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Thesis Abstract  
 

 
This thesis explored children and parents’ experiences of respiratory assistance. A 

systematic literature review synthesised qualitative studies exploring children and 

adolescents’ experiences and perceptions of living with respiratory assistance. Most children 

recognised the important function of respiratory assistance on their physical health. They 

spoke of positive social experiences and some challenges they had experienced. Children 

discussed their experiences of healthcare providers and offered suggestions, based on their 

experiences, for future service provision. The review concludes that children’s perspectives 

provide a valuable contribution to the growing evidence base, however more in-depth 

explorations are needed.  

A second paper presents findings from an empirical study, qualitatively exploring 

parents’ experiences of caring for a child with a tracheostomy. This study was guided by the 

principles of interpretative phenomenological analysis (IPA), with semi-structured interviews 

conducted with seven participants. Three super-ordinate themes emerged from the data; all 

interlinked and signify the complex and emotional trajectory of caring for a child with a 

tracheostomy. The findings raised questions as to whether parents’ emotional needs are 

being met and suggest parents could benefit from additional support from healthcare 

providers. Implications for clinical practice and recommendations for future research, 

particularly, longitudinal studies exploring parents’ adjustment to tracheostomy care are 

discussed. The third paper discusses implications for clinical practice that arose from the 

literature review and empirical paper and emphasises how the thesis explored an 

understudied area. This thesis concludes with personal reflections on conducting this valuable 

research.     
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Abstract  

Objectives To date, no review has focused exclusively on the child’s reported experience of 

living with respiratory assistance. The objective of this study was to review empirical studies 

exploring children’s experiences and perceptions of living with respiratory assistance.  

Methods Literature searches (1980-2017) of databases (PubMed, Web of Science, PsycINFO 

and CINAHL) resulted in 1,750 references. Studies were included if they used qualitative 

methods to explore children’s (under 18 years) experiences of living with respiratory 

assistance, such as tracheostomies and/ or those who were ventilator dependent. Studies 

that focused only on parents, carers or other family member’s perspectives, included only 

adults, used only quantitative methods or were not published in the English language were 

excluded.  Reference lists of relevant studies were reviewed. Each study meeting criteria was 

reviewed and assessed and key themes were extracted and grouped.  

Results Seven studies were included in this review.  Synthesis of the data identified four main 

themes: children’s understanding of respiratory assistance, identity, social experiences and 

service delivery.  Most children recognised the important function of respiratory assistance 

on their physical health. They spoke of positive social experiences and some of the challenges 

they had experienced. Children discussed their experiences of healthcare providers in terms 

of what was helpful to them and provided suggestions, based on their experience, for future 

service provision.   

Conclusion This review identified the valuable contribution children’s perspectives make to 

the growing evidence-base in this area. Further in-depth explorations are needed to provide 

greater understanding about children’s experiences of living with respiratory assistance. 

Research exploring the journey of a young person with respiratory assistance is important in 

developing knowledge and service provision in this field.  

 

Keywords: Respiratory assistance, Ventilator-dependent, Children, Adolescents, 
Perspectives, Experiences 
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1. Introduction 

Increasing numbers of children with chronic medical conditions are now surviving, largely 

because of medical advances and improvements in medical technology. Previous records 

have estimated that around 100,000 children in the USA [1] and approximately 6,000 children 

in the UK are dependent on medical technology [2]. These figures, however, are outdated and 

most likely underestimate the number of children who, in 2017, are dependent on medical 

technology.  

Children requiring respiratory assistance comprise a sub-group of this population and 

include children who require ventilator support, tracheostomies, and mechanical ventilation 

to either assist with or replace spontaneous breathing. The number of children requiring 

respiratory assistance is less clear. Data from 1997 estimated that 17,000 children in the USA 

required a tracheostomy [3]. In the UK it was estimated in 2009 that approximately 1000 

children were respiratory dependent [4]. For the purposes of this review the term 

“respiratory assistance” will be used to encompass all terminologies used to describe types 

of ventilation including, “artificial respiration”, “tracheostomy”, “tracheotomy”, “respiratory 

dependent”, “ventilator dependent” and “non-invasive ventilation”.   

The needs of a child requiring respiratory assistance vary depending on a number of 

different factors [5]. Medical diagnoses, age at onset and frequency of need for respiratory 

assistance all vary; for some children, respiratory assistance may be required intermittently 

throughout the day whereas others require continuous respiratory assistance throughout the 

day [6]. Children require a large amount of support from trained caregivers in the 

management and maintenance of the medical technology used to support their breathing. 

Improvements in medical technology mean that these children, who previously would have 

received most of their care in hospital, can live at home with their families with support from 
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trained caregivers, usually either family members or a nurse. In most cases it is the parent 

who is the trained and primary caregiver for the child, and research has focused on the 

parents’ or carers’ perspective of caring for a child with respiratory assistance [7] or used 

parent or carer reports to describe the child’s experience of living with respiratory assistance 

[8]. The importance of including the child’s perspective in health-related research is well 

recognised [9]. Eliciting the child’s perspective of living with respiratory assistance is 

important to develop understanding and improve service delivery for this group of children.      

The few quantitative studies that have been undertaken with this population have found 

that ventilator-dependent children reported significantly lower overall health quality of life 

compared with children of the same age and that children over 12 years of age were 

significantly less satisfied with their daily lives than younger children [10][11]. These studies 

have highlighted the need for more research capturing the experiences and perspectives of 

children.     

The focus of this review is on published qualitative studies addressing the experiences of 

the child with respiratory assistance from the perspective of the child themselves. To date, 

no review has focused exclusively on the child’s experiences and views of living with 

respiratory assistance. A previous review [12] explored the views and experiences of 

ventilator dependent children and their parents. It was not carried out systematically and 

focused primarily on reports of parents’ experiences rather than on those exclusively 

addressing the perspective of the child. The focus of the systematic review reported here is 

on qualitative research exploring children’s experiences of living with respiratory assistance. 

For the purposes of this review the terms “child”, “children” and “young person” will be used 

to encompass any child, adolescent, and young person aged under 18 years.  
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2. Methods 

2.1 Search Methods  

The search which informed the review of the literature was undertaken in April 2017 

and the strategy is shown in Table 1. This was applied to key electronic databases to identify 

papers published between 1980 and 2017. In addition, the reference lists of the published 

papers were searched. The inclusion and exclusion criteria are shown in Table 2.  

 
Table 1 Literature Search Strategy  

 
Databases 
searched  

PubMed 
Web of Science 
PsycInfo 
CINAHL  
 

Limits 1980- (April) 2017 
Published in English  
 

Search 
terms  

(child* OR adolescen* OR school-age*  OR teenage*) AND 
(tracheostom* OR tracheotom* OR "artificial respiration" OR "ventilator dependent" 
“respiratory assistance” OR “non-invasive ventilation”) AND 
(experience* OR view* OR perspective* OR “quality of life” OR impact*)  
 

Additional 
Sources 

Citation lists  

 
 
Table 2 Inclusion and Exclusion Criteria  

 
Inclusion Exclusion 

Studies published in English  Books/book chapter 

Between 1980-April 2017 Focused exclusively on parents’, carers or other 

family members’ perspective of the child’s 

experience 

Participants under 18 years  Not based on empirical work  

Based on self-report of living with respiratory 

assistance  

Qualitative methodology 

Participants aged over 18 years  

Quantitative methodology exclusively 
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2.2 Search outcome  

Details of the search are provided in Figure 1. Following the removal of duplicates, 

initial database searches resulted in the identification of 1,288 papers.  Initially titles were 

screened to determine their relevance and then abstracts were screened to determine 

whether they met the inclusion criteria. Full texts were obtained for those papers meeting 

the inclusion criteria and any cases when it was not clear from the abstract whether the article 

should be included. In cases where full texts were unobtainable authors were contacted. 

Papers meeting the criteria were read in full and their reference lists reviewed for further 

studies fitting the inclusion criteria. This resulted in 7 studies for review.  
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DATABASE SEARCHES IN APRIL 2017: 
 

PubMed, Web of Science, PsychINFO, 
CINAHL and reference lists of qualitative 

papers 
 

TOTAL= 1,750 references found 

 

ABSTRACTS SCREENED 
 

TOTAL: 94 abstracts reviewed  

FULL PAPERS/REPORTS ASSESSED 
  

TOTAL: 25 full-text articles retrieved and 
assessed for eligibility 

 
EXCLUDED FULL PAPERS: 18 

 
Reasons for exclusion: 
Did not focus on child’s perspective:  

 Nursing perspective = 1 

 Parent/carer perspective = 4 
Respiratory assistance not primary focus = 1 
Participants aged over 18 years = 1   
Not primary research = 2 
Full text articles were unobtainable = 5 
Did not use qualitative methodology = 4  
  

INCLUDED PAPERS n=7 
 

Studies assessed using quality 
appraisal tool.  

DUPLICATES 
REMOVED 

 
TOTAL: 462 

TITLES AND STUDY TYPE SCREENED 
 

TOTAL: 1,288 papers screened after deduplication 

SEARCHES 

REMOVAL OF DUPLICATES 

TITLE SCREENING 

EXCLUDED TITLES  
 

TOTAL: 1,194  

EXCLUDED ABSTRACTS: 69 
 
Reasons for exclusion:  
Reported on medical outcome data = 47 
Did not include child’s perspective = 19  
Participants aged over 18 years = 2 
Not primary research = 1 

 

ABSTRACT SCREENING 

FULL PAPER SCREENING 

QUALITY APPRAISAL 

Figure 1. Flow diagram of studies retrieved through database searches.  
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2.3 Quality appraisal  

The critical appraisal of the studies was guided by the Critical Appraisal Skills 

Programme tool for qualitative research [13] and the methodological rigour of each paper 

was assessed using a quality assessment form (see Table 3) used by experienced reviewers of 

qualitative research [14]. The guiding criteria for qualitative studies aim to ensure rigour, 

credibility and relevance of the findings. An overview of the studies included and the quality 

appraisal rating can be seen in Table 4.    

 

 
Table 3. Quality Assessment Criteria (adapted from [14]).  

Quality assessment criteria  Fully 
met 

Partially 
met 

Not met  Not 
applicable  

1. Clear aims/research question     
2. Design appropriate for research question      
3. Recruitment process given      
4. Participants appropriate to research question     
5. Ethical approval/informed consent given      
6. More than one perspective on research question     
7. Data collection method adequately described     
8. Data sufficiently detailed for research question     
9. Researcher bias has been addressed     
10. Clear description of analytical method      
11. Clear description of how results derived from analysis      

12. Analysis not biased by researcher (more than one analyst)      
13. Contradictory data considered      
14. Findings presented in sufficient detail      
15. Findings discussed in context     
16. Implications discussed     
17. Limitations of study discussed      

 

To assess the methodological quality of each study, items on the quality assessment tool were scored as follows:  
Items identified as “fully met” were given a score of +1, items identified as “partially met” were given a score of +0.5, items 
identified as “not met” were given a score of -1 and items identified as “not applicable” were scored as zero.  
The scores were then totalled and percentages were calculated by dividing the total by the number of applicable items. 
Percentages were rounded up to nearest whole number.  
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Author (Year) Location, 
Quality appraisal (%) 

Participant, Sample Size  Research question/aim Methods  Limitations  

 
Earle, Rennick, 
Carnevale, & Davis 
(2006) Canada [6] 
53% 

 
5 children aged 4.5-17 
years (3 females, 2 males) 
who had been home 
ventilated for at least 2 
years.  
Purposive sampling.  

 
Explore children’s 
subjective responses to 
home ventilation and their 
perceptions of its impact 
on their daily lives.  

 
Multiple case-study approach. 
Participant observations during 
clinic visits, hospital admission, 
at home and at school and 
audio recorded semi-structured 
interviews with the children. 
Open coding technique 
followed by the development of 
themes which were validated 
during subsequent interviews.   

 
Small sample size across a 
large age range.   
Lack of detail about topic 
guide/questions asked during 
semi-structured interview, the 
length of time of the interview 
and who was present.  
Unsure if researcher bias has 
been accounted for by 
involving multiple analysts.  
Implications of findings not 
discussed.  
 

Kirk (2010) UK [9] 
53% 

28 young people (8-19 
years, 17 males, 11 
females) requiring 
continuous support of one 
or more medical 
technologies. 14 of these 
28 participants used either 
tracheostomy, mechanical 
ventilation, or oxygen 
therapy and only these 
were included in the 
review.  

Explore how medical 
technology was 
experienced and 
constructed by children 
and how it influenced their 
identity and social 
relationships.  

Grounded Theory Approach. 
Interviews were conducted, and 
some participants’ drawings 
were used to facilitate 
discussion. 
Data and field notes were 
transcribed then analysed, 
codes developed and the 
relationship between different 
themes were explored.  
 
  

Limited information regarding 
medical technology e.g. length 
of time participated support 
by medical technology. 
Parents were used as key 
informants for children with 
communication difficulties 
therefore it was unclear if the 
findings from these children 
reflected their views and 
experiences.  
Unclear if data was analysed 
by more than one researcher.   
Limitations not discussed. 
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Author (Year) Location, 
Quality appraisal (%) 

Participant, Sample Size  Research question/aim Methods  Limitations  

 
Noyes (2000) UK [5] 
65% 

 
18 VD young people (6-18 
years, 8 females, 10 males).  
Purposive sampling 

 
Explore the views and 
experiences of VD young 
people, and to ascertain 
their health, social, 
environmental and 
educational needs.  

 
Phenomenological approach. 
Face-to-face interviews, 
photographs were taken of 
their environments and 
participants supplied 
photographs and school work. 
Talk and draw/play techniques 
used by some participants. 
Data analysed using thematic 
analysis and an adapted 
framework for assessing 
patient-centre needs.  

 
Exclusion/inclusion criteria for 
participants unclear., e.g. 
length of time the young 
person had been VD. 
Researcher bias not 
addressed. 
Unclear if more than one 
researcher analysed the data.  
Few quotations from 
participants included in results 
–lack of clarity around how the 
results derived from the data.  
    

Noyes (2006) UK  [15] 
71% 

35 VD young people (6-18 
years)  
Purposive sampling.  

To describe VD children’s 
(and their parents’) 
experiences and meanings 
of the child’s health and 
quality of life.  

Heideggerian phenomenology 
approach across two phases: 
initial exploratory work and 
then in-depth case studies. 
Transcripts, interview notes, 
observations and drawings 
were analysed using a 
“framework” approach and 
principles from Heidegger’s 
hermeneutic circle.  

Participant demographics 
unclear (e.g. gender). 
Limited information about 
topic guide for interview.   
Participants’ difficulty in 
articulating their experiences.  
Parents being present in some 
of the interviews- possibility of 
their presence influencing the 
child’s response.  
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Table 4. Details of studies included in the review. 
Abbreviations used: VD, ventilator-dependent 
 

Author (Year) Location, 
Quality appraisal (%) 

Participant, Sample Size  Research question/aim Methods  Limitations  

 
Sarvey (2008) USA  [16] 
88% 

 
9 VD children aged 7-12 (4 
male, 5 female) who were 
VD for a minimum of eight 
hours each day.  
Purposive sampling.   

 
To obtain the first-person 
perspective, from 
individuals who are VD in 
order to understand what 
life is like living with a 
ventilator.  

 
Phenomenological approach: 
Audio-taped interviews (lasting 
30-75 minutes), later 
transcribed and analysed-
meaning units clustered using 
hermeneutic analysis, following 
this a thematic structure was 
developed.   
 

 
Lack of detail around location 
of interviews and detailed 
exclusion and inclusion criteria 
of participants.  
Potential influence of 
researcher bias not discussed.  

Spratling (2012) USA 
[17] 
91% 

11 adolescents (5 males, 6 
females) aged between 13-
18 years who required 
respiratory assistance  
Purposive sampling.  

Explore the experiences of 
medically fragile 
adolescents who require 
respiratory assistance.  

Interpretative phenomenology.  
Audio recorded semi-structured 
interviews. Interviews and field 
notes transcribed, coded, 
categorised, and evaluated for 
emergent themes and then 
emerging patterns. Findings 
were validated with the 
research team and participants. 
   

Lack of detail about what was 
asked and length of time of 
interview.  
Participants ability to 
articulate their experiences as 
result of communication 
difficulties/development 
delays. 
 

Spratling, Minick, & 
Carmon (2012) USA [18] 
85% 

5 school-aged children (1 
female, 4 males) aged 
between 6-11 years who 
had a tracheostomy for at 
least 1 year.  
Purposive sampling.   

Explore school-aged 
children’s perspective 
about living with a 
tracheostomy.  

Interpretative Phenomenology.  
Audio recorded semi-structured 
interviews (20 minutes). Data 
were transcribed, reviewed for 
accuracy and coded with 
evaluation for emerging themes 
by research team. Field notes 
and a reflective journal were 
included.   

Parents present in some of the 
interviews 
One participant had been de-
cannulated prior to interview.  
Researcher’s knew some of 
the children/families (provided 
direct care)-potential for 
contamination.  
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2.4 Included studies  

Seven studies were included in the review, see Table 4. When combined the studies 

represented the views of 97 children. Across all studies the ages of the children ranged from 

4 to 18 years of age. The studies mainly used a type of phenomenological approach (5 out of 

7 seven studies) with interpretative phenomenological analysis (IPA) and Heideggerian 

phenomenology being reported. Grounded theory and a multiple-case study approach were 

used in the two other studies and no specific methodology was reported as being applied to 

the analysis in the multiple case study. The methods used in gathering the data included 

interviews (semi-structured), field notes, drawings, photographs, observations, and 

questionnaires.  

The quality of the studies varied and limitations included difficulties with the participants’ 

ability to articulate their experiences, the inclusion of parents in interviews and the potential 

this had to contaminate the results. In addition, several studies did not report on the length 

of time the participants had had respiratory assistance, making it difficult to establish 

differences across the trajectory of time living with respiratory assistance.    

 

3. Synthesis  

Thematic synthesis was used to synthesise the findings [19]. Quotations for participants 

and authors’ comments under the headings “findings” or “results” from each paper were 

copied in to a separate word document for coding. The thematic synthesis involved three 

stages as outlined by Thomas and Harden [19]. Firstly, quotations and authors comments 

were read several times by the reviewers and coded line by line for each study. This line by 

line coding allowed the translation of concepts from one study to the next. After this was 

completed, all the codes from each study were compiled together.  The reviewers looked for 
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similarities and differences between the codes and they were grouped together accordingly. 

The second stage of the thematic synthesis involved developing descriptive themes which 

captured the meaning of groups of initial codes. This was completed by one of the reviewers 

and then discussed with the other two reviewers. 

For the final stage of the synthesis, the descriptive themes that emerged were considered 

in the context of the aim of this review, seeking to explore the experiences of children living 

with respiratory assistance. The reviewers inferred barriers and facilitators to living with 

respiratory assistance from the views the children were expressing and considered these in 

the context of service delivery. Each reviewer first did this independently then as a group. 

This discussion allowed more analytical themes to emerge. This resulted in the development 

of the four main themes with associated sub themes.     

Data from each study were used to construct a list of key themes. Themes were generated 

through the authors’ comments about the data and quotations from participants. The themes 

from each study were organised into main themes and sub-themes. These themes evolved 

and changed throughout the process. This resulted in the following four main themes with 

associated subthemes:  

1. Understanding respiratory assistance (Sub-themes: Function and Acceptance; 

Children as Experts);  

2. Identity and respiratory-assistance (Sub-themes: Perceptions of Self; Self-Esteem; 

Future Ambitions);   

3. Social Experiences and Living with respiratory assistance (Sub-themes: Support; 

Social Isolation; Never Alone); 

4. Service Delivery (Sub-themes: Relationships with Healthcare Providers; Awareness; 

Education).        
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3.1  Understanding of Respiratory Assistance  

Most children demonstrated a sophisticated level of understanding of the function of 

the respiratory assistance supporting them. Some children expressed an acceptance of the 

respiratory assistance, whereas other children described the negative impact.  

 

3.1.1 Function and Acceptance     

Respiratory assistance provides support with breathing.  Difficulties breathing are 

described as an, “exhausting and debilitating experience” (p.396, [15]). In a number of the 

studies children’s reports of the impact the respiratory assistance had on their physical health 

was described [6,9,15–17]. Authors found that, irrespective of age or reasons for ventilation, 

children reported that respiratory assistance helped them to breathe [6], helped with making 

them feel better [15] and helped them stay alive [9]. In each of these studies the children 

were able to recognise that the medical technology served an important function for their 

health and survival and also contributed to their overall quality of life, enabling them to do 

the things that would not be possible without respiratory assistance.   

In the study of Earle and colleagues [6] some children reported a sense of acceptance 

towards their respiratory assistance. Similar findings were also reported with adolescents 

who said that they found their respiratory assistance to be helpful in making the most of their 

daily lives [17].  Although it was unclear whether this acceptance was related to age or the 

length of time with respiratory assistance, it was suggested that children appeared to be more 

accepting of their respiratory assistance when it was not visible, for example when it was only 

required during sleep [6].  

Some children described negative experiences of respiratory assistance. In one study a 

child described a feeling of being “pulled away from others” when being attached to the 
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ventilator (p.194, [16]). In another study, a child reported the experience of being ventilated 

by a machine as a source of physical pain and discomfort [9].  

 

3.1.2 Children as Experts   

Children with respiratory assistance require a large amount of medical care. Often their 

daily lives revolve around medications, self-catheterisation, having their airway suctioned and 

transporting ventilator equipment. In a number of the studies the children demonstrated a 

high level of knowledge with regard to the medical technology supporting them [6,9,16]. In 

the study of Sarvey [16]  all of the participants were able to describe what machine they used, 

how it worked and what was required to keep it functioning. The children demonstrated a 

level of expertise in their respiratory assistance. In one study all of the children were 

described as being knowledgeable about their medical care [6] .  

 

3.2 Identity and Respiratory Assistance  

Children strived to be seen as “normal” and discussed their hopes and aspirations for 

the future. Mixed findings were reported in relation to children’s self-esteem.   

 

3.2.1 Perceptions of Self   

A core finding from this review is that a number of children reported that they wanted 

to be seen as a person, with interests, abilities and experiences separate to their respiratory 

assistance [6,9,15–17]. In Sarvey’s  study [16], the children reported that they believed others 

viewed them as “different”. A common finding was that children saw the respiratory 

assistance as one part of their lives and wanted to emphasize that they lived “normal”, 

“ordinary” lives [9,16].  
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Children frequently reported seeing themselves as similar to other children of their 

age. Children emphasised their “normality” by making comparisons to other children their 

age and of their experiences of playing with siblings and the activities they took part in 

[15,16].  

Challenges to identity development were reported by a number of the children 

[9,16,17].  Some of the children reported that the constant presence of nurses made it 

difficult for them to be themselves [17] and other children viewed not being able to be left 

alone as intrusive [16] and feeling like they had lost their privacy [9]. In Spratling’s  study [17] 

some of the children described the importance of healthcare workers, such as nurses, seeing 

them as individuals rather than focusing solely on their medical needs.  

The visibility of respiratory assistance and identity were points of discussion in two of 

the studies [6,9]. For some children requiring respiratory assistance at school, whether to 

reveal or conceal their need for medical technology was not a choice that they had. Children 

whose respiratory assistance was not always visible described managing their identity by 

being selective about who to disclose their medical needs to [9]. As discussed previously, in 

Earle’s study children’s acceptance of their respiratory assistance appeared to be linked to 

whether it was visible to others, suggesting that not appearing “different” to others was an 

important factor in managing their identity [6]. 

These findings indicate that for children with respiratory assistance, a key part of their 

identity work focuses around a desire to be seen as “normal” and similar to other children, 

rather than defined by their physical health difficulties.  

 

3.2.2 Self-esteem  

Children with respiratory assistance reported mixed findings in relation to self-esteem 
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[5,10,15,16]. In one study [16] it was reported that all participants in the study viewed 

themselves as people of “worth to themselves and others” (p.193) suggesting that the 

children valued themselves. In contrast, other studies have found that children with 

respiratory assistance report low self-esteem [5,15]. In Noyes’s  study [5] the children, who 

had spent extended periods of times in hospital, spoke about not feeling “valued as part of 

society” (p. 1211).  

 

3.2.3 Future ambitions  

Children’s hopes for the future and their aspirations were discussed in a number of 

the studies ([6,9,17]. In one study [6] some children’s hopes focused on aspects separate to 

their respiratory assistance such as career ambitions, whereas for others it was related to 

becoming less dependent on respiratory assistance, illustrating that the challenges children 

face with respiratory assistance did not always appear to impact on their future hopes and 

aspirations. Achieving independence is a normal developmental milestone that young people 

work towards, typically during adolescence [20]. Similarly, in Kirk’s study [9] children of 

different ages reported a goal of “living an ordinary life” with some children reporting their 

aspiration to be able to live independently and to have children.  Comparable findings were 

reported in a study of eleven adolescents with respiratory assistance, and the authors 

suggested that striving for independence was of even more importance for an adolescent 

with respiratory assistance than for healthy adolescents [17].  

 

3.3 Social experiences and living with respiratory assistance  

Friendship groups played an important part in supporting children however 

restrictions to activities and frequent medical input limited social experiences and impacted 
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on personal privacy.  

 

3.3.1 Support  

A common finding was the high value the children with respiratory assistance placed 

on their social networks, especially friends at school [6,9,17,18]. Children of different ages 

valued their friendships, describing them as supportive [17], a source of companionship [18], 

and as being one of the things that “made them most happy” (p. 277, [6]).  In Earle et al.’s 

study [6] the children described reciprocal relationships; helping each other with class work 

and spending time together outside of school.  

Friends had an important role in the identity development of children with respiratory 

assistance [9,17]. Children reported that friends were supportive in helping with challenges 

they faced in relation to their identity and respiratory assistance [9] and similarly, they 

reported that friends supported the development of their sense of self [17].  

 

3.3.2 Social Isolation  

Children with respiratory assistance described experiences of social isolation [5,15–

18]. In one study children related their sense of isolation to the restrictions being dependent 

on respiratory assistance placed on their ability to do things [16]. For many of the children, 

managing respiratory difficulties was an everyday activity, requiring frequent medical input 

and often necessitating spending extended periods of time in hospital. In Noyes’s study [5], 

some of the older children had spent up to 6 years in hospital. This prolonged period in 

hospital meant that children missed out education, had limited social contacts and limited 

opportunities to play. A prominent theme emerging from this study was that children felt 

socially isolated [5].  
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Some children were aware of differences in their ability to engage in activities in 

comparison to other children. Children reported not being able to engage in activities that 

their friends were doing, such as nights out [16]. In Earle’s study [6], the one child who 

required respiratory assistance at school reported feeling sad and frustrated with not being 

able to engage in activities with others.  In another study [15] some of the children reported 

being socially excluded whereas one child, who required ventilation 24 hours-a-day, showed 

little awareness that their social life was any different to the social lives of other children. 

These findings suggest that exposure to other children without respiratory assistance 

influenced how children with respiratory assistance viewed their social life.   

 Children reported knowing few other people with similar health conditions [16,18]. 

Spratling [18] described how, when children were asked if they knew other people with a 

tracheostomy, their answers suggested they did not know of other children with similar 

health conditions and were alone in their experiences of respiratory assistance. This 

experience of being “the only one” was associated with the children feeling isolated from 

others [18]. In research exploring children’s experiences of chronic illness, such as diabetes 

or asthma, a consistent finding has been the importance children place on relationships with 

other children with chronic illness (e.g. [21]). What is notably absent from the studies in this 

review is children’s experiences of peer relationships with other children with similar health 

conditions.  

 

3.3.3 Never Alone   

Whilst children reported experiencing social isolation, they also described the seemingly 

contradictory feeling that their respiratory assistance meant that they were never alone 

[9,16,17]. Many children with respiratory assistance require nursing support in all their 



Unheard Voices  Literature Review 
 

31 
 

activities, such as at school, at bed time and during social activities. Some of the children 

reported that the constant presence of a nurse made it difficult for them to be themselves 

[17] and viewed not being able to be left alone as intrusive [16] and feeling like they had lost 

their privacy [9]. Children reported that the constant presence of nurses made it difficult to 

spend time alone with family members and restricted their ability to engage in social activities 

such as sleepovers [9]. The experience and feeling of never being apart from others, typically 

carers, may have further exacerbated children’s experiences of not being seen as “normal” 

and as discussed previously, the lack of privacy appeared to have made it more difficult for 

children to develop a sense of self.  

 

3.4  Service Delivery  

The attachment children had to healthcare providers served as a protective factor for 

several children. The role of nursing staff in providing education and awareness of respiratory 

assistance was highlighted. Such awareness raising could help to mitigate some of the 

difficulties experienced by children.     

  

3.4.1 Relationships with healthcare providers  

The quality of the relationship with healthcare providers was a theme in many of the 

studies [5,6,17]. Children reported valuing the input they received from the medical staff and 

the hospital, with some describing a strong attachment towards the hospital who supported 

their medical needs, viewing the hospital as a “home away from home” (p.276, [6]). For one 

chronically-ill child, it was suggested that the confidence he had in his caregivers supported 

him through difficult times in his life [6].  

Some children reported negative experiences with healthcare providers and some 
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described what they would find helpful from medical staff [5,17]. In Noyes’s study the 

children, who had spent extended periods of time in hospital, reported that they were not 

given the opportunity to express their views or opinions and that treatment focused on their 

medical needs, often not taking in to account their social needs such as spending time with 

family [5]. As discussed in the theme, ‘Perceptions of Self’, children had a strong desire to be 

seen as “normal” and “ordinary” and they gave suggestions about how this could be achieved. 

In one study, children spoke about a desire for nurses to spend time talking to them about 

who they were as an individual rather than focusing solely on their medical needs [17]. They 

said that if nurses were able to spend time getting to know them this would help them to feel 

more comfortable and more able to express their feelings [17].  

As discussed previously, a key part of identity work for children with respiratory 

assistance is focused around their desire to be seen as “normal”. These findings suggest that 

by having discussions about their interests, rather than focusing solely on their medical needs, 

nursing staff can play an important role in children’s identity development by helping them 

to see themselves as an individual distinct from their medical needs.   

 

3.4.2 Education and Awareness   

The importance of education and awareness of respiratory assistance were discussed by 

children in several of the studies [9,16,18]. As noted previously, a common finding of this 

review is the importance children place on being seen as “normal”, possibly more so than 

other children without respiratory assistance [6,9,15–17]. In one study children reported that 

if others were educated and aware of the experience of needing respiratory assistance they 

believed that this would help people to see them as “normal” [16].  More specifically, children 

described how educating others about their tracheostomies helped with building 
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relationships with other children [18]. In Kirk’s study there was discussion around how lesser 

known medical technologies, such as respiratory assistance, have not yet been normalised 

within children’s social networks, leading to children with these technologies experiencing 

difficulties in managing their identity, and facing challenges related to concealment and 

disclosure of their medical technology [9].  

Taken together, these findings indicate the importance of providing education about 

and raising awareness of, respiratory assistance to help with normalising children’s 

experiences and supporting them with managing challenges related to their identity and self-

presentation. The nursing profession was highlighted as being key to increasing the 

understanding of respiratory assistance [17,18]. Suggestions were made to incorporate 

teaching about children with medical technologies into nursing training programmes and for 

nurses to provide training to school populations (e.g. teachers, school nurses and students) 

in order to educate others and raise awareness of respiratory assistance [17,18].  

 

4. Conclusion 

This review has focused on children’s experiences and views of living with respiratory 

assistance and four main themes have been presented about respiratory assistance in terms 

of their understanding of it, their identity, social experiences and service delivery experiences. 

The children in the studies were able to articulate and express their experiences, both positive 

and negative, of living with respiratory assistance. What was apparent throughout all the 

studies was the children’s resilience to the difficulties they had experienced.  

To date, the quality and quantity of the research focusing on the child’s experience of 

living with respiratory assistance is limited. Most studies exploring children’s experiences of 

such technology have focused on the parents’ own experiences or their views of the child’s 
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experience. As a result, there is still a limited understanding of these children’s experiences 

across the illness trajectory and more specifically, for example, how the length of time with 

respiratory assistance impacts on a child’s experience. 

The studies in this review highlight how children and young people can provide valuable 

insights and information which can help inform understanding and future service provision. 

It is important to ensure that in future research children with communication difficulties are 

engaged, including those for whom English is not their first language, to ensure that more 

children have the opportunity to express their views and experiences.  

With the continued advances in medical technology and the shift in care provision from 

the hospital to the community, it is likely that the number of children with respiratory 

assistance will continue to increase. It is therefore important that more research is conducted 

in which children’s experiences of living with respiratory assistance are explored in order to 

inform future service provision. Specifically, in-depth explorations are needed to increase 

understanding of whether time and illness trajectory impact on children’s experiences.   

Furthermore, such research would support the development of evidence-based interventions 

aimed at optimising the quality of life of children who require respiratory assistance, both at 

home and at school.    
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Abstract 

Objectives The numbers of children with a tracheostomy being cared for in the community 

are increasing yet there is little research investigating the impact these caring responsibilities 

have on parents. This qualitative study aimed to explore experiences of parents caring for a 

child with a tracheostomy across the trajectory of care.   

Methods Semi-structured interviews were conducted with seven parents of children who had 

received a tracheostomy at least 12 months prior to the interview date. Interviews were 

analysed using IPA, a qualitative approach was used to explore how people make sense of 

their lived experiences.  

Results The analysis revealed three super-ordinate themes: “Coming to terms with a 

tracheostomy” explored how parents experienced the initial stages, from shock, to 

uncertainty to gaining control through tracheostomy training. “Medicalisation of your life” 

reflected the unrelenting need to be caring, the conflicting parental and carer roles, and the 

ways in which parents adjusted to and coped with their lives being dominated by caring. 

“Tracheostomy Transformation” illustrated parents’ journeys to becoming confident in 

caring, advocating for their child and experiencing personal growth and change.  

Conclusions The findings raise questions as to whether parents’ emotional needs are being 

met, and suggest parents could benefit from additional support from healthcare providers.  

More research is needed, specifically, longitudinal studies exploring parent’s adjustment to 

tracheostomy care, from first finding out to the stages before de-cannulation, as well as 

studies exploring the impact on all family members, particularly siblings.   

 
Keywords: parents, experiences, tracheostomy, caring, psychosocial, adjustment.   
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1. Introduction 

Advances in medical care have led to an increase in the number of children being 

supported by medical technologies most commonly mechanical ventilation, including 

tracheostomy and oxygen therapy, enteral and parenteral nutrition, intravenous drug 

therapies and peritoneal dialysis and haemodialysis [1]. These medical advances have meant 

that children, who previously would typically spend extended periods in hospital, are now 

able to transition home and be cared for in the community, usually by their parents or carers. 

In recent years, the impact these caring responsibilities have on parents has gained increasing 

interest. Parents caring for a child with a tracheostomy make up a sub-group of this 

population.  

Children with tracheostomies require constant supervision from an adult who has 

been fully trained and who has specialist knowledge and skills in tracheostomy care and 

management. To transition from hospital to the community, the child’s parents, or carers, 

must be taught and deemed competent in the following: stoma care, suctioning, tape 

changes, tube changes and resuscitation skills and emergency care [2]. Only when a parent is 

deemed “tracheostomy competent” would discharge to the community be considered.  

The parental responsibility to continue delivering this skilled level of care has been 

found to impact on parents’ emotional wellbeing, health, social experiences and family life  

[3,4]. Whilst some research has included the impact of tracheostomy care, few studies have 

focused exclusively on the experiences of caring for a child with a tracheostomy. A recent 

literature review exploring the experiences of parents caring for a child with a tracheostomy 

highlighted the lack of in-depth quality research in this area [5]. Furthermore, few studies 

have explored the parental experiences across the trajectory of care, from first finding out to 

caring at home. The absence of such research limits the understanding of the parental caring 
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experience and makes planning services more challenging due to the lack of evidence guiding 

healthcare professionals.  

The aim of this study was to explore parents’ experiences of caring for a child with a 

tracheostomy at different stages of the caring process, specifically, prior to the child receiving 

a tracheostomy, immediately after the tracheostomy and whilst caring for their child at home. 

The reason for the focus on parental experiences and not child, was firstly due to the level of 

responsibility on parents caring for their child with a tracheostomy. Secondly, many children 

with a tracheostomy are too young (e.g. those receiving a tracheostomy soon after birth) to 

be able to provide detailed accounts and insights into their experiences, therefore seeking 

the views and experiences of parents was considered most appropriate.    

By gaining an increased understanding of parents’ experiences across the trajectory of 

care, the study aimed to provide evidence to guide healthcare professionals who are 

supporting these children and families. To the authors knowledge, this is the first qualitative 

study exploring parents’ experiences of caring for a child with a tracheostomy, exclusively.  

 

2. Methodology   

2.1  Methodological Approach  

Interpretative phenomenological analysis (IPA) was used due to its flexibility and focus 

on participants’ lived experiences [6]. The IPA approach assumes participants are experts in 

their experiences and focuses on gaining insights into how participants make sense of and 

interpret their experiences.  

The researcher plays an active role in the interpretation and the dynamic process 

between researcher and participant is a key part of the IPA approach. To make sense of the 

participants’ lived experiences IPA recognises that this interpretation is influenced by the 
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researcher’s own experiences and conceptions. This two stage interpretation is known as 

double hermeneutics; essentially participants are trying to make sense of their experience 

and the researcher is trying to make sense of the participants trying to make sense of their 

experiences [6].  This process of double hermeneutics is viewed as an important element in 

interpreting participants’ experiences.   

2.2 Participants 

Studies using IPA typically involve a small, purposively selected, homogenous 

participant group, to allow in-depth interpretation of a specific group [6]. Parents of children 

who had received a tracheostomy at least 12 months previously and had been cared for at 

home for at least 6 months prior to the study start date were invited to take part. Parents 

were recruited from an NHS specialist children’s hospital.  

Following receipt of ethical approval (Bangor University, Wales Research Ethics 

Committee, HRA approval and local hospital approval; Appendix 1-6) nursing staff, working 

with children with tracheostomies, gave information regarding the study and opt in forms to 

potential participants (Appendix 7). Participants who expressed an interest in taking part 

through returning the opt in forms or notifying the nursing staff were provided with more 

information and the opportunity to discuss the study in more detail. Seven participants 

expressed an interest in taking part and nobody declined to participate. Demographics of 

participants who took part can be seen in Table 1.  
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2.3 Participants Demographics  
 

Parent Relationship 
to child 

Child Child’s 
Diagnosis 

Child’s Age 
at interview 

Child’s Age at 
Tracheostomy 

Time cared 
for at home 
 

Tom  Father  Freddy Down 
Syndrome 
 

3 1 year 15 months 

Shane* Father Jason Malrotation 
and Volvulus 
 

4 6 months 19 months 

Tracey* Mother Jason Malrotation 
and Volvulus 
 

4 6 months  19 months  

Katie Mother Isla Rare genetic 
condition† 
 
 

23 months 5 months 15 months  

Henry Father Tilly Rare genetic 
condition† 
 

4 years 1 day 3.5 years 

Elizabeth  Mother Noah Oesophageal 
atresia 
 

23 months 2 months 18 months  

Lucy Mother Ally Rare genetic 
condition† 

13 months 2 months 6 months  

 
*Shane and Tracey were interviewed together 
 †To protect parents’ and child’s anonymity specific details of the child’s diagnosis have 
been omitted.  
NB. For purposes of confidentiality and anonymity all names have been changed.  
 
Table 1. Participant demographics 
 
 

2.4 Data Collection  

A semi-structured interview format was selected to allow participants the opportunity 

to explore their own experiences whilst also allowing the researcher to respond to 

participants’ insights and reflections with further questioning. The interviews were guided by 

an interview schedule as suggested by Pietkiewicz and Smith [7]. The interview schedule was 
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developed through discussion with a specialist nurse in the field and parents of children with 

a tracheostomy (Table 2; see appendix 8 for a detailed interview schedule including prompts). 

 

Interview Schedule  

1. Can you start off with you telling me a little bit about (child’s name)?  

2. Can you tell me about how it was first discussed that your child needed a 

tracheostomy? 

3. Can you tell me about your experience of tracheostomy training? 

4. Can you tell about your experience of having a child with a tracheostomy? 

5. Can you tell me about your experiences of transition from hospital to home with 

(child’s name)? 

6. Can you tell me about your experience of caring for your child with a 

tracheostomy at home? 

7. How has your experience of caring for your child changed or not changed over 

time? 

8. Can you tell me about what your expectations are for (child’s name) since 

receiving the tracheostomy?  

9. What impact do you feel having a child with a tracheostomy has had on your 

family? 

10. What things did you value/think were important for you and your child since 

receiving a tracheostomy? 

Table 2. Interview schedule  
 

Topics in the interview were arranged chronologically covering the entire experience 

from first finding out their child needed a tracheostomy, to being trained in tracheostomy 

care, to transitioning home and caring for their child at home.  

Participants were interviewed at a date and time that was suitable to them, typically 

this was during a visit to the specialist hospital. Prior to the interview, rapport was developed 

to help participants feel more comfortable and relaxed with the researcher and during the 
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interview. Participants were reminded of the study’s aim, given the opportunity to ask 

questions about the study and made aware of their right to withdraw at any time during or 

after the interview. The researcher provided assurances of confidentiality and anonymity and 

permission for the interviews to be recorded and written consent were obtained (Appendix 

9). 

Participants were interviewed on one occasion. The duration of the interviews ranged 

between 40 minutes and 90 minutes and were conducted by the lead researcher across a 

five-month period from November 2016 to March 2017. After the interview, the recorder was 

turned off and participants were given the opportunity to ask any questions they had about 

the study. Participants were thanked for their involvement and the researcher ensured that 

each participant was not distressed and was aware of how to access further support. No 

participants withdrew from the study.  The researcher made field notes during and following 

the interview, recording non-verbal gestures made by participants, any interruptions or 

stoppages during the interview, and their own reflections of the interview.  

 

2.5 Data Analysis  

Data analysis followed the IPA process outlined by Smith, Flowers and Larkin (2009). 

Having transcribed the interviews verbatim, the first interview was read several times in its 

entirety to allow the researcher to become familiar with the data.  The researcher annotated 

the interview transcript with exploratory comments and initial interpretations in the right-

hand margin. The transcript was reread and emerging themes were captured in the left-hand 

margin (see appendix 10 for an analysed extract), after this was completed all the themes 

were listed. Connections and differences between the themes were explored and similar 

themes were grouped together. Throughout checks were made to ensure the themes 
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corresponded to what the participants had said. A master list of super-ordinate themes was 

developed and emerging sub-themes were arranged into groups under each super-ordinate 

theme.  This process was repeated for each transcript and the master list of super-ordinate 

themes and sub-themes expanded.  

The super-ordinate themes and sub-themes were supported by verbatim quotes to 

ensure that the themes were representative of the participants’ responses. The list of super-

ordinate themes and associated sub themes changed several times throughout analysis and 

write-up.   

To ensure reliability and validity of the IPA analysis field notes were written after each 

interview, providing the interviewer’s reflections of their feelings about the interview and a 

reflective diary was completed throughout the research. The field notes and the reflective 

diary were consulted during data analysis. The co-authors (J.W a health psychologist and L.W 

a clinical psychologist) read the transcripts separately and checked the themes for relevance 

to ensure that they were grounded in the data. 
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3.  Results  

Three super-ordinate themes and associated underlying themes emerged from the 

data (Table 3). All themes were interlinked and signify the complex and emotional trajectory 

of caring for a child with a tracheostomy. These themes were presented as a narrative account 

and are supported by verbatim interview extracts from the seven participants^.  See appendix 

11 for an overview of the themes as they applied to each participant.  

 

Super-ordinate Themes Underlying Themes  

1. Coming to terms with a 
tracheostomy   

“Taken out of our hands”; No choice in the decision making  
   
“Huge black wall”; Facing the unknown 
    
“Steps forming”; Gaining clarity and control  

2. “Medicalisation of your life” “Its constant”; The unrelenting responsibility  
 
“Wear the different caps”; Juggling the conflicting roles  
 
“You pull your socks up and you crack on”; Adjustment and coping 
 

3. Tracheostomy Transformation “Confident doing it ourselves”; Persevering yet forgotten 
 
“Opens your eyes”; Reflections on personal change 

Table 3. Superordinate and subordinate themes  

The following transcript conventions have been used in the extracts:  

[…]  Words removed to shorten quote 
…  Short pause  
(text) Verbal/non-verbal gestures by the participant  
[text] explanatory information included by author  
(name) Participant’s name 
 
 
 
 
 
 

^To comply with NWCPP guidelines, lengthier quotes from participants have been included in a 
suitable tabular form within the body of the text. These tables have been numbered from 4-29.     
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3.1 Themes  

Superordinate Theme 1: Coming to terms with a tracheostomy  

The urgent need for their child to have a tracheostomy left parents feeling like they 

had no choice in the decision to consent to a tracheostomy. They dealt with this lack of choice 

by disregarding their own emotional experience and prioritising the needs of their child. After

their child received a tracheostomy, prior to tracheostomy training, parents were faced with 

several unknowns and uncertainties. Becoming tracheostomy trained alleviated these 

unknowns and allowed parents to work towards their goal of returning home.   

 

“Taken out of our hands”; No choice in the decision-making    

Prior to their child receiving a tracheostomy, parents described feeling like they had 

no choice in the decision to consent to a tracheostomy. All parents described how being told 

by the medical team that their child needed a tracheostomy was unexpected and shocking; 

“dropped the bomb shell” (Tom). Parents placed their trust in the medical teams and followed 

their advice; “they reckon the best thing was a tracheostomy so we consented to that” (Katie). 

They viewed the medical team as knowing what was best for their child and did not question 

their view of their child’s prognosis. In most cases, due to their child’s immediate need for a 

tracheostomy and the emergency of the situation, parents were left with little time to process 

or weigh up the decision in consenting to a tracheostomy, for example:  

 

 

 

 

           Table 4.  

 

“If he doesn’t have a trachy, he is going to die. You have no option. You have no 

choice. So…ok, we’re then all of the sudden gonna be thrust and thrown into 

this…situation errmm we have absolutely no control of” (Tom)  
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Tom described the fast pace at which everything unfolded and the sense of emergency and 

responsibility with needing to consent to a tracheostomy. Parents shared similar experiences 

of the sense of responsibility, that their child’s life was in their hands. Faced with the 

possibility of his child’s mortality, Tom described there being “no other route” suggesting a 

loss of free choice, that there was no other option than for his child to have a tracheostomy. 

This loss of choice in the decision to consent to a tracheostomy was described by most 

parents: 

 

           Table 5. 

 

The speed at which the events unfolded required Lucy to, without hesitation, consent to a 

tracheostomy. The immediacy of her child’s need for a tracheostomy meant that she was 

unable to process her own feelings- an experience shared by all parents, for example:    

           

Table 6. 

 

Elizabeth did not reflect on her feelings towards the tracheostomy, however prioritised her 

son’s need. Using the expression “have to” suggests that this is what Elizabeth believed to be 

her moral responsibility as a parent, to accept the tracheostomy and “deal with it”. 

Disregarding and ignoring their own emotional experience appeared to be a way of coping 

with the situation and served as a protective factor for several of the parents.  

“then unfortunately she had to do an emergency tracheostomy, that was like the 

only option, so we didn’t have any time to think about or prepare, it was like like, 

“right, we gotta do it, sign the consent” and it was done…like really quickly” (Lucy) 

“I I jus you know I guess I just took it in my stride because….what else can you do? If 

he needed a, if he needed to have a tracheostomy then that’s what he had to have. 

I would have to deal with it.”  (Elizabeth)  
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“Huge black wall”; Facing the unknown   

 After their child received a tracheostomy and prior to tracheostomy training, parents 

were faced with the uncertainty of what life entailed for them, their families and for their 

child. Tom used a metaphor of a black wall to describe his adjustment to his son’s 

tracheostomy:  

 

Table 7.  

 

Tom’s metaphor of a “huge black wall” suggests that after his son received a tracheostomy 

he was faced with a lot of unknowns and that he struggled to see any way forward. Tom 

described a sense of powerlessness and uncertainty in his ability to cope and care for his son’s 

medical needs. Similarly, Lucy described her experiences after her daughter received a 

tracheostomy:   

 

Table 8.  

 

“I remember one evening errr…at home with my dad, […] I said to him, “I can’t do it, 

I don’t know if I can do it”. So you know, you, you, you’re left standing in front 

a…huge…black…wall (emphasised), that’s got no grip on it whatsoever and errr…it’s, 

it’s all oiled so there’s absolutely no traction and you’re not getting up that wall. And 

you can’t see the top of it” (Tom)  

“I was like a different person, I wasn’t sleeping, I was throwing up […] I was getting 

palpitations and I like couldn’t breathe properly, a really, really bad time, there was 

very small periods of time that I hate to admit but I didn’t see any way out, I kind of, 

I was saying to my mum “maybe it would be better if she died (said quietly), I don’t 

feel…like…she’s going to have any quality of life if she’s got this trachy and this heart 

problem” and I couldn’t see her ever getting better, I thought it was just such a 

bad…downhill turn and not good for her to have this trachy …and I just…I didn’t let 

myself get attached to her either after I found it really hard to bond with her, erm, 

yeah, that trachy was my down fall.” (Lucy)  
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Lucy described a sense of regret that she felt with her daughter having a tracheostomy. The 

unknowns surrounding the tracheostomy impacted on Lucy’s physical and mental health and 

made it difficult for her to form an attachment with her daughter. Several parents questioned 

what having a tracheostomy would mean for their child, “are we ever gonna hear him?” 

(Tracey) and this uncertainty evoked feelings of fear. Lucy further highlighted the difficulties 

she experienced in the stages following her daughter receiving a tracheostomy, describing it 

as “overwhelming”, “living like an actual nightmare” and that she “wasn’t living at all, I just 

existed”, suggesting a sense of trauma and detachment from her daily life. Whilst Lucy could 

recall how she felt following her daughter receiving a tracheostomy, this was not the case for 

all parents: 

  

Table 9. 

 

Like Lucy’s experience, Elizabeth suggests she was living on auto-pilot, that she was just 

existing, without focusing or thinking about what was happening. Elizabeth’s difficulty to 

recall how she felt after her son received a tracheostomy suggested that, due to the trauma 

of the situation, she did not process her own emotional experience and possibly disregarded 

it. Several parents were unable to recall how they felt after their child had received a 

tracheostomy, suggesting that parents had similar experiences, that they did not process or 

acknowledge their own emotional experience.      

 

 

“The whole experience was, it just was traumatic, you know, a a so….there just was 

a lot going on (emphasised) erm….you know its difficult to….to go back and 

understood understand how I processed everything because it…you you just kind of 

keep going.” (Elizabeth)  
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  “Steps forming”; Gaining clarity and control  

Gaining a sense of clarity to overcome the unknowns and to work towards achieving 

their goal of returning home was achieved through tracheostomy training. For Henry, training 

allowed him to “start kind of understanding how to move forward”. Parents described an 

eagerness to begin the tracheostomy training in order to transition from hospital to home:   

 

          Table 10.  

 

Prior to tracheostomy training, Elizabeth described a sense of feeling out of control, that she 

was unable to fulfil her parental role and care for her child. Several parents spent extended 

periods of time in hospital with their child with a tracheostomy which they described as living 

“in a void” and a “bubble”. The implications of this on their daily lives meant that they felt 

“separated” from their families and had limited opportunity to spend time with their other 

children. Becoming tracheostomy trained, often referred to as “trachy competent”, was 

viewed by the parents as a means to return home and to regain a sense of “normality” for 

themselves and their children. Whilst parents expressed a fear associated with being 

tracheostomy trained, “it was frightening cos you’re playing with your child’s life” (Tracey) for 

most parents their goal to return home superseded their fears and anxieties towards training:  

 

“I just wanted to learn […] I lived in the accommodation which was opposite the wing 

of the hospital […] so…my idea was the quicker I got trained up to look after him, the 

quicker I could hopefully get him home, get him well, you know, I’m his mum I want 

to be looking after him, I want to be doing his things” (Elizabeth).  

“If you’re not going to do it, you can’t expect, you can’t expect other people to come 

and do it and[…]…obviously you want your baby to come home with you as soon as 

possible from the hospital and…if anything did, for god god forbid did go wrong at 
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Table 11.  

 

Shane’s use of the second person pronoun suggests he generalised his viewpoint to other 

parents; that it is a parent’s moral responsibility to overcome their fears of the unknown and 

to care for their child. This idea of parental moral responsibility was shared by other parents, 

for example, Tom said “the parents have got to do it”, suggesting parents implicitly assumed 

that it was their responsibility to care for their child. Despite some parents experiencing 

difficulties with training, describing it as “horrible”, and “worrying”, all parents underwent 

and completed tracheostomy training, suggesting their parental responsibility to care for 

their child was given priority over their emotional experience and response to training.   For 

Shane and several parents, being tracheostomy trained provided a sense of security that they 

“know how to look after” (Lucy) their child. 

Gaining mastery in tracheostomy care was gradually developed through achieving a 

series of training “milestones”.  These milestones included suctioning, tape changes and what 

was described as the “pinnacle”, tube changes. As training progressed and each milestone 

was achieved parents described the unknowns and the uncertainties dissipating; “all of a 

sudden there’s some steps forming in front of you…and then as the steps grow bigger the top 

of the wall comes down” (Tom).  Using the metaphor of “steps forming”, training was viewed 

by parents as a process of becoming more aware of what life with a child with a tracheostomy 

would be like. As parents gained more clarity, they were able to regain a sense of control:  

least if you get the training you know what to do […] As long as you know what to do 

if anything does happen if he starts to choke or if anything like that does happen 

then at least you know what to do” (Shane) 
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          Table 12.  

 

This quote illustrates the level of control the hospital had in deciding when a parent was 

deemed ready to return home. For most parents, staff within the hospital decided when the 

parents were ready to return home.  The excitement and sense of relief expressed by Tom 

implies the significance and importance of being able to “get out of the hospital” and to return 

home. Gaining mastery in tracheostomy care was viewed positively by parents, “I feel like 

really important!” (Lucy), evoking feelings of pride in their achievements and confidence in 

their abilities to look after their children.  

 

Superordinate Theme 2: “Medicalisation of your life”  

There seemed to be a shift in the eagerness and excitement to return home when 

parents finally did return home.  Care at home was described as unrelenting and isolating, 

further perpetuated by the difficulties in gaining support. Parents described a juggle and a 

conflict between their parental and carer roles. Acceptance, avoidance and disregarding their 

own emotional experience were common ways of coping with the medicalisation of their 

lives.  

 

“Its constant”; The unrelenting responsibility  

Transition in care from the hospital to the community meant that parents assumed all 

caring responsibilities. Caring at home was described as “constant”, “needing to keep an eye 

“they let us off the ward (smiles), cos we were ok with suctioning and we’d both 

done the tube change, we still had another tube change to do, and they said “ok 

we’ll let you go off the ward and you can be gone for half an hour” and it was like 

(inhales as in excitement) “freedom, freedom, yeah- we got out of here!” (Tom)  
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on her all the time” and “24-hour care”. For some parents the realisation of the ongoing and 

constant need to be caring did not become apparent until they had returned home:  

 

          Table 13.  

 

Elizabeth implies a loss of the sense of safety she felt in the hospital from the support from 

staff and feelings of being alone in the unrelenting caring responsibilities. Several parents 

described similar experiences during transition from hospital to home, that they only became 

aware that the caring responsibilities were “all on us” when they had returned home. 

Elizabeth reflected on the impact of her caring responsibilities: 

 

 

 

           Table 14.  

    

Parents described similar experiences to Elizabeth, of their lives being dominated by caring 

which resulted in “a lot of sleepless nights” (Henry), spending very little time together as a 

couple, not being able to engage in activities of interest to them and having very little free 

time to do things for themselves. Challenges related to time for self and personal privacy were 

further complicated by carers coming into their homes. Henry reflected on the experience of 

having carers coming into his home, “it’s just it’s a bit…weird erm…cos you kind of, you, you’re 

not able to, kind of, to be yourself in your own home”. The need for Henry to share his home 

“what you don’t realise until it actually happens when you’re on your own is the 

after care and the amount of of work that you have to to put in. I wasn’t aware of 

that until I guess, maybe when I got home…[…] you still have the support here in the 

hospital don’t you? You have a little, a little hub of people, blanket, and then, when 

you’re at home, then its day and night” (Elizabeth)  

“its impacted my life hugely I can’t go anywhere, I can’t do anything, where I go, 

Noah goes, where Noah goes I go erm…even to the point of showering, going to the 

toilet, I cannot leave him unattended” (Elizabeth) 
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environment with carers and no longer having space that was his own impacted on his 

identity. Similarly, Lucy described parts of her home as becoming medicalised describing it as 

“Ally’s little hospital”, highlighting how caring dominated their home environment.  

The constant and persistent need for caring and the inability to be apart from their 

child resulted in a loss of social experiences and sense of social isolation. This dichotomy 

between never being able to be alone and the sense of loneliness was expressed by several 

parents, for example Tom described his experience of caring as being, “quite lonely at times”. 

Such loneliness and constant caring seemed to be exacerbated by other peoples’ (family 

members, friends and carers) reluctance to provide caring support. The challenges in finding 

support and respite with caring for their children made it even more difficult for parents to 

be able to have time away from caring responsibilities, for example:  

 

 

          Table 15.  

 

Katie suggests that friends’ and family members’ anxieties about caring for her daughter, 

were attributed to the unknowns and lack of awareness around tracheostomy care. Katie’s 

repetitive use of “you know” may signify her reluctance to articulate the outcome if they do 

something wrong. She implies that other people are fearful of caring for her daughter as they 

view it as a huge responsibility, that her daughter’s life is in their hands. As nobody else was 

“they’re all very nervous about the trachy  […] they just panic about the whole thing, 

it makes them feel uncomfortable, you know and… I don’t know, I think it’s, again I 

think it’s the psychology of it, I think everyone’s just like “that’s the airway” and 

they’re just panicking if, if they can’t do it or if they don’t do it then…you know 

it’s…so they, they don’t, you know. So we don’t really have anyone, friends or family 

that will do it, besides me and Sam [husband]” (Katie) 
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willing to take on the responsibility, Katie and her husband were unable to get a break from 

caring. Several parents spoke of challenges in gaining support and being “the only ones” who 

were able to provide care for their children, meaning that caring responsibilities were 

unrelenting. Additionally, there seemed to be parallels between friends and family members’ 

reluctance and community carers’ reluctance to be trained.  Participants expressed how 

senior members of community staff attempted to train carers to no avail: “they had to train 

them [the carers] up but none of them managed to do it” (Elizabeth).  Such fear and reluctance 

in others resulted in parents being all consumed with the responsibility of caring for their 

child, which further exacerbated feelings of social isolation. 

 

“Wear the different caps”; Juggling the two conflicting roles  

Parents described themselves as needing to adapt and switch between distinct and 

separate roles of parenting and caring.  This juggling of the two roles and the conflict parents 

experienced was particularly evident for parents with other children, which included six out 

of the seven parents interviewed.  

The parental role was described as “fun”, “spontaneous” and being able to engage in 

activities without restriction whereas the carer role required parents to be “organised”, “four 

or five steps ahead” and assess and manage “risk” as illustrated by Tom:  

 

Table 16.  

 

“it’s also time for eventuality, I know that because I have to plan t..to do the school 

run, to go out for lunch, I need to know that his change bag has got a fully charged 

machine in it, that it’s got all the relevant emergency box I’ll have to take with me, 

make sure that that’s stocked up and I’ve got catheters erm….to be a bit more 

organised but only with him, I still keep the spontaneity with my daughter” (Tom)  
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Tom’s quote highlighted the sense of rigidity in the carer role, the need to be organised and 

prepared for potential medical emergencies, risk assessing every situation. Tom alludes to the 

juggle and distinction between his carer and parental roles; solely being spontaneous with his 

daughter (without a tracheostomy) and strictly organised with his son with a tracheostomy. 

Juggling both the caring and parental role appeared to elicit tension for parents.  

 

Table 17.  

 

Henry alluded to a conflict between his carer and parental role, with the carer role taking 

precedence.  Several parents made reference to such conflict and the distinction between the 

parent role as “fun” and “normal” and the carer role as “organised” and “prepared”.  Parents 

expressed difficulty in simultaneously wearing “different heads” or “caps”, emphasising the 

juggle between the two distinct roles and how “balancing everything can be a bit stressful”. 

The significance of the caring role taking precedence was further illustrated by parents’ 

narrative of being vigilant and having to ensure their child’s safety; “children they like want 

to play tag and things […] we have to be quite careful to stop Tilly running around the house 

cos its quite dangerous” (Henry). Such prioritisation of the caring role seems to limit 

opportunities of spontaneity and play, two key characteristics attributed by parents whilst 

describing their parental role.  Tom discussed the impact that prioritising his carer role had 

on his daughter without a tracheostomy:  

 

“I haven’t been able to do […] we’ve not been able to take our children to the beach 

because sand and tracheostomies don’t really mix very well erm and so the impact 

on obviously my eldest daughter is, I often think I’d quite like to take her to the beach 

and just do normal, you know, summer holiday type things” (Henry)  
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Table 18.  

 

Tom appeared to imply a level of resentment towards the tracheostomy because of the 

restrictions it places on everyday activities for the whole family.  Such restriction and conflict 

between roles elicited a sense of parental guilt towards their other children; “I feel guilty to 

Phoebe [elder daughter without a tracheostomy]” (Lucy) and “You’ve got that side of guilt I 

suppose, you’re always thinking “am I doing too much with her, not enough with him?” 

(Katie).  

 

 “You pull your socks up and you crack on”; Adjustment and coping  

Parents discussed ways they adjusted to the medicalisation of their lives. In all the 

interviews parents demonstrated a resilience to the difficulties they had experienced and 

described similar coping strategies which helped them manage day-to-day, for example: “I 

take each day as it comes and I don’t look too far in to the future because it’s too much to 

take in, it’s kind of, you know, deal with the immediate problem” (Elizabeth). Elizabeth 

described a pragmatic approach to dealing with the challenges in caring for her son. Several 

parents spoke of taking each day at a time and alluded to an avoidance of planning or thinking 

about the future as it was “too much” for parents to contemplate and too uncertain. Whilst 

some parents avoided thinking about the future due to the uncertainties, other parents found 

it helpful thinking positively about the future:  

“at the end of the day you’re a 7 year old little girl that doesn’t get to go swimming 

as much as she’d like to, I’m fully aware of that and as a parent it, it upsets me that 

maybe she’s not getting all that she could get, purely because of the trachy” (Tom)  
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          Table 19.  

 

For Henry fostering hope helped him manage with the daily demand of caring for his 

daughter. Parents expressed a need for “acceptance” and acknowledged their need to 

persevere; “you pull your socks up and you crack on” (Elizabeth) as a mechanism of coping; 

“[…] they say, “how do you cope with it?” and we just cope like you would if it was a normal 

baby without a trachy in, you just gotta get on with it…just get on with it” (Shane). Both Shane 

and Elizabeth describe a pragmatic, solution-focused approach to caring.  The “just get on 

with it” mentality was expressed by many parents, suggesting a need to minimise or disregard 

their own emotional experiences and focus on caring for their child. Katie further illustrated 

this strategy; “I think it’s just how you accept it, you know, you can dwell on it or you can just 

get on with it” (Katie). Katie’s coping strategies included acceptance, avoidance and her 

tendency to “get on with it”, a common narrative among parents.  This suggests that they 

often acted on auto-pilot, lacking time to think or reflect on their experience.  Such tendency 

to function on auto-pilot may be protective and serve as a coping strategy in avoiding their 

(parental) emotional experience.  

 

Superordinate Theme 3: Tracheostomy Transformation   

Parents expressed how their expertise in caring allowed them to advocate for their 

child. They reflected on their personal transformation and growth they had experienced 

through their tracheostomy journey.  

“I always take a view like […] optimistic view, that at some point in the future, you 

know things will get better, and she might be able to, at some stage, get of rid of her 

tracheostomy” (Henry).   
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“Confident doing it ourselves”:  Persevering yet forgotten  

Parents’ confidence in caring, their acceptance and perseverance allowed them to 

take on a role of advocating for their children. The vital role parents played in their child’s 

lives, both caring and advocating responsibilities, meant that parents were often “forgotten”. 

As their journeys progressed parents’ confidence in caring for their child grew and parents 

assumed an “expert” role. Whereas at the beginning of their journeys parents placed trust in 

the medical teams, as parents became more experienced they were often required to step in 

and direct medical professionals as illustrated by Henry: 

Table 20.  

 

Henry’s laughter implies some amusement however this may mask some apprehension with 

perceiving to know more than medics.  Henry described the responsibility of being involved 

in all aspects of Tilly’s care and voicing what was in her best interests. Parents therefore 

expressed a growth in their self-confidence in caring for their children; “we felt a bit more 

confident, a lot more confident doing it ourselves” (Shane).  Such confidence was evident 

when parallels were made to being an advocate. Parents described attempts in ensuring 

sufficient care was offered:  

 

 

 

           Table 21.  

“we had to deal with an emergency situation and I think I [emphasis] dealt with it 

and I was telling the consultant what to do so [laughs] erm because I’d seen it before 

and I knew what to do […] so it’s almost, it’s like you become, you do become the 

expert in in in in what’s best for Tilly, what works well what, you know, what doesn’t 

work well” (Henry).  

“you either have to carry on trying to advocate what you know is going to be safe 

and correct for her or you just give up and I think you get to a point, and I think some 

parents may give up because they just can’t be bothered to fight anymore” (Henry)  
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Henry’s use of the words “advocate” and “fight” describe a sense of persistence in ensuring 

the appropriate level of community support was received.  This analogy of a “fight” suggests 

two possible outcomes, winning and losing.  Parents’ persistence in the “fight” and advocating 

facilitated their child’s needs being met by services.  This vital role parents played in the 

overall care of their child often left them feeling forgotten. Parents shared how “it’s all on 

us”, capturing the weight of responsibility in caring for their child’s medical needs and needing 

to be “very selfless”.  The sense of being forgotten seemed to be exacerbated within the 

hospital setting:  

 

          Table 22.  

 

Tom captured how the focus being on his child left him feeling ignored and forgotten. The 

need to be “very selfless” and the feeling of being “forgotten” likely left parents feeling 

invisible.  

 

 “Opens your eyes”; Reflections on personal change     

 All parents expressed an aspect of change resulting from their experiences; “it’s 

changed me, definitely” (Elizabeth).  When parents adopted the caring role, they described 

changes in needing to be “more organised”, “a little more sensible” and “very patient”.  

Several parents reflected on a positive psychological change that resulted from their 

experiences. They shared how they experienced a changed sense of self and how they had 

“learnt a lot” about themselves. The experience of caring for a child with a tracheostomy 

ultimately changed parents’ outlook on life as illustrated by Lucy:  

“[…] healthcare professionals are so focused on their job and what they have to do 

for that child they seem to forget, at times, that there is a parent connected to that 

child.” (Tom)   
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           Table 23.  

 

For Lucy, being faced with her child’s mortality elicited a greater appreciation for life. 

Similarly, other parents described becoming a “stronger person” and “becoming less fearful”; 

doing things they would not have done prior to their child having a tracheostomy, “a year 

later I jumped out of a perfectly good aeroplane with a parachute on my back” (Tom).   Tom 

shares a sense of accomplishment in seizing every opportunity and embracing his 

fearlessness.  This mirrors Lucy’s sense of living each day to its fullest given that her 

experience (of caring for her daughter) also heightened her awareness of mortality “I do see 

death […] I’m just more aware of it”. Parents also expressed being more empathic as 

illustrated by Elizabeth: 

 

 

           Table 24. 

 

Elizabeth’s reference to “just opens your eyes up” indicates how this has likely made her more 

aware of illness, its permanence and the likelihood of death.  

 

 

“I think it’s made me appreciate life so much more that maybe I took it for granted 

before, whereas now…you do have, I know it sounds like a cliché, but live everyday 

like it’s your last” (Lucy)  

“on a different level other things upset me more […] I guess you understand more 

what other people go through, you know, its its its upsetting because I know now 

what it’s like and how it hard it can be erm to have a child who is very poorly erm 

and its its just heart breaking […]cos you’ve got no way of getting out of that 

situation, erm, it just opens your eyes up to to you know, to to that and and…it’s just 

sad that children have to go through that really.” (Elizabeth)  
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4. Discussion  

The three superordinate themes conceptualise the tracheostomy journey for parents 

from hospital to ultimately being the sole carer at home. The tracheostomy journey elicited 

the question as to whether parents’ emotional needs were being met. The present study 

provides valuable information to an understudied area, offering a number of unique insights 

into parents’ experiences of caring for a child with a tracheostomy. 

This is the first study to offer an in-depth exploration and insight into the parental 

experiences of caring for a child with a tracheostomy across the trajectory of care. 

Furthermore, no studies have employed IPA methodology with this population, therefore the 

present study is unique in its approach to exploring the parents’ lived experiences.    

To the authors knowledge, this is the first study to explore parents’ experiences in the 

early stages, prior to their child receiving a tracheostomy. Finding out their child needed a 

tracheostomy was shocking and unexpected. Parents saw themselves as having no option in 

the decision to consent to a tracheostomy and placed their trust in the medical professions 

advising them. This is consistent with previous findings where family members, who cared for 

a child supported with a ventilator or positive pressure device at home, experienced a loss of 

free choice when consenting to medical procedures when they believed the alternative was 

that their child would die [8]. In the present study, parents felt overwhelmed after their child 

had received a tracheostomy and contemplated the caring responsibilities they needed to 

assume. They did not question this responsibility however, but assumed it was a parent’s 

responsibility to provide care for their child. These findings support Ricoeur’s theory that the 

“mere existence of a child, who is entrusted to our care, is an obligation and renders us 

responsible through the child’s fragility” (p.261) [9,10].   
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Parents’ accounts demonstrated that caring for a child with a tracheostomy was 

unrelenting and isolating. The constant need to be caring and the experience of isolation is 

consistent with previous findings of caring for a child with medical technology [5,11]. Parents 

described having little time for themselves and like participants in other studies they felt 

“intruded on” by having carers in their homes [1]. The lack of respite opportunities 

exacerbated parents’ feelings of social isolation. Similarly, studies have found that parents 

caring for children with complex medical needs were unable to have any respite and 

consequently “felt trapped” [8]. 

Parents described a conflict between managing two different roles: parent and carer. 

This is consistent with other findings where parents’ caring for ventilator-dependent children 

described roles of “affectionate parents” and “medical carer”  which led to an ambiguity in 

their social identity [1]. In the present study parents described the carer role as needing to 

take priority. Similarly, in interviews with parents of children dependent on medical 

technology, parents made a clear distinction between being a “parent” and a “carer” and 

described how the caregiving role often dominated their parenting experiences and daily lives 

[12]. A further added value of the present study was that parents expressed guilt towards 

needing to prioritise the carer role. They felt guilt towards their other children, because they 

worried they were missing out, highlighting a potential area for future research and 

intervention.  

For most parents taking each day at a time served as way to cope with the challenges 

of caring. In other research, parents have identified focusing on day-to-day living as a way of 

managing with difficulties associated with caring [13]. Throughout the narratives, parents 

demonstrated prioritising their child’s needs and disregarding their own, expressed as a need 

to “just get on with it”. This emotional regulation strategy of ignoring their own emotions has 
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been reported in other studies of parents’ experiences of caring for their medically dependent 

children as well as a strategy employed by healthcare professionals during clinical procedures 

[14,15].   

The progression of their tracheostomy journey led to an increase in parental 

confidence. Parents needed to take on an advocate role for their children and like participants 

in other studies they needed to “fight to get needs met” [16]. Parents’ growth in confidence 

and becoming an advocate for their children has been found in other studies [17].  The 

parents and medical professionals focus on the child’s needs left parents feeling forgotten. 

The dominance of caring, feelings of social isolation and being forgotten highlight the 

importance in offering support to these parents, an area of need highlighted in several studies 

[13]. Other studies have found that supportive nursing staff and meeting other parents with 

similar experiences was helpful for alleviating some of the challenges associated with caring 

[18–20].  

All parents reflected on how they had changed through their experiences. Some 

parents described a sense of personal growth and positive psychological change that resulted 

from their experiences. Similarly, several studies have found that parents of children with 

serious paediatric illnesses identified aspects of post-traumatic growth [21].   

 There are some limitations with the current study which need to be considered. The 

themes developed within the study were not discussed with the participants, therefore they 

were unable to support or modify the interpretations. The process of triangulation with the 

other researchers, tracheostomy specialist nursing staff, and initial interpretations being 

checked with subsequent participants aimed to ensure validity of the findings and to ensure 

that the findings were grounded in the participants’ experiences. Although the sample size of 

the present study was small, this is typical for an IPA study with a unique population and is 
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the recommended sample size for doctoral thesis projects [6].  Furthermore, whilst the study 

was homogenous with respect to the age of the child (pre-school), in line with an IPA-based 

study, the challenges of caring for an older child were not explored.  

Understanding parents’ experiences of caring for a child with a tracheostomy is crucial 

for service development. There is a need for longitudinal studies exploring parents’ 

adjustment to tracheostomy care, from first finding out to the stages before de-cannulation, 

as well as considering the impact on the family, particularly siblings. All the children of the 

parents in this study were pre-school aged so it is important that future research explores the 

experiences of transitions to school, particularly for those children who require a 

tracheostomy long-term. Recent research has highlighted the lack of data from male 

caregivers [3]. The present study has offered insights into the experiences of both female and 

male parental caregivers and future research could explore differences between male and 

female caregivers. This study provides a useful starting point for future research and provides 

evidence for improving services for parents caring for a child with a tracheostomy.  

Suggestions for clinical practice implications arising from this study include integrating 

an assessment of parental coping into clinical practice, providing additional support with 

transition from hospital to home and establishing a parent support network for parents to be 

able to connect with other parents at different stages of their tracheostomy journey.  

Evident from the findings in this study is the enormous contribution parents make to 

the lives of their children with a tracheostomy, often sacrificing their own needs to care for 

their children. It is important that the parents are not forgotten; that their needs (as well as 

their child’s) are considered and that appropriate support is offered.  

To assess parents’ needs, routine assessment of parental functioning, including their 

physical and emotional health, is needed throughout the tracheostomy trajectory. Such an 
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assessment would help to identify parents who are struggling and need additional support. 

The value of using a structured assessment tool has been identified in previous research [22]. 

Assessment of parental functioning could be carried out at routine clinic appointments. In 

addition to identifying parents who are experiencing significant difficulties, routine 

assessment would give healthcare professionals the opportunity to discuss options in gaining 

appropriate support, signpost to other resources and help to ensure that parents’ needs are 

met. Findings showed that the carer role took priority and parents expressed guilt to their 

other children, it is therefore important that healthcare professionals consider the needs and 

experiences of each family member and the family as a whole and provide appropriate 

support.    

The findings in the present study indicate that parents were not aware of the shift in 

responsibility from hospital to home. Parents described caring at home as being “constant”, 

unrelenting and isolating suggesting a need for additional support with transition from 

hospital to community. Support with transition would help to ensure that parents are coping 

with the increased responsibility. Previous research has highlighted the challenges in 

generalising skills learnt in hospital to the home environment [14] and the importance of 

gaining support from healthcare providers [17]. It is important that parents are supported 

with the transition home and are given opportunities to maintain and develop their skills in 

tracheostomy care to ensure confidence and capability in their caring responsibilities. 

Tracheostomy care specialists are well placed to liaise with and provide consultation and 

training to community healthcare professionals supporting these parents.   

Research has highlighted the value of parents supporting one another, for example, 

being able to share with each other what works well [20]. Furthermore, in a study of parents 

caring for a child with chronic kidney disease, it was found that meeting other parents was a 
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source of emotional support [18]. In the present study parents described feeling socially 

isolated, and forgotten, suggesting a potential value in parents meeting with other parents 

caring for a child with a tracheostomy. One possible approach may be for nursing staff in 

hospitals where tracheostomies are performed and managed to create a ‘buddy system’ of 

parents who are willing to discuss their experiences. Parents at the start of their tracheostomy 

journey could be offered the opportunity to meet and speak with these parents. This could 

provide parents with an invaluable opportunity to discuss their anxieties around the 

unexpected, normalise their experiences as well as discuss what works well for them. 

Additional social contact could help with parents’ experiences of social isolation.  

 

5. Conclusion   

Qualitative exploration of parents’ experiences of caring for a child provides valuable 

information for future research and service development. In summary, the current study 

raises an important question as to whether parents’ emotional needs are being met, 

highlighting an area requiring further consideration. Considering the increasing number of 

children with a tracheostomy being cared for in the community, further research is needed 

to help support and enhance service provision for the whole family.     
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Contributions to Theory and Clinical Practice 
 

The thesis explored the experiences of living with and looking after children with 

respiratory assistance. The literature review summarised the qualitative studies exploring 

children and adolescents’ experiences of living with respiratory assistance. An empirical paper 

explored parents’ experiences of caring for a child with a type of respiratory assistance, 

specifically a tracheostomy. This final chapter integrates findings from the literature review 

and empirical study to consider implications for future research, theory development and 

clinical practice. Following this are personal reflections on conducting this research.      

 
Implications for Future Research and Theory Development  
 

The title “Unheard Voices” reflects a theme that emerged from both papers; that 

often the children and parents were unheard. This reflection is based upon the sparse 

research with this population. The literature review found only seven qualitative studies 

exploring the experiences of children and adolescents with respiratory assistance. It is 

recommended that more studies are conducted exploring the needs, experiences and quality 

of life of this group. Further complicating their lack of voice in the literature, many children 

with respiratory assistance, such as a tracheostomy, are unable to speak without a speaking 

valve. As individuals with respiratory assistance sometimes have difficulties with 

communicating, it is important that future research considers ways of engaging these 

individuals.  Using technological communication aids, visual tools, observations and adopting 

ideas from other research such as the use of visual framework symbols (Murphy, 1998; 

Rabiee, Sloper, & Beresford, 2005) could help with identifying the needs and experiences of 

individuals with communication difficulties.  
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To the author’s knowledge, the empirical paper was the first in-depth qualitative study 

to explore parents’ experiences of caring for a child with a tracheostomy across the trajectory 

of care. Therefore, there is a need for more research, specifically, longitudinal studies 

exploring parents’ adjustment to tracheostomy care, from first finding out to the stages 

before de-cannulation. Findings from the empirical paper demonstrated that the parents’ 

narratives focused primarily on the needs of their children, not on their own. They described 

needing to advocate and “fight” on their behalf, demonstrating the powerlessness of their 

children. The dominance of caring responsibilities left parents unable to meet or voice their 

own needs and they were subsequently left feeling “forgotten”. This lack of children and 

parents’ voices in the literature highlights the need for more research to be conducted with 

this population.  

Based on the findings from the empirical paper it is suggested that parents’ emotional 

needs are being unmet, however there is very little research addressing parents’ experiences 

and needs when caring for a child with a tracheostomy making it difficult to develop services. 

Specifically, little is known about the experiences of level of emotional distress, parenting 

distress, quality of life and resilience of parents of children with a tracheostomy. Given the 

sparse literature in the field, there is a need for more research, with a larger number of 

parents to inform service delivery.  

It is recommended that future research employs a prospective longitudinal study using an 

embedded mixed methods design to explore parents experiences and unmet needs. Similar 

research has been conducted with parents of severely injured children and it is recommended 

that a future study follow a similar protocol (Foster, Curtis, Mitchell, Van, & Young, 2016). It 

is recommended that the study would combine qualitative data, in the form of face-to-face 

semi-structured interviews with parents and quantitative data on child and parental quality 
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of life (QoL), parenting stress, emotional distress and resilience at four different time points; 

acute hospitalisation, 6, 12 and 24 months.  It is recommended that around 40 parents of 

children with a tracheostomy aged 0-12 years be recruited from specialist children’s hospitals 

in the U.K. where paediatric tracheostomies are carried out.  

The research would have several aims including; 1) explore parents’ experiences of 

parenting a child with a tracheostomy in the acute hospitalisation phase, at 6, 12 and 24 

following receiving the tracheostomy, 2) identify parents’ unmet needs and factors that 

contribute to, or impede, needs being met during the time following their child receiving a 

tracheostomy and 3) measure child and parent quality of life, parental emotional distress, 

parenting stress and resilience during acute hospitalisation, and at 6, 12 and 24 months 

following receiving a tracheostomy. Such research would help to address an existing gap in 

the literature and provide guidance for service delivery for these families.   

Despite focusing on different perspectives (parent and child) similar themes emerged 

from both papers. These included experiences of social isolation, medicalisation of their lives, 

and a loss of privacy. Both parents’ and children’s lives were consumed by caring for others 

or being cared for. These similar findings from both papers can be considered in the context 

of Bowen’s family systems theory which views the family as a system, where a change in one 

individual is considered to affect all individuals in the family system (Bowen, 1993). Little 

research has explored the impact on each family member, including siblings, highlighting a 

potential area for future research. In the context of siblings, the empirical paper found that 

parents were required to prioritise their caring responsibilities and reported feelings of guilt 

towards their other children (without a tracheostomy). Parents worried that their other 

children were “missing out” and felt guilty for needing to spend most of their time caring for 

their child with a tracheostomy. In the context of Bowen’s Family Systems theory  (Bowen, 
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1993), these findings suggest that parents caring responsibilities would have impacted on 

siblings of children with a tracheostomy, highlighting a potential area for further research.  

The parents’ narratives of needing to spend more time caring suggests that children 

with a tracheostomy were treated differently to their brothers or sisters without a 

tracheostomy. Previous studies of parents with children with a chronic illness have reported 

this parental differential treatment of siblings (Quittner & Opipari, 1994). For example, it has 

been found that parents are more tolerant with their children with a physical illness in 

comparison to their children without (Walker, Garber, & Van Slyke, 1995). This parental 

differential treatment (PDT) in the form of parental affection, control or types of support, has 

been consistently linked with emotional and behavioural problems in children (Scholte, 

Engels, de Kemp, Harakeh, & Overbeek, 2007) and with the quality of sibling relationships 

(Buist, Deković, & Prinzie, 2013). Studies have found that it is often the sibling without 

physical health needs, receiving less attention from parents, who experiences psychosocial 

difficulties (Scholte et al., 2007). Future research could explore the link between parental 

differential treatment, the quality of sibling relationships and wellbeing in children with 

respiratory assistance and their brothers or sisters.     

 Both papers referred to identity and respiratory assistance. The empirical paper 

suggested that parents struggled with their changing identity which resulted from their caring 

responsibilities and the literature review highlighted some of the challenges of identity 

development in children with respiratory assistance. A key finding of the literature review 

was that children with respiratory assistance have the same developmental needs as all 

children. Erikson’s stages of psychosocial development postulate that the task for 

adolescence is focused on the development of self-concept, sexuality and separation from 

parental attachment  (Erikson, 1963).  Evident from the literature review, respiratory 
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assistance greatly impacted on the lives of young people, which complicated the tasks of 

identity development in adolescence (Kirk, 2010; Sarvey, 2008; Spratling, 2012).  Findings 

from the literature review indicated that some children’s attempts to “fit in” with a peer 

group were challenged due to the visibility of the respiratory assistance (Kirk, 2010). 

Furthermore, dependence on a parent or carer for the management of their respiratory 

assistance and the resulting lack of privacy and control impacted on adolescents’ attempts at 

striving for independence (Spratling, 2012). Previous studies have suggested that parental 

control during adolescent development are linked to an increase in problem behaviours in 

adolescence (Holmbeck, 2002).  Given these findings, future research could explore whether 

parental control is related to problem behaviours in children with respiratory assistance. Such 

research would be beneficial in understanding how best to support these young people 

during an important stage of their development.    

It has been suggested that identity development plays an important role in an 

individuals’ adjustment and ability to cope with chronic illness (Holmbeck, 2002). Research 

found that adolescents with congenital cardiac disease with a diffused identity (also known 

as a weak sense of identity) were at risk of experiencing problems with treatment adherence 

and a range of psychosocial difficulties (Luyckx, Goossens, Van Damme, & Moons, 2011), 

suggesting that identity development influences psychosocial and illness-specific functioning 

in chronically  ill adolescents. With respect to adolescents with respiratory assistance, future 

research is recommended to explore whether identity development can influence adjustment 

and promote resilience in adolescents with respiratory assistance.  

The empirical study found that parents were required to assume an additional role of 

caring. Parents in the empirical study and previous research have described challenges in 

managing the roles of “parent” and “carer” (Kirk, Glendinning, & Callery, 2005; Wang & 
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Barnard, 2004), highlighting an area for further research.  Furthermore, most parents spoke 

of personal growth and a changed sense of self that resulted from their experiences. It is 

possible that this personal growth reported by parents could be considered in the context of 

post-traumatic growth (PTG). PTG is a phenomenon that has been observed in parents and 

children with serious paediatric illnesses. The experience of PTG may include greater personal 

strength, a recognition of new possibilities and a greater appreciation of life (Picoraro, 

Womer, Kazak, & Feudtner, 2014), experiences described by parents within the empirical 

study. It would be interesting to explore whether other parents of children with a 

tracheostomy describe similar experiences of personal growth and change. Future research 

could assess PTG with a larger group of parents of children with a tracheostomy to explore 

the prevalence, mechanisms, individual characteristics and support networks which may 

contribute to the experience of PTG.   

The empirical paper found that for parents, the period of adjustment to their child’s 

need for a tracheostomy was filled with uncertainty. Some parents reported significant 

difficulties soon after their child received a diagnosis, however the individual psychological 

factors that influenced parental coping are unclear. One suggestion could be that parental 

coping was influenced by their attachment style. Research has found that individuals with 

secure attachment styles manage stressful life events with little psychological distress 

(Mikulincer & Florian, 1998). In the context of childhood illness, it has been proposed that a 

parent’s attachment style influences coping (Mikulincer & Florian, 1998).  Previous research 

has found that a mother’s attachment style can influence their psychological reaction to an 

infant receiving a diagnosis of congenital heart disease (Berant, Mikulincer, & Florian, 2001). 

Specifically, a secure attachment style was linked to relatively lower levels of distress (Berant 

et al., 2001). More recently, research exploring parental attachment style and stress, found 
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that attachment avoidance was associated with higher levels of stress in parents caring for a 

child with diabetes (Moreira & Canavarro, 2016). Research exploring attachment style and 

parental coping and adjustment in parents caring for a child with a tracheostomy would 

provide useful insights into resilience factors for this population.  

It is important to note that whilst the two papers reported similar findings, the age 

range of the children differed in the studies. The empirical paper focused on parents of 

children aged between 13 months to 4 years, whereas the literature review explored studies 

capturing the views of children and adolescents aged between 4-18 years. It is important to 

consider how the age of the child with a tracheostomy impacts both the parents’ and child’s 

experiences. The empirical paper explored the experiences of parents of pre-school children 

not school-aged children.  Future research is recommended to explore adjustment and 

challenges over time, such as starting school. Longitudinal research would allow exploration 

of changes over time, specifically, parents’ and children’s experiences of transition to school 

and experiences within the school environment. Findings from this research would help to 

identify what resources are needed to support these parents and children at different time 

points.  

 
Implications for Clinical practice 
 
Raising awareness and education  

Healthcare providers need to be aware of the potential emotional impact of caring for a 

child with a tracheostomy. A starting point would be for the findings of this research to be 

disseminated to all staff working with parents of children with a tracheostomy as a way to 

raise awareness of some of the challenges experienced by parents.  
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The findings from both papers suggest that there is a need for greater understanding 

and awareness of respiratory assistance. In the literature review, children highlighted how 

greater awareness of respiratory assistance would help other people to see them as “normal” 

(Sarvey, 2008) and support them in building relationships with other children (Spratling, 

Minick, & Carmon, 2012).  Furthermore, the empirical paper suggested that friends’, family 

members’ and community carers’ reluctance to support with caring responsibilities was 

related to their lack of awareness of the care involved in a tracheostomy. These findings 

suggest that educating the school population, including teachers, support staff and students 

would be important to help children with respiratory assistance integrate and build 

relationships in the school environment. One suggestion may be for carers and nursing staff, 

experienced in respiratory assistance, to provide this education to the school population. 

Educating community carers, family members and friends, with little experience of 

tracheostomy care and management, could help to reduce anxieties in caring for a child with 

a tracheostomy. Clinical nurse specialists, with their expertise in respiratory assistance, could 

offer training to less experienced medical staff and to the community teams where children 

are transferred to following receiving a tracheostomy. Such training could support parents 

and children with transitions from specialist hospitals to the community. Recent research 

highlighted the important role of healthcare providers in offering support to families caring 

for a child with a tracheostomy (Callans, Bleiler, Flanagan, & Carroll, 2016). Community carers 

trained in tracheostomy care could help to support parents in training family members and 

friends in tracheostomy care. Given that parents’ narratives in the empirical paper focused 

on the “constant” and unrelenting need to be caring, additional support with caring could 

help give these parents opportunities for respite.   
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Medical Staff: Systemic working, transitions and identity development    

All staff should adopt a systemic approach when working with these families and consider 

the impact on all family members including siblings. Assessment of parental functioning 

should form be part of routine clinical practice. At each clinic appointment in the specialist 

hospital, staff working with these families should routinely assess parental functioning, 

including physical and emotional health of each parent and when appropriate refer for 

additional support (e.g. Clinical Psychology) or signpost to other resources.  

Clinical Psychologists should be involved in working with this population and form part of 

the multi-disciplinary team considering the psychological needs of these families. 

Furthermore, Clinical Psychologists should provide training to staff on systemic working and 

some of the emotional difficulties experienced by parents, and when required, provide 

further support and intervention to family members (parents, siblings or the child with a 

tracheostomy).  

There needs to be more support for parents transitioning from hospital to caring for 

their child independently at home. It would be important for Clinical Nurse Specialists to 

support this transition by liaising with community teams prior to discharge to establish their 

level of knowledge and competencies in paediatric tracheostomies. When necessary, the 

Clinical Nurse Specialists should provide additional training in tracheostomy care to less 

experienced staff and carers. Furthermore, Clinical Nurse Specialists should support with 

transition by visiting the home soon after parents have been transferred to the community 

to ensure that skills learnt in the hospital are generalised to the home environment. 

Tracheostomy training “refreshers” should be offered periodically by Clinical Nurse Specialists 

to parents and community teams to ensure continued competence and confidence in 

tracheostomy care and management.  
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The findings highlighted an important role for medical staff to support the identity 

development of young people with respiratory assistance and to recognise and support the 

needs of all family members.  

Findings from literature review revealed that children wanted to be seen as an 

individual separate from their physical health needs (Earle, Rennick, Carnevale, & Davis, 2006; 

Kirk, 2010; Noyes, 2006; Sarvey, 2008; Spratling, 2012) and nursing staff were indicated as 

key to supporting children and people’s self-concept (Spratling, 2012). Therefore, these 

findings suggest that it would be important for staff working with these young people to 

engage in discussions about their interests separate to their respiratory assistance. 

Furthermore, findings from the literature review suggest that relationships with peers are an 

important source of support in the identity development of young people with respiratory 

assistance (Kirk, 2010; Spratling, 2012). Based on these findings, it would be important for 

staff to support young people with meeting and developing relationships with other young 

people.  

The medicalisation of children and parents lives found in both papers suggests that 

living with respiratory assistance is all consuming and dominates the lives of all family 

members. In the empirical paper, all the parents described the crucial role they played in the 

lives of their children with a tracheostomy. Their daily lives were consumed by caring and 

several felt like they were forgotten, described in the literature as “invisible work” (Ray, 

2002). As discussed in the empirical paper, routine assessment of parental functioning, 

including their physical and emotional health, throughout the tracheostomy trajectory would 

help to identify parents who are struggling and need additional support. This assessment 

could be carried out by healthcare professionals at routine clinic appointment for their child 



Unheard Voices  Contributions to Theory and Clinical Practice 

 94 

with a tracheostomy and parents experiencing difficulties could be offered additional 

support.  

Based on previous research and the findings discussed, it would be important for 

healthcare professionals to adopt a systemic approach when working with these families to 

consider the needs and roles of each family member including the young person, parents and 

siblings. Through adopting a systemic approach with these families, staff would be able to 

support family members’ adjustment to respiratory assistance and ensure that additional 

intervention is offered when appropriate. 

 

Peer Support for Child and Parents   

A peer support network should be developed for parents caring for a child with a 

tracheostomy. Staff working in the hospitals specialising in paediatric tracheostomies should 

develop a “buddy system” of parents who are willing to discuss their experiences. Specifically, 

parents whose children are about to receive a tracheostomy, or have just received a 

tracheostomy, should be offered to opportunity to meet with or talk to these parents.  

Throughout parents’ tracheostomy journeys, staff working in the specialist hospital should 

facilitate peer support with parents of children with a tracheostomy.  An annual social event 

should be organised for families of children with a tracheostomy, this would give the 

opportunity for parents to meet others and share their experiences. This should be facilitated 

by the specialist hospitals who provide the care for children with tracheostomies and their 

families.  

Children reported feeling socially isolated and knew few other young people with 

respiratory assistance. Establishing a peer support network for young people with respiratory 

assistance may help children to feel less isolated. Studies have found that children with 
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chronic illnesses highly value the support from peers with similar health conditions (Kyngäs, 

2004). Online peer-support communities have been shown to empower young people with 

cystic fibrosis and helped them to express their feelings and strategies for living (Kirk & 

Milnes, 2016). Creating an online community for young people with respiratory assistance 

could be a starting point to help young people to connect with peers with similar experiences. 

This would be especially important for individuals with communication difficulties and whose 

mobility and activity levels are restricted by respiratory assistance.  

In addition to children feeling isolated, parents also described feelings of social 

isolation which were exacerbated by the lack of support with caring. A meta-synthesis of 

family members’ experiences when a child is ventilator-dependent highlighted the need for a 

professional co-ordinator with these families (Lindahl & Lindblad, 2011). In the context of 

empirical study, a community-based professional co-ordinator role could help to support with 

transition from hospital to the community, both in terms of preparing parents for the 

transition in caring responsibilities and ensuring that appropriate support (both with caring 

and emotional) is available in the community. Furthermore, a professional co-ordinator 

would be able to continue to monitor family adjustment to living with and caring for a child 

with a tracheostomy and if necessary, facilitate appropriate intervention for families who 

need additional support.   

 

The Role of Clinical Psychology  

Healthcare professionals have been identified as potentially playing a significant role 

in the support of children and families. Clinical Psychologists, with their knowledge and 

expertise across the developmental lifespan, of a range of psychological theory, assessments, 

formulation and evidence-based treatment approaches could offer training and consultation 
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to these healthcare professionals (Division of Clinical Psychology, 2010). Specifically, Clinical 

Psychologists are well placed to help increase healthcare professionals understanding of child 

development and ways to promote identity development in children and adolescents.  

Furthermore, Clinical Psychologists, with their knowledge and experience of systemic 

approaches, could offering training to help staff recognise and support the needs of young 

people with respiratory assistance and their families.  

When appropriate, Clinical Psychologists could offer psychological intervention to 

young people with respiratory assistance and family members experiencing difficulties. 

Research has evaluated a range of different psychological interventions to support 

psychological adjustment and adherence in children and young people with chronic illnesses. 

(Drotar, 2006; Kahana, Drotar, & Frazier, 2008). One such study found that an adapted version 

of acceptance and commitment therapy (ACT) was linked to reductions in parental distress 

for parents of children with life threatening illnesses (Burke et al., 2014), suggesting that a 

similar approach might be effective with parents of children with respiratory assistance.  It 

would be important for Clinical Psychologists to undertake routine audits and evaluations to 

support the understanding of the psychological needs of this population and the development 

of evidence-based interventions.     

 
Reflective commentary  
 
 The following reflections are based upon my thoughts, feelings and experiences I 

noted in a reflective diary throughout the research. As recommended by Smith, Flowers & 

Larkin (2009) as part of the Interpretative Phenomenological Analysis (IPA) process, keeping 

a reflective diary enabled me to recognise what I was bringing to the research and to focus 

on the lived experience of each participant.   
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I was fortunate during this research to be able to spend time with staff, children and 

family members at a specialist children’s hospital gaining an understanding of what happens 

when a child needs a tracheostomy. I spent a lot of time with a tracheostomy clinical nurse 

specialist and observed several medical procedures on the ward and observed the surgical 

team in theatre performing various surgical procedures on children with tracheostomies. I 

noticed how I felt in awe of the strength and resilience of the children and their families.  

I spent a lot of time with a young boy who, because of throat cancer, needed to have 

a tracheostomy. The tracheostomy meant that he had lost his ability to speak. Spending time 

with the young boy, I fluctuated between feeling extremely sad that he had experienced so 

many difficulties in his short life yet also inspired by his resilience, the way he continued to 

smile and make jokes despite his illness. I reflected on how, like this young boy, most of the 

young children are probably unable to understand why it is they required a tracheostomy or 

why they needed to spend so much time in hospital away from their families and friends. I 

noticed how I would make comparisons between how differently children and adults respond 

to physical health difficulties. Often we, as adults, look for meaning in our experiences, 

question, “why us?” and worry about the future which can lead to a range of emotional 

responses including sadness, anger and anxiety. The children I observed, rather than 

questioning, searching for meaning or worrying about the future, they were very much 

focused on the here and now and they expressed their emotions often in relation to physical 

pain or frustrations with not being able to play.  

I observed parents being trained in tracheostomy care and I noticed feeling anxious 

when watching a parent performing a tube change on their child for the first time. I witnessed 

the unwavering commitment and dedication of parents to their children and I noted how 

these parents looked strained and exhausted by what they had been through.  These 
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experiences of spending time with and observing the medical team, children and families 

helped me to develop my understanding of a tracheostomy from a medical perspective. 

Important to my research, it gave me an insight into the medical journey of a child with a 

tracheostomy and their families. I was able to observe, first-hand, several of the experiences 

parents spoke about in their interviews. Gaining these insights was helpful to my research as 

my increased understanding of medical terminology gave more time in the interviews for 

further exploration of parents’ feelings in relation to their experiences.  

Conducting the interviews was a new and interesting experience for me. I initially 

found it challenging to switch from my role at a trainee clinical psychologist to a qualitative 

researcher. I noticed that some of the skills I have developed were useful for the process 

whereas some others I needed to carefully manage and adapt. For example, I found that my 

skills in active listening helped the parents to feel comfortable to talk in detail about the 

experiences, whereas the more interpretative stance I use in my therapeutic work might have 

influenced parents’ interpretation of their experience so I needed to be mindful to allow the 

parents to speak about their experiences without potential contamination of my own view 

point. I found this to be quite difficult as I noticed how I am often drawn to interpretation and 

sense making of peoples’ experiences. I found that making a note of my interpretations during 

the interview rather than verbalising them helped with this.  

During data collection, there was one parent who I struggled to engage in the 

interview and she often gave one word answers to the interview questions. I reflected that 

possibly, for this individual, IPA was not the best approach as it requires an ability and 

willingness to express and reflect on your experiences. I considered how other research 

methods, such as a questionnaire or observation, might have more easily captured this 

parent’s experience.  
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During and after each interview, I noticed how I felt overcome and inspired by the 

strength and resilience of each parent. I felt extremely grateful for their honesty, openness 

and willingness to disclose some of their most challenging experiences with me.  

When transcribing the parents’ interviews I was surprised at the differences between 

how a parent had expressed something and what they had said. Often the way in which they 

expressed something mismatched the emotion that was evoked through what they were 

saying. For example, parents’ descriptions of their children’s physical health needs were said 

in a matter of fact way. I reflected upon how in the interviews I often responded to how they 

said something rather than what they said and wondered how this might have felt for the 

parents being interviewed.  

Interestingly, it was not until analysing the transcripts in depth that I became aware 

of how much avoidance and disregard parents gave to their own emotional experience. This 

strategy of “switching off” emotions appeared to be protective for parents and I reflected on 

the usefulness of this strategy. Whilst most parents’ narratives implied that thinking about or 

expressing their own emotions was unhelpful, I was left wondering whether this was really 

the case. I questioned the function of this strategy to disregard their own emotional response. 

I wondered whether they thought that their emotions would get in the way of their caring 

responsibilities and if they felt unable to feel a certain way and care for their child at the same 

time.  

Thinking in detail about the parents disregard of their own emotions, I considered my 

own use of this strategy and how effective it was. I reflected on how I often ignore my own 

emotional response in much of my clinical and research work. In my clinical role, I am regularly 

required to communicate distressing information to clients, whilst it is important to recognise 

how I feel, expressing the emotion I feel (e.g. sadness) is often unhelpful to the client. I have 
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noticed that my strategy to manage not expressing my emotions is to disregard them and 

“just get on with it”.  Interestingly, it is often the emotions I perceive to be negative that I 

disregard. These reflections on my own experiences left me questioning whether this was the 

experience for the parents I interviewed. Whether they disregarded or avoided “negative” 

emotions such as sadness and anger as these would interfere with caring responsibilities yet 

expressed emotions such as happiness and joy.   

In relation to this disregard of emotions, I noticed that during various stages of my 

research I would fluctuate between listening to and ignoring my emotions, dependent on the 

task. For example, when I transcribed the interviews I would disregard my emotions as the 

task required me to listen to each word so it could be accurately transcribed rather than 

engage in the content. During the analysis, I reflected on how the more time I spent with the 

transcripts the less emotionally connected I felt to what each parent was saying. I wondered 

whether I had become de-sensitised to what the parents were saying, whether the words lost 

some of their meaning because I had spent so much time reading and re-reading the 

interviews. Being able to connect with the emotion of what the parent is saying is an 

important part of IPA. I found that referring to my reflective diary and reading how I felt at 

the time of the interview, reading the transcripts out loud and taking a break to allow myself 

time to look at the transcript with “fresh eyes”, helped me to re-connect with their 

experiences.  

Throughout the research and especially when developing themes, I noticed how I felt 

a huge responsibility to each of the parents I had interviewed. I wanted to make sure I was 

able to capture their experiences fairly and honestly and in a way in which they would want 

me to. In the early stages of developing themes, I felt overcome by this responsibility which 

was both helpful and unhelpful to the process of analysis. It was helpful in that I would often 
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refer to the original transcripts to make sure that each theme was grounded in their 

experiences. I would frequently challenge and question myself to ensure that each quote and 

theme adequately captured the experience of that parent. The responsibility I felt was 

unhelpful as I found it hard to be selective and reduce the themes. I noticed feeling a sense 

of guilt with not being able to capture everything everyone had said.   

Overall, I feel very privileged to be able to conduct this research. Considering the role 

of Clinical Psychology and a psychological perspective in a setting dominated by medical 

perspectives has been an interesting and challenging experience. The research conducted in 

this field is typically undertaken by nursing staff rather than psychologists and I would often 

question what I, as a trainee clinical psychologist, could bring to this research. Through the 

process of completing my thesis, I have become aware how valuable it is for psychologists to 

engage in research where a psychological view is possibly underrepresented. I hope that in 

offering a psychological perspective of these parents’ experiences, more in-depth research is 

undertaken and that services are more able to recognise and meet the psychological needs 

of this inspiring group of people.  
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Appendix 10: Analysed extract  
 
Right column – exploratory comments using the following key:  
   Notes in blue – descriptive  
  Notes in red –  linguistic  
  Notes in green – conceptual  
Left column – Emergent themes 
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