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Purpose: In a recent pediatric nursing research priority setting study, youth, parents and healthcare 

professionals included ‘practical and emotional support’ among the top ten areas to focus on.  The 

aim of this study was to explore the support needs of parents who have a child with medical 

complexity living in the family home. 

Design: Exploratory with a qualitative inductive approach. 

Methods:  Semi-structured interviews with 12 mothers of children living with heterogenous medical 

complexity. Interviews were recorded, transcribed and analysed using thematic analysis. The COREQ 

checklist was used as a reporting guide. 

Results: Three themes were tied together by the finding that participants identified as ‘a parent 

first’. The first theme represents the early days where participants desired emotional and practical 

support for becoming a parent of a child with medical complexity. In the second theme, participants 

desired more support for the discharge home from the hospital. In the last theme, participants 

described high levels of knowledge and expertise in relation to their child’s unique needs and 

desired highly accessible support for keeping their child out of hospital. 

Conclusion: Parents’ support needs change over time and are similar despite the heterogeneity of 

their children’s medical complexity. Parents seek services that support an independent family life 

and are responsive to their confidence and competence in caring for their child at home.  

Practice Implications: Interventions should be tailored to the changing support needs of parents over 

time.  
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Background 

Caring for a child with medical complexity places extraordinary stress and burden on parents, 

caregivers and their families (Allshouse et al., 2018). Listening and responding to these issues is 

important when determining appropriate services to support parents. While in the past it was 

common for children with medical complexity to remain in the hospital (Perrin, 2002), today most 

children are discharged home to the care of their family as long-term hospitalisation is not 

considered ideal (Davies et al., 2014; Gold et al., 2016). The family home is not a clinical setting nor 

are the majority of parents healthcare professionals, yet the burden of providing complex medical 

care in the home is largely shouldered by the child’s parents. Parents must become expert care 

providers. They need to develop a high level of medical literacy (Rennick et al., 2019) including 

additional specialist skills such as changing tracheostomy tubes to help their child live at home. This 

level of care is life-long and often involves technology dependence (Allshouse et al., 2018).  

Providing long term care to children with medical complexity is complicated and the issues faced by 

families are multifaceted (Boss et al., 2019; Chan et al., 2019; Hobson & Noyes, 2011; Woodgate et 

al., 2015). Despite this, there is a paucity of research exploring how parents of a child with medical 

complexity living at home can be better supported. 

Children with medical complexity are a group of children who live with rare and severe, functionally 

limiting and complicated life-threatening health conditions (Cohen et al., 2018; Kuo et al., 2016). 

While there is still no universally accepted definition of the term ‘child with medical complexity’ 

(Gallo et al., 2021) most authors conform to that first put forward by Cohen et al. (2011) which 

identifies these children as having multiple service and/or specialist needs, one or more severe or 

medically fragile conditions, and substantial functional limitations accompanied by increased health 

care use. The number of Australian children who meet this definition is unclear, however Srivastava 

and colleagues (Srivastava et al., 2016) operationalised this definition with ICD-10 codes and 

identified that Australian children with medical complexity accounted for almost 50,000 admissions 
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to hospital in 2010-2011 alone, at a cost to the health system of more than $AUD620 million. These 

figures suggest that this population is significant, even if it is not large.  

Children with medical complexity are a highly heterogenous group. In the study undertaken by 

Srivastava and colleagues (2016), the research group selected ICD-10 codes according to one of 

three characterisations: childhood medical conditions associated with high morbidity and mortality 

that are expected to last longer than a year; a static or progressive neurological impairment typically 

resulting in functional and/or intellectual impairment; and children who are dependent on medical 

technology (Srivastava et al., 2016). These ICD-10 codes were first selected by Cohen (Cohen et al., 

2012) and number in the several hundred. Given this level of heterogeneity, it is not surprising that 

families raising these children face issues that are multifaceted. A large body of research over a 

considerable time frame and in multiple contexts demonstrates the impact on parents, and the 

frequency of unmet parental support needs (Choi et al., 2020; Shudy et al., 2006). Increasing 

attention has been paid to the specific burdens parents experience, such as financial and social 

hardships (Thomson et al., 2016), the time demands (McCann et al., 2012) and sleep disturbance 

(Angelhoff et al., 2015). The most recent research in relation to parental burdens appears to be that 

of Page and colleagues (2020), who identified three key themes: the degree and constancy of 

parental responsibility; the impact on parental time, parental sleep and siblings; and finally, the 

demands that becoming an expert in the child’s care has for parents. The researchers conclude that 

the burden on families is greater than generally appreciated by both health professionals and the 

broader community and recommend that parents have access to greater support (Page et al., 2020).  

In a recent nursing research priority setting study, youth, parents and healthcare professionals 

wanted ‘practical and emotional support’ among the top ten research areas to focus on (Morelius et 

al., 2022).  Despite the well-established recognition that parental burdens are high, and support 

needs largely unmet, much of the research exploring what parents desire in the way of support 

appears to be relatively narrow in focus. For example, Desai et al. (2016) investigated caregiver 
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needs during the child’s transition from hospital to home, undertaking their research interviews in 

the first three months post discharge. This time period is critical but also of short duration relative to 

the lives of parents caring for a child with medical complexity. Similarly, a study by Mai et al. (2020) 

investigated the specific needs of caregivers caring for a child with a tracheostomy at home. While 

important to this subset of children, the findings are not always easily generalised to other children 

with medical complexity. In the current study, the research group was interested in the principles of 

support that parents of children with highly heterogenous medical needs identified as their priority. 

The aim of this study was to explore the support needs of parents who have a child with medical 

complexity living in the family home. 

Methods 

Design 

The research design was exploratory with a qualitative inductive approach.  

Setting  

The study was undertaken at a paediatric tertiary hospital in Australia. Australia has a universal 

health care scheme funded through general tax revenue, and a National Disability Insurance Scheme 

(NDIS) which provides some additional disability support for eligible individuals.  

Inclusion criteria 

The inclusion criteria were parents above the age of 18 years whose child (0-18 years) had a medical 

complexity and was enrolled in the hospital based ‘Connect Care Program for Kids’. The Connect 

Care Program for Kids is a care coordination service for children with medical complexity and their 

families. Sixty-six families were enrolled in the service and eligible to participate in the study. One 

parent from each family was invited to participate.   

Participants 
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Families with a child enrolled in the Connect Care Program for Kids were emailed or telephoned by 

nurses from this service for permission to share the family’s contact details with the nurse 

researcher conducting the interviews. Many parents were interested but also indicated that their 

lives were busy. Twenty-five families gave consent for this to occur. Introductory emails were 

followed up with a phone call approximately 10 days later to gauge interest and answer questions.  

On the day of the interview some children were in hospital, some had summer holidays, some 

parents had time away from their caring role and some could not respond to the call. Twelve parents 

took part in the interview and since this generated rich data and information, no further attempts 

were made to contact more families. The twelve participants were all mothers living either in, or 

close to, the capital city. The age range of the children with medical complexity was 2 to 16 years 

(mean age 10 years). Four of the children were girls, eight were boys (see table 1 for descriptive 

data). Participants described their children as having a broad range of medical complexity but due to 

being a small cohort of families were some children have rare diagnoses and many families know 

each other, the individual diagnoses are not included. Instead, their medical problems have been 

categorized related to acquired brain injury, cardiology, congenital/syndrome, developmental, 

neurodevelopmental, neurological, premature birth, respiratory/airway (see table 2). Parents 

reported that they provided their child with a range of specialised care, including intravenous 

infusions, peritoneal dialysis, enteral feeding, tracheostomy care and mechanical ventilation. Some 

children required daily assistance, while other children required assistance only on an intermittent 

basis. At the time of the interview, eight of the 12 children received the additional NDIS support. 

Despite the availability of interpreters, no non-English speaking parent chose to participate. 

 

INSERT TABLE 1 AND 2 HERE 
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Data collection 

A review of the literature shaped the semi-structured interview guide (figure 1). The term ‘support’ 

was not defined for participants, who were encouraged to interpret the term in the most personally 

meaningful manner. While the interview guide shaped the content of semi-structured interviews, 

the wording, sequence, and probing questions were used flexibly and conversationally. At the end of 

the interview brief demographic data was collected. Individual interviews were conducted between 

October 2020 and January 2021 by the first author (AM). The average duration of interviews was 38 

minutes (range: 15 minutes to 1 hour 20 minutes). Nine interviews took place over the phone and 

three face-to-face according to the participant’s preferences. The child with medical complexity was 

frequently present with the parent during interviews, and in one case the father of the child was also 

present to assist with the child’s medical care but did not take part in the interview. Interviews were 

audio-recorded and transcribed verbatim. Each transcript was checked for accuracy against the 

original audio recording. Data was de-identified at the point of transcription.  

INSERT FIGURE 1 HERE 

Data analysis 

A thematic analysis of the interview transcripts was undertaken following the six steps outlined by 

(Braun & Clarke, 2006). This method provides a flexible but clearly articulated sequential method for 

conducting the rigorous analysis of a qualitative data set. Data was organised in NVIVO 12 by the 

first author (AM) (QSR International, 2018). In the first step, transcripts were read multiple times to 

promote familiarity with the data and initial notes were taken regarding ideas and interesting text.  

During the second step, interview transcripts were reviewed line by line to identify data 

corresponding to the aim and coded in vivo to preserve the original voice and meaning of 

participants. Codes were grouped into initial themes according to similar patterns and ideas in an 

iterative process in the third step. Identified themes were reviewed and refined by two of the 

authors in the fourth step (TA and EM), with some themes collapsed and other themes further 
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refined into new themes as data analysis progressed. During the fifth step of analysis the identified 

themes were discussed among all authors, with consecutive discussions further refining the 

emerging themes and sub-themes (see table 3 for an example of the data coding and analysis 

process). Finally, the findings were written up, the sixth step in the data analysis process. Participant 

demographic data was reported as descriptive statistics. 

INSERT TABLE 3 HERE 

Ethical considerations 

Ethical permission was provided by appropriate review boards. The study was conducted in 

compliance with the research protocol, Good Clinical Practice and Department of Health regulatory 

requirements (OD 0411/12). All study participants provided written consent to participate. 

Participants had the right to withdraw from the study at any time without repercussions. No 

participants withdrew from the study. 

Research team  

The four members of the research team are female Registered Nurses with extensive experience in 

paediatric nursing. The research interviewer had no prior relationship with the participants and was 

an experienced child and adolescent mental health nurse. Part of the team were also two consumer 

representatives, one female and one male. They provided valuable insight and information 

throughout the research process with special emphasis on the design of the study and to validate 

the findings.  

Results 

During the analysis three themes were identified: becoming the parent of a child with medical 

complexity, learning to manage at home, and parent as expert. Each theme included two to three 

sub-themes and were tied together by the overarching theme, a parent first. All participants 

identified themselves as a parent first, demonstrating strong bonds of connectedness with their 
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child. When they first became aware that their child had complex medical problems participants 

described that they experienced a strong sense of losing control in their lives. Support needs 

identified by participants throughout the journey from the initial period of finding out their child had 

complex medical problems to establishing a settled life at home were oriented to overcoming the 

initial loss of control experienced and subsequently re-establishing and maintaining a sense of 

control in the child and family’s life. 

Becoming the parent of a child with medical complexity 

From the moment their child’s medical problems became apparent parents identified that their 

immediate priorities were being with their child in the hospital, learning more about their child’s 

medical situation, and becoming competent to undertake their child’s routine medical care. 

Irrespective of whether there were older siblings in the family, many participants reported that 

becoming the parent of a child with medical complexity was a unique experience, marked by the loss 

of typical parenting rights and expectations. Parents wanted to reassert these rights and be a parent 

first. Shock and grief were a common response to finding out that their child had complex medical 

problems and precipitated a sense of having lost control over their own life and their child’s life. 

Support for feelings of grief, the loss of important early parenting opportunities and learning about 

their child’s complex medical condition were key support needs during this time. 

Support for difficult emotions 

Becoming the parent of a child with medical complexity triggered strong feelings of sadness and 

grief, related to the participant’s sadness for their child’s medical struggles, their inability to protect 

their child from invasive medical interventions, and their feelings of loss in relation to hopes and 

expectations for the future. Notably, the need for emotional support was almost never directly 

articulated by parents but presented as a consistent undercurrent throughout interviews. Only a 

minority of participants reported receiving professional psychological support during this time, and 

when they did, these appointments did not always meet their needs.  
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Whilst some participants found out they were to become the parent of a child with medical 

complexity before their child was born, a number of parents reported that their child’s medical 

problems were not easily labelled, describing years of diagnostic and treatment uncertainty before 

gaining clarity. While emotional support needs were especially high during the early weeks and 

months after finding out their child had complex medical problems, paradoxically this was also the 

time participants were least likely to prioritise or seek support for those needs. While all participants 

acknowledged the intense emotions involved in caring for a child with medical complexity, some 

parents were reticent to discuss the emotional aspects of their experiences. Several participants 

indicated that the practical demands on their time precluded an opportunity to reflect on their own 

emotions, one parent said: 

The medical people … were struggling just as much as we were because nobody knew 

anything about anything… [My child’s] condition has proven to be unusual even in the 

scheme of the actual condition itself…. they would try something and then realise [it’s] not 

going to work in him… I probably had postnatal [depression] I would suspect. Never really 

got it diagnosed, didn’t have time to be honest. You just do what you have to do to get 

through. (P10) 

Some participants desired professional psychological support through the hospital, while other 

participants perceived that emotional support needs should be met through informal channels such 

as their partner, or family and friends. Although emotional support needs underpinned all the other 

support needs parents identified, the first and most frequently discussed support need participants 

identified early in their child’s life was assertive recognition of, and practical assistance to enact their 

role as a parent. 

Practical support for parenting 

While participants were highly cognisant of the need to prioritise timely medical interventions for 

their child, parents reported that their child’s right to assertive parenting and their own right to 
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parent their child were overlooked when their child required intensive medical care. This most 

commonly occurred early in their child’s medical journey and following emergency hospitalisation. 

Holding their child or accompanying their child to the theatre for surgery could be difficult for a 

variety of reasons, but participants emphasised that adequate practical support could overcome 

these challenges. Parents wanted to reassert their rights to be a parent first: 

I didn’t get to hold him when he was born… It’s a sore point because most parents… get to 

hold them when they’re born… He got his first surgery when he was 3 days old… proper 

surgery. And I wasn’t there for that… [Staff need to] help someone hold their child instead of 

[saying] ‘it’s too hard’ because there’s too many [devices] attached. I know it’s hard, but … 

kids thrive on their parent’s touch… and it helps with the healing … it’s really hard sitting 

there by your child’s bed when you can’t touch them and they’re in pain. (P7) 

Support that builds understanding 

Consistent with wanting to be a parent first, participants described needing substantial 

informational support to equip them in their role as a parent to a child with medical complexity. 

Where participants had been provided with a diagnosis, they often described never having heard of 

their child’s condition before. Other participants undertook the role of detective, trying to find a 

diagnostic label when medical staff were uncertain. Being a parent first drove the need for 

informational support that would help them understand their child’s current medical situation and 

likely future health needs. While participants were highly resourceful and sought information from 

all manner of sources, at a service level parents explained that they wanted communication with the 

health professionals caring for their child that was open, explanatory and acknowledged their role as 

parents: 

Taking the time to actually sit a parent down and say ‘ok, this is our plan, this is what we 

intend to do. Hopefully this will happen, if not then we will think of a back-up plan’ … 

because people ask the parents all the time ‘what’s happening? When’s your baby coming 
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home?’ and if the parent has absolutely no answers it’s very stressful… because it’s like ‘I 

don’t know. I know nothing. I don’t even know when my baby is coming home.’” (P7) 

Learning to manage at home 

Participants unanimously emphasised that the transition to home was a critical time point in their 

journey as parents. Despite the fact that many participants had been caring for their child in hospital 

for many months, participants reported that the transition home was fraught with worries. They 

desired assertive support to boost their confidence, address unexpected questions and effectively 

navigate the disability support system. Caregivers specifically desired support from health care 

providers that were familiar with their child’s unique needs and wanted practical guidance from the 

hospital about negotiating in-home supports that would facilitate care for their child post-discharge.  

Support for parent-led readiness for discharge 

Participants’ children were aged between 2 years and 16 years, providing a wide range of 

experiences in relation to transitioning home. Some described being discharged home, with little in 

the way of support. This was more common where the child was older and had not been expected to 

survive at the time of their birth. Participants with younger children more frequently reported 

experiencing a graduated discharge home, involving multiple occasions of spending several hours at 

home followed by a return to the hospital. This typically only occurred after the parent had spent 

many months competently and confidently caring for their child in the hospital, but participants 

noted that this confidence did not translate directly to the home environment.  

The most stressful element when participants first took their child home was the heavy feelings of 

responsibility caring for their child alone. Although parents emphasised wanting to be a parent first 

to their child, participants reported feeling apprehensive and fearful. Some participants found 

themselves awake at night watching their child breathing, while other participants became 

hypervigilant, certain that only high levels of alertness would keep their child alive. Once discharged 

home, parents identified that they frequently needed prompt medical advice, articulating a need for 
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specific knowledge and expertise in relation to their child’s case that they could access 24 hours a 

day, 7 days a week. This single point of contact was seen as important for reassuring parents when 

things could be managed at home and when a return to the hospital was urgent and required. 

A particularly frightening time for parents in the early days and weeks at home with their child 

occurred in the context of medical emergencies. To a degree medical emergencies were expected 

and anticipated, but preparation and planning did not entirely guard against feelings of fear and 

even paralysis when emergencies occurred: 

When we were in hospital … the nurses would barely come and check on us because they 

knew that I’d [manage his routine medical needs] … so you do get very comfortable [with 

that]. But when you’re at home with them and they’re starting to desaturate and you’re a 

little bit confused… Even the most confident of us panics because we’re not medical. Having 

that reassurance and that core group of people you can contact … was a massive help to me. 

[Someone liaising with the emergency department] was a massive, massive help when 

you’re already panicked that you’re driving into [the hospital] with a child that’s de-

saturating. You don’t want to have to go through the rigmarole of [telling your story]. (P3) 

While participants who experienced a more gradual discharge home felt that this was helpful, 

participants emphasised that they wanted their transition home to be family-led, permitting the 

family to incrementally become more confident and ready to be at home: 

What would help … is to slowly build up the days that we stay at home. That includes 

overnight stay. And then the family can give feedback, ‘actually, I’m not ready’, ‘actually, 

what should I do if this happens?’, or ‘this happened last night at home’. And then they can 

be more prepared when they are finally, officially discharged… because it’s a big step to the 

family. It’s not easy to have a sick child. (P11) 
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Support for navigating “the system” 

In addition to learning to manage their child’s routine medical care, participants also had to learn to 

navigate the systems that contributed to their child’s ongoing care. Participants emphasised that this 

was a component of being a parent first, but the task took up enormous reserves of energy and was 

largely something participants learnt through their own efforts or through trial and error. 

Participants emphasised that support for learning to navigate these systems was highly desired and 

participants who had developed this expertise were in no doubt as to the benefits of this 

understanding:  

I’ve been in the system long enough to be able to navigate what I need competently and 

confidently - which I think is a huge thing. I couldn’t have said that at the beginning but now 

I absolutely know what I need to do. (P10) 

A significant aspect of the disability support system was engaging disability support workers 

(‘carers’) to provide direct care to their child in the family home. Given the high level of complex 

care demands, the majority of participants had disability support workers coming into their homes, 

simply so that they could function in their every-day lives. Several parents described highly valued 

support workers who had been with them for many years and were well-integrated into their 

family’s life: 

[My child] adores her …. [The carer] knows [my child] probably just as well as we all do. 

We've had [this carer] for about 10 years, so she really does know our family and [my child]. 

I trust her with everything … she's been trained to do all that stuff... She knows the signs 

better than my husband that [our child] is getting unwell… I’m very lucky to have someone 

who's … on board with us and she's pretty much part of the family these days. (P4) 

Having support workers who were skilled, competent, caring and trustworthy was the goal for most 

families, but several participants reported that these individuals were not always easy to source. 



13 
 
 

Even where carers were available, participants emphasised that they could only leave their child in 

the care of someone who had appropriate training, experience with the medical devices they were 

managing and was reliably effective in an emergency:  

[Carers] usually get sent to us when they’ve only done the written [training] and not even 

handled a tracheostomy before. So it takes a lot of training [for them] to be competent 

enough for you to leave your child with them, while you got off and have a shower… or go 

shopping for half an hour. That takes many months for that trust to be established… You 

actually have to, like, test them in situations. You know, ‘okay, my son’s just fallen over, his 

tracheostomy’s out, what are you going to do?’ (P7) 

The need for effective, trustworthy care for their child at home led many participants to take on the 

bulk of direct caregiving themselves, adding to the caregiving burden and highlighting the necessity 

of effective support for children with medical complexity in the home.   

Parent as expert 

Once settled at home, most participants wanted to stay out of the hospital as a matter of priority. 

Highly aware of their child’s unique needs, parents asserted that their child was more comfortable at 

home where family routines could be maintained, and their child’s needs most effectively met. This 

theme was a stark contrast from the preceding theme where participants initially felt fearful about 

managing their child’s care alone. In this theme, participants not only felt competent and 

knowledgeable about their child’s care, but they asserted their rightful expertise as a parent first and 

sought to retain control of the decisions that impacted their children. 

Support for averting parent-predicted medical crises 

Participants were uniformly highly reluctant to attend the hospital emergency department and went 

to great lengths to keep their child as well as possible to avert a medical crisis. To achieve this some 

parents had built highly effective relationships with their local doctor who they perceived was more 
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open to being guided by the parent’s expertise. Parents identified that taking their child to the 

hospital exposed the child to boredom, distress, unfamiliar caregivers and an increased risk of 

nosocomial infections. In addition to retaining control of their child’s care as a parent first, parents 

also considered the impact of a trip to the hospital on siblings and family resources such as time and 

money. Parents described seeking pre-emptive help from a local doctor to avoid predicted medical 

problems, such as getting a script for broad-spectrum antibiotics because a PEG insertion site might 

be becoming infected, or already having a request for a chest x-ray in case their child’s chest got 

worse:  

I will not bring him in [to the hospital] unless it's in the back of an ambulance, and we're 

coming through those doors to resus… [one] weekend… I knew that something was going on 

…  I'd drilled the [family doctor] [about what to do] …[but] I ended up calling in an after-

hours company. I explained his condition .... two of them came straight away. [They] gave 

him [medication] … [and] a script if I needed more. [They rang] the hospital, [and] told them 

what had happened… You need to support us to stay out [of hospital]. (P12) 

 

Support for a smooth experience at outpatient clinics  

Parents reported that effective outpatient care was an important contributor to meeting the child’s 

broader complex health needs and keeping the child out of the hospital. Parents also reported that 

visits to outpatient clinics were frequently highly stressful, placing additional burden on their 

children and on themselves. This was a source of considerable frustration for participants because 

these stresses were perceived as unnecessary and modifiable. 

Participants asserted that the most valued aspect of hospital outpatient appointments was a system 

that recognised the child’s unique and specific needs, for example hospital systems that were 

effective in recalling their child for follow-up appointments at appropriate intervals without constant 

follow-up from the parent. Once arranged, participants wanted appointments that ran to schedule, 



15 
 
 

utilised equipment appropriate to the age and size of the child and considered the child’s specific 

tolerance for such activities. Many parents were frustrated that appointments were scheduled in a 

manner that caused the child further distress, such as long periods of fasting while awake, or 

extended periods of time waiting in busy hospital waiting rooms:  

I feel like I'm just a broken down record all the time when I get a phone call to say “we’ve 

booked [your child] in for … 4 o'clock on Friday. Can you get here at 8 o'clock in the 

morning?” [And I think] ‘oh my god, here I go again’. [My child is a teenager] but mentally 6-

12 months. She doesn’t understand the fasting process, if you can get her in and out of 

appointments… the quicker you’re in and out the better. (P8)  

Many participants reported being unable to phone or otherwise contact specialists in outpatient 

clinics and outpatient appointments were typically the only opportunity participants had to access 

specialist medical advice. Several participants reported that these appointments were often 

cancelled at short notice, a source of significant frustration. Participants perceived that hospital 

appointments were difficult enough to accommodate without these additional stressors:  

We were on our way to an appointment [at the hospital] … [when] for the third time in a 

row, I was 10 minutes from the hospital, and they rang me to cancel the appointment. The 

third cancellation in a row, that year. And I really needed to see [the specialist] to discuss 

[my child’s] medication because she was so unwell… They knew I would have been on my 

way to the hospital that day, and to ring while I’m 10 minutes away and say, “I’m sorry we 

need to cancel your appointment again”. It’s just not good enough. (P8) 

Even where appointments went ahead, these were often a source of frustration: 

An appointment that should take 15 minutes quite often ends up taking 3 hours, just 

because of waiting times, or there’s a test, or you have to go and get medications… you’re 
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spending three or four hours doing something that literally should have taken 20 minutes. 

(P10) 

What participants valued the most about outpatient hospital visits was being personally known to 

the staff at the clinic. This was especially important of the health professionals providing direct care 

to their child, but also included reception and administrative staff. Being perceived as a stranger 

when they had spent years coming to the hospital with their child left participants feeling ‘like a 

number’. By contrast, being personally known meant being recognised by sight, being warmly 

welcomed, being a familiar case to their child’s clinician and feeling that they were in a partnership 

with the specialist staff.   

Second only to ‘being known’ was communication between the specialities their child was engaged 

in. Many participants reported taking on the role of coordinating their child’s care because 

communication between specialities and departments was lacking. Although participants perceived 

that being a parent first meant having some oversight of their child’s treatment plan, they perceived 

that complex interdepartmental communication between specialist teams was well beyond this 

scope. Despite this, participants described having to update each outpatient clinic about previous 

appointments with other specialities prompting frustration and incredulity: 

[Clinicians] spend the first 5, 10 minutes looking through her file... [and I think] ‘shouldn’t 

you already have done that?’ I feel like I have to repeat myself a lot, where I shouldn’t need 

to. [Once] the file was still in [one specialty] when it needed to be in [another]. They were 

getting angry and needed someone to go and search for it. I remember sitting there and 

thinking ‘my god, really?’ (P8) 
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Support for the long haul: Parental wellbeing 

While the majority of participants agreed that their personal wellbeing was impacted by their caring 

responsibilities, many had difficulty verbalising their own support needs. Most participants 

interpreted their needs in relation to being a parent first. That is, how they could care better for 

their child, such as being less fatigued or having more financial resources. Despite this, participants 

articulated a need for ongoing emotional and practical support that was clearly different from that 

required in the weeks and months after their child’s medical problems became apparent.  

While parents adjusted to having a child with medical complexity, parental emotional support needs 

did not dissipate over time. Partly this was in consequence of witnessing their child experience 

frequent traumatic medical episodes, but it was also related to the impact caregiving had on factors 

that might promote positive emotional wellbeing such as sleep and employment. The support of 

partners, family and friends was identified as critical to emotional survival during these times, while 

participants who did not have access to this type of support spoke of the negative impacts this had 

on them. While occasionally participants desired formal psychological support for these events, 

most participants accepted these circumstances as inherent to parenting a child with medical 

complexity. What participants would not accept was a lack of acknowledgement for the effects and 

implications of their life circumstances. In particular, participants wanted health and disability 

services that made things easier, not more difficult:  

We have to leave an hour beforehand because of the traffic… then you get [to the hospital] 

and the stress begins because there's no car parking… you have to find disabled spots 

because of the wheelchair. You have to get the wheelchair out. If he's having a meltdown 

that's another couple of minutes you’ve got to stop. [Then you’re] trying to get all his stuff 

together… [and] trying to get him to the appointment… some of the appointments, if you're 

10 minutes late they'll reschedule on you. But they can keep you waiting for an hour and a 

half, two hours. (P9) 
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In addition to emotional support needs precipitated by traumatic experiences, participants also 

identified barriers to activities that might otherwise promote emotional health and wellbeing. Sleep 

was the most identified casualty. Many participants had their child sleeping in their room with them 

and some participants described undertaking caregiving tasks every two hours throughout the night, 

seven nights a week. Other participants described their sleep as very light and explained that even 

while asleep they remained constantly alert to the possibility their child might need them. 

Participants emphasised that they were a parent first and did not necessarily want someone else 

caring for their child overnight, perceiving parental input to be critical to their child’s wellbeing, but 

they recognised the implications poor sleep could have on their own emotional wellbeing and 

capacity to mentally organise the various elements of their child’s care: 

My memory is shocking. I don't know if it's because I don't get a lot of sleep, but even when I 

write little notes to myself, I still forget the note. [If there was] someone [at the hospital] 

who knows what they're doing… [to help me] keep on track of everything [that would be 

helpful]. (P6) 

After sleep, the topic participants identified most in relation to their overall wellbeing was the 

question of paid employment. Half of the participants were in some form of paid employment, with 

many identifying this as very important to their wellbeing:  

I just know that I need to [be in paid employment] … I’m aware that I need to have a strong 

mind, so that my body will have enough energy to do it…. It gives me a bit of normality 

which I think is important for me to be more effective at home… that’s one of the things that 

I won’t let go. (P11) 

Other participants wanted to be in paid employment but found that this was not easily combined 

with government income support: 
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I'd love to work, yes … [but if you] work part time you lose your carer’s pension. And it took 

me just over three years to [get it]. I had to apply two or three times for it because [her 

diagnosis] is so rare. All the medical forms and government forms are all normal sorts of 

[medical conditions]. So when it's [a] rare [condition]… you can't tick any of the boxes … it 

does make it quite hard [to get income support] … [and] if I lose it I get nothing when I'm not 

working and I’m home looking after her. It's definitely a hard one. (P2) 

Not all participants desired to be in paid employment. Some participants identified that their child’s 

care needs constituted a full-time job, while for other participants the idea of paid employment was 

no longer attractive:  

If I went back to work in my field I'd be sacked on the first day… if I had to sit down with a 

group of disgruntled managers or employees I'd sit there [and say] ‘are you serious? You 

want to squabble about him not talking [to you]?’ Like, get a life. Come and live at my house 

and I'll show you what life's about. (P12) 

Discussion 

This study explored the support needs of parents who have a child with medical complexity living at 

home. Participants described that they felt a sense of losing control in their lives when their child’s 

medical problems first became apparent and sought to assertively re-establish control over their 

own lives and the lives of their children. While participants in this study frequently spoke about the 

challenges they experienced, participants also made it very clear that that they wanted their child 

living at home with them and desired to provide their child with the best possible quality of life.  

The current study confirms previous findings that parents caring for a child with medical complexity 

experience a high caregiving burden, that this does not diminish with time and is substantially 

outside of the ‘normal’ parenting role (McCann et al., 2012; Smith et al. 2022). For instance, parents 

of children with chronic conditions have described that they do not receive much respite and annual 
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leave is often used for the child’s appointments and procedures at the hospital. Moreover, that 

simple every day events and travels are difficult due to the equipment required for the child (Smith 

et al., 2022).  Similarly, the high need for social and psychological support is not a new finding 

(Beresford, 1996), and the largely unmet nature of parental support needs is well-established 

(Collins et al., 2020). Children grow up within a social and ecological framework (Bronfenbrenner, 

1977) and advances in developmental science confirm the important neurobiological relationship 

between optimal child development and a broad definition of family wellbeing (Berger & Font, 

2015). Unmet support needs are therefore of considerable concern, not only for parental wellbeing 

but for the development of their children.  

However, new is the finding that support needs varied over time in recognisable phases identified in 

the three themes; becoming the parent of a child with medical complexity, learning to manage at 

home, and parent as expert.  Participants articulated their support needs from within their parental 

role and sought support for meeting the needs of their child with medical complexity in the context 

of an independent family life. To achieve this, parents identified needing a combination of 

emotional, practical and informational support, which is in line with a previous study were 

consumers identified practical and emotional support as an area needing more research (Morelius et 

al., 2022). This finding may explain the lack of consensus in the literature as to the factors that most 

alleviate parent stress in this group. For instance, a metanalysis of 49 interventions to diminish 

caregiver stress in this population concluded there was insufficient evidence to determine which of 

the six intervention domains were most effective (Edelstein et al., 2017). The new finding that 

parent support needs change over time in recognisable phases warrants further investigation and 

replication.  

The most evident need for ongoing emotional support in this study related to parental stress and 

distress. Experiences of stress and a need for emotional support is common among parents of 

children with health conditions. This has recently been addressed in a study comprising a similar 



21 
 
 

population (Smith et al., 2022) but also in relation to diagnoses not represented in the present study 

such as childhood cancer (Lewandowska, 2022) and diabetes type 1 (Kimbell et al., 2021). In the 

present study, participants described strong feelings of sadness, anxiety and fear when they first 

learned their child would have complex medical problems, but participants adapted emotionally to 

these circumstances if their child’s condition was generally stable. As they became more capable and 

confident of meeting their child’s complex care needs at home, the burdens parents found most 

difficult to negotiate were the constancy of the demands on their time, sleep, relationships, and 

parenting capacity. These findings are consistent with those of an Australian research group (Collins 

et al. 2020), which examined the prevalence and severity of psychosocial distress in a similar parent 

population. The already high levels of stress and distress participants experienced grew again with 

any form of crisis. For example, while participants anticipated that their child would experience 

medical crises, when these occurred there was a greater need for emotional support because these 

stressors were over and above the common daily stressors experienced (Collins et al., 2020). 

Although participants articulated an ongoing need for practical support to care for their child at 

home, practical and informational support from the hospital was particularly highly desired when 

their child’s medical problems first became apparent, during the transition to home and in relation 

to keeping their child as medically well as possible. While parents in this study welcomed the 

transition home and typically reported a high level of competence and confidence caring for their 

child independently in the hospital by the time of first discharge, many participants also noted that 

these feelings of confidence did not translate directly to the home environment. Previous research 

has also identified that the transition home is typically difficult for parents caring for a child with 

medical complexity (Ronan et al., 2020). In the current study parental readiness for discharge was 

important and participants desired assertive practical and informational support that was highly 

accessible, flexible and specific to the child and family’s needs. Similar findings have been identified 

previously by Desai et al. (2016). Finally, the findings also raise important questions about how the 
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emotional, practical and informational support needs participants identified can be met. Nursing 

theorists have long emphasised the holistic nature of nursing (Chen et al., 2017), and nurses are 

ideally positioned to provide the support parents in this study identified if they are adequately 

trained and resourced to do so. While there is no doubt that nurses have contact with this parent 

group in myriad ways, studies investigating nurse-led psychosocial interventions to diminish parental 

stress in this population could not be identified in the literature. With notable exceptions such as 

mental health and oncological nursing, this problem appears to be more widespread. For example, a 

recent systematic review of nurse-led psychosocial interventions to support family caregivers in end-

of-life care at home concluded that the potential for diminishing caregiver stress with nurse-led 

psychosocial interventions was high but identified only eight relevant studies to include in their 

review (Becque et al., 2019). Given that the population of children living with complex medical 

conditions is likely to grow in the future, the contribution that nurses can make to supporting 

parents who care for a child with medical complexity requires urgent further investigation. 

Practice Implications 

The findings in this study have important implications for health services and health professionals 

who care for a child with medical complexity. For example, a need for informational support was 

especially high when the child’s medical problems first became apparent, and participants 

appreciated clinicians who took the time to share knowledge. In this phase participants looked to 

clinicians to lead, with both clinical care and improved parental understanding. Informational 

support needs declined dramatically as the parent became more knowledgeable about the care of 

their child. During the transition to living at home, new informational and practical support needs 

became evident as parents discovered needing skills and knowledge for situations not previously 

encountered. In this phase, participants identified needing clinicians who worked in an equal 

partnership with the parent, playing neither the role of expert nor leaving the parent to the 

problem. As parents developed growing expertise in relation to their child’s specific and unique 
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needs, parents desired clinicians who acknowledged the parent’s expertise and respected the 

parent’s desire to remain in control of their child’s care. In this phase participants desired clinicians 

who acknowledged the parent’s expertise and ‘followed’ the parent wherever possible.  

The findings also raise important considerations for hospitals in relation to patient experience. In this 

study support needs were framed both as requests for additional support to improve parent 

experiences, as well as a reduction in the barriers and challenges parents typically reported 

encountering at the health service level. For example, participants were frustrated by the degree to 

which hospital processes could have adverse impacts on their child and themselves. Negative 

experiences exacerbated their feelings of stress and led participants to feel unsupported. This 

finding is highly relevant to health services which operate with constrained resources and 

demonstrates that some efforts to support this parent group may not require significant additional 

resources. The current study suggests that parents may feel better supported when their 

experiences at the health service level are made as ‘easy’ as possible in matters as diverse as car 

parking and appointment wait times. Whether efforts to decrease modifiable stressors at the health 

service level are more or less effective than assertive support efforts to support this parent 

population does not appear to have been addressed in the literature.  

Limitations 

The study has several strengths and limitations. Participants in this study were articulate and 

generous with their time, permitting the collection of rich data. A limitation is that we did not 

specifically ask about their education background, but some parents described experiences of 

entrenched family poverty, others mentioned being small business owners or professionally 

employed. Notably few single parents took part in the study and no fathers. Rural and remote 

families were not well-represented, nor did non-English speaking parents despite the availability of 

interpreters. The children of participants had highly heterogenous medical problems, yet the 

parents’ narratives and the support need they described were remarkably similar. However, these 
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parents all had support from the hospital and the Connect Care Program for Kids. Most families had 

also support from NDIS. The results may therefore not be transferable to other contexts where 

parents have fewer resources and less support.  

Conclusions 

Children with medical complexity are a growing population owing to advances in medical technology 

and better survival rates. While this group has a high need for ongoing medical care it is parents that 

provide the bulk of the child’s daily complex care. This study identified that parents perceived their 

support needs through the lens of being a parent first. The findings build on existing work by 

showing that the combination of emotional, practical and informational support parents desired 

changed over time in three recognisable phases. Interventions to support this group should be 

tailored to the changing support needs and must consider both assertive support efforts and a 

reduction in the barriers parents face at the health service level which leave them feeling 

unsupported.  
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Question Guide 

• Please tell me a little about who lives at home with you? 

• What were your experiences when you were first discharged home from the hospital with 

[your child]? 

• What does a typical day caring for [your child] look like?  

• If you could get more help to care for [your child] in your home, what would this look like for 

you? 

• Is there anything else we should know about your experience as the parent of a child with 

medical complexity? 

• Do you have any recommendations for the health care system on how to provide support to 

families of children with complex care needs? 

 

Figure 1. Interview question guide 
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Table 1 Descriptive data of participants 

ID Age range Relationship status Employment status Child's age 

1 30-39 Cohabiting with child's other parent Not employed outside the home 2 

2 40-49 Single Not employed outside the home 11 

3 40-49 Cohabiting with child's other parent Employed F/T† outside the home 8 

4 40-49 Cohabiting with child's other parent Employed P/T‡ outside the home 15 

5 40-49 Cohabiting with child's other parent Not employed outside the home 13 

6 40-49 Single Not employed outside the home 15 

7 30-39 Cohabiting with child's other parent Employed F/T outside the home 4 

8 40-49 Cohabiting with child's other parent Employed F/T outside the home 15 

9 40-49 Cohabiting with child's other parent Not employed outside the home 8 

10 40-49 Cohabiting with child's other parent Employed P/T outside the home 16 

11 30-39 Cohabiting with child's other parent Employed P/T outside the home 3 

12 40-49 Cohabiting with child's other parent Not employed outside the home 8 

†F/T=Full time, ‡P/T=Part time 



Table 2 Children’s medical problems* 

 

Medical problem 

 

n 

Acquired brain injury 2 

Blood disease 1 

Cardiology 1 

Congenital/syndrome 5 

Developmental Disability 1 

Neurodevelopmental 3 

Neurological 3 

Premature birth 1 

Respiratory/airway 3 

* Equals > 12 since several children have more than one diagnosis 

 



Table 3 Example of data coding and analysis process 

Meaning units Condensed code Sub-theme Theme 
“Ask them if they’re ok… because I know that the hospital’s number one concern is 
their patient. And that makes perfect sense but understanding that the parent is going 
through a lot and watching people take over their child is a very stressful situation.” 
(P7) 

Overwhelming feelings of 
stress and sadness 

Support for difficult 
emotions 
 

 
 
Becoming the parent of a 
child with medical 
complexity “In those early days I think we could have done with more people and more hands-on 

support, I think.” (P5) 
Needing more practical 
support. 

Practical support for 
parenting 

“I’m not one to stick my head in the sand. I want to know what’s coming, so I can 
prepare myself and I can be prepared to help him.” (P12) 

Wanting to know Support that builds 
understanding 

“We didn’t really have enough of what we need. I think the transition was very critical. 
In the hospital the nurses would leave us … because we were competent already, but 
it’s still different when you need to do something at home … by yourself.” (P11) 

Feeling unready to manage 
at home alone. 
 

Support for parent-led 
readiness for discharge 

 
 
 
Learning to manage at 
home 

“I’ve been in the system long enough to be able to navigate what I need competently 
and confidently - which I think is a huge thing. I couldn’t have said that at the 
beginning but now I absolutely know what I need to do.” (P10) 

Getting what you need from 
“the system”  

Support for navigating 
“the system” 

“Listen to the parents. Listen to the mum… we had a doctor who I ended up getting rid 
of because he would not listen to me. I said to him ‘my son's really sick’. [The doctor] 
put him on [medication in the hospital] for two days, and said ‘he's fine, he can go 
home’. I said ‘I know the stages now, please do something. I don't want to be in here 
next week’. [He said] ‘No, if you're in here next week, I'll apologise to you’… Next week 
we came in [to the hospital again] … [He] still hasn't apologised to me to this day.” (P9) 

Not being listened to about 
the child’s medical needs 

Support for averting 
parent-predicted medical 
crises 

Parent as expert 
“I feel like I'm just a broken-down record all the time when I get a phone call to say 
“we’ve booked [your child] in for … 4 o'clock on Friday. Can you get here at 8 o'clock in 
the morning?” [And I think] ‘oh my god, here I go again’. [My child is a teenager] but 
mentally 6-12 months. She doesn’t understand the fasting process, if you can get her 
in and out of appointments… the quicker you’re in and out the better.” (P8) 

Child’s unique needs are 
consistently overlooked 
increasing parent burden. 

Support for a smooth 
experience at outpatient 
clinics 
 

“I’ve never gained any extra skills other than what I’ve been able to do myself. I never 
got any extra help or – and I’m not talking about physical help, I’m talking about 
mental help. [Crying]… one of the things that I’ve said from the start is that no matter 
what happens, I don’t want families to go through what I’ve gone [through].” (P12) 

Insufficient support for 
maintaining parent 
wellbeing in the longer 
term. 

Support for the long haul: 
Parental wellbeing 
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