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Introduction
Tracheostomy is a surgical procedure 
in which a long‑term or temporary hole 
is created between the second and the 
third rings of the trachea.[1] The most 
important indications of tracheostomy 
include long‑term endotracheal intubation, 
ineffective airway clearance, airway 
obstruction, chronic pulmonary disease, 
neuromuscular failure, gastrointestinal 
disorders, tumors, head and neck surgeries, 
traumas, cardiovascular diseases, infections, 
and neurological disorders.[2] Almost 7000 
tracheostomies are performed each year in 
Australia and New  Zealand.[3] This number 
is 100,000–113,000 in the United States.[4,5] 
The overall prevalence of tracheostomy 
in Iran is 40.59  cases per 100,000 
people.[6,7] The probable complications 
of tracheostomy are bleeding, 
tracheostomy tube displacement, tracheal 
stenosis, granulation tissue formation, 
tracheomalacia, pneumonia, aspiration, and 
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Abstract
Background: Family caregivers are the principal caregivers of patients with tracheostomy and 
can reduce the risk of re‑hospitalization through giving quality care to their patients. Caregiving 
to patients with tracheostomy is a complex process influenced by many different factors. However, 
there are inadequate data about these factors, and hence, this study aimed at exploring the factors 
influencing long‑term home care for patients with tracheostomy from the perspectives of their family 
caregivers. Materials and Methods: We conducted this descriptive qualitative study in 2023–2024. 
Participants were nine family caregivers, one patient with a tracheostomy history of three years, a 
home care nurse, and an anesthesiologist purposefully selected from Mazandaran, Iran. Data were 
collected through 12 in‑depth semi‑structured interviews and were analyzed through conventional 
content analysis. The criteria proposed by Lincoln and Guba were used to ensure trustworthiness. 
Results: The three main categories of the factors influencing long‑term home care for patients with 
tracheostomy were healthcare system dysfunction, challenges of tracheostomy care, and effective 
management of tracheostomy care. These three categories had 13 subcategories. Conclusions: 
Careful attention to the special needs of patients with tracheostomy, close collaboration among 
healthcare professionals and family caregivers, and development of a strong support network are 
essential to reduce the challenges and complications of home‑based caregiving to patients with 
tracheostomy.
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tracheoesophageal fistula.[8,9] The prevalence 
rate of these complications is 49%, and 
their mortality rate is 2%.[10] Moreover, 
tracheostomy affects patients’ breathing, 
communication, eating, psychosocial 
well‑being, and quality of life and causes 
mental, functional, occupational, social, and 
financial problems for both patients and 
their family members.[2,6,11]

Tracheostomy may be used for long periods 
of time, and hence, most patients  (73.4%) 
return home with a tracheostomy tube in 
place.[12] In home settings, patients with 
tracheostomy  (PWT) are dependent on 
their family members’ care, help, and 
support. Prevention of tracheostomy 
complications and improvement of patient 
survival need an interdisciplinary team for 
home care to effectively fulfill patients’ 
needs. The members of this team include 
nurses, physicians, physiotherapists, 
nutrition specialists, social workers, speech 
therapists, and family caregivers.[13,14] A 
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qualitative study showed that home caregiving to PWT 
had positive outcomes such as reduction of the costs and 
the need for hospital care and enhancement of patient 
satisfaction.[11] Caregiving to PWT is a specialized task, 
and hence, family caregivers need quality education about 
tracheostomy care because they have significant role in 
caregiving to PWT at home.[15‑17] A study highlighted that 
most families of PWT need professional nurses to provide 
their patients with specialized home care services such 
as respiratory care and mechanical ventilation services 
at least for 8–10 hours per day and also to provide them 
with education about tracheostomy care.[18] Nonetheless, 
there are no outpatient tracheostomy care centers in some 
countries and PWT and their families receive limited, if 
any, emotional, informational, and financial support.[2] 
The gap between hospital education and real caregiving at 
home causes family caregivers to have limited readiness 
and competence for home care.[2,19,20]

The complex and specialized process of caregiving to PWT 
and the difficulty of diagnosing and managing tracheostomy 
complications cause stress, anxiety, emotional problems, 
fear, and insecurity for family caregivers and alter family 
integrity.[7] However, the lack of effective educational 
programs for family caregivers, their limited access to 
rehabilitation services, and ineffective communication 
between healthcare professionals and family caregivers 
make home‑based caregiving a challenging and stressful 
process for family caregivers. These challenges can reduce 
the quality of family caregivers’ care[2,21] and highlight the 
need for healthcare professionals’ support.[12]

Different factors can influence the quality of home‑based 
caregiving to PWT. A  qualitative study found that 
family members’ knowledge about patient care, accurate 
ventilator setting, and warning signs may influence care 
quality.[15] Another study showed that lack of knowledge 
about tracheostomy care and other care‑related techniques 
may lead to care‑related errors and serious complications.[22] 
Financial problems, limited access to healthcare services,[23] 
and interaction with healthcare professionals[24] can also 
influence families’ ability to provide quality care to PWT.

A review of the studies into tracheostomy care shows that 
there are many knowledge gaps regarding the process of 
tracheostomy care.[11] Therefore, more studies in this area 
are essential to further explore the different aspects of this 
process. Qualitative studies can provide in‑depth knowledge 
about phenomena through focusing on individuals’ 
experiences and perspectives to explore phenomena in their 
natural contexts. This qualitative study aimed at exploring 
the factors influencing long‑term home care for PWT from 
the perspectives of their family caregivers.

Materials and Methods
We conducted this descriptive qualitative study from 
September 2023 to August 2024 using conventional 

content analysis. Conventional content analysis allows the 
detailed description of the content and helps researchers 
identify and analyze patterns and trends within the data. It 
is a valuable method for understanding social phenomena, 
cultural narratives, and communication styles.[25,26] The 
population of the study comprised the family caregivers of 
PWT. Moreover, PWT who could verbally communicate, 
physicians, and nurses were included to further clarify 
the different aspects of the study phenomenon. Inclusion 
criteria were age above 18  years, an experience of 
caregiving to a family member with tracheostomy for at 
least one month, and consent to participate in the study. 
Sampling was performed purposefully and with maximum 
variation with respect to educational level and caregiving 
experience. Participants were nine family caregivers, one 
adult PWT with a tracheostomy history of three years, a 
home care nurse, and an anesthesiologist purposefully 
selected from Mazandaran, Iran. In qualitative studies, 
there is no strict criterion for sample size determination, 
and sampling continues until data saturation is achieved. 
Saturation is usually defined as a point at which no new 
categories or themes emerge. In addition, saturation 
includes the development of the attributes and dimensions 
of categories.

Data were collected through 12 personal semi‑structured 
interviews conducted at participants’ suggested time and 
location. Interviews with family caregivers and patients 
were conducted at their homes, while interviews with 
nurses and physicians were conducted in their workplace. 
Interview duration ranged from 30 to 50  minutes. The 
interviewer, i.e.  the first author, had the experience of care 
provision to PWT and the experience of tracheostomy care 
education to nursing students. Participants were ensured 
that their data would remain confidential and that they 
had the right to withdraw from the study at will. Interview 
questions were determined based on participant type. For 
example, a question for family caregivers was “Based on 
your experiences of caregiving to a PWT, what factors can 
influence caregiving to these patients?” An example of the 
questions for the participating PWT was “Based on your 
experiences of your disease, what factors can influence 
caregiving to PWT?” Moreover, an example of the 
interview questions for the participating nurse was “May 
you please explain what factors influence your home care 
services for PWT?” At the end of the interviews, we asked 
participants, “Would you like to add any other point?” All 
interviews were audio‑recorded and the duration of them 
was 45–60 minutes.

In this study, data analysis was conducted using the 
five‑step conventional content analysis method developed 
by Graneheim and Lundman. The data were transcribed 
word by word, and the transcripts were perused several 
times to grasp their main ideas. Meanwhile, meaning 
units were identified and coded with the main context in 
the mind. The codes were compared and categorized into 
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subcategories and categories. In other words, we compared 
the extracted concepts with each other in terms of their 
attributes and dimensions and grouped similar concepts 
into subcategories and categories. Data collection and 
analysis were kept on up to obtaining no new data from the 
interviews and until the categories were fully developed.[27]

The criteria proposed by Lincoln and Guba  (1985) were 
utilized to ensure trustworthiness. These criteria are 
credibility, dependability, transferability, and confirmability. 
Credibility was maintained by returning the codes of each 
interview to the corresponding participant to check the 
congruence between the codes and his/her experiences. The 
dependability was ensured through twice coding the excerpts 
of the data with a 12‑week interval and comparing the results 
of the two analyses. Sampling with maximum variation 
with respect to age, educational level, and caregiving 
experience was also employed to ensure transferability. 
Besides, confirmability was ensured through confirming the 
accuracy of data analysis by three experienced qualitative 
researchers from Kashan and Babol Faculties of Nursing and 
Midwifery, Iran, and by providing detailed explanations about 
participants’ characteristics, data collection, and data analysis.

Ethical considerations

This exploration has the approval of the Ethics Committee of 
Kashan University of Medical Sciences, Kashan, Iran (code: 
IR.KAUMS.NUHEPM.REC.1401.080). We attempted to 
have close adherence to the ethical principles of research 
on humans, including confidential data management, 
participants’ freedom to participate in or withdraw from the 
study, and written informed consent for participation.

Result
Participants were three male family caregivers, six female 
family caregivers, one male PWT, one home care nurse, 
and one anesthesiologist, with an age range of 30–70 years. 
Their educational levels varied from junior secondary 
degree to doctoral degree [Table 1].

In total, 1500 primary codes were generated in the 
process of data analysis. Similar codes which transferred 
the same meaning were combined, and 320 final codes 
were generated. These codes were classified into three 
main categories, namely healthcare system dysfunction, 
challenges of tracheostomy care at home, and effective 
management of tracheostomy care at home [Table 2].

Healthcare system dysfunction

Caregiving to PWT starts in the intensive care unit. 
After the stabilization of their physical conditions, these 
patients are transferred to general hospital wards and then, 
to home settings for long‑term home care. Healthcare 
organizations can provide them with quality services in 
clinical settings, while their family members face many 
different challenges related to the healthcare system in 
caregiving to them in home settings. These challenges 
include limited access to tracheostomy care resources, 
inadequate professional competence of tracheostomy care 
team members, and inefficient hospital discharge and 
patient follow‑up system.

Limited access to tracheostomy care resources

Standard tracheostomy care reduces the need for 
tracheostomy and ensures care quality. This depends on 
families’ easy access to tracheostomy care resources. 
However, participants’ experiences showed that shortage of 
professional tracheostomy care staff, particularly for home 
care, and incomplete insurance coverage of home care 
services face the families of PWT with numerous problems 
and reduce their ability to give quality care to their patients. 
“We decided to transfer my mother to home. Obviously, we 
couldn’t care for her and hence, negotiated with different 
nurses for home care. Unfortunately, all of them offered the 
same cost for home care services and we had no option but 
to use their services (P. 3).”

Moreover, incomplete insurance coverage of tracheostomy 
care services requires families to use low‑quality rental 
equipment, non‑specialty nurses, and non‑professional 

Table 1: The characteristics of participants
Participant type Age 

(Years)
Gender Education Tracheostomy 

duration
Underlying disease Caregiving 

duration
Kinship 
with patient

Family caregiver 45 Male Master’s 9 months Cerebrovascular accident 7 months Child
Family caregiver 32 Male Bachelor’s 7 months Apnea 6 months Child
Family caregiver 47 Male Junior secondary 3 months Asthma 2 months Child
Family caregiver 36 Female Diploma 3 years Amyotrophic lateral sclerosis 3 years Wife
Patient 30 Male Diploma 3 years Cervical mass – –
Family caregiver 56 Female Diploma 2 years Cerebrovascular accident 21 months Wife
Family caregiver 51 Female Bachelor’s 5 months Lung disease 4 months Child
Family caregiver 30 Female Diploma 7 months Intracerebral hemorrhage 6 months Child
Family caregiver 70 Female Junior secondary 7 years Car accident 7 years Mother
Family caregiver 55 Female Diploma 2 years Lung disease 2 years Sister
Home care nurse 32 Male Master’s – – 5 years –
Doctor 56 Male Anesthesiologist – – 18 years –
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care centers. “We haven’t received so far any help from 
insurance organizations or centers because they don’t 
cover tracheostomy care services (P. 9).”

Inadequate professional competence of tracheostomy care 
team members

Tracheostomy care providers need to have great 
knowledge, skills, experience, and mental and ethical 
capacities to be able to fulfill the different and complex 
needs of PWT and to empower their family caregivers 
for quality caregiving. However, the limited professional 
experience, ethical negligence, and low‑quality educations 
of tracheostomy care providers lead to family caregivers’ 
ineffective learning of tracheostomy care services and 
thereby, increase the risk of tracheostomy complications. 
“Unfortunately, they ridiculously tell us about for example 
suctioning or nasogastric feeding in only thirty seconds. 
The whole process of such education lasts only five 
minutes (P. 10).”

Some participants reported the early removal of 
tracheostomy without any medical order and in contrast 
with professional and ethical principles. “Three or four 
months after discharge from hospital, I asked my family 
members not to touch or suction the tracheostomy tube. 
I  wanted to check the result. Then, when my nurse 
came, I asked her to remove the tube and she removed 
it (P. 5).”

Inefficient hospital discharge and patient follow‑up system

Family members have limited readiness, if any, for 
tracheostomy care during the first days after hospital 
discharge. Therefore, healthcare professionals need 
to follow patients’ conditions in this period. Lack of 
effective patient follow‑up programs and interdisciplinary 

collaboration among healthcare professionals and family 
members may lead to the omission of valuable care‑related 
data, put patients at risk for tracheostomy complications, 
and increase the need for re‑hospitalization. “One night, 
my mother developed respiratory problem and we couldn’t 
do anything. Her nurse also didn’t answer her phone. We 
called another nurse to ask how to perform suctioning. 
But she said that your nurse is someone else and avoided 
helping us (P. 3).”

Challenges of tracheostomy care at home

The increasing number of PWT has increased the need 
for careful attention to the challenges of effective and 
safe tracheostomy care at home. PWT need specialized 
long‑term care services such as continuous monitoring 
of respiratory status and effective management of 
potential complications. During the process of caregiving 
to PWT, family caregivers face different challenges, 
chiefly lack of knowledge and skills, caregiver burden, 
ineffective interpersonal communications, and home‑based 
tracheostomy care crises.

Family caregivers’ lack of knowledge and skills

The adequate fulfillment of the complex needs of PWT, 
such as the need for tracheostomy suctioning, mechanical 
ventilation, and nasogastric feeding, depends on family 
caregivers’ adequate care‑related knowledge and skills. 
However, the family caregivers of these patients do not 
have adequate care‑related knowledge and skills and, hence, 
face serious challenges during the process of caregiving to 
their patients. This may lead to serious complications such 
as respiratory distress which may need re‑hospitalization. 
“Like feeding a baby, they gave mixed food to their patient 
using a small spoon while the patient was in supine 
position (P. 12).”

Family caregivers’ inadequate skill for airway management 
causes great stress for family members and endangers 
patient life. “My mother and sister rapidly came and 
hurriedly suctioned my tracheostomy. It took too much time 
and I fainted (P. 5).”

Caregiver burden

The family caregivers of PWT have different physical, 
emotional, and social responsibilities, and hence, caregiving 
imposes heavy burden on them and negatively affects their 
physical and mental health and quality of life. “Caregiving 
has greatly affected our social relationships. I can’t further 
allocate adequate time to my own children and my social 
activities such as palling around with friends and going to 
gym. My life plan has completely changed (P. 7).”

Moreover, these caregivers face the heavy costs of 
treatment, medical equipment, medications, and intensive 
care services, while their patients’ long‑term need for care 
services changes their lifestyle and reduces their income. 
“The tracheostomy tube has been changed six times during 

Table 2: The subcategories and categories of the factors 
influencing long‑term home care for PWT* from the 

perspectives of their family caregivers
Categories Subcategories
Healthcare 
system 
dysfunction

Limited access to tracheostomy care resources
Inadequate professional competence of 
tracheostomy care team members
Inefficient hospital discharge and patient 
follow‑up system

Challenges of 
tracheostomy 
care at home

Family caregivers’ lack of knowledge and skills
Heavy caregiver burden
Ineffective interpersonal communications
Home‑based tracheostomy care crises

Effective 
management 
of 
tracheostomy 
care at home

Psychosocial adaptation
Observational learning
Attraction of healthcare professionals’ support
Modification of the physical space for home care
Crisis management
Giving general and specialized care services

*Patients with tracheostomy
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these three years. Families need to buy the tube and ask 
hospital physicians to change the tube. They need to 
independently pay all the costs of these services (P. 11).”

Ineffective interpersonal communications

PWT have problems in establishing interpersonal 
communications and expressing their needs due to the 
tracheostomy tube. Their family caregivers are also unable 
to understand their needs, experience stress and bafflement, 
and may be unable to appropriately communicate with or 
receive important information from them. Such ineffective 
interpersonal communications can negatively affect the 
quality of family relationships. “He was completely 
conscious but couldn’t make any sound due to the 
tracheostomy tube. This caused problems in establishing 
communication with him (P. 4).”

Home‑based tracheostomy care crises

PWT may experience serious health‑related crises such as 
infection and tracheostomy tube obstruction due to their 
family caregivers’ inability to give appropriate care. Such 
crises may rapidly turn into life‑threatening conditions or 
even lead to death. “In the first days, we noticed tracheostomy 
tube obstruction and problematic breathing of our patient 
and there was no nurse with us at that moment (P. 1).”

Effective management of tracheostomy care at home

The management of tracheostomy care at home is a 
critical responsibility assigned to family members and can 
seriously influence patient quality of life. Patient transfer to 
home setting and giving home care have unique challenges, 
the management of which needs adequate knowledge and 
skills. Therefore, family caregivers attempt to develop 
good care plans and use effective strategies to fulfill 
their patients’ needs. These plans and strategies include 
psychosocial adaptation, observational learning, attraction 
of healthcare professionals’ support, modification of the 
physical space for home care, management of the crises, 
and giving general and specialized care services. The 
results of their attempt include improvement of patients’ 
quality of life and lower rate of complications.

Psychosocial adaptation

Psychological adaptation enables family caregivers to better 
manage caregiving‑related emotions and stressors and 
improve their abilities to manage emotional crises. Social 
adaptation also includes establishment and maintenance 
of interpersonal relationships, receiving social support, 
and performance of social roles, which can in turn reduce 
sense of isolation and loneliness. “We, the family members, 
spoke with each other and asked God to help us manage 
our problems and to heal our mother. Our empathy and 
positive thinking have had positive outcomes (P. 7).”

Observational learning

As the main supporters of PWT, family caregivers need 

to rapidly learn care‑related techniques and procedures. 
Observational learning can be a very strong and useful 
method for them to promote their abilities. It enables 
them to use the experiences of others, particularly 
nurses and physicians, and gradually improve their skills 
to perform the care‑related tasks which were already 
frightening and critical. “I frequently visited our patient 
in the hospital and frequently observed airway suctioning 
and nasogastric feeding. Lengthy patient visits helped me 
partially learn how to perform suctioning and nasogastric 
feeding (P. 4).”

Attraction of healthcare professionals’ support

Effective and comprehensive tracheostomy care needs close 
collaboration and interaction among different healthcare 
professionals, including nurses, physicians, occupational 
therapists, social workers, and psychologists. Family 
caregivers, as the main caregivers at home, attempt 
to attract healthcare professionals’ support, improve 
collaboration among them, and, thereby, give quality care 
to their patients. “We make the necessary arrangements 
with home care nurses to provide tracheostomy‑related 
care services. They can even change the tube if needed. 
We also make arrangements with physiotherapists, wound 
management specialists, and speech therapists (P. 7).”

“Some physicians assess our patient’s conditions without 
any need to move out the patient and just based on our 
provided patient history and patient’s medical records. We 
took our father’s records to the physicians and talked to 
them or asked them to visit him at home (P. 1).”

Modification of the physical space for home care

Modification of the physical space of home for caregiving to 
PWT is one of the main aspects of home care management. 
PWT specifically need a safe home environment which 
supports their recovery. Their home environment should 
have appropriate health‑related equipment and facilities, 
appropriate lighting, effective ventilation, and appropriate 
medical equipment such as tracheal filters and medications. 
Moreover, an appropriate place is necessary for patients 
to independently sit and rest. “At the time of hospital 
discharge, they gave us a list of the necessary equipment 
such as ventilator and suction device. We referred to the 
medical equipment unit and they guided us. Moreover, 
we asked information from those relatives and friends 
who could help us. Finally, we bought the necessary 
equipment (P. 7).”

Crisis management

Management of the tracheostomy crisis is a critical 
challenge which needs knowledge, skills, and preparedness. 
Family caregivers need to develop their knowledge and 
skills in order to detect the warning signs of serious 
complications such as tracheostomy tube obstruction, 
sudden changes in respiratory status, and respiratory 
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infections. “It seemed that his airway became dry and the 
secretions occluded it. They told us to use humidifier or set 
the ventilator to deliver humidified air. They also taught 
us to perform physiotherapy for our father. These helped 
reduce the problems (P. 1).”

Giving general and specialized care services

PWT have complex needs and hence, need specialized 
home care. Family caregivers, who are their main 
caregivers, develop their abilities and skills to give 
general and specialized care services to their patients. 
General care services include personal hygiene, feeding, 
and mobility‑related activities, while specialized care 
services include tracheostomy tube management, infection 
prevention, wound care, and warning sign detection. “He 
previously had no movement and was almost paralyzed. 
But now, he is slightly better. We help him sit on the 
edge of the bed and walk with our help and a walker. Of 
course, independent walking is still too soon and needs 
time (P. 8).”

“We didn’t have any nurse during the first 48 hours after 
hospital discharge. In that period, I dared to independently 
perform suctioning and nasogastric feeding (P. 7).”

Discussion
This study explored the factors influencing long‑term 
home care for PWT from the perspectives of their family 
caregivers. Findings revealed that the main categories 
of these factors were healthcare system dysfunction, 
challenges of tracheostomy care at home, and effective 
management of tracheostomy care at home.

Limited access to tracheostomy care resources, inadequate 
professional competence of tracheostomy care team 
members, and inefficient hospital discharge and patient 
follow‑up system were the three subcategories of the first 
category. Shi et  al.[28] stated that most nurses may have 
not received adequate education about tracheostomy care 
during their university education, and hence, their inability 
to appropriately diagnose problems may lead to serious 
complications. On the other hand, Meyer‐Macaulay 
et  al.[29] reported (2021)  that some home care nurses may 
provide home care without the supervision and support 
of healthcare authorities, and this may prevent them from 
developing their skills. Mungan et al.[30] found that limited 
skills for tracheostomy care may lead to complications such 
as respiratory infections, airway obstruction, and damage to 
tissues surrounding the tracheostomy tube which may in 
turn increase the risk of re‑hospitalization, impose heavy 
costs on patients and their families, and cause them great 
stress.

Family caregivers’ limited access to tracheostomy care 
resources was a subcategory of the first main category. 
In agreement with this finding, Amar‑Dolan et  al.[31] 
showed (2020)  that the families of PWT had poor access 

to the necessary instruments and stuff for caregiving and 
complication management, and highlighted that this may 
postpone recovery and increase the risk of complications. 
Crist et al.[32] also found that while easy access to medical 
equipment and resources in home settings is necessary for 
effective home care, the heavy costs or limited accessibility 
of equipment and resources such as airway humidifiers 
and filters may reduce care quality and increase the risk of 
infection and respiratory problems.

We also found inefficient hospital discharge and patient 
follow‑up system as an influential factor on family 
caregivers’ home care for PWT. Lack of comprehensive 
planning to transfer medical information to family 
caregivers is one of the main problems in the process of 
hospital discharge. Most patients and family members 
do not have adequate information about post‑discharge 
care and tracheostomy management techniques, cannot 
properly supervise their patients’ conditions for long period 
of time, and may not be able to use effective strategies 
when serious problems occur for their patients. Almansour 
et  al.[13] indicated that families’ poor access to information 
about patient management and their poor communication 
with healthcare centers reduce the possibility of diagnosing 
complications and changes in patients’ conditions and 
postpone the onset of the necessary treatments. The lack 
of clear strategies to provide post‑discharge support 
and counseling can negatively affect home care quality, 
undermine patients’ health and quality of life, and face them 
with considerable problems. Therefore, a comprehensive 
and collaborative interdisciplinary approach is necessary 
to provide family caregivers with continuous education, 
support, and counseling, empower them for home‑based 
caregiving, facilitate their access to healthcare resources, 
and, thereby, improve their abilities, enhance patients’ 
quality of life, and reduce the risk of complications.

The second main category of the factors influencing 
long‑term home care for PWT was challenges of 
tracheostomy care at home. Family caregivers’ lack 
of knowledge and skills was one of its subcategories. 
Participants’ experiences indicated that family caregivers 
need great knowledge and skills for quality caregiving 
to PWT; otherwise, they may cause serious problems 
and complications for their patients during the process of 
caregiving. Meyer‐Macaulay et  al.[29] reported that many 
families had inadequate knowledge about caregiving 
to PWT, particularly about changing and cleaning 
tracheostomy tube and detecting the warning signs of 
complications and noted that this may lead to infections 
and tracheostomy tube obstruction. Nakarada‑Kordic 
et  al.[20] also found that the family caregivers of PWT 
lacked the technical and practical skills for caregiving 
and, hence, could not manage assistive devices, assess 
patients’ conditions, and appropriately respond to 
emergency situations. This lack of knowledge and skills 
may reduce family caregivers’ ability to detect warning 
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signs, manage problems, take the necessary actions, and, 
hence, may seriously endanger patient life.[15] Contrary to 
our findings, Vatandoust et  al.[33] found that some family 
caregivers actively engage in the process of caregiving 
and may participate in tracheostomy care courses to 
receive education about appropriate tracheostomy care, 
tracheostomy tube change, and complication management. 
This contradiction may be due to the improvement of 
caregivers’ knowledge and experience over time and their 
better access to care‑related data over the internet.

Caregiver burden was another challenge of tracheostomy 
care in the present study. In line with this finding, an 
investigation  (2019) indicated that caregiving‑related 
activities, such as patient positioning, tracheostomy tube 
change, and medication management, need great physical 
effort and, hence, can reduce caregivers’ physical ability 
and cause them excessive fatigue, muscular pains, and 
physical problems.[34] Bonacasa et  al.[35] reported that 
family caregivers have concerns over patient health, 
fear over complications, stress, anxiety, depression, and 
considerable emotional burden, which can negatively affect 
their family relationships and reduce their received social 
support. Moreover, Chandran et  al.[36] showed that the 
heavy costs of medical equipment and medications and 
the inability of some family caregivers to perform their 
occupational activities can also reduce family income and 
put heavy financial strain on families. Although 50%–90% 
of home care costs in developed countries are paid by 
governments,[37] Navipour et  al.[38] stated reported limited 
governmental support for home care services in Iran. This 
contradiction is due to the differences in governmental 
policies for home care services in different countries.

Another challenge of tracheostomy care was ineffective 
interpersonal communications. PWT may be unable to 
establish normal verbal communications, and their family 
members may be unable to appropriately understand 
their emotions, needs, or requests. These problems may 
cause misconceptions and tensions in relationships, and 
families may feel necessary to greatly attempt to facilitate 
communication which in turn increases their workload, 
causes them psychological strain, and negatively affects 
their mental health. Therefore, family caregivers need 
communication‑related education and support in order to 
better cope with communication‑related challenges and 
have better communication with their patients.

Effective management of tracheostomy care at home 
was the third main category of the factors influencing 
tracheostomy care. Findings showed that psychosocial 
adaptation, observational learning, attraction of healthcare 
professionals’ support, modification of the physical space 
for home care, crisis management, and giving general and 
specialized care services may facilitate tracheostomy care 
by family caregivers. Baddour et  al.[39]  (2021)  reported 
that family caregivers can reduce their stress and anxiety 

through learning stress management techniques such as 
meditation and relaxation exercise and highlighted that 
those family caregivers who receive greater social support 
feel lower sense of isolation and loneliness. Respecting 
observational learning, Xu[40] found that family caregivers 
can learn different caregiving methods and emotional 
responses to patients through observational learning and, 
thereby, modify their caregiving approaches. Moreover, 
observational learning helps family caregivers identify and 
manage caregiving‑related crises.[41] However, Kavanaugh 
et  al.[42] showed that learning through observation may 
reduce caregivers’ creativity in care because the conditions 
and the needs of each patient and each caregiver are 
unique.

We also found attraction of healthcare professionals’ 
support and modification of the physical space for home 
care as other influential factors on tracheostomy care at 
home. Similarly, Cherney et  al.[43] reported that family 
caregivers’ attempt to arrange patient visit by different 
healthcare professionals, such as physicians, nurses, 
physiotherapists, and speech therapists, can create a strong 
support network and, thereby, facilitate the fulfillment of 
patients’ different needs. The availability of the necessary 
medical equipment for tracheostomy care, such as 
respiratory devices, tracheostomy tubes, and monitoring 
instruments, can facilitate caregiving and reduce reaction 
time in emergency situations.[44] Our limited access to 
patients’ medical records and home care agencies limited 
our access to potentially eligible patients. Moreover, 
difficulties in gaining participants’ trust to enter their homes 
and maintaining their privacy were among the limitations 
of this study.

Conclusion
This study concludes that the long‑term and complex 
process of caregiving to PWT is influenced by many mental, 
educational, financial, and social barriers which may reduce 
care quality and lead to family caregivers’ burnout. On the 
other hand, this process is influenced by different facilitators 
such as access to appropriate information, psychosocial 
support, and healthcare and financial resources. Improving 
family caregivers’ access to these resources can improve 
their ability to give quality care to their PWT at home and 
thereby, improve patient health. Healthcare policy‑makers 
need to develop and implement educational and supportive 
programs, establish tracheostomy‑related support 
associations, improve the accessibility of tracheostomy 
equipment, strengthen relationships between healthcare 
providers and family members, and provide strong financial 
and insurance support to PWT and their family caregivers 
in order to reduce the challenges of caregiving to PWT and 
improve the quality of family caregivers’ tracheostomy care 
at home. As tracheostomy care starts in hospital settings, 
exploration of healthcare providers’ perspectives on the 
influential factors on the process of hospital‑based care 
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provision to PWT is recommended. Moreover, development 
of coherent models for home‑based caregiving to these 
patients is recommended.

Acknowledgments

The researchers give they are thanks to all the participants 
who participated in this study.

Financial support and sponsorship

This article is not sponsored by any organization

Conflicts of interest

Nothing to declare.

References
1.	 Roberts  J, Powell  J, Begbie  J, Siou  G, McLarnon  C, Welch A, 

et  al. Pediatric tracheostomy: A  large single‑center experience. 
Laryngoscope 2020;130:E375‑80.

2.	 Daraie  S, Hasanvand  S, Goudarzi  F, Rassouli  M. Gaining 
experience over time: The family caregivers’ perception 
of patients with a tracheostomy in home care. Iran J Nurs 
Midwifery Res 2021;26:137‑43.

3.	 Sánchez‑Gómez S, Molina‑Fernández E, Acosta Mosquera  ME, 
Palacios‑García JM, López‑Álvarez F, Juana Morrondo MS, et al. 
Tracheotomy versus tracheostomy, the need for lexicographical 
clarification. Acta Otorrinolaringol Esp (Engl Ed) 2024;75:73‑82.

4.	 Wiberg  S, Whitling  S, Bergström L. Tracheostomy management 
by speech‑language pathologists in Sweden. Logoped Phoniatr 
Vocol 2022;47:146‑56.

5.	 Strober  W, Kallogjeri  D, Piccirillo  JF, Rohlfing  ML. 
Tracheostomy incidence and complications: A  national database 
analysis. Otolaryngol Head Neck Surg 2024;171:1379‑86.

6.	 Alidad  A, Aghaz  A, Hemmati  E, Jadidi  H, Aghazadeh  K. 
Prevalence of tracheostomy and its indications in Iran: 
A systematic review and meta‑analysis. Tanaffos 2019;18:285‑93.

7.	 Abdulrahman  E, Musa  MT, Eltayeb  RM, Ali Fadlalmola H 
Effect of an educational training program in tracheostomy care 
on nurses’ knowledge and skills. Int J Nurs Educ 2021;13:17‑26.

8.	 Abril  MK, Berkowitz  DM, Chen  Y, Waller  LA, Martin  GS, 
Kempker  JA. The epidemiology of adult tracheostomy in the 
United States 2002‑2017: A  serial cross‑sectional study. Crit 
Care Explor 2021;3:e0523.

9.	 Sanders CD, Guimbellot JS, Muhlebach MS, Lin FC, Gilligan P, 
Esther CR Jr. Tracheostomy in children: Epidemiology and 
clinical outcomes. Pediatr Pulmonol 2018;53:1269‑75.

10.	 Pereira  F, Silva  AM, Vaz  IM, Viamonte  S, Winck  JC. 
Tracheostomy prevalence at skilled nursing facilities. 
Pulmonology 2020;26:90‑4.

11.	 Gong  S, Wang  X, Wang  Y, Qu  Y, Tang  C, Yu  Q, et  al. 
A  descriptive qualitative study of home care experiences 
in parents of children with tracheostomies. J  Pediatr Nurs 
2019;45:7‑12.

12.	 Neunhoeffer  F, Miarka‑Mauthe  C, Harnischmacher  C, Engel  J, 
Renk  H, Michel  J, et  al. Severe adverse events in children with 
tracheostomy and home mechanical ventilation‑comparison of 
pediatric home care and a specialized pediatric nursing care 
facility. Respir Med 2022;191:106392.

13.	 Almansour  NA, AlHedyan  YA, Alshathri  NN, Alsubaie  RS, 
Alsuliman  SY, Omair  AA, et  al. Efficacy of home healthcare 
on the management of tracheostomy patients. Saudi Med J 
2024;45:724‑30.

14.	 Billington  J, Luckett A. Care of the critically ill patient with a 
tracheostomy. Nurs Stand 2019;34:59‑65.

15.	 Tabootwong  W, Chantakeeree  C, Pokasem  B, Piboon  K, 
Niemtest JJ, Karuna S. Perspectives of registered nurses towards 
communication with family members of hospitalized older 
people with a tracheostomy: A  qualitative study. Work Older 
People 2024;28:97‑107.

16.	 Mai K, Davis RK, Hamilton S, Robertson‑James C, Calaman S, 
Turchi  RM. Identifying caregiver needs for children 
with a tracheostomy living at home. Clin Pediatr  (Phila) 
2020;59:1169‑81.

17.	 Yousefzadeh‑Chabok  S, Emamhadi  M, Alijani  B, 
Cheragh Sepehr  M, Khodadadi‑Hassankiadeh N 
Psychopathological symptoms in caregivers of patients with 
vegetative state. Casp J Neurol Sci 2018;4:57‑63.

18.	 Amirnovin  R, Aghamohammadi  S, Riley  C, Woo  MS, 
Del Castillo  S. Analysis of a pediatric home mechanical 
ventilator population. Respir Care 2018;63:558‑64.

19.	 Wynings  EM, Chorney  SR, Brooks  RL, Brown  AF, Sewell  A, 
Bailey  CH, et  al. Caregiver quality of life after pediatric 
tracheostomy. Int J Pediatr Otorhinolaryngol 2023;164:111416.

20.	 Nakarada‑Kordic  I, Patterson  N, Wrapson  J, Reay  SD. 
A systematic review of patient and caregiver experiences with a 
tracheostomy. Patient 2018;11:175‑91.

21.	 Bonnet EA. Effectiveness of self‑care education on the perceived 
quality of life in adults with a tracheostomy. DNP Projects 
2023;423:1‑42.

22.	 Khanum  T, Zia  S, Khan  T, Kamal  S, Khoso  MN, Alvi  J, 
et  al. Assessment of knowledge regarding tracheostomy care 
and management of early complications among healthcare 
professionals. Braz J Otorhinolaryngol 2022;88:251‑6.

23.	 Sandler  ML, Ayele  N, Ncogoza  I, Blanchette  S, Munhall  DS, 
Marques B, et al. Improving tracheostomy care in resource‑limited 
settings. Ann Otol Rhinol Laryngol 2020;129:181‑90.

24.	 Gower  WA, Golden  SL, King  NMP, Nageswaran  S. 
Decision‑making about tracheostomy for children with medical 
complexity: Caregiver and health care provider perspectives. 
Acad Pediatr 2020;20:1094‑100.

25.	 Kyngäs H, Mikkonen  K, Kääriäinen M The Application of 
Content Analysis in Nursing Science Research. New York: 
Springer; 2019. p. 13‑21.

26.	 Shoja  M, Arsalani  N, Fallahi‑Khoshknab  M, 
Mohammadi‑Shahboulaghi  F. The barriers and facilitators to 
nursing care for patients with permanent colostomy in outpatient 
centers: A qualitative study. J Educ Health Promot 2024;13:72.

27.	 Holloway  I, Galvin K Qualitative Research in Nursing and 
Healthcare. Hoboken: John Wiley and Sons; 2023.

28.	 Shi  JY, Orkin  J, Walsh  CM, Chu  S, Keilty  K, McKay  S, et  al. 
Pediatric chronic tracheostomy care: An evaluation of an 
innovative competency‑based education program for community 
health care providers. Front Pediatr 2022;10:885405.

29.	 Meyer‑Macaulay  CB, Graham  RJ, Williams  D, Dorste  A, 
Teele  SA. “New Trach Mom Here…”: A  qualitative study 
of internet‑based resources by caregivers of children with 
tracheostomy. Pediatr Pulmonol 2021;56:2274‑83.

30.	 Mungan İ, Kazancı D, Bektaş Ş, Sarı S, Çavuş M, Turan S. The 
evaluation of nurses’ knowledge related to tracheostomy care in 
tertiary intensive care units. Int Med 2019;1:313‑8.

31.	 Amar‑Dolan  LG, Horn  MH, O’Connell  B, Parsons  SK, 
Roussin  CJ, Weinstock  PH, et  al. “This Is How Hard It Is”. 
Family experience of hospital‑to‑home transition with a 
tracheostomy. Ann Am Thorac Soc 2020;17:860‑8.

32.	 Crist  JD, Montgomery  ML, Pasvogel  A, Phillips  LR, 



Babanataj, et al.: Family perspectives on long‑term tracheostomy care

Iranian Journal of Nursing and Midwifery Research  ¦  Volume 31  ¦  Issue 1  ¦  January-February 2026� 147

Ortiz‑Dowling  EM. The association among knowledge of and 
confidence in home health care services, acculturation, and 
family caregivers’ relationships to older adults of Mexican 
descent. Geriatr Nurs 2018;39:689‑95.

33.	 Vatandoust  S, Mohammadi  N, Farahani  M, Mehran  A. The 
efficacy of education film on quality of life and satisfaction in 
patient with tracheostomy. J Arak Univ Med Sci 2015;17:80‑7.

34.	 Watchara T, Kiwanuka F. Family caregivers for older adults with 
a tracheostomy during hospitalization: Psychological impacts and 
support. Int J Caring Sci 2019;12:1244‑50.

35.	 Bonacasa  MD, Rosa  E, Camps  C, Martínez‑Rubio  D. 
A translational approach to design effective intervention tools for 
informal caregivers of dependent cancer patients. Public Health 
2019;168:50‑8.

36.	 Chandran  A, Sikka  K, Thakar  A, Lodha  R, Irugu  DVK, 
Kumar  R, et  al. The impact of pediatric tracheostomy on the 
quality of life of caregivers. Int J Pediatr Otorhinolaryngol 
2021;149:110854.

37.	 Karaca  T, Altinbas  Y, Aslan  S. Caring for patients with a 
tracheostomy at home: A  descriptive, cross‑sectional study to 
evaluate health care practices and caregiver burden. Wound 
Manag Prev 2019;65:22‑9.

38.	 Navipour H Nurses’ experiences of assessment competency in 
home health care: A  qualitative content analysis study. Iran J 

Nurs Res 2022;16:23‑32.
39.	 Baddour K, Mady LJ, Schwarzbach HL, Sabik LM, Thomas TH, 

McCoy  JL, et  al. Exploring caregiver burden and financial 
toxicity in caregivers of tracheostomy‑dependent children. Int J 
Pediatr Otorhinolaryngol 2021;145:110713.

40.	 Xu H. The functions of observational learning in the learning 
processes. Advances in Social Science, Education and 
Humanities Research 2021;554:690‑5.

41.	 Rock  LK. Communication as a high‑stakes clinical skill: 
“just‑in‑time” Simulation and vicarious observational learning to 
promote patient‑ and family‑centered care and to improve trainee 
skill. Acad Med 2021;96:1534‑9.

42.	 Kavanaugh  MS, Cho  CC, Howard  M. “I Just Learned by 
Observation and Trial and Error”: Exploration of young caregiver 
training and knowledge in families living with rare neurological 
disorders. Child Youth Care Forum 2019;48:479‑92.

43.	 Cherney RL, Pandian V, Ninan A, Eastman D, Barnes B, King E, 
et  al. The trach trail: A  systems‑based pathway to improve 
quality of tracheostomy care and interdisciplinary collaboration. 
Otolaryngol Head Neck Surg 2020;163:232‑43.

44.	 Foran  PL, Benjamin WJ 4th, Sperry  ED, Best  SR, Boisen  SE, 
Bosworth  B, et  al. Tracheostomy‑related durable medical 
equipment: Insurance coverage, gaps, and barriers. Am J 
Otolaryngol 2024;45:104179.


