N
P University of

Central Lancashire
UCLan

Central Lancashire Online Knowledge (CLoK)

Title Feeling stretched: parents’ narratives about challenges to resilience when
their child has a tracheostomy

Type Article

URL https://clok.uclan.ac.uk/id/eprint/46170/

DOI https://doi.org/10.1177/13674935231169409

Date 2023

Citation | Flynn, Alison, Whittaker, Karen, Donne, Adam, Bray, Lucy and Carter, Bernie
(2023) Feeling stretched: parents’ narratives about challenges to resilience
when their child has a tracheostomy. Journal of Child Health Care, 27 (2).
pp- 1-14. ISSN 1367-4935

Creators | Flynn, Alison, Whittaker, Karen, Donne, Adam, Bray, Lucy and Carter, Bernie

It is advisable to refer to the publisher’s version if you intend to cite from the work.
https://doi.org/10.1177/13674935231169409

For information about Research at UCLan please go to http://www.uclan.ac.uk/research/

All outputs in CLoK are protected by Intellectual Property Rights law, including Copyright law.
Copyright, IPR and Moral Rights for the works on this site are retained by the individual authors
and/or other copyright owners. Terms and conditions for use of this material are defined in the
http://clok.uclan.ac.uk/policies/



http://www.uclan.ac.uk/research/
http://clok.uclan.ac.uk/policies/

W) Check for updates

Article L

Journal of Child Health Care
2023, Vol. 0(0) 1-14

Feeling stretched: Parents’ © The Author(s) 2023
o —®
narratives about challenges to

Article reuse guidelines:

resilience when their child has B o1 1791364555751 169409
journals.sagepub.com/home/chc
a tracheostomy SSAGE

Alison Flynn'®, Karen Whittaker?®, Adam }
Donne', Lucy Bray*©, and Bernie Carter?

Abstract

This study aimed to examine how parents develop personal resilience when facing the challenges of
caring for a child with tracheostomy. This study employed a longitudinal qualitative design. Un-
structured narrative interviews with 12 parents (from nine families) whose child had a new tra-
cheostomy were undertaken at three time points over |12 months. Data were analysed using
a socio-narratology method. Findings reveal the journey parents experienced, how their feelings
changed and the processes involved in developing resilience over the first 12 months of their child
having a tracheostomy. Stories told by parents early in their journey revealed emotional upheaval,
negative emotions, stress and shock. Due to medical need, parents had little or no choice for their
child to have a tracheostomy. Once their child’s life was out of danger, parents started to reframe
their experiences and beliefs. Resilience played a major part in how parents perceived and faced
their situation, allowing them to deal with what came their way and to move forward with their
lives. Different aspects of resilience such as self-awareness, grit, gratitude, internal locus of control
and reframing came to the fore at different time points. Parents talked feeling stretched by the
challenges they faced and how they reframed their perspectives about their child’s tracheostomy.
Parents’ resilience and reframing is discussed in relation to the ABC-X model. This study identifies
a theoretical model that explains this process of change, this results in transferable knowledge,
useful for understanding and explaining the experience of other parents and families.
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Introduction

Tracheostomy in children is undertaken to create a safe airway for effective respiration when either
there is an airway obstruction and/or neurological impairment causing respiratory dysfunction
(Watters, 2017). Children with airway obstruction and neurological conditions require significant
resource including multi-disciplinary team care and services to support them to be discharged from
hospital and live at home with their families (Callans et al., 2016).

Only a few studies address the care experiences of parents whose child has a tracheostomy; thus,
the evidence base is limited (Flynn et al., 2013). Two studies have reported parents’ psychological
burden when caring for their child with a tracheostomy, such as feeling stressed about their child’s
safety and constant worry about their own ability to manage (Harnick et al., 2003; Montagnino and
Maurio, 2004). McNamara et al. (2009) present the core concept of ‘living worried” and the constant
uncertainty for parents of a child who has a tracheostomy. ‘Living worried” included disrupted sleep
and exhaustion due to managing their child’s care. Further evidence on parents’ experiences of
caring for their child with complex needs suggests they face daily struggles given the emotionally
demanding nature of the medical procedures they are required to undertake (McDonald et al., 2016)
and on-going sleep deprivation can lead to poor mental health and relationship difficulties (McCann
et al., 2015). The studies specific to children with a tracheostomy focus on challenges and burdens
but none of them have addressed the development of coping strategies or resilience as concepts or
their potential influence on or benefits for parents whose child has had a tracheostomy.

Resilience is a complex construct that has been clouded by a lack of consensus in terms of
definition and processes (Windle, 2011) and by conceptual ambiguity (Ungar 2019). A long-
standing definition proposes that the principal features of resilience tend to include an ability to hold
up to stress and withstand being stretched but also being able to spring back and achieve a positive
outcome (Masten, 2001). More contemporary work aiming to achieve consensus on defining
resilience showed agreement on ‘conceptualizing resilience at multiple levels, from the biological to
the social structural level, a focus on the dynamic nature of resilience, and a move away from
conceptualizing resilience as only an individual trait’ (Denckla et al., 2020: 1). Being resilient does
not necessarily mean that an individual is unaffected or untouched by adversity or that an individual
faced with adversity will always function well (Southwick et al., 2014). Having a child with
a tracheostomy represents a major life changing event for the entire family and resilience could be
a key concept in how parents adjust to new challenges. Resilience research has demonstrated the
potential to support the empowerment of and stability of families (Noyes, 2014). Most family-
focussed, theoretical models of resilience (Ellingsen et al., 2014; McCubbin and Patterson, 1983;
Patterson, 1988) in contemporary use build on the ABC-X model of family stress (Hill, 1949) which
aimed to investigate how families adapted and adjusted to stressful and complex situations.
Ellingsen et al.’s (2014) version of the ABC-X model explains how risk factors can be buffered by
protective factors to achieve an outcome of interest. This model did not a priori inform the study
design but was used to frame the findings and discussion in this paper.

This paper is drawn from work from a PhD programme of work (Flynn, 2018).

Aim
To examine how parents develop personal resilience when facing the challenges of caring for a child
with tracheostomy over the initial 12 months.
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Method

Narrative inquiry (Riessman, 2008) was adopted as the methodological approach for this longi-
tudinal interview-based study conducted at three time points over 12 months. The time points
(before discharge, after three months at home and 12 months after tracheostomy was performed)
were based on clinical insight into experiences of families’ journeys and how they progress from
hospital to home. Ethics approval was gained from the University ethics committee (BuSH 151) and
National Research Ethics Service (NRES 13/NW/0349). A reflexive approach was adopted
throughout the qualitative study to manage potential impacts from the nurse-researcher role on
recruitment, data collection and analysis arising. The lead researcher (AF) had a clinical relationship
with all participants, and therefore made purposeful efforts to reduce the power differential with
parents by discussing and explaining the difference between the research and clinical roles. Care
was taken to ensure that the participants led the narrative interviews, creating opportunities for them
to raise issues of importance to them, hence reducing researcher influence on the generation of data.
To limit any ‘clinical lens’ bias from the lead researcher, the analysis process also involved members
of the team who were less familiar with clinical aspects of tracheostomy care.

Sampling and recruitment

Convenience sampling was the pragmatic choice of sampling method. Convenience sampling in this
study involved the identification and approach of all parents who met the inclusion criteria and were
available at the one study site during the recruitment period. The inclusion criteria were parents,
main carers and foster carers of a child (aged from birth — 16 years) who had a new tracheostomys;
and were attending the study hospital (a specialist children’s hospital in the North-West of England).
Parents who could not sustain a conversation in English were excluded from participation as
narrative inquiry depends on the researcher’s interpretation of stories.

The recruitment process used a two-stage approach. Stage 1: the child’s Ear, Nose and Throat
(ENT) consultant approached potential participants 1-3 weeks following insertion of their child’s
tracheostomy and briefly informed them about the study and gave them a written information leaflet.
Stage 2: if potential participants demonstrated an interest in the study the lead researcher (AF)
approached them at a suitable time for parents and provided a more in-depth verbal explanation, plus
written information and answered any questions. If the parent(s) wished to participate, informed
written consent was then gained.

Narrative interview

The primary method for narrative research is the unstructured interview (Chauhan, 2019). In this
approach, participants are not restricted or guided by the researcher’s agenda and participants can
control the direction and content of the interview (Ziebland, 2013). The face-to-face interviews were
undertaken by the lead researcher (AF). The opening questions for each interview were as follows:
time point 1 (before discharge from hospital), ‘(Child’s name) has had a tracheostomy, please tell me
about this experience’; time point 2 (3 months post discharge), ‘How are you getting on?’; and time
point 3 (12 months post discharge), ‘Looking back now, how are you feeling and looking forward
now, how do you see the future?’ The average interview time was 90 min. Some parents became
upset during the interview, at this point, they were asked if they would like to pause the interview,
take a break, stop or to continue. Parents were debriefed after their interview, offered a sheet
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providing details of support organisations and including a link to the psychology service within the
recruiting hospital if needed. No parents sought support via the hospital.

In the interviews, prompts were used, as needed, to help the parent’s story unfold. The interviews
were undertaken either within the hospital setting or the family home, depending on the time point
or family preference. All the interviews were audio-recorded.

Data analysis

The audio-files were transcribed and anonymised. A socio-narratology approach (Frank, 2010) was
chosen to gain deep understanding and insight into the parents’ experiences. The socio-narratology
approach draws the attention of the researcher to the work that stories have the ‘capacity to do’
(Frank, 2010: 4), and the researcher applies questions from story-telling practice (e.g. “What makes
a story narratable’? and ‘Who is holding their own’?) to the transcripts. Using these questions
allowed for a movement of thought within the data and a robust insight into the experiences parents
shared. The focus of this method is on what is voiced in a story, the subject of the story, and the
effects of telling a story (Frank, 2010). As analysis was coming toward completion, it became clear
that the themes strongly clustered around the concept of resilience. A deep dive into the resilience
literature resulted in the decision for the final round of analysis to be informed by Ellingsen et al.’s
(2014) ABC-X model as the core elements helped to present the parents’ stories.

Pseudonyms were chosen for the children to protect their anonymity and that of their parents.
Quotations are used to illustrate the text, and labels are used to indicate the participants: child’s
pseudonym, followed by their mother/father’s name, as appropriate.

Findings
Demographics

Twenty-three narrative interviews were undertaken with 12 parents (three fathers and nine mothers)
from nine families (see Table 1). Matthew’s mother withdrew from the study after the first interview
as she said she found it hard to talk about their experiences and be audio-recorded. Anna’s parents
withdrew due to family issues. Both parents did not withdraw their data from the study.

Resilience, to a greater or lesser degree, was evident across all the parents’ stories. Parents
reported being able to manage adversity and reflect on and develop a resilient mind-set over time
about their child’s tracheostomy and health care needs. Parents reflected and recognised that there
were times when they exhibited higher levels of resilience related to caring for their child and times
when their resilience was lower. Parents talked about being constantly challenged and feeling
stretched by the demands associated with caring for their child; these challenges changed over
12 months as they developed resilience. Resilience themes that emerged from the data such as self-
awareness, grit, gratitude, internal locus of control and reframing came to the fore at different time
points (see Table 2). The three time points are used to structure the findings.

The first 3 months: Negative emotions and developing self-awareness and grit

The early experiences for parents of their child being ill were stressful, complex and complicated
and were often associated with negative reactions and emotions towards their child needing
a tracheostomy. The need for their child to have a tracheostomy challenged parents and they framed



Flynn et al.

Table I. Family demographics.

Family composition
(including child’s

Child’s age at time of

Who was interviewed and
number of interviews

pseudonym) tracheostomy Child’s principal diagnoses undertaken

Tom 6 weeks old Di george syndrome Mother and father

His mother and father and Three interviews
one sibling

Rose 4 months Small airway due to Mother

Her mother and father complex medical issues Three interviews
and one sibling

Sam 2 years Complex neuro disability Mother and father

His mother and father Three interviews

Melody 3 months Airway obstruction due to Mother

Her mother and father congenital abnormalities Three interviews

Matthew 4 weeks old Laryngeal cleft Mother

His mother and two
siblings

Freya

Her mother and father
and one sibling

Louise

Her mother and father
and one sibling

Jack

His mother and father and
one sibling

Anna

Her mother and father

3 months

I'l years old

9 months

4 weeks old

Vocal cord paralysis

Complex neuro disability

Subglottic stenosis

Pierre robin syndrome

One interview

Mother
Three interviews

Mother
Three interviews

Mother
Three interviews

Mother and father
One interview

Table 2. Overview of parents’ key feelings and aspects of resilience.

Time frame

Typical feelings experienced by

parents

Key aspects of resilience
developed by parents

The first 3 months (hospitalisation,

investigations, creation of a tracheostomy,

developing skills)

Months 4 to 6 (going home, managing initial

challenges of being home)

out the other side)

Negative emotions (shock, feeling
stretched, scared,
overwhelmed)

Readjustment and growth (feeling
stretched at times, relief,
support)

Months 7—12 (sustaining care at home, coming Feeling more positive (reflection,

hope)

Self-awareness
Grit

Gratitude
Internal locus of control

Reframing
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this as something over which they had little control. Parents described how stretched their life felt as
struggling to make decisions about their child’s surgery was often difficult, 7 was in shock, I was so
upset’ (Matthew’s mother). Parents reported their emotions as being stretched to the limit:

‘I was telling them, she needs to go to specialist hospital, she can’t breathe’ (Anna’s mother).

The parents talked of how scared they were when finding out that their child had life threatening
breathing issues. Parents described feeling that it was unfair that their child needed a tracheostomy
and perceived this to be the ‘end of the world’ (Sam’s father) with one father reporting having
a ‘breakdown’ as a result. Parents described initially feeling that their child needing a tracheostomy
was worse than other diagnoses, with Tom’s father saying it is ‘worse than having a mental issue’.

Reflecting on their emotions, as parents became self-aware about their negative feelings towards
the tracheostomy, such as how the tracheostomy relieved their child’s suffering. After watching his
son suffer with his breathing, modified his negative feelings Tom’s father explained:

‘you got to cope with it, it needs to be done, he is your child’ (Tom’s father).

All parents openly discussed their reservations associated with their child needing a tracheos-
tomy. The key reservation was the stigma they associated with a tracheostomy. However, when the
tracheostomy relieved their child’s breathing problem, they reflected that their initial negative
feelings had been ‘misplaced’ (Sam’s father).

Despite having undertaken the tracheostomy training programme provided by the hospital, all the
parents reported the constant worry about their ability to manage their child’s tracheostomy care
successfully. Parents found it tough when changing their child’s tracheostomy tube for the first time,
as this required them to overcome their anxiety about performing a task their child’s life depended
on. Anna’s father described how he felt ‘horrible, but I got to do it right for her’ and Sam’s mother
talked of how incredibly worried she was about the first tube change for her son, remembering
thinking: ‘7 am not going to be able to do it, but then I knew I had to do it’ (Sam’s mother). Anna’s
mother recalled her anxiety and emotions and indicated the grit needed to hold things together:

‘[T was] dead anxious... I was thinking what if it [tube] doesn’t go in. But it does and you do do it. It just
happens doesn’t it? But ....after I had done the trachy change, that’s when I panicked. I felt me body, you
know tears in my eyes and stuff ‘cause in a way, | was happy that I had done it. I was so anxious before
and it was very emotional, ...it’s a scary thing’ (Anna’s mother).

The parents demonstrated high levels of grit, determination and resilience in such situations and
these resources helped them face their fears.

Months 4 to 6: Readjustment and growth, developing gratitude and gaining an internal
locus of control

In months 4 to 6, parents experienced times of readjustment, growth and further challenges. Despite
having gained skills and become used to their child’s care, preparing to go home and the prospect of
facing other people’s reactions to their child’s tracheostomy renewed their anxieties and uncertainty.
Parents described feeling fill of nerves’ (Tom’s mother) and ‘worrying’ (Louise’s mother) about
their ability to cope at home.
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Parents talked about their worry and fears of venturing outside of their homes; Jack’s mother
perceived some places as being off limits. Parents also recalled the times when they had to deal with
other people’s reactions to their child’s tracheostomy. Melody’s mother recalled times when she was
in a supermarket and Melody needed suctioning and had been challenged people who objected to
her doing this. She described her response:

‘I just turned around and said, “Well do you prefer a dead baby next to you instead?”...... They said
“How dare you do that it’s disgusting, why do you do that in front of people?”. You just feel like....[it’s]
obviously something wrong and they don’t know how hard [Melody] had to literally fight to even be
alive, so it just annoys me more than anything, and I feel that they are too rude’ (Melody’s mother).

However, during this period, expressing a sense of gratitude that the tracheostomy had saved
their child’s life became a key feature of conversations and reflecting on this mitigated parents’
negative feelings. Feeling gratitude such as ‘we're really really grateful for it [tracheostomy]’
(Tom’s father), created a sense of well-being for parents. Parents valued the gift of their child being
alive:

‘So what, she got a trachy, she is here, she’s alive’ (Rose’s mother).

This brought a perspective which allowed them to move forward towards a more certain future as
a family.

Once parents had acquired the clinical skills and confidence to care for their child, an overall
sense of control came back to their everyday lives. The parents developed a strong internal locus of
control which helped them, as individuals, to buffer the effects of their negative experiences and the
external factors that were out of their control such as their child needing a tracheostomy. One father
discussed how he managed his son’s tracheostomy care with confidence, saying ‘/ts old hat now the
trachy, its nothing, you become use to it’ (Sam’s father). Parents took control emotionally, with one
mother explaining that she felt:

‘quite sort of proud that I can do this for my child, he has turned into a proper little boy now’ (Tom’s
mother).

By setting up routines and support networks parents established and maintained as normal life as
possible for their child and family. As things became calmer their child’s care became easier to
manage and, for one mother, being at home became was easier than ‘being in hospital’ (Freya’s
mother). However, some parents reported that being at home was not ‘easy’ (Jack’s mother) as they
were often challenged not only by their child’s changing needs but also by the need for care support
and having to:

‘battle for services and finding that tracheostomy trained person’ (Louise’s mother).

Parents valued and said it was important to draw upon the experiences of other parents whose
child had a tracheostomy. They talked of these parents being empathic and able to provide re-
assurance, noting ‘what we want is empathy not sympathy’ (Tom’s father). Overall, in months 4—6,
parents described how they took control of the situation and mastered the many transitions and
challenges of having a child with a tracheostomy.
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Months 7—12: Feeling more positive and reframing

In months 7-12, parents developed a new sense of themselves as parents of a child who had
a tracheostomy. This period was characterised by parents managing to bounce back from challenges,
becoming stronger and building a different life to the one that they imagined. Parents described how
they reframed their feelings about their child having a tracheostomy, explaining they now saw:

‘a different baby, you don’t even notice it [tracheostomy]’ (Sam’s father).

Seeing their child happy and stable made parents feel more positive and, in retrospect, they
realised that the tracheostomy had not been as awful as originally anticipated.

Reframing was evident in the way parents talked of being able to deal with whatever came their
way and how they perceived and faced their situation. Parents discussed how their child needing
a tracheostomy had ‘brought life into perspective’ (Rose’s mother). Reflecting on the past allowed
parents to reframe and see how far they had come, and they described feelings of having made it
through to the other side. As Jack’s mother explained: ‘7 am excited to see how further he goes, I am
very hopeful’ (Jack’s mother). Tom’s father talked about the difference in their perspectives as
parents 12 months after they found out that Tom needed a tracheostomy. His story is full of hope and
gratitude for the life they are living

‘When you think back to what we were doing this time last year. The simple things like the sun being out,
the sky is blue. It’s like remember last year when it was sunny we were stuck in the hospital, the sky was
grey for us and facing his trachy’ (Tom’s father).

A father also reflected that ‘it’s unbelievable, what a difference a year makes’ (Tom’s father).
Everyday family life that seemed unrealistic at the start became an achievable part of their lives.
Parents talked about how their child ‘actually got to go like a normal child would on her school trip’
(Melody’s mother). One mother explained:

‘we do the everyday stuff, he enjoys being around other kids’ (Tom’s mother).

Reframing played a significant part in how parents perceived and faced their situation, allowing
them to move forward with their lives.

Discussion

This qualitative study aimed to gain insight into the journeys taken by parents, over a 12-month
period, whose child needed a tracheostomy. The findings are considered alongside the construct of
resilience, to highlight both the risk factors that the parents faced, and resources and cognitions they
drew upon to respond to adversity and reframe their beliefs and lives. Put simply, resilience is
associated with the ability to bounce back or spring back into shape over time (Simpson, 2005).

This study showed that having a child with a tracheostomy changed the parents’ lives, making it
impossible for them to go back to their former state. Parents framed some of their experiences as
a struggle which had been emotional and shocking and described feeling stretched. However, their
experiences served to strengthen their resolve for the future.
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Resilience is evident in the stories the parents shared. Building from earlier ABC-X model
(Ellingsen, et al., 2014), the findings of this study resulted in the development of the ‘ABC-X Model
of Parental Resilience and Reframing’. The ABC-X Model of Parental Resilience and Reframing
(see Figure 1) draws upon four domains (A, B, C and X) of resilience and acknowledges that
throughout the first 12 months of a parent’s journey with a child requiring a tracheostomy, the
adversity (risks) they faced can fluctuate as can their responses and their levels of resilience. Domain
A focuses on the levels of risks. Domain B focuses on personal resources and situational resources.
Domain C focuses on cognitive factors. Domain X focuses on reframing which is the parent’s
response to their adversity.

Parents’ resilience was built during times of adversity and required them to draw on their
personal (internal) resources such as their determination or grit and self-awareness and their use of
situational (external) resources such as support networks (Rutter, 2012; Schofield, 2001). These
aspects are typical of Domain B in the model. As seen in other research focussing on parents of
children with chronic illness or disability, developing coping strategies (Fairfax et al., 2019) and
building resilience is key to helping parents manage adversity and mitigate the stressors they
encounter (Delaney, 2022; Lee et al., 2004; Luo et al., 2021). As the parents overcame and reflected
on each new experience, it was evident that they became more confident in managing the next
challenge. Resilience can be a protective factor for parents under pressure (Bristow et al., 2022;
McLoone et al., 2022).

The parents drew upon various personal resources including grit and gratitude in response to the
adversities they faced, and these internal resources helped them to accept that their child needed to
have a tracheostomy. Grit is emotional strength involving sustained diligent effort in the pursuit of
long-term goals with perseverance and passion regardless of adversity (Duckworth, et al., 2007;
Stoffel and Cain, 2018; Underdahl et al., 2018). Gratitude is a positive characteristic, an emotion
that is important in human relation (McCullough and Tsang, 2004); it promotes a shift in a person’s
thinking about what their life lacks to embracing what the good things in their life (Arnout and
Almoied, 2021). When grit and gratitude are present together, they can have synergistic benefits

Domain A: Risk

Levels of risk: intense risk, fear, uncertainty, unexpected diagnosis.
Accumulation of risk: negativity, pressures, managing it alone.

Domain B: Resources
Feeling Domain C: Cognition

Personal resources: grit, gratitude,
self-awareness. il Internal locus of control, feelin
Dstretched << -

Situational resources: parent more positive.
supporting each other, support
networks.

Domain X: Response

A process of reframing
An ongoing and iterative process

Figure |. The ABC-X model of parental resilience and reframing.
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(Kleiman et al., 2013) and studies have indicated that positive acknowledgements and gratitude are
associated with reframing and growth (Woods et al., 2007). Findings from this study show that by
acknowledging that the tracheostomy relieved their child’s breathing difficulties, gratitude meant
that parents were able to positively reframe their situation.

Self-awareness played a role, particularly in the early stages of their journey, when despite the
threat to their child’s life, they were resistant to the idea of a tracheostomy. However, in the light of
seeing their child suffer, parents regulated and modified their negative feelings towards their child’s
tracheostomy. Another study that explored self-understanding for parents whose child had a dis-
ability came to similar conclusions, noting that self-awareness alongside reflection were crucial
factors that strengthened parents’ own values (Haugstvdet et al., 2013).

After the initial periods of uncertainty and anxiety, parents in this study acquired the clinical
skills to care for their child and regained a sense of control in their everyday lives; this is reported in
other studies (Wilkinson et al., 2020). This internal locus of control is an important aspect of the
model (Domain C). Parents took control emotionally and intellectually and mastered the many
transitions and challenges of having a child with a tracheostomy; this was an evolving process and it
helped them to become resilient and feel less stretched. In this study, as in other studies, the mothers
took primary control of their child’s care and tended to be more involved in clinical aspects of care,
with the fathers adopting the role of main wage earner (Craig and Bittman, 2008; Craig and Mullan,
2010; Cardinali et al., 2019). However, caring for a child with a chronic condition is a family
endeavour and fathers are involved in clinical care (Cardinali et al., 2019). Fathers also experience
stress and guilt related to juggling their work and home lives, whilst trying to maintain normality
(Hobson and Noyes, 2011). Other studies exploring resilience and an internal locus of control of
parents whose children have a disability and cerebral palsy concluded that an internal locus of
control can act as a protective mechanism to resilience (Rajan et al., 2018) and may enhance the
development of resilience-related qualities (Cohen et al., 2008).

Reframing has been described as a coping strategy which can foster positive growth that, in turn,
helps foster resilience (Booth, 2015). Reframing has been reported as the maternal need to
‘cognitively restructure’ a situation that is painful and hard (Krstic et al., 2017: 391] and involves
changing the way people see things (Thorpe, 2012). When reframing occurs, both emotional and
behavioural changes follow helping people to further manage and resolve the stress (Samios and
Baran, 2018). Hope can play a key role in reframing (Cousineau et al., 2019). In this study, re-
framing (Domain X) created the conditions from which parents bounced back from situations of
adversity. As the parents became accustomed to situations that had initially challenged their
perceptions and made them feel stretched, they reframed their views, and were able to move on.
Inherent within the structure of reframing, was the parents’ belief that they had the resources they
needed to make the desired change and redefine their negative situation into a positive one. Other
studies of parents of children with chronic illness propose that parents would benefit from
a compassionate approach from health professionals (Cousineau et al., 2019), family-focussed
practices (Delaney et al., 2022; Lopez-Vargas et al., 2019) and interventions to support and cultivate
parental resilience (Delaney et al., 2022; Lopez-Vargas et al., 2019; Luo et al., 2022; Qiu et al,,
2021).

Having a child with a tracheostomy changed the parents’ lives. Despite the struggle, shock and
emotion they drew on their personal and situational resources, developed a greater sense of control
and more positive thoughts (cognitions) about their situation. They reframed their perspectives and
built resilience in relation to their child’s care and the challenges arising from their need for
a tracheostomy.
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Study limitations

Despite a large catchment area, recruitment was limited to one specialist paediatric hospital, so the
parents’ experiences of immediate and ongoing specialist care are not necessarily typical of other
settings. More mothers than fathers participated reducing the transferability of paternal perspectives.
The inclusion criteria required fluency in English; this criterion means that the findings are not
necessarily reflect stories told in different languages and from different cultural perspectives. The
positionality of the lead researcher (AF) may have influenced data collection as she had a pro-
fessional relationship with all participants and despite measures to address an imbalance in the
power relationship, this could have impacted on recruitment and data generation. Additionally, as
anovice qualitative researcher some opportunities for more in-depth interviews or deeper analytical
sights and interpretations may have been missed.

Implications for practice

This study has highlighted key points, challenges and elements of parents’ journeys when caring for
a child requiring and having a tracheostomy. In recognising the timepoints when parents may be
especially vulnerable, professionals should be proactive in the provision of information and ad-
ditional support. The ABC-X Model of Parental Resilience and Reframing offers a useful
framework for appreciating parental experiences and the risks, responses and the resources drawn
on by parents; it could inform practice by encouraging a focus on supporting capabilities and
identifying resources. However, the model needs further investigation across a wider population of
parents including those who do not speak English.

Conclusion

This is the first longitudinal qualitative study to use resilience as a construct to explain the journeys
taken by parents whose child needed a tracheostomy. The importance of this research lies in the
foundations it lays for new ways of working and supporting parents whose child requires a tra-
cheostomy. There is clear evidence that parents develop resilience over time and the ABC-X Model
of Parental Resilience and Reframing shows how this occurs and identifies opportunities for their
resilience to be fostered and supported by health professionals.
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