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Abstract

Objective: To analyze family caregivers’ knowledge and practices
regarding tracheostomy care. Methods: This is a qualitative descriptive
study carried out in a referral hospital for oncology. Seven family
caregivers of patients with tracheostomy participated in the study. Data
collection was carried out through a semi-structured interview.
Bardin’s content analysis was adopted in association with the
IRAMUTEQ program. Results: Three categories were formed: Family
caregivers’ knowledge about tracheostomy care; Use of materials for
tracheostomy care; Family caregivers’ knowledge about laryngeal
cancer. Furthermore, from the interviews, gaps in knowledge
regarding the diversion were identified. A lack of training of family
members was also observed, with insecurity and fear of handling the
respiratory diversion being portrayed in all statements. Conclusion:
The study made it possible to understand the perception of family
caregivers regarding tracheostomy care, identifying their difficulties
and experiences during the process. With the data obtained, it was
noted that knowledge gaps are caused by the lack of training and
preparation of skills during the hospitalization of a sick family member.

Descriptors: Nursing; Laryngeal Neoplasms; Caregivers; Health
Education; Tracheostomy.

Whats is already known on this?
There is a low level of knowledge among family caregivers about tracheostomy care,
requiring educational interventions in the perioperative period.

What this study adds?

Understands the doubts and difficulties related to the process of adapting to
tracheostomy from family caregivers’ perspective and the importance of nursing
guidelines in the education and health process for perioperative care.
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Resumo

Objetivo: Analisar os saberes e priticas do familiar cuidador sobre
os cuidados com a traqueostomia. Métodos: Trata-se de estudo
descritivo qualitativo, realizado em hospital de referéncia em
oncologia. Participaram da pesquisa sete familiares cuidadores de
pacientes com traqueostomia. A coleta de dados ocorreu a partir de
uma entrevista semiestruturada. Adotou-se a andlise de conteiido de
Bardin associado ao programa IRAMUTEQ. Resultados: Obteve-
se a formacgdo de trés categorias, sendo elas: Conhecimento do
familiar cuidador sobre os cuidados com a traqueostomia; Uso dos
materiais para o cuidado da traqueostomia; Saberes do familiar
cuidador acerca do cdncer de laringe. Ademais, a partir das
entrevistas, foram identificadas lacunas nos conhecimentos a
respeito da derivagdo. Observou-se também a falta de capacitacio dos
familiares, sendo retrato em todas as falas a inseguranca e medo de
manusear a derivacio respiratoria. Conclusdo: O estudo
possibilitou a compreensio da percepgio do familiar cuidador diante
dos cuidados com a traqueostomia, identificando as suas dificuldades
e experiéncia durante o processo. Com os dados obtidos, notou-se que
as lacunas de conhecimentos sdo provocadas pela auséncia de
capacitacdo e preparo de habilidades durante o tempo de internagio
do familiar adoecido.

Descritores: Enfermagem; Neoplasias Laringeas; Cuidadores;
Educacio em Saiide; Traqueostomia.

Resumén

Objetivo: Analizar los conocimientos y prdcticas de los cuidadores
familiares sobre el cuidado de la traqueotomin. Métodos: Se trata de
un estudio descriptivo cualitativo, realizado en un hospital de
referencia en oncologia. Participaron de la investigacion siete
cuidadores familiares de pacientes con traqueotomia. La recoleccion
de datos se realizo a través de una entrevista semiestructurada. Se
adoptd el andlisis de contenido de Bardin asociado al programa
IRAMUTEQ. Resultados: Se formaron tres categorias, a saber:
Conocimiento del cuidador familiar sobre el cuidado de Ia
traqueotomia; Uso de materiales para el cuidado de traqueotomia;
Conocimiento de los cuidadores familiares sobre el cincer de laringe.
Ademds, a partir de las entrevistas se identificaron lagunas de
conocimiento respecto a la derivacion. También se observé la falta de
capacitacion de los familiares, retratindose en todas las
declaraciones inseguridad y miedo al manejo de la derivacion
respiratoria. Conclusion: El estudio permitié comprender la
percepcion de los cuidadores familiares sobre el cuidado de la
traqueotomia, identificando sus dificultades y experiencia durante
el proceso. Con los datos obtenidos, se constaté que los vacios de
conocimiento son causados por la falta de capacitacion y preparacion
de habilidades durante la hospitalizacion del familiar enfermo.

Descriptores: Enfermeria; Neoplasias Laringeas; Cuidadores;
Educacion en Salud; Traqueostomia.

INTRODUCTION

Head and neck tumors develop in the following regions: larynx, pharynx, thyroid gland, oral cavity

and nasal cavity. Malignant neoplasm develops rapidly and can compromise the functioning of the organ’s
cells; therefore, its function will also be affected.(®

Laryngeal carcinoma involves the formation of a tumor mass in the structures that make up this
organ, thus affecting the supraglottis, glottis and subglottis. This neoplasm primarily affects males. The
larynx has the function of directing air to the lower airways, in addition to presenting in its histological
structure cells and specializations responsible for protecting and preventing the passage of microorganisms
to the lungs. Moreover, the larynx has the vocal folds, which are an essential element for the phonation
process.(3)

Predisposing factors are usually related to patients’ lifestyle, and the main factors include smoking
and alcohol consumption. Furthermore, some studies indicate that exposure to certain substances can favor
the process of carcinogenesis and human papillomavirus (HPV) infections. Laryngeal cancer is usually
identified based on clinical repercussions, i.e., the diagnosis of this pathology occurs late. The most
common symptoms of the tumor are dyspnea, dysphagia, dysphonia, bleeding in saliva, nodule in the
cervical region and progressive weight loss. Laryngeal neoplasm is considered a complex and limiting
pathology, since organ involvement generates impacts on patients” biopsychosocial aspect. )

Neoplasm treatment will be adapted to the injury stage and patient clinical condition. In short, the
process is summarized by the chemotherapy, radiotherapy and surgery triad. Regarding the last
procedure, it is essential to confirm that laryngectomy consists of tumor excision, which is divided into two
modalities: total and partial. The first option is performed when a tumor completely compromises the
larynx, and the partial option would be the removal of an extension affected by the neoplasm. In both
situations, depending on the stage of the disease, the implantation of a tracheostomy is indicated. In total
removal, patients undergo a definitive tracheostomy, since all organ segments have been removed.

In this context, it is important to emphasize that this entire procedure has an impact on patient
health, and the complexity of surgery requires attention to post-surgical care and tracheostomy
maintenance. Thus, the main support outside hospital settings is the family caregiver; therefore, there is an
urgent need to train and inform this caregiver about the care in managing tracheostomy. In view of this,
studies have affirmed the need to train family caregivers. This evidence indicates that the lack of
preparation generates negative consequences in the dehospitalization process, highlighting that gaps in
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health education and lack of training are problems that intensify the readmission of these patients to the
hospital level.®

Some studies portray the need for health education in the pre- and post-operative phases of
tracheostomy, stating that the systematization of guidelines and care provides emotional preparation and
ensures greater integration and participation of family caregivers and patients in treatment.®)

Caring is not limited to procedures; it is inherent that health education is present in nursing
practices’ routine, also considering its relevance in oncology. Research highlights the importance of
understanding the most common types of health education provided by nurses and their impacts, as they
have found that dialogue is the most common modality in this environment. Furthermore, these authors
characterize that health education can be carried out with the support of teaching materials. (10

Given the context presented, the study sought to analyze family caregivers’ knowledge and
practices regarding tracheostomy care.

METHODS

This is a descriptive study with a qualitative approach, in which the COnsolidated criteria for
REporting Qualitative research (COREQ) tool was used to guide the research development process, thus
making it possible to recognize subjective aspects related to family care for patients with tracheostomy. (11-
12)

The study was developed in a public hospital that is a reference in oncology in the state of Para,
more specifically in the 1st Cancer Department, with capacity for 22 beds.(3)

Participants were seven family members and caregivers in the perioperative period of their
relatives undergoing laryngectomy surgery.

In relation to the inclusion criteria, a family caregiver who had accompanied a laryngectomized
patient since confirmed medical diagnosis was admitted to the study. As an exclusion criterion, a family
caregiver who presented any psychological or verbal communication alteration was removed from the
study.

Data collection began with a semi-structured interview. The first part included questions related
to family caregiver characteristics (age group, gender, ethnicity, education, marital status), and the second
part included questions related to tracheostomy care. The semi-structured interview was recorded using
an IC chip ICD-PX240 digital recorder. Semi-structured interviews can be defined as a list of information
that is desired from each interviewee, but the way of asking (question structure) and the order in which
the questions were asked depend on the characteristics of each interviewee. (4

The study was submitted for assessment by the Universidade do Estado do Pard Research Ethics
Committee (REC), approved under Opinion 5,214,271. Subsequently, institutional authorization was
requested from the oncology referral hospital and submitted to the institution’s REC, approved under
Opinion 5,393,025.

For data analysis, the content analysis technique was adopted following Bardin’s proposal. The
stages of content analysis are pre-analysis, material exploration, and treatment of results, inference and
interpretation. Thus, we used the Interface de R pour les Analyses Multidimensionnelles de Textes et de
Questionnaires (IRAMUTEQ). Pre-analysis consists of organizing the material collected in the interviews.
Material exploration occurs based on the analytical description of materials that were part of the research
corpus. The last stage is treatment of results, inference and interpretation, in which thematic categories
emerged from the data collected according to the classes generated by IRAMUTEQ. (5
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RESULTS

Categorization of family caregivers of patients with tracheostomy admitted to the 1st Cancer
Department (15t CD).

Table 1. Categorization of family members cared for by patients with tracheostomy admitted to the 1st

Cancer Department at Hospital Ophir Loyola. Belém, PA, Brazil, 2023

SEX N %
Female 5 714
Male 2 286
TOTAL 7 100.0
AGE GROUP N %
20-30 2 286
31-40 4 571
41-50 1 143
51-60 - -
TOTAL 7 100.0
MARITAL STATUS N %
Single 1 143
Married 3 428
Divorced 1 143
Widowed 1 143
Stable union 1 143
TOTAL 7 100.0
SKIN COLORORETHNICITY N %
White 1 143
Mixed race 3 428
Black 2 286
Yellow 1 143
Indigenous - -
TOTAL 7 100.0
EDUCATION N %
Illiterate - -
Incomplete elementary school 3 428
Complete elementary school - -
Incomplete high school - -
Complete high school 2 286
Incomplete higher education - -
Complete higher education 1 143
Graduate degree or higher 1 143
TOTAL 7 100.0

Source: prepared by the authors, 2023.

In Table 1, we present family caregiver characterization in relation to sex, with 71.4% being female,
which reinforces that women and daughters (5) play an important role in the act of caring for a family
member. The predominant age group was 31 to 40 (57.1%); 42.8% stated that they were married; and 42.8%
declared that they were mixed race. Another relevant characteristic is that 42.8% had incomplete
elementary school.

Other studies characterized family caregivers of patients with tracheostomy, highlighting the need
to consider aspects in research, such as sex, marital status, age group and level of education, as factors that
influence the care provided to these patients.16-17)

Regarding content analysis using IRAMUTEQ), seven texts and a set of 118 text segments emerged,
presenting a utilization percentage of 55.93%. From this, a dendrogram with three categories was created,
according to the Descending Hierarchical Classification (DHC) (Figure 1).

DHC consists of an analysis method that establishes the formation of categories, which are formed
by elements (words) that are repeated throughout the text segments.(18)

The three categories identified were given the following: 1st category: “Use of materials for
tracheostomy care”; 2nd category: “Family caregivers’ knowledge about tracheostomy care”; and 3t
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category: “Family caregivers’ knowledge about the disease”. The three categories can be seen in the image
below (Figure 1).

Figure 1. Dendrogram of Descending Hierarchical Classification. Belém, PA, Brazil, 2023

Corpus (07 texts)
Text (108 text segments)

Text segments (102 TS - 86.44% utilization)

Class 1 Class 3 Class 2
Use of materials for Family caregivers’ knowledge Family caregivers’ knowledge
tracheostomy care about laryngeal cancer about tracheostomy care
39 TS/102 (38.24%) 32 TS/102 (31.37%) 31 TS/102 (30.39%)
Word f X2 Word f X2 Word f X2
Clean 23 29.85 Tumor 12 29.75 Understand 8 13.38
Gauze 11 199 Total 5 115 Father 21 1241
laryngectomy
Saline 15 17.47 Larynx 15 115 Health 4 9.54
solution
Replacement 9 15.95 Breathing 7 10.31 Know 14 8.81
Nurse 16 1487 Family 9 9.87 Material 6 8.45
caregiver
Secretion 11 14.49 Commitment 4 9.11 Nervous 3 7.08
Intermediate 5 1y 5g Exam 6 7.99 Move 3 7.08
cannula

Caption: TS: text segment; f: absolute frequency; X2 chi-square.
Source: survey data, 2024.

Furthermore, a similarity analysis of the corpus was performed (Figure 2). It can be seen that the
generated tree has several branches, and each of these is composed of words that have a semantic
connection. It can be seen that the word tangles are interconnected to other branches, expressing the affinity
and relationship with other sets. Thus, through this analysis, it is possible to see that the term
“tracheostomy”, being the epicenter of the tree, is punctuated in other words, such as care, cleaning, nurse,
situation, surgery.
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Figure 2. Analysis of similarity between words. Belém, PA, Brazil, 2023

L];ig:tl: Nervous
Food
P Health
Difficulty 7
Nursing team
Hom b
R Guide Fear
Total laryngectomy
el e Shortness of breath
Treatment
Breafhing Father Family member
Guidance Teach  y e Magrial Hospital
Doctor Talk
Exam
Surgery P;!J-ci;%geh eosto my
i Tumor Desperate
Plastic cannula
Speak LaryngectomyLaryngeal cancer
Larynx
Insert
Clean
Remove
Cannl%lf‘ermediate cannula Changing
Secretion Bandage
Saline solution
Clean Bandage fixation
Gauze
Cough
Aspiration ~Cleaning
Nebulization
Avoid
racheostomy hole
Infect'iIc;n Y
Head
Bath
Soap Hole

Source: survey data, 2024.

Furthermore, with the transcribed data, a word cloud was developed (Figure 3). This type of
analysis shows the most frequently appearing words in the corpus based on their frequency. From this
perspective, the method in question assessed the relative frequency of words. Thus, the words that stood
out the most were tracheostomy, care, bath, nurse, surgery, cannula, secretion, guide, clean, gauze, tumor,
hygiene.
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Figure 3. Word cloud. Belém, PA, Brazil, 2023
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Source: survey data, 2024.

The analyses developed made it possible to confirm that the formulated categories are in line with
the data obtained. It is worth noting that the implementation of the three analysis models enabled a more
rigorous assessment of the collected material, ensuring an exploration of the product and obtaining
complex results.

15t category: Use of materials for tracheostomy care

It was identified throughout statements that family caregivers were aware of the materials most
commonly used in tracheostomy care, and they pointed out how they cleaned the tracheostomy and the
products that were most suitable for managing the diversion. Other points presented were related to
changing tracheostomy dressings, cleaning the cannula, fixing it, removing secretions, nebulizing it, and
correctly fitting the tracheostomy. The following statements portray this category:

Regarding cleaning, I used saline solution to remove secretions. I removed the contaminated gauze
and placed two clean, dry gauze pads around the tracheostomy. I also changed the tracheostomy
fixation bandage (F1).

For cleaning, gauze and saline solution are used. The nurses instructed me on how to care for the
intermediate cannula, which can be removed for cleaning. They explained the lock and the position
fo fit it (F2).

I cleaned the outside of tracheostomy; I changed the gauze that was around the tracheostomy every
three hours; I used saline solution to clean it after the laryngectomy had healed; they put in the
metal cannula (F6).

2nd category: Family caregivers’ knowledge about tracheostomy care

In this category, we observed that family caregivers and the patients themselves were still in the
process of adapting to tracheostomy. It is emphasized in the dialogues that a family caregiver was suddenly
forced to deal with the health-disease process. In the following excerpts, we see that participants expose
their difficulties in relation to tracheostomy management:
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We are not yet used to the tracheostomy. It is a little uncomfortable to handle it. Even though I am
not used to it, I had to be brave. She depended on my support and help [...] it was a little difficult
to adapt to this situation. I didn’t know how to deal with it, I was afraid to touch and handle it (F1).

I don’t know the other indications for using a tracheostomy. My father used it because of laryngeal
cancer. We had no knowledge on the subject, and no one in the family used a tracheostomy or had
laryngeal cancer because of his situation, which I learned better. I'm learning little by little [...] the
first few days with the tracheostomy were difficult for both of us. I was nervous, not knowing what
to do (F2).

We are not yet adapted to the tracheostomy. My father is still very uncomfortable. I, in my case,
am afraid, afraid to move and remove the intermediate cannula. We are still getting used to it, we
are not from the health field (F5).

3rd category: Family caregivers” knowledge about the disease

In this section, study participants raised questions related to the course of the disease, the first signs
of the disease, the consequences of tumor progression, and basic knowledge about laryngectomy and
tracheostomy, as demonstrated in the statements below:

At first, she was experiencing severe respiratory distress and was unable to speak. She needed to
undergo a laryngeal biopsy. During this procedure, they identified the involvement of the larynx
due to the tumor; they took advantage of the opportunity and placed a tracheostomy to avoid
complications (F1).

The tumor could obstruct his airways. My father could die of suffocation because of this situation,
and a tracheostomy would be a solution to avoid this problem. Well, right now, he is using a
tracheostomy because of the total laryngectomy. Since they will remove the organ, the tracheostormy
would be the replacement, providing a new route for breathing (F2).

He was already showing some signs: sore throat and hoarse voice. We already suspected the
situation. We did some tests and discovered the tumor. We were able to send Dad to the hospital.
He was already referred for surgery. Because of the progression of the disease, his larynx was
compromised. When he arrived at the hospital, they performed a tracheotomy to make breathing
easier. This happened twenty days ago (F6).

DISCUSSION

During the interviews with family caregivers, they described the guidelines on the materials that
were usually provided by the nursing team. Furthermore, the interviewees also argued that, to complement
their knowledge on the subject, they researched videos and information on the internet. In view of this,
family members, caregivers and patients reported that they were adjusting to the new living conditions
and had many doubts regarding tracheostomy care, and claimed a lack of skill in handling it.

Some authors propose the need to understand the individual perspective of each family caregiver
regarding the treatment process. These authors indicate that care for patients with cancer also involves
family caregivers and that healthcare professionals need to reconcile assistance and guidance between this
dyad. 19

Other studies state that nurses need to value family caregivers as active members in patients’
health-disease process. Thus, it is essential to confirm that nurses must instigate the construction of
knowledge of these users, thus requiring active listening to them and adapting guidelines to each identified
reality.(0)

Research shows that current care models do not encourage the participation of family caregivers
in tracheostomy management in hospital settings. This context leaves these individuals unprepared for
tracheostomy care as an outcome after transitioning to home care. As a consequence, a series of urgent
demands related to these gaps can be noted.?)

Some studies state that family caregivers are overworked. Studies show that these individuals’
routines are stressful and exhausting. Among the factors that intensify this issue is the lack of knowledge
and preparation for the role of caregiver. Another relevant issue is the fact that family caregivers end up
prioritizing meeting all of patients” needs and neglecting their own demands, thus causing physical and
emotional exhaustion.®?
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Nursing is present in all stages of cancer treatment, and has the professional who has the greatest
contact with the family dyad between caregiver and patient. It is extremely important that this professional
develops strategies, products and therapeutic projects that promote the inclusion and training of these
users in the care process. Therefore, nurses need to assess family members’ difficulties and demands,
seeking to propose interventions that assist this process.®)

Family caregivers face difficulties after the transition from hospital to home. These problems create
several problems that intensify family members’ lack of preparation. Among them, the impact of the lack
of training and preparation during the hospitalization period becomes evident. It is clear from statements
that family members are knowledgeable about the materials, but do not have the confidence and training
to administer all the care. Few of the interviewees had autonomy in managing the diversion.®

Research emphasizes the need for health education in the pre- and post-operative phases of
tracheostomy. This research states that the systematization of guidance and care provides emotional
preparation and ensures greater integration and participation of family caregivers and patients in
treatment.©)

Thus, it is observed that family caregivers and patients need to be guided in relation to the surgical
procedure and the tracheostomy itself. Some authors explain that this intervention needs to be enhanced
in the postoperative period, since the recovery and the physiological and emotional repercussions make
this stage more laborious and painful for these individuals to adapt to.

In the excerpts from the interviews, we observed that most patients are diagnosed with laryngeal
neoplasm late. Studies have identified that head and neck cancer is usually diagnosed in advanced stages.
These studies have identified the possible causes of this issue. Among them, the author focuses on the
population’s lack of knowledge in identifying the initial signs and symptoms of the disease, problems in
public health, and the difficulty and delay in scheduling appointments with specialists, exams and even
surgery.©®

The most important point for a good prognosis and increased survival of patients with neoplasm
is early diagnosis. In his study, the author highlights the correlation between symptoms and the time of
evolution of the neoplasm, and he addresses that failure to diagnose early is closely related to cultural and
economic factors, lifestyle, and the fact that, in some cases, the initial symptoms are confused with other
everyday diseases.(2027)

As limitations of this study, we highlighted the specificity of the target audience and logistical
problems, such as the period in which the hospital’s surgical block was closed for renovation. This situation
reduced the number of surgeries performed and affected bed turnover and, consequently, the number of
participants invited to participate in the study.

As a contribution, this study made it possible to understand the importance of supporting family
members and patients with tracheostomy. The data collected in this study helped us to identify family
caregivers’ experience and how nursing can positively interfere with this process.

CONCLUSION

This study allowed us to assess family caregivers’ knowledge about tracheostomy care. However,
after conducting field research, it was found necessary to address other issues related to the topic, such as
knowledge about laryngeal cancer itself and its post-surgical rehabilitation process.

Therefore, it is worth noting that the subject of tracheostomy is still not widely known in society.
Most participants had no knowledge about this surgical procedure before it was necessary in a family
member’s life.

The research also made it possible to understand the perspective experienced by family caregivers
in the health-illness process of their family member, as well as their difficulties, the overload of the role of
family caregivers and the physical and emotional impacts during the process, and knowledge about the
materials used to clean the cannula.

Therefore, it is noted that the gaps in health education during the hospitalization period are the
main reason that generates the fear of family caregivers in managing the tracheostomy. It is up to the
nursing staff to improve, through tools such as educational technologies, their health education processes,
in order to train family caregivers in managing tracheostomy.
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