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ABSTRACT

Introduction: In Brazil, there is an emerging discussion regarding care plans and concerns related to the needs of cancer survivors.
Objective: This study aimed to understand the experience of oncology specialist nurses in providing care to cancer survivors. Method:
This exploratory qualitative research was conducted through an exploratory approach with a qualitative focus, carried out in two public
hospitals and two private hospitals located in Fortaleza and Rio de Janeiro. Data were collected through in-person focus group sessions
in each city, with 11 and 8 participating nurses, respectively. Thematic analysis was employed to analyze the data. Results: The study
revealed an understanding that having cancer impacts individuals and society across various dimensions. Notably, the interplay between
physical, psychological, social, and economic well-being was highlighted. Additionally, challenges related to the unpreparedness of services
and professionals to address these comprehensive needs were identified. Conclusion: These aspects should guide the reconstruction of
policies and practices aimed at supporting people with cancer in Brazil, particularly in optimizing care processes and attending to the

long-term needs of unsatisfactorily addressed survivor groups.
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RESUMO

Introdugao: No Brasil, hd uma discussio incipiente acerca de planos de
cuidados e/ou preocupagées voltadas para as necessidades dos sobreviventes
a0 cAncer. Objetivo: Compreender a experiéncia de enfermeiros especialistas
em oncologia na prestagio de cuidados aos sobreviventes ao cincer.
Meétodo: Pesquisa exploratéria, com abordagem qualitativa, realizada em
dois hospitais puablicos e dois hospitais privados localizados em Fortaleza
e no Rio de Janeiro. Os dados foram produzidos por meio de um grupo
focal realizado presencialmente, em cada cidade, participando 11 e 8
enfermeiros, respectivamente. A andlise dos dados foi realizada por meio
da andlise temdtica. Resultados: Identificou-se uma compreensio de que o
adoecimento por cincer afeta os individuos e a sociedade em suas diferentes
esferas, destacando-se as interrelagoes entre as necessidades de bem-estar
fisico, psicoldgico, social e econdmico, e as dificuldades e o despreparo dos
servicos e profissionais para o atendimento integral dessas necessidades.
Conclusao: Tais aspectos devem servir como norteadores para reconstrugio
das politicas e prdticas destinadas as pessoas com cincer no Brasil, em
especial, na otimizagdo dos processos de cuidados e aten¢ao as necessidades
dos grupos de sobreviventes de longo prazo.

Palavras-chave: Sobreviventes de Céincer/psicologia; Cuidados de
Enfermagem; Necessidades e Demandas de Servigos de Satide; Enfermagem
Oncoldgica.

RESUMEN

Introduccién: En el Brasil, hay una discusién que ha surgido sobre los
planes de atencidén y las preocupaciones relacionadas con las necesidades
de los sobrevivientes de cdncer. Objetivo: Comprender la experiencia de las
enfermeras especialistas en oncologfa al brindar atencién a los sobrevivientes
de cdncer. Método: Investigacion exploratoria, con enfoque cualitativo,
realizada en dos hospitales publicos y dos hospitales privados ubicados en
Fortaleza y Rio de Janeiro. Los datos se recopilaron a través de sesiones
de grupos focales en persona en cada ciudad, con 11 y 8 enfermeras
participantes, respectivamente. Se utilizé el andlisis temdtico para examinar
los datos. Resultados: Se identificé una comprensién de que la enfermedad
del cdncer afecta a los individuos y a la sociedad en diversas dimensiones.
Se destacé especialmente la interaccién entre el bienestar fisico, psicoldgico,
social y econédmico. Ademds, se identificaron desafios relacionados con
la falta de preparacién de los servicios y profesionales para abordar estas
necesidades integrales. Conclusién: Estos aspectos deberfan guiar la
reconstruccion de politicas y précticas destinadas a apoyar a las personas
con céncer en el Brasil, especialmente en la optimizacién de los procesos
de atencidn y en la atencion a las necesidades a largo plazo de los grupos
de sobrevivientes insatisfactoriamente atendidos.

Palabras clave: Sobrevivientes de Cédncer/psicologia; Atencién de
Enfermeria; Necesidades y demandas de servicios de salud; Enfermerfa
Oncoldgica.

ZInstituto Nacional de Cancer (INCA), Divisao de Pesquisa Populacional, Nucleo de Pesquisa e Estudos Qualitativos. Rio de Janeiro (RJ), Brasil. E-mails: cheriff@inca.gov.br;
flima@inca.gov.br. Orcid iD: https://orcid.org/0000-0002-3577-0772; Orcid iD: https://orcid.org/0000-0002-8618-7608

3Universidade Federal do Ceard, Faculdade de Medicina, Departamento de Satide Comunitaria. Fortaleza (CE), Brasil. E-mail: malubosi@ufc.br. Orcid iD: https://orcid.
0rg/0000-0001-9742-9230
*INCA. Rio de Janeiro (RJ), Brasil. E-mail: lalmeida@inca.gov.br. Orcid iD: https://orcid.org/0000-0002-2359-0651

Corresponding Author: Antonio Tadeu Cheriff dos Santos. Rua Marqués de Pombal, 125, 7 andar - Centro. Rio de Janeiro (RJ), Brasil. CEP 20230-240. E-mail:
cheriff@inca.gov.br

Este é um artigo publicado em acesso aberto (Open Access) sob a licenca Creative
Commons Attribution, que permite uso, distribuicio e reproducio em qualquer
meio, sem restricoes, desde que o trabalho original seja corretamente citado.

Rev. Bras. Cancerol. 2024; 70(2): e-024556


https://creativecommons.org/licenses/by/4.0/deed.pt
https://orcid.org/0000-0001-9742-9230

https://orcid.org/0000-0001-9742-9230

https://doi.org/10.32635/2176-9745.RBC.2024v70n2.4556

Santos ATC, Lima FLT, Bosi MLA, Almeida LM

INTRODUCTION

In the context of social sciences, cancer is understood
as a constitutive aspect of contemporary social life'.
Characterized by anthropologist Lochlann Jain as a total
social fact, according to the concept by anthropologist
Marcel Mauss, cancer is an event whose clinical, social,
economic, and biographical effects intersect with
apparently different areas of human life, intertwining
them in a complex and pungent way'. Individually, such
effects that follow a cancer diagnosis can directly impact
patients and their families in the physical, psychological,
and socioeconomic spheres?.

Such a process, nowadays called “cancer survivorship”,
is a public health challenge affecting a heterogeneous
population with complex needs, from the diagnosis to the
post-treatment phase and, eventually, end of life care>*.
Though there are recommendations and survivorship care
proposal plans in the USA and Europe to help coordinate
care in the specialized and primary care spheres*, the
actual effectiveness and reach of these measures still lack
adjustments and substantiation’.

In Brazil, though there are studies on the theme®®?,
those are still incipient regarding a broad and systematized
discussion on care plans and/or concerns regarding
needs of cancer survivors, especially long term and
late needs. Due to the health system’s epidemiological
and organizational factors in this country, the focus of
interventions and policies for cancer control are more
targeted to the promotion of health, early diagnosis, and
treatment of new cases, while the needs for structured
and integral follow-up in the post-treatment phase is set
aside’.

Considering the importance and possibility of multiple
views on this issue, this article will help understand it
through the perspective of oncology specialist nurses who
work directly in the different phases of cancer treatment
and post-treatment. Thus, the objective of this study is
to understand and interpret the experience of oncology
specialist nurses in providing care to cancer survivors.

METHOD

Exploratory research with a qualitative approach
10,11

guided by interpretive tradition'®". This approach was
preferred as it enables the understanding of subjective
narratives and experiences of participants'?.

It is worth noting that this study is a framing of a
much broader research, aimed at understanding cancer
survivorship in Latin America, whose first stage was

published in 20202 The chosen field of study were two
public hospitals and two private hospitals located in Rio
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de Janeiro and Fortaleza where the oncology nursing teams
that took part in the study worked.

The discursive material was elaborated through an
in-person focus group on each city. The focus group is a
data collection and production technique that uses the
synergistic effects of elaborating ideas through discussions
that may not arise in individual interviews'. The
discussions were especially useful to explore complex issues
and problems involved in identifying needs and providing
care to cancer patients in the post-treatment phase.

The two focus groups were mediated by researchers
with extensive previous experience in qualitative health
research. An open questions script guided the focus
groups’ discussions. The script was based on the literature
regarding needs and issues of cancer’s post-treatment
214155 with adaptations to the Brazilian context
made by the authors. The chosen procedures allowed

phase

the researchers to stimulate free verbalization and gather
personal testimonies. The data production was carried on
until the desired power of information was obtained'®. To
increase reliability, field notes were also taken to better
understand the interactions in the group sessions.

In Rio de Janeiro, the group was formed by eight
nurses and had a duration of 1 hour and 40 minutes.
In Fortaleza, the focus group was composed of 11
nurses and had a duration of 1 hour and 35 minutes.
The number of participants was chosen following the
literature’s recommendations' and recruiting was based
on convenience sampling, with the inclusion criteria
being professionals with at least two years of experience in
nursing and one year working in the oncology ward in one
of the selected hospitals. The participants were identified
and contacted directly by the researchers through email
and phone, with no pre-existing relationships between
them.

The data were analyzed by content themes based
on the interpretivist paradigm through an interactive
process composed of five steps'®>'”'8. In the first step, a
professional transcriber transcribed all the Portuguese
audio recordings. To ensure reliability, the transcriptions
were compared to the audio recordings. The generated
texts were independently read by the researchers to identify
recurring ideas and provide an immersion in the whole
material.

In the second step, researchers manually coded
all transcriptions independently, summarizing the
outstanding characteristics of the data produced. Later, in
the third step, researchers gathered to discuss the coding
and identify and solve disagreements. In the fourth
step, the coded texts with similar ideas were grouped
and classified to identify emerging topics and subtopics
and select expressive excerpts for citations. The fifth step




consisted of a meeting with all the researchers to review
and confirm the decisions made on the previous step. The
objective of this meeting was to present and review the
results emerged and define the final themes, increasing
the analysis’ credibility.

The study has been approved by the institution’s
Research Ethics Committee, (CAAE (submission for
ethical review): 22698713.2.0000.5274), approval
report number 792.271 in compliance with Resolution
n. 466/2012" of the National Health Council. The
participants signed the Informed Consent Form (ICF)
in the same day of the focus group meeting. To ensure
anonymity, the participants were coded randomly by
sequential numbers, differentiating only the focus group
in Fortaleza with codes “F1” to “F11” and that in Rio de
Janeiro with codes “R1” to “R8”.

RESULTS AND DISCUSSION

All participants were females, with a mean age of
40 years old and on average 13 years’ experience in
oncology. Most of them (16 nurses) worked in the public
and private sectors (11 nurses) as well as in different
oncology wards (8 nurses), which helped to reach power
of information'®?°.

The synthesis of meanings presented by the nurses
demonstrates an understanding that having cancer
impacts individuals and society across various dimensions
(biographical, social, cultural, technological, and
economic), approaching it to the concept of total social
fact' presented earlier. The highlights included the existing
interrelationships between physical, psychological, social,
and economic needs and the unpreparedness of services
and professionals involved in providing necessary care
for addressing those needs. Thus, though each need is
presented in a thematic section in this article, they must
be understood in relation to each other, knowing that
the body dimension includes issues related to psychic
suffering, access to social support network and the
socioeconomic context of patients, vital elements for any
successful cancer control and integral care approach.

THE BODY DIMENSION

From the focus groups narratives’, it was possible to
observe that nurses are used to witnessing the physical
alterations caused by cancer or its treatment. These
alterations involve body image, sexuality, and pain.

For alterations in the body image, they specifically
highlighted those affecting skin, hair, and nails. These
alterations are due to the treatment and cause a negative
impact in the aesthetic self-perception of some of the
survivors, which directly affects their self-esteem.

o 0

Cancer Survivorship: Nurses' Perspectives

They can present skin and nail color alteration, or
have nails fall off [...]. They come in with their nails
quite darkened, asking if it’s normal, showing that

their nails are black, their skin is black (F7).

The body image in cancer patients is a complex and
diverse topic as, together with the physical-clinical aspects
involved, it carries a series of emotional, psychological,
and social meanings that merge and affect the journey and
experience of being ill and the treatment of oncological
patients. Thus, body alterations caused by the oncological
treatment not only activate physical-clinical changes, but
also directly harm self-image, which can negatively impact
the emotional and social lives of patients?"*.

Another physical alteration highlighted by the
participants is the difficulty that cancer survivors find
in maintaining an active sexual life, especially those
diagnosed with cervix and prostate cancer. Due to the great
impact these issues have in the psychological and social
aspects of the survivor, the qualification of care provided to
minimize these issues was considered extremely relevant.

We clearly notice that the patient’s return to an
active sexual life is heavily impacted by radiotherapy

(R1).

They will always have skin issues, women will have
issues with waxing, [...]. So, all this changes women’s

sensibility. It affects their life (R8).

They keep returning to the nursing ward because
they feel more at ease talking to a nurse about these
issues than to a doctor. Specially because doctors
will be like: ‘Look, you're healed, you don’t have
cancer anymore, this is what you should focus on,
go easy on everything else, just take it easy, you'll
adjust, there’s always a way.” But what is that way?

[...] They have to tell them (R8).

This absence of integral care reflects the hegemony
of the biomedical model in health care training®,
in which the subject is excluded, and consequently,
their sexuality, race, gender, and social class. Sexual
dysfunction in cancer patients remains underdiagnosed
and undertreated. The focus is on the biological
dimension of the base disease, which affects the sick
biomedical body. The constitution of specialized
multidisciplinary services to cater for the intimacy and
sexuality issues arising from treatments provided should
also be seriously considered®. It is imperative that health
professionals, especially gynecologists, oncologists and
urologic oncologists review their references and include a
broad assessment of sexual health as part of their routine
evaluation of these patients.
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In addition to issues related to alterations in the body
image and active sexual life, participants also reported
the need for pain management, presented as the main
complaint of people that suffer from cancer. According
to the participants, despite the impact that oncological
pain has on survivors, the subject is usually minimized
by the responsible doctors. Such management should
then be conducted in a more caring way by the muldi-
professional team.

In gynecology, pain is expected, but very poorly
managed, unfortunately. It is minimized by the
medical professional. I'm afraid I have to say it
because the patients turn to their doctors exactly
due to the medication issue [...]. It’s not just that
doctors don't acknowledge their pain, they’re just
not prepared to manage this kind of pain (R1).

They present peripheral neuropathies, which can be
quite limiting. Patients get that feeling of stepping
on barbed wire, that’s why they don’t want to walk.
Some drugs give the feeling of, when they ingest
some food, [it seems like], theyre ingesting shards
of glass, which leads them to not want to eat, you
see? (F8).

Pain is not exclusive to a category, I cannot prescribe
a medication, but I can tell the patient what to do
to seek pain relief, I can guide them [...]. I do and I
guide them in writing (R8).

The adverse effects of oncological pain are complex
and highly individual. In some cases, patients suffer
from anxiety or depression, or lose their ability to
perform work, hobbies, or other tasks due to their
unmanaged pain?’. Though pain management is
considered one of the essential well-being needs for
cancer survivors, there is still lack of a structured
line of integral care for early identifying and
managing oncological pain that considers emotional,
sociocultural, and economic issues in a standard
approach to adequate pain management®.

THE PSYCHIC SUFFERING

To the participants, in association with the physical,
social, and economic aspects, cancer survivors suffer
a great psychological impact, living with expressive
psychic suffering that runs from the diagnosis to the
post-treatment phase. They highlighted low self-esteem
and anxiety related to the different forms of fear and
insecurity about the diagnosis and treatment. According to
the participants, this situation makes it difficult to accept
the illness and interferes with adhesion to treatment and
the quality of care provided.
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Cancer significantly increases the risk of developing
depressive symptoms and anxiety?’. Population data
suggest that cancer survivors are twice more likely to
have debilitating psychological issues when compared
to adults that don’t have cancer, specially up to the third
post-treatment year®.

In addition to this impact, participants reported
that the experience of having cancer and undergoing
treatment are loaded with social stigma, especially in
relation to imminent death, which can contribute to
anxiety development in survivors. Though there have
been several advances in cancer diagnosis and treatment,
receiving a cancer diagnosis still sounds like an imminent
death sentence.

So much crying, despair, wanting to die, abandoning
treatment [...]. There are the phases of denial,
acceptance. Right after comes depression [...].
Because what is cancer related to? Suffering, pain,
and death [...]. The stigma is still too strong (F3).

Proximity to death is not the only source of fear that
generates psychological suffering in survivors. According
to the interviewees, beyond death, there are other worries
shared by the survivors, like the possibility of recurrence
after what it seems to be the end of treatment.

We deal with a lot of young patients when they’re
hematology patients, like, this patient has a great
anxiety, most of them know more about the
disease than us. They know about their exams,
their platelets, their hematocrit, they know when
they need and dont need transfusion, so this fear
of disease recurrence is too big, it generates great
anxiety. Recurrence is their worst fear (R2).

The possibility of cancer recurrence is a common cause
of late anxiety in survivors®. As much as every treatment
has satisfactory results, a cancer survivor is never really
healed, technically. They will constantly be in fear of a
possible recurrence, a ghost that will be present for an
uncertain amount of time*. Thus, anxiety is observed
to be a significant condition and constitutive part of
the cancer survivorship experience from the diagnosis
onwards. The simple recollection of facts related to the
diagnosis and/or treatment periods, or even the need for
scheduling routine exams, or experiencing light clinical
symptoms, such as fever, are enough to cause intense
anxiety®.

All this psychological process, when not properly cared
by the professional, in addition to the suffering itself,
contributes to the non-acceptance of the sick condition,
which interferes in the patients’ adhesion and in the
quality of the oncological care provided.




You can offer a nice rehabilitation guidance for the
patient [...], but if they don’t accept it, if they don’t
want to accept it, they won’t adhere well to it [...].
This directly affects the quality of the treatment, the
patient sometimes [...] interrupts the radiotherapy
cycle due to not caring (R7).

All these emotional and psychological descriptions
indicate that cancer is probably one of the most difficult
experiences that one can go through, as the disease exposes
the individual to a myriad of experiences, emotions and
affections related to life and death drives and metaphors®.
To provide integral support to the oncological patient,
psychological support should be included as a relevant
aspect of the disease and its treatment™.

SOCIAL SUPPORT NETWORK

The participating nurses described a series of immediate
and late social issues which are extremely important for
maintaining the quality of life of survivors. The important
role of family and other players of the social network of
the cancer survivor in meeting intense care demands were
particularly highlighted. Despite this essential role, due to
difficulties inherent to the care process, nurses experience
and report frequent stories of social abandonment suffered
by some of the survivors, in addition to difficulties in
finding institutional alternatives to remedy the situation.

The family, as the basic organizational structure of
contemporary society, is usually thought to provide the sick
person with basic support*®. The participating nurses agree
to this premise, but considering their large professional
experience in the field, they highlighted that this is not
always true. Sometimes, the painful process of dealing
with cancer ends up pushing families away from the care
process. Moreover, a previous condition of precarious family
organization tends to worsen this scenario.

Family support is essential, they become the patient’s
foundation, if they don’t have family support [...]
half their treatment is already impaired. At some
point, be it in the beginning, or during survival,
whether they’re rid of the disease or not, that patient
will weaken, due to the fear of a recurrence, or the
treatment’s side effects, or because they went through
all of that, radiotherapy, chemotherapy, surgery [...].
The family needs to provide this support, (but) the
family gets sick with the patient. The oncological
disease is not just one person’s disease, it’s a family

disease (R9).

We have patients here that [...] are treating cancer.
She has a drug addict son, an alcoholic husband, so
her family has other problems that affect her, not
just her physical health (F11).

o 0
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As the physical and psychological needs previously
presented and discussed generate care demands that
are often not limited to the professional spheres, the
survivor needs to follow a series of care actions prescribed
by professionals at home, which demands the support
of a caregiver, usually a family member or neighbor.
The prescribed care is not always simple and may be
uncomfortable for the caregiver to provide.

We see that a lot in home care. Families that don’t
want to, specially of patients of head and neck. There
really is a fetid part [...] of the tumor [...]. We try to
raise awareness in the family that the patient needs
this care, that there is a person there, that they are
alive, regardless of that part, right? And we have to
do it. Sometimes we can, sometimes we can’t (F7).

These difficulties families find in providing care,
associated with the other needs discussed in this article,
contribute to a sad phenomenon of social abandonment
of the cancer survivor.

The current focus is abandonment because we have

many cases of people being abandoned (F4).

Its pure exclusion, because families exclude the
oncological patient, they leave them aside, build a
room for them in the back of the house, they don’t
want the oncological patient inside with them (F9).

This phenomenon was highlighted due to its
seriousness and recurrence which, besides being an
individual choice by a family member, should be
understood as a complex social phenomenon', therefore,
this abandonment demands further studies to be more
broadly understood.

Its usually the wives, the female partners that we
see there, keeping company during treatment, every
single day with their spouse. The husband usually
abandons the wife during her treatment. It’s very
common (F3).

Sometimes a husband gets in the hospital, and he
seems so supportive, so loving that he even shaves
his head together with his partner, but during the
treatment he just ends up abandoning the patient

(Fo6).

This imbalance of responsibilities towards their
partner, described by the participants, may partly be
explained by the gender issue that puts women in charge
of caring for their family members*. Such dimension is
an object that refers to the social division of labor and
gender analysis®.
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Thus, identification and appreciation of the support
network offered by the professionals become essential in
the process of caring for cancer survivors. It is known that
as the patients’ social support levels increase, so does their
quality of life, which in turn decreases their loneliness
levels®. Moreover, it is important to acknowledge that the
family, and not only the individual diagnosed, experiences
the demands and contingencies of cancer. Everyone is
affected by the illness experience, and as such, will demand
referral to appropriate support programs®.

THE SOCIOECONOMIC CONTEXT

The participants in the focus group were seriously
concerned with the impact of cancer in the economic
sphere of survivors and their families, especially in relation
to difficulties that can impair treatment continuity. These
issues aggravate even more when there are financial
difficulties prior to the diagnosis, since cancer survivorship
also results in a significant economic burden, known as
“financial toxicity”.

Even with the gratuity of treatment granted by the
public service, or private health insurance, participants
noticed that there is a worsening of the survivor’s
financial conditions, related to a reduction in income
due to the absence from work activities and an increase
in treatment-related expenses, such as commuting to and
from health facilities, feeding, temporary housing and
some medications.

I think the main factor is socioeconomic, having a
precarious socioeconomic situation. Most of them
don’t have the money to even buy food, let alone
medication, which is so expensive (...). They already
lack money to pay for adequate nourishment,
they need supplementation. A sustenance rich in

carbohydrates, proteins, that they won’t be able to
afford (F11).

The impact of people with cancer leaving work has
been the subject of studies around the world. According
to a cohort from the United States, 88% of male survivors
and 78% of female survivors were employed at the time of
diagnosis. Of those, 41% and 39%, respectively, stopped
working during treatment®. This reduction in the ability
to work throughout the treatment is related, particularly,
to the physical and emotional needs of the survivor, mainly
those related to the effects of treatment that cause high
levels of fatigue and prostration®.

How can the patient go back to work, how can
they make an appointment if they need to perform
self-catheterization, how will they know if there
are hygienic conditions to do so in the workplace.
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This is something doctors don’t contemplate in the
reports about treatment results. Most of our female
patients are the breadwinners in their families [...].
In addition to being rejected by their partners, they
are responsible for providing for their family and
usually have young children and all, and still have
to worry about the disease and providing a living for
their family (R1).

The process of returning to work follows a non-
linear path that varies among individuals, their stories,
and infirmities. Among the survivors, reports about not
receiving enough support from treatment teams and
insurance companies are common. Many have reported
the lack of professional referral to an adequate process
of returning to work®. In this sense, studies indicate
that multidisciplinary interventions involving physical,
psychological, and vocational components result in higher
rates of return to work for cancer survivors compared to
usual care®®4!,

Finally, it is worth highlighting that, in addition to the
impact of cancer and its treatment on household finances,
the impact on the economy of society as a whole cannot
be ignored, as cancer is a significant cause of absence from
work, unemployment, retirement and precocious death®.
Therefore, defining measures that facilitate the survivor’s
return to work can benefit society, in addition to them
and their family.

CONCLUSION

The nurses participating in the research, based on
their experiences in caring for cancer survivors, reported
the interrelationships between the needs for physical,
psychological, social, and economic well-being. By
highlighting aspects that surpass biological limits, they
demonstrate the influence of different sociocultural
processes that directly interfere in the process of caring
for people with cancer.

Such results enable a better understanding of the
challenges faced by patients and their families in the search
for care. This study revealed the gap in planning and service
structures to offer the necessary care to fully meet these
needs. The qualification of managers and professionals is
urgent, such as restructuring the lines of care, in search for
the desired and necessary comprehensiveness of integral
oncological care.
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