X-sobep-20-02-0097.x19092.pdf

Recalde, M., Garcia, C. & Criollo, A. (2022). Calidad de vida en pacientes pediatricos tratados con quimioterapia por dianostico de leucmeia linfoblastica aguda. Revista Eugenio
Espejo . Retrieved from 16(1): https://eugenioespejo.unach.edu.ec/index.php/EE/article/view/436/62

Reyna-Martinez, M., Gonzélez-Romo, R. A., & Ldpez, J. A. (2019). Estudio de caso: atencion arteterapéutica a cuidadora primaria, madre de un hijo con leucemia para favorecer su
expresion emocional y afrontamiento. Arteterapia. Papeles de Arteterapia y Educacion Artistica Para La Inclusién Social, 14, 131-146.Estudio de caso: atencion arteter...
preview & related info | Mendeley

Rios, K. S., Martinez, R. de J. A, Arreola, A. D. C,, Saldafia, R. M. E. G,, & Sanchez, J. E. P. (2018). Estrés, Sobrecarga Y Ansiedad En Cuidadoras Primarias De Nifios Que Padecen
Leucemia En Hidalgo. European Scientific Journal, ESJ, 13(24), 79. https://doi.org/10.19044/esj.2017.v13n24p79

Rosenberg, A. R, Baker, K. S., Syrjala, K. L., Back, A. L., & Wolfe, J. (2018). Promoting Resilience among Parents and Caregivers of Children with Cancer. Journal of Palliative Medicine,
16(6), 645-652. https://sci-hub.se/https://www.liebertpub.com/doi/10.1089/jpm.2012.0494

Salas, M., & Gabaldén, O. (2018). Los cuidados paliativos: un modelo de atencién integral al nifio gravemente enfermo y a su familia. Elsevier, 61(4), 1-15. Retrieved from
https://www.sciencedirect.com/science/article/abs/pii/S1695403304783976

Sanchez Martinez, Rosa Tulia, Molina Cardona, Edith Milena, & Gémez-Ortega, Olga Rocio. (2018). INTERVENCIONES DE ENFERMERIA PARA DISMINUIR LA SOBRECARGA EN
CUIDADORES: UN ESTUDIO PILOTO. Revista Cuidarte , 7 (1), 1171-1184. https://doi.org/10.15649/cuidarte.v7i1.251

Sanchez, M., Cordova, G. & Vasquez, J. (2022). Resultados de distracion para el cuidado en oncologia pediatra desde la evidencia de enfermeria. Revision Integradora. Retrieved
from 1(68): https://revistas.um.es/eglobal/article/view/504291/328691

Silva, C., Macedo, E., Aparecida, A. & Lima, U. (2022). Repercusionesdel diagnéstico juvenil de leucemia en pacientes y sus familias. Revision integradora. Retrieved from 11(6):
https://rsdjournal.org/index.php/rsd/article/view/28644

Wang, Y., & Feng, W. (2022). Cancer-related psychosocial challenges. General psychiatry, 35(5), e100871. https://doi.org/10.1136/gpsych-2022-100871

Contribution of each author to the manuscript:

% of contribution of each author

Task A1 A2 A3 A4 A5
A. theoretical and conceptual foundations and problematization: 20% 20% 20% 20% 20%
B. data research and statistical analysis: 20% 20% 20% 20% 20%
C. elaboration of figures and tables: 20% 20% 20% 20% 20%
D. drafting, reviewing and writing of the text: 20% 20% 20% 20% 20%
E. selection of bibliographical references 20% 20% 20% 20% 20%
F. Other (please indicate) - - - - -

Indication of conflict of interest:
There is no conflict of interest
Source of funding

There is no source of funding
Acknowledgments

There is no acknowledgments

Sapienza: International Journal of Interdisciplinary Studies, 4(SI1), e23040 | 7


http://portal.amelica.org/ameli/jatsRepo/443/4432065013/html/
https://pubmed.ncbi.nlm.nih.gov/34306448/
https://recimundo.com/index.php/es/article/view/488/689
http://scielo.sld.cu/scielo.php?script=sci_arttext&pid=S0864-03192021000200009&lng=es&tlng=en
http://scielo.sld.cu/scielo.php?script=sci_arttext&pid=S0864-03192021000200009&lng=es&tlng=en
http://scielo.isciii.es/scielo.php?script=sci_arttext&pid=S1699-695X2020000100013&lng=es&tlng=es
https://www.redalyc.org/journal/559/55964256022/html/
https://www.scielo.org.mx/scielo.php?script=sci_arttext&pid=S1665-11462017000100013
https://www.mendeley.com/catalogue/6bdffd7b-b59d-30c6-8446-edd150529047/?utm_source=desktop&utm_medium=1.19.8&utm_campaign=open_catalog&userDocumentId=%7B48f96d20-a122-464a-9eba-c95fb481d672%7D
https://www.mendeley.com/catalogue/6bdffd7b-b59d-30c6-8446-edd150529047/?utm_source=desktop&utm_medium=1.19.8&utm_campaign=open_catalog&userDocumentId=%7B48f96d20-a122-464a-9eba-c95fb481d672%7D
https://journal.sobep.org.br/wp-content/uploads/articles_xml/2238-202X-sobep-20-02-0097/2238-202X-sobep-20-02-0097.x19092.pdf
https://eugenioespejo.unach.edu.ec/index.php/EE/article/view/436/62
https://www.mendeley.com/catalogue/f5585fb7-20b2-3d5f-a318-18259d9dc615/?utm_source=desktop&utm_medium=1.19.8&utm_campaign=open_catalog&userDocumentId=%7B942cea97-faaa-4b7b-8272-3283ef50ad50%7D
https://www.mendeley.com/catalogue/f5585fb7-20b2-3d5f-a318-18259d9dc615/?utm_source=desktop&utm_medium=1.19.8&utm_campaign=open_catalog&userDocumentId=%7B942cea97-faaa-4b7b-8272-3283ef50ad50%7D
https://doi.org/10.19044/esj.2017.v13n24p79
https://sci-hub.se/https:/www.liebertpub.com/doi/10.1089/jpm.2012.0494
https://www.sciencedirect.com/science/article/abs/pii/S1695403304783976
https://doi.org/10.15649/cuidarte.v7i1.251
https://revistas.um.es/eglobal/article/view/504291/328691
https://rsdjournal.org/index.php/rsd/article/view/28644
https://doi.org/10.1136/gpsych-2022-100871

