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ABSTRACT: The act of caring involves a burden on the caregiver,
causing impacts on social and family dynamics, as well as on the
quality of care. This research aimed to understand the burden and
the daily care provided by informal caregivers of people with cancer.
This is a descriptive qualitative study, with the participation of 12
informal caregivers of pacient cancer. Data collection was carried out
through the application of a socioeconomic questionnaire,
associated with semi-structured interviews, with the aim of exploring
the experiences related to care. Data analysis allowed the
identification of three units of meaning: emotions, conflicting
experiences, and coping strategies adopted. The results showed
negative impacts on the health of caregivers, as well as wear and tear
on interpersonal relationships. However, it was observed that these
adversities did not change the way caregivers perform their
activities, demonstrating resilience in the context of care.
KevyworDps: Caregivers. Cancer. Caregiver burnout. Empathy.
Health.

Resumo: O ato de cuidar implica uma sobrecarga ao cuidador,
ocasionando impactos na dindmica social e familiar, bem como na
qualidade do cuidado. Esta pesquisa teve como objetivo
compreender a sobrecarga e o cotidiano do cuidado realizado por
cuidadores informais de pessoas com cancer. Trata-se de um
estudo qualitativo descritivo, com a participacdo de 12 cuidadores
informais de pacientes oncoldgicos assistidos em uma instituicdo
filantrépica. A coleta de dados foi realizada por meio da aplicacao
de um questionario socioeconémico, associado a entrevistas
semiestruturadas, com o intuito de explorar as vivéncias
relacionadas ao cuidado. A andlise dos dados permitiu identificar
trés unidades de sentido: emocdes, experiéncias conflituosas e
estratégias de enfrentamento adotadas. Os resultados
evidenciaram impactos negativos na saude dos cuidadores, bem
como desgastes nas relacdes interpessoais. No entanto, observou-
se que essas adversidades ndo alteraram a forma como os
cuidadores desempenham suas atividades, demonstrando
resiliéncia no contexto do cuidado.

PALAVRAS-CHAVE: Cancer. Cuidadores. Desgaste do cuidador.
Empatia. Saude.
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INTRODUCTION

Cancer is a term used to designate a group of more than 200 diseases characterized by the
disordered (malignant) growth of cells that invade tissues and organs, potentially spreading, in the form
of metastases, to other regions of the body. Cancer cells divide rapidly and tend to be highly aggressive
and uncontrollable, leading to the formation of tumors or malignant neoplasms’.

Cancer is undoubtedly one of the most significant public health challenges in Brazil and
worldwide among chronic non-communicable diseases. Between 2014 and 2015, more than 500,000
new cases of cancer were recorded, placing Brazil among the countries with the highest incidence rates
globally?. In this context, cancer has caused substantial psychological and social impacts, leading to a
reduced quality of life, the onset of disabilities, and significant economic burdens for society and
healthcare systems3.

Another aspect to be considered is the impact of a positive diagnosis of cancer or any chronic
disease on the family, which can cause the patient and his/her family group to suffer an emotional and
psychological impact, especially the primary caregiver®. Adaptation to this process of illness is necessary.

It is necessary to adapt to this process of illness, which can present instability and uncertainty,
with the need for comprehensive care for the patient, at the cost of overloading the most diverse aspects
of their life, thus generating a risk group that can develop psychological symptoms, as well as chronic
illnesses®.

According to sociologist Emile Durkheim, society can be compared to a biological body, since it
is composed of parts that interact with each other®. Thus, characterizing the family nucleus as a society,
its members will have a unique way of relating to each other, based on their perceptions, beliefs and
needs. Each member of the family will react in their own and unique way to the various events, including
the illness of a family member. This can trigger impacts on the structure and roles that each individual
holds within this social nucleus*.

With the increase in life expectancy and scientific advances in the health area for the treatment
of diseases, the importance of the role of the caregiver becomes evident. The informal caregiver
classification is for any and all relatives, partners or friends who have an emotional relationship and
provide assistance (physical, social and/or psychological) to a person with a serious or incurable illness®.
Thus, the experience of caring for a sick family member can represent a great burden for the caregiver,
leading to deprivation and changes in social and family dynamics3.

The presence of numerous clinical, emotional and psychological complications triggered by this
overload is well-known, and can cause strain on the mental and physical health of the caregiver, which
compromises essential areas of life, such as self-care, work and leisure. These implications occur due to
the time demands that caring for a cancer patient requires, and consequences such as depressive
symptoms and stress, both physical and emotional, are perceived by caregivers3.

The exhausting routine of medical appointments, chemotherapy and radiotherapy treatments,
nutritional support, and emotional support, for months or even years. This routine brings, in addition to
the emotional burden attributed to the disease, the physical and health burden for those who become
responsible for the care. Thus, the experience of caring for a sick family member can represent an
emotional, physical and financial burden, which affects the lives of caregivers, demanding time and
dedication. This burden is generally accompanied by states of physical and mental fatigue, stress,
depression, anxiety, lack of social support and a worse quality of life for caregivers.

According to studies, the prevalence of depression among caregivers is high, reaching
approximately 42% globally, with higher rates among women, which highlights the vulnerability of this
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population to mental health problems®. In addition, caregivers often experience symptoms of anxiety
and psychological distress, especially when exposed to diagnoses of diseases in advanced stages, due to
high mortality rates and limited prognosis, exacerbating the emotional and social impact on the family
context®.

Additionally, caregivers deal with unmet needs, such as a lack of psychological support and
specific training to manage critical situations, including the clinical and emotional aspects of care. Many
report difficulties in accessing clear information, especially in health systems, which increases feelings
of helplessness and frustration!® These demands, combined with a lack of preparation and social
isolation, become aggravating factors that increase the negative impact on the health of these
individuals. Interventions aimed at psychosocial support, effective communication, and reducing the
subjective burden of suffering can significantly improve both the resilience and quality of life of
caregivers, contributing to more humanized and sustainable care®®

In this context, the study is relevant in the current scenario, since cancer is one of the most
complex public health problems facing the Brazilian health system. It is estimated that approximately
one third of new cancer cases could be prevented!. The care actions for cancer patients have undergone
exponential evolution in their diagnostic and therapeutic techniques, contributing to greater survival
and quality of life for this population. This evolution is occurring due to the greater search for
information in clinical protocols and effective interventions to the real needs of cancer patients, aiming
at personalized care for their patients*?.

Reflecting on this issue can bring greater visibility to those who are the extension of assistance
to the person with cancer, which is the care for those who care. With this study, we seek to gain greater
knowledge regarding the influence of the burden of informal caregivers of cancer patients on the care
provided by them. We seek to bring a critical analysis to interested parties and to the caregivers
themselves, enabling this scenario to change positively. Thus, the main objective of the work was to
understand the daily care provided by informal caregivers of people with cancer assisted by a
philanthropic institution, and the self-reported burden.

METHODOLOGY

This qualitative and descriptive study was conducted with informal caregivers of cancer patients
treated by the Casa de Apoio Entidade Ecuménica Amor ao Préximo. Family or informal caregivers who
accompany cancer patients were included in the study, and those who had specific professional or
technical training as caregivers were excluded.

To identify the participants, the institution's coordination was asked for a list containing the
names of the informal caregivers linked to the patients treated, with the aim of selecting those who met
the inclusion criteria. After this survey, eligible caregivers were invited to participate in the study through
a face-to-face meeting at the philanthropic organization.

The study included the participation of 12 primary caregivers of cancer patients. The participants
were approached in the waiting room of the Casa de Apoio while they were waiting for the family
members being treated. The study included caregivers with a direct family connection to the patient,
who were over 18 years old, and who declared themselves as the primary caregivers.

No predefined number of participants was established for the study. Data collection was
completed when theoretical saturation was reached, that is, when the information obtained was
sufficient to meet the research objectives and the responses began to show recurrence.
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The interviews were conducted between January and June 2023, at the Casa de Apoio. This
choice was due to the fact that most of the institution's attendees live outside the city of Maringd, which
made it impossible to conduct the interviews in the caregivers' homes.

The interviews were conducted in person at the support unit, strictly following local COVID-19
prevention standards. Each interview was carefully scheduled, aiming for the greatest possible relevance
to the context and needs of the participants. Before the interviews began, the caregivers were duly
informed about the study's objectives and procedures. They also formalized their agreement by signing
the Free and Informed Consent Form (FICF), ensuring the confidentiality and secrecy of the information
provided.

The study used semi-structured interviews as the main data collection instrument. Initially,
caregivers' identification data were recorded in order to understand their family context, occupation,
time dedicated to care activities and aspects of their routine. In addition, the interviews addressed the
caregivers' relationship with their family members, changes implemented in care, impacts on daily life
resulting from this activity, history of illnesses, use of medications, financial status, time dedicated to
leisure and self-reported quality of life.

The semi-structured interview was then continued with the application of the Zarit Scale', which
aimed to assess the caregivers' burden in aspects related to availability, stress, relationships, fatigue and
health. Since this was a qualitative study, each question on the scale was followed by the following
guestion: “Could you explain the reason for your answer?” This approach allowed the questions to be
asked in an open-ended manner, allowing new questions to be added based on the answers provided
by the participants, which enabled a more in-depth investigation into possible influences of the answers
on the care provided to the family member with cancer.

After the questions were completed, the information recorded using a voice recorder was fully
transcribed. This process enabled the analysis of the answers using the thematic content analysis
technique, which is structured in three stages: pre-analysis, exploration of the material and treatment
and interpretation of the results™. In the pre-analysis, the set of documents to be analyzed was
organized, the data of interest were identified, and indicators that would support the final interpretation
were developed. The material exploration stage consisted of processes of decomposition, classification,
grouping, and enumeration, aiming to identify information that responded to the study objectives.

The processing of the results involved the interpretation of the data obtained, relating them to
the initial hypotheses, the research objectives, and the general findings. To ensure the anonymity of the
participants, the coding “CDR” (referring to “caregiver”) was established, followed by sequential
numbering according to the order in which the interviews were conducted. Thus, the first participant
was identified as “CDR 1”, the second as “CDR 2”, and so on.

The research followed all national and international ethical precepts regarding studies with
human beings. The project was initially submitted and approved by the management of the Casa de
Apoio Entidade Ecuménica, Amor ao Préximo and then forwarded to the Research Ethics Committee
(CEP) of UNICESUMAR, where it was duly assessed and approved (CAAE: 53736821.0.0000.5539). All the
steps described were initiated only after obtaining the necessary authorizations.

RESULTS

Of the 12 family caregivers who participated in the study, eight were female and four were male,
with ages ranging from 18 to 76 years. Regarding education, five participants had incomplete elementary
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education, three had completed elementary education, three had completed high school, and one had
completed higher education. Regarding the degree of kinship, nine caregivers were children, one
grandson, one sister, and one daughter-in-law.

With regard to occupation, four of the interviewees were housewives, four were retired, two
were self-employed, one was a student, and one was a bricklayer. The average family salary reported
among the interviewees was four minimum wages. Regarding the coexistence with the sick family
member, 8 of the 12 caregivers reported living in the same residence. Regarding the length of care, a
duration of one month to three years was reported since they assumed this role.

Regarding the type of care provided, there was a variability in the level of dependency on the
part of the patients, ranging from those who required assistance with personal hygiene, eating, moving
around and administering medication, which were five of the family members assisted; to those who
were able to perform several activities alone, that is, who presented a lower level of dependency, which
were seven of the family members assisted.

DISCUSSION

After a detailed analysis of the participants' statements, three main thematic categories
emerged: empathy and the secondary benefit of the disease in care; Complexities involved in care:
challenges and obstacles; and Experiences of the care process: overload and conflicting relationships.
These categories were structured based on the similarity of the information collected, enabling a
coherent organization of the analyzed data.

Even with the various courses before learning about the state of each condition, the diagnosis of
cancer, performed by a professional, is one of the stages that can generate great concern for all family
members and those who are monitoring the health condition °.

Care, from the perspective of the study collaborators, was then permeated by emotions,
experiences and strategies adopted by each caregiver to overcome the long and uncertain journey of
cancer treatment.

The doctor told us about the cancer, we had only gone for a follow-up, so no one was expecting it, everyone

was shocked, so | left there very worried and shaken. (CDR3)

| realized that my husband (cancer patient) was just like me, very shaken, because of the diagnosis. [...] Oh,
his routine has changed a lot. Because all his food is blended, so it's something that requires a lot of care. |
worry a lot about his health, and there are days when it seems like he doesn't eat, because everything is

liquid (CDRA4).

However, it is clear that although this concern is a constant for those who care for and live with
a family member with cancer, it is still possible to find comfort and support from friends and family.
Furthermore, testimonies were also collected that demonstrate greater tranquility when faced with the
condition of illness.

During chemotherapy, she (girlfriend with cancer) became weak, but we are always close, right? So her
daughter and | help her with things, because | think we always have to be close in difficult times. Her

daughter and her friends also helped a lot during that time. But after it was over, | feel calmer (CDR5).

SAUD PEsQ. 2025;18:6-13234 - E-ISSN 2176-9206




IMPACT OF INFORMAL CAREGIVER OVERBURDEN ON CARE FOR FAMILY MEMBERS WITH CANCER

I don't have as much time to see my friends and the rest of my family anymore, but that hasn't changed my
relationship with my family and friends. | have received a lot of support, and that has helped me a lot with

all the suffering since the death of my son and now with my husband (relative with cancer) (CDR2).

It's only at the beginning of the treatment that we get more worried and stressed. But now I think the worst

is over (CDR6).

The concerns of each interviewee were expressed differently, but most reported greater concern
when the condition was undergoing more intensive monitoring, since this is a stage that may require
radical changes in the daily routine to adapt to the treatment routine. However, when patients were
finishing treatment or in phases that require less medical intervention, the concern reported was less.

There are many difficulties faced by caregivers and cancer patients. Changes in family life and
activities are common with the diagnosis, where caregivers have had to adapt to a new reality full of
tensions and concerns!® It is believed that seeking information, together with spiritual, physical and
emotional support, helps to minimize doubts, anxieties and concerns and contributes to a better quality
of life for the caregiver and patient®’.

Another point addressed was the different experiences faced with the beginning and course of
care and treatment for a family member with cancer, which directly affect the daily lives of the patient
and caregiver.

She didn't want treatment for a year, complaining of pain, crying that she couldn't eat. Then, after

encouraging her so much, | managed to get her to start treatment (CDR7.

| was more affectionate in taking care of her because before she was fine, and after she discovered the

disease we have more dedicated attention (CDRS).

At home, I'm the one who cleans, makes the meals she likes and once a month | accompany her to the

doctor, but | do all this with great pleasure to help my sister (cancer patient) (CDR9).

Sometimes he fights with me over nothing. [...] but in the end | manage to reconcile with him. He lives next

door to me and is with us 24 hours a day (CDR1).

Caregivers reported feeling indignant about behavioral changes, physical exhaustion, and the
need to divert much of their attention to the family member they are caring for. Sometimes, caring for
a family member with cancer can cause deprivation of social life and freedom, which implies changes in
the lives and activities of those who are caring for them. In turn, these people may experience changes
in their routines, which begin to be organized around the sick person, forgetting about self-care.

To support the changes generated by the diagnosis and treatment of the family member with
cancer, strategies adopted to help them experience this phase were discussed.

| think it was peaceful. Because God gives strength, knows everything and knows who has to go through

each thing. Then we pray and everything is at peace and we hand it over to Him (CDR6).

| always remember that this is just a phase and God will enlighten him (husband with cancer). Then | have

more energy to continue taking care of him (CDR3).

In this sense, there are studies that reveal the religious appeal on the part of several caregivers,
demonstrating this support as a source of support necessary to continue accompanying the patient. In
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addition to the support generated by spirituality, it also helps to minimize suffering, worries and
difficulties in adapting to the treatment routine®.

Another fact that was often observed was the empathy of the caregiver for the sick family
member, who put themselves in the patient's shoes and sought the best way to help him/her during this
period of treatment.

But | cried a lot, but then | stopped to think, if | wasn't sick, | was already tired, | stayed in bed for three days.
Imagine him, who is sick, and how his mental state is. There were days when he was so tired, that when he
was waiting for an appointment and there was no place to sit, he would sit on the stairs and sleep. [...]
Because imagine, he's a man who has nothing, and the next day he has cancer. [...] Then I started to see his
side, he would fight, he would tell me not to raise his voice, that we would try to resolve it, but | never, ever
fought with him. There were times when he would yell at me really loudly and | would say in a louder tone:

"Wow, what's going on?" To see if he would realize what he was doing (CDR1).

We never argued, we never fought. There are times when she is quite rude, right? But then | understand
that it's because of the problem. Because you go to eat, you can't, there's that pain. So, you're not always
in a good mood, but I'm not always in a good mood, | take it as a joke and that's it. [...] | eat what she eats.
Because if | made rice, beans, meat for myself, | wouldn't like it, knowing that she won't be able to eat it. So
| prefer to make a soup that she can eat too, the way I'm eating it. | think she'll be offended, so | make the

same food and eat the same thing with her (CDR7).

The role of the caregiver is essential to increasing success and generating greater adherence to
various types of treatments. The companion is dedicated to meeting the patient's demands and
limitations, providing attention, affection and empathy. For this to occur effectively, the caregiver is
subject to increased overload, stress and a worsening of quality of life?°,

Another frequent report during the interviews was the previous experience of one or more cases
of cancer in the family in the vast majority of participants. There were cases in which the treatment was
completed in a short space of time and the patient managed to overcome the cancer, however the vast
majority had negative experiences with the course of each condition, with the greatest fear being the
patient's death.

| lost a sister, who will be three years old now, in May, and | lost a son, both of them because of cancer. And

last Saturday he would have turned 35 (CDR2).

So, my grandmother and my two aunts have already died of cancer. My grandmother had leukemia, one of

my aunts had uterine cancer and another had breast cancer (CDR12).
| took care of my sister first and then my daughter got it. We feel sad and worried about that (CDR6).

| have a brother who died five years ago from cancer that spread from the waist up. And in his family, he
has a nephew who had stomach and esophageal cancer. In my brother's case, it happened suddenly, he got

sick, then no one found out anything, and when they did, he did some tests and he died the next day (CDR4).

As you can see, the person is undergoing treatment, and I've already lost five members of my family, | know
what I've been through, right? Because imagine the doctor coming and telling you this diagnosis, it's going

to change your life completely (CDR7).
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I live with this fear of losing my husband (a cancer patient) because, as | said, I've already lost my sister and

my son to cancer. [...] | feel very distressed and afraid that he'll die because of it cancer (CDR2).

During the conversations about past experiences with relatives with cancer, several signs of
sadness were presented, marked by pauses in conversation and crying, which demonstrated concern
about the occurrence of a possible negative situation with the family member who is currently being
cared for. The concern, mostly, was caused by the rapid and uncertain evolution of each case, directly
affecting the thoughts of each caregiver and each family member who is witnessing the process, such as
the fear and constant worry about losing the family member to cancer. The fact that this recurrence of
conditions is explained by the multifactorial and genetic nature of cancers, increasing the predisposition
to the occurrence of a similar condition in close family members?!. Recurrent living with the disease can
generate diverse feelings, such as habitualness, but also frustration and sadness, due to the potential
lethality that the disease imposes on people's lives?2.

However, in the face of several negative reports, there were also interviewees claiming that the
care process was in some way favorable for them, where they mentioned obtaining secondary gains
from caring for the cancer patient.

| met her, started helping her, and | think it was good for me. It's taking up my time. I've had a lot of loss
since the beginning of last year, it was the whole year, that loss, so | was locked up at home every day
because of COVID. Then when | started taking care of her, things developed, | started leaving the house
more, coming to Maringd, and everything. [...] before | was very closed off. So, when she came asking for
my help, | started leaving to come here, I'm going somewhere | want, right? So | thought it was even good,

to start taking care of her (CDR7).

Now our relationship is better than before. Because before he (husband with cancer) didn't call much, didn't

talk much, now he's more attentive and is talking to me more (CDR4).

Everything has been very good and I'm always in touch with my sister, who | hadn't had for a long time. It
hasn't negatively affected my relationship with my family or friends, except that | see them less because of

the distance, because they live in Sdo Paulo (CDR9).

The statements about secondary gain involved the expression of antagonistic feelings, such as
sadness caused by the uncertain care process and happiness with the benefit obtained. Nevertheless,
the act of caring can generate secondary gains, such as greater attention and time with the patient.
However, he also states that this process can generate several limitations that end up interfering in this
relationship between caregiver and patient, such as the deprivation of some activity due to the
treatment?3,

COMPLEXITIES INVOLVED IN THE CARE PROCESS: MAIN CHALLENGES AND OBSTACLES

The act of caring has an impact on the caregiver's life, and can lead to significant changes in areas
such as self-care, health, and interpersonal relationships with other family members24. However, despite
all these challenges, caregivers remained motivated to continue caring for their sick family member.

The complexity of the act of caring is evident, and in view of this, it is extremely important for
caregivers to maintain self-care throughout this process. However, during the interview period, it
became clear that this self-care was not maintained, especially in relation to the sleep routine. The
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emotional factor was also mentioned as having a significant influence, as well as difficulty in maintaining
physical exercise and a healthy diet, which led to the deterioration of their health.

To tell you the truth, my health is terrible. | can't sleep, right? I'm taking sleeping pills every other day. |
can't eat properly, because every time he goes to eat, he can't swallow, so | see that he hasn't eaten and |

don't eat either, and so on, right? (CDR2).

Ahh, | used to take better care of my health. Before, | could take better care of my diet, with fruits and
vegetables, | would go for walks and diets, because | wanted to lose weight, right? So | would eat fruits and
vegetables, but now | don't have time anymore. Now, with the support home, they help a lot. But before,
there were times when | would go almost the whole day without eating, then during my father-in-law's

treatment | lost about 10 kg (CDR1).

| don't have any time anymore, | don't even have time to prepare food, so | end up eating more snacks, salty
snacks, soda, and stuff like that. | don't have time anymore to go for walks, which | always liked to do before

so | could take care of myself (CDR1).

The interviewees reported several challenges faced while caring for a sick family member, such
as difficulty sleeping, inadequate nutrition and lack of time to perform physical activities. These changes
in routine are corroborated by a study’, which indicates that such changes can negatively affect the
physical, psychological and social conditions of the caregiver.

The overload generated by the care process contributes to a daily routine full of responsibilities,
which requires adaptations in the caregiver's life and routine, which directly affects their quality of life,
especially with regard to self-care. Changes in sleep and physical activity, associated with a decrease in
emotional well-being, are frequently observed'. Another factor addressed in the interview was the long
wait in line for treatment, which increases the level of stress and anxiety in the caregiver's life.

Since | worked at night, there were times when | would sleep for two hours a night, so I could bring him and

stay here all day. So, like, everything in your life changes a lot and my health got worse with it (CDR1).

My health has deteriorated a lot, stress has increased, and we don't sleep the same way we used to,

everything changes (CDR11).

My mental health has gotten a lot worse during this time. Like, now that he stopped coming every day,
we've been able to get a little more excited, right? But I've felt like giving up, | just didn't give up because of
him. I've spent three days in bed, because there were so many days of treatment, every day. So we had to

come, wait too long, and when they called, the appointment only lasted 15 minutes doing the radio (CDR4).

The exhausting routine of caring for a sick family member directly impacts the caregiver's health,
generating a significant increase in physical and mental stress. Pain, often reported by caregivers, arises
as a manifestation of this stress, possibly associated with the activities performed, such as bathing,
helping with mobility and performing household tasks, such as cleaning, organizing and preparing
meals'.

The constant physical effort required in caregiving, combined with insufficient time for rest, are
determining factors in the deterioration of the caregiver's physical health. Studies that assess the vitality
and quality of life of caregivers of family members with cancer show that, regardless of age group, it is
common to report a decline in these aspects, evidencing the emotional distress experienced'. In this
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context, it is essential that a multidisciplinary team offers support not only to the sick family member,
but also to the caregiver?.

In addition to the impact on health, another challenge faced by caregivers involves changes in
interpersonal relationships with other family members. These changes have an impact on both the
caregiver's life and that of other family members. Reports of feelings such as sadness, worry and stress
are common, reflecting the emotional complexity of the caregiver.

| told my daughter: Daughter, school is going to start again and you can go play with your friends (at that
moment she held back tears) and my daughter said she didn't want to go, she wanted to stay with me, and
the school staff called me into a small room to talk, and asked me what was happening because their
daughter wasn't used to crying before, and at the time my daughter answered: “it's because my mother
doesn't have time to take care of me anymore (at that moment the interviewee apologized and started to

cry), because my mother goes to Maringa every day with my grandfather” (CDR1).

Contact with my husband is being very complicated, because he works away from home and | always have
to come to Maringa during the week, and that ends up keeping us apart (shows concern), and | end up
leaving my children alone, my chores end up falling behind (feeling sad), and | end up getting a little

depressed (CDR3).

It affects my daughter because | get stressed and end up taking it out on her (she gave the awkward smile

again from before) (CDR8).

Due to the overload of activities during the process of caring for a sick family member, the
caregiver ends up neglecting other areas of life, especially interactions with other family members, thus
generating significant wear and tear on the interpersonal relationships of this caregiver. In this sense, it
is common to find obstacles in the caregiver's attempt to maintain the life they had before starting their
role as primary caregiver, causing the caregiver's personal wishes to be nullified?°.

Despite these negative impacts, the constant presence of the possibility of losing a loved one
and the implications for the family become motivating factors in continuing to provide care, even in the
face of numerous challenges. The reports generally demonstrated that caregivers seek to perform their
duties in the best possible way, expressing dedication and appreciation for their family members.

I'm feeling physically, psychologically and spiritually exhausted. But how could | not help someone my
husband loves? How could | see someone like him, a wonderful person, suffering with the possibility of

losing his father at any moment and not wanting to help (CDR1).

But despite the stress and exhaustion, | never changed the way | take care of him. Because he's my husband,
he's the one who's been with me my whole life and he could have surgery at any moment and | might never

see him again (CDR2).

I would never regret taking care of her, because she's my mother, right? | have a lot of respect for her, and

| think taking care of her is an obligation that | have to do (CDR12).

| have a feeling that I'm doing something to help him (grandfather with cancer), because | know he helped
me a lot and unfortunately, as | said, his children aren't reciprocating, right? So, as his granddaughter, I'm

helping, but as a way of giving back (CDR10).
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| feel tired during this whole process, but I'm happy to be able to help my mother, she has done so much

for me and now I'm trying to give back (CDR3).

The interviews revealed several significant impacts on the lives of caregivers, resulting in changes
such asincreased stress levels, health problems and weakened relationships with other family members.
However, despite the numerous negative aspects that directly and indirectly affect their lives, caregivers
demonstrate resilience and remain dedicated to fulfilling their responsibilities. This attitude is largely
driven by the intention to reciprocate the care received throughout their careers, as a form of gratitude
and recognition. Furthermore, the feeling of satisfaction in providing assistance to those who, at other
times, were responsible for caring for them stands out.

EXPERIENCES OF THE CARE PROCESS: OVERLOAD AND CONFLICTING RELATIONSHIPS

The organization of the service was something that was often reported by caregivers, who
mentioned that among the factors that end up making the process of caring for a cancer patient very
tiring are the long waiting times before a medical procedure or simple consultation is performed.

Here, it takes a long time for everything to happen, my friend. If your appointment is scheduled for 1:00

p.m. today, you'll be seen at 3:00 p.m. What's tiring is not the treatment, but the long waiting time (CDR1).

What's really tiring is having to come here, because the appointments take a long time, there are a lot of

people in the place, there aren't enough chairs, that's the problem (CDR10).

We feel really exhausted, we have to wake up at 3:30 a.m. and leave at 4:30 a.m. So there's no time to get
home, because sometimes it takes a long time to call for the appointment and then there's the travel time

to get back home (CDR4).

Since none of the interviewees were from the city where the medical procedure were
performed, the travel time added to the waiting time ended up resulting in several hours during the day
of monitoring, causing dissatisfaction and fatigue on the part of the caregivers. Another factor linked to
this longer waiting time is the use of vans to go to the hospital and return home, subject to the schedules
established by the transportation provider. However, there were reports in which the family member
undergoing treatment ended up negatively influencing the caregiver's mood, because they were
discouraged with the progress of their case or even exhausted by the delay in treatment.

I've been very irritated, you know, because my mother (cancer patient) is very stubborn, she doesn't help

us, even though | just want to help (CDR8).

And my mother has been very discouraged and this ends up making me more tired, because when you see
that the person is trying, is fighting, it gives you the motivation to continue the care, and sometimes | get

discouraged because it seems like she doesn't even want to try anymore (CDR3).

The complex path of cancer treatment can give rise to different and contradictory feelings, which
can even disrupt the relationship between the caregiver and the family member being cared for.
However, the support of people or relatives helps both parties to better cope with the adversities
generated by the illness and improves the course of care?®,
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Another difficulty presented during the dialogues is related to the lack of help with care.
Although some interviewees stated that care tasks were shared with more people and did not generate
a significant burden, the other participants stated that the care process created a burden on their
routines, which was even more evident in cases of single caregivers or those without any support.

In short, he has 10 children, five from one wife and five from the other, but | am the only one who takes
care of my father-in-law. Only my husband has this concern, but then he stays home working and | take care
of him. [...] My husband's family didn't come together after the diagnosis and doesn't even try to help. It
ends up that | get very overwhelmed and if there were more people helping, my routine wouldn't have

changed so much (CDR1).

Just today, | got a huge scolding from the doctor, because | told her to bring the medication and she didn't.
She lives with my stepfather who is also sick, who is another stubborn old man and doesn't want to come
to the city to help, and | also have to take care of my granddaughter. So, there's no way | can provide

assistance every day (CDR8).

Yes, there are five of us siblings, but I'm the only one who comes to accompany her during treatment. [...] If
a sister came along, it might be easier. But today, it's just me, who comes with her, soit's a bit overwhelming

(CDR12).

Because he has two children, and they could be helping. One is my father, who works and has a lot of
problems and stuff, and one is my aunt, who is a drug user. So it's up to me, who's the oldest granddaughter

(CDR10).

I'm the only one who's been taking care of my mother, and all this treatment has affected my mental health
because of the worry, and | also have two children to take care of, both of whom have a rare disease. So,

it's a lot of worry for one person to handle (CDR3).

The statements regarding care expressed signs of indignation and disappointment at the same
time, since they deal with caregivers who are spending several hours of the day just to care for sick
family members, and in most cases, they have no support whatsoever, not even the recognition of the
patient who is being cared for. Carrying out solitary care sometimes has negative repercussions on the
caregiver's life for several reasons. Caregivers may feel a lack of support and indignation because this is
work not performed by other family members, impacting their physical and mental health3.

Another relevant aspect was that some interviewees reported that the long treatment process
ended up triggering great stress in the caregiver and in the patient undergoing treatment. Therefore,
there were reports in which the caregiver-patient relationship was becoming increasingly troubled and
ended up being yet another difficulty in this process

There was even a time when the treatment was too much, he became a bit upset. And he got stressed and
changed his tone of voice with two of his daughters who helped take care of him, and then the daughters
gave up taking care of him. [...] | couldn’t do it anymore, he changed his voice with me, he spoke loudly to
me, he yelled at me, he swore at me and | said to him: You can go in the back of the van and I'll go in front,
you don’t even have to pretend to know me, but I’'m not going to abandon him. Because there’s no way,
the person is already not well. [...] But when he argues, we feel useless, because we say: “My God, I’'m giving
up my life to take care of him”. [...] People say: “But he’s just your father-in-law, right?” But he’s also my

husband’s father (CDR1).
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There are times when he gets on my nerves because he’s ignorant, he doesn’t like talking to me, so | keep
asking questions and he doesn’t answer and that’s why | get really angry. [...] | maintained the same care

with him, but sometimes | feel hurt for doing so much for him and still being treated rudely (CDR2).

During our study, it became clear that conflicts were triggered within the family, especially
between the caregiver and the sick family member, due to the significant increase in stress and the care
routine. Thus, it is an interesting aspect to be considered, when not only caregivers of cancer patients
report this fact, but also caregivers of family members with sequelae or high care demands, originating
from other chronic morbidities®?.

In this context, studies that addressed family caregivers of people who require monitoring due
to chronic diseases highlighted changes mainly in marriage, where these relationships have undergone
radical changes imposed by the disease, leading them to feel dissatisfied with their marriages, increasing
friction within the family?’28, Furthermore, the indignation on the part of the family caregiver, often due
to not receiving recognition for their work, demonstrated that the caregiver is resentful towards the sick
family member, which was also verified in these same studies3?33,

Therefore, it became clear that the caregiving process is full of surprises for both the patient and
the caregiver. The need for monitoring can trigger several physical, mental and social changes in the
caregiver. Thus, the environment in which the caregiver is inserted directly affects the intensity of the
overload generated by the process, making it clear that the support of family and friends during this
phase for the caregiver and the patient is important.

PRACTICAL IMPLICATIONS OF THE STUDY AND THE PROMOTION OF CAREGIVERS' HEALTH

Informal care for cancer patients is essential, but it presents significant challenges for those who
perform this role. This study reveals, in some cases, a gap in caregivers’ knowledge regarding patient
management. Therefore, it is necessary to develop public intervention practices with the aim of training
caregivers, such as training programs that address patient management, techniques, and support. Such
programs can assist and improve care, reducing errors and reducing the insecurity of those who provide
this care3.

Based on the interviews presented, caregivers demonstrated neglect of their own well-being due
to the demands of care. In view of this, the possibility of implementing campaigns and programs that
encourage self-care, including physical exercise, healthy eating, relaxation techniques and rest routines
can help prevent physical and emotional exhaustion, improving the quality of life of caregivers3>.

Emotional stress and feelings of isolation are frequent challenges for caregivers, as reported in
the study. The creation of support groups and individual or group therapies can provide a safe space to
share experiences. Integrating these caregivers into support networks, such as community organizations
or specific groups, can minimize the emotional impact and provide a more welcoming and supportive
environment3®,

The need to improve access to health services, which often present logistical barriers, such as
long waiting times and transportation difficulties. Creating more accessible services adapted to the
needs of caregivers, such as dedicated transportation and priority care, can significantly reduce logistical
and emotional stress®’.

Another essential aspect revealed by the study is that the lack of recognition and family support
are factors that intensify caregiver burden. Therefore, valuing the role of informal caregivers through
public policies and awareness campaigns can help reduce this feeling of neglect3®.
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In this context, family relationships can suffer negative impacts during the care process,
generating conflicts and emotional distress. Educational programs aimed at improving communication
and conflict management can strengthen family ties and create a more collaborative environment in
care. These integrated strategies have the potential to improve not only the quality of life of caregivers,
but also the effectiveness of care provided to cancer patients3®. Therefore, it becomes possible to
construct relevant social and political aspects for promoting the health of caregivers of cancer patients.

CONCLUSION

It was concluded that acting as a caregiver for a family member with cancer brings about
profound changes in physical and mental health and family dynamics. A significant increase in physical
and emotional exhaustion was observed, caused mainly by changes in sleep quality, the exhausting
routine of caring for the sick family member and the high level of emotional stress throughout the
process. However, despite these adversities, a genuine feeling of gratitude was identified in the
caregivers, who see this experience as an opportunity to reciprocate the care received, evidencing a
reversal of roles in their relationships, as they take on the role of caring for those who have done so
much for them.

Another relevant aspect is the need for support from a multidisciplinary health team, considering
that this period is marked by uncertainty and conflict, in which the caregiver can often feel helpless,
exhausted and vulnerable. Thus, it is clear that the physical and psychosocial challenges faced by
caregivers require greater attention, with effective interventions that promote the integral well-being
of caregivers and their families, going beyond conventional clinical treatment.

During data collection and interviews, it became clear that there is a lack of research in the
medical field that addresses this current and relevant topic. It is necessary to expand studies on the
subject in order to assist doctors and caregivers throughout the patient's treatment process. This
approach will make it possible to treat cancer holistically, and not just as a clinical comorbidity, favoring
interventions that benefit both the patient and the family caregiver.
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