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3.1 Abstract

Objective: Children diagnosed with chronic kidney disease (CKD) depend on their parents for complex, continuous and intensive support. The study aimed to explore the experiences of parents who have children with CKD.
Patients and Methods: Parents of 20 children with CKD, recruited from two paediatric hospitals in Australia participated in an in-depth interview, qualitative study.
Results: Four major themes were identified, 1) Absorbing the clinical environment: parents struggled to accept the diagnosis and permanence of CKD, felt traumatised watching their child undergo invasive clinical procedures, battled to meet appointments, negotiated with staff for their child’s needs and felt disempowered; 2) Medicalising parenting: parents became caregivers, a role which was stressful, exhausting and overwhelming. Dialysis was unrelenting and consumed the time, thoughts and energy of parents who felt at fault if their child developed infections and other complications. Parents struggled with their child’s psychological problems and episodic aggressive behaviour; 3) Disrupting family norms: CKD caused spousal tension, sibling neglect and influenced family planning; and 4) Coping strategies and support structures: Parents depended on support from their healthcare providers and valued meeting and learning from other parents of CKD children. Parents also expressed information needs and suggested methods of communicating information.
Conclusions: Despite facing profound and pervasive difficulties, parents strived to fulfil their dual parental and healthcare provider responsibilities. Parents appear to need better support structures to help them cope with the difficulties encountered during all stages of their child's illness.

3.2 Background

Children diagnosed with chronic kidney disease (CKD) depend on their parents for complex, continuous and intensive support. The psychosocial, physical and financial stresses on parents can affect their ability to cope and influence the quality of care they provide for their child.(1, 2) The healthcare offered by professionals is often centred on the technical and medical interventions focused on the child, while strategies explicitly targeting parental support are often not considered.(2) 

Parents of children with CKD are often required to deliver home-based interventions including dialysis and enteral feeding. They must continuously monitor their child’s health, advocate for appropriate health care, be prepared for episodes of infection and other life threatening complications, attend frequent hospital appointments and convey information to health care professionals, family, relatives and teachers.(3) The ability of parents to manage care can impact on the child’s personal development and medical management.

In our recent systematic review of qualitative studies of the experiences of parents who have children with CKD, we found most studies provided few methodological details, did not include all stages of CKD, and had a limited focus (donor-recipient relationship, stress factors, family functioning and maternal care giving).(4) 

For a more detailed understanding of the experiences of parents of children with CKD we conducted this in-depth interview study to explore how CKD affects parental caregivers psychologically, socially and physically. We included all CKD stages and also explored parental needs. Indirectly we sought to increase the awareness of parental needs among specialists and multidisciplinary teams, and to guide current and future services for families, leading to improved clinical care and health outcomes of children with CKD.

3.2 Methods

We conducted 20 in-depth interviews with parents of children with CKD from March 2006 to October 2006. On average, each interview lasted 1 hour and was facilitated by (AT) who had had no previous contact with the participants. 

Participant selection and setting: Participants were eligible to participate if they were English-speaking adults over 18 years of age, able to give consent, and were a parent of a child who 1) was diagnosed with CKD (pre-dialysis), or 2) undergoing haemodialysis or peritoneal dialysis, or 3) had received a kidney transplant. We used purposive sampling to ensure that we captured the experiences of parents of children in all stages of CKD. We aimed to include families from minority ethnic groups, a minimum of 8 fathers and 8 mothers, and parents of children ranging from 0-18 years of age. Participants were recruited through The Children’s Hospital at Westmead and the Sydney Children’s Hospital after ethics approvals from both institutions were obtained. Both hospitals provide specialist services to all children with CKD in New South Wales, the most populous state in Australia. The first author (AT) contacted participants by telephone, explained the study and invited them to participate. The interview was arranged in the participant’s home or in the hospital. Interviews were conducted with one parent if their partner had work commitments or if the parent contacted said that their partner would not want to participate.
Data collection: We developed a preliminary question guide from the results of our systematic literature review and discussion among the research team. The questions were sent to a multidisciplinary team involved in the care of children with CKD (including nephrologists, nurses, a psychologist, a social worker and a renal dietician) for their comments. We piloted the questions with a group of 6 parents. The final question schedule included three domains: intrapersonal, interpersonal and external experiences. Intrapersonal issues included psychological, emotional and physical experiences; interpersonal issues included the parents’ relationship with family, medical staff, friends and community; and external issues concerned employment, finances, transport, relocation, responsibilities of the medical regimen, household care, diet, nutrition and information needs. All interviews were digitally audio-recorded and transcribed in full. We collected data until data saturation was observed in the concurrent data analyses. Field notes on participant characteristics, body language and the context around the interview were recorded after each interview.
Analysis and Findings: The transcripts were independently analysed by AT, AL and PS to develop an appropriate and replicable coding structure. The computer software ‘NVivo7’ was used to assist with storage, coding and searching of data. Through the process of careful analysis and comparisons between the interviews, we derived descriptive themes inductively from the data. A summary of our preliminary findings was mailed to the study participants in June 2007, to inquire whether their priorities were faithfully interpreted, to enhance the developing analytic framework and to ascertain whether the account made sense to participants with different perspectives. We received feedback from parents on 10 out of 20 interviews.  All participants appreciated receiving our preliminary findings and commented the summary was informative, reflected their experiences and gave them reassurance that they were not alone.

3.4 Results

The participant characteristics are provided in Table 3.1. The sample included one single-parent and two families residing outside the Sydney metropolitan area. In 19 of the 20 families, the mother was the primary caregiver. Three families refused to be interviewed.

Four themes emerged from the interviews: absorbing the clinical environment, medicalising parenting, disrupting family norms, and coping strategies and support structures. Summaries of the themes are provided in Figure 3.1.

Absorbing the clinical environment 
Diagnostic procedures, regular check-ups, and lengthy dialysis treatment and transplant procedures forced parents to assimilate into a new environment which parents sometimes described as hostile. Parents experienced heightened uncertainty and emotional stress in hospital, which was often related to receiving the diagnosis, surgical procedures, uncertainty of the child’s outcomes, care perceived as incompetent and insensitive, frequent medical appointments, and observing their child in physical pain. 
Confronting the diagnosis: Parents experienced shock, disbelief, devastation, confusion and fear of losing their child while they tried to comprehend their child’s diagnosis and the permanent nature of CKD. Communicating the diagnosis sensitively in privacy was important to parents; two parents harboured anger over receiving the diagnosis in public view.

Invasive procedures: During their child’s hospitalisation, the needles and tubes protruding from their child’s body was visually traumatic and parents felt distressed and helpless.

‘We watch as she’s constantly tortured by the medical process. It hurts to watch.’ 

Conflict and trust: In the hospital, parents felt they became advocates for their child, battling to meet seemingly endless clinical appointments including pathology tests, X-rays, biopsies, waiting for prescriptions and collecting equipment from the appliance departments. Some parents recounted having to deal with hospital staff who they perceived were stubborn and insensitive.

‘You go to the hospital and you’re a soldier for your child, you’re there mainly for him, you’re there for him, not for yourself…Sometimes they make it so difficult for you and it’s like I feel like you’re in a battle, and you’re battling for your child.’ 

Parents appreciated specialists who were attentive and honest. This gave parents the reassurance and ability to entrust their child into the specialist’s care.


‘…they were honest with us, I think that’s what counts the most.’

Varying quality of care: Parents valued attentive and caring nurses who had a good relationship with the ill child. Home visits, education and support were appreciated.

‘The renal unit would actually come to my house to give him the needle and I thought that was fantastic.’ 

‘The dialysis nurse she’s the most beautiful woman I’ve ever met. If I didn’t have her I think I would have lost it.’
Parents became upset, angry and frustrated if they perceived nursing staff to behave in an aggressive, impatient, and inattentive manner towards them. Parents were particularly upset if they felt poor quality care was being delivered by nurses who, in their view, demonstrated no understanding about caring for children, particularly those on dialysis machines. This perspective was mostly directed towards temporary nursing staff employed during staff shortages.
‘There’s a difference between looking after a machine and looking after a machine on a child. 

For parents, provision of care extended beyond responding to medical needs. Parents would negotiate with staff members to accommodate their child’s intellectual needs and comfort. 

Losing ownership: In hospital, parents relinquished control of their child to clinical staff. They felt excluded from decision making regarding their child’s development and care.

‘Once we went to hospital, he was no longer my child.’

Jeopardising relationship with staff: While most sought information about the illness and treatment from specialists, some parents avoided asking questions for fear of being labeled as troublesome and of jeopardising their relationship with staff.


‘If you ask them more than two questions, you’re a problem parent.’ 
During extended stays in the hospital, parents felt disconnected from the real world. Repeated and extended hospitalisation was an infringement on normality, disrupting the family lifestyle and routine. Parents who had a thriving child with a kidney transplant felt relieved that hospital visits became less frequent.

‘I can’t walk into that (dialysis) room, my wife and I would rather die. That’s how strongly we feel about it.’ 

‘I’d like to just cut it (hospitals) right out of my life.’ 

Medicalising parenting

The dual role of parenting and medical caregiving gave rise to fatigue, stress and emotional pain. Parents were required to deliver technological interventions including dialysis, feeding pumps and injections while constantly monitoring their child. The responsibilities involved in caring for a technology-dependent child was burdensome and constrained the parents’ lifestyle. 

A consuming routine: With children on dialysis, the lives of the carer (usually the mother) would revolve around the dialysis machine, consuming their time, thoughts and energy causing fatigue.  

‘Everything needs concentration; you have to be careful in everything.’  

‘The alarms would go off every night and you’d have to get up every night and move her and check lines and everything else so it’s a bit of sleep deprivation as well.’ 
Pressure and isolation: Parents would feel responsible if their child acquired an infection so they took extreme hygiene precautions to protect their child. For some, the pressure and isolation of doing peritoneal dialysis at home was overwhelming.

‘It’s always the parents that get the blame you know…it’s a lot of pressure they put onto the parents.’ 

Struggle with feeding: Prior to transplantation, the child’s poor appetite caused great concern for parents. Instead of thriving, the child would appear weak and undernourished. Parents sought the dietician for advice and desperately tried to encourage their child to eat.

‘The hardest thing to deal with was getting your child to eat. I said chronic renal failure - you can cope with that…but the feeding issue really was a big thing.’ 

Liquid restrictions were imposed on children undergoing dialysis. Withholding water from their children was described as one of the worst things parents had to do. 

‘He was vomiting and retching, it just breaks your heart. You really thought they were going to die. He ended up wanting to have showers all the time, morning, noon and night. He was putting his tongue out to get the water.’

For children who were unable to receive adequate nutrition and medication orally, parents were required to insert a feeding tube. This was physically and emotionally difficult. One mother recounted how she detached emotionally from her child while inserting the nasogastric tube:

‘I actually figured out a technique which was basically to lay on the floor, pin the head between my knees, tighten my thighs around his head to hold his head still, and lie my legs across his body, hold them, wrap around them so I could hold his body down, have his arms under my legs and then shove, shove, shove, shove, shove the tube down his throat.’ 

Medical management: Parents had the responsibility of ensuring their child adhered to the medication regimen. Although they struggled because the medication was unpleasant for the child, it eventually became routine. In one family, the father found it difficult to cope with giving the child injections.

‘He doesn’t want to see our daughter in pain, crying… he does not have to be in the room when I do the injections.’

Some parents used complementary medicine or alternative therapies even if their specialist advised against it.

‘Without the doctors knowing, I was giving her herbs. I was giving her things to improve her circulation. I don’t know if it helped or not but she seemed to be going well.’

Psychological trauma: Parents found it difficult to manage their child’s psychological issues and felt they lacked support and information regarding depression and aggression in children with CKD. The psychological and behavioural problems were more difficult to cope with than the medical problem of CKD. Several parents blamed the medication.

“I think you have to be desperate and your child has to be harming themselves before they look at you…sometimes the psychological trauma is far worse than the physical…” 

‘No one’s really talked to me but…I worry about how she can have little episodes…I can’t even describe it you know, she’d be just unreasonable, nasty… that’s happened quite a lot so I think that’s what I’d mainly look at, the psychological effects.’ 

Disrupting family norms 

The diagnosis of CKD disrupted the dynamics within the nuclear family, the home environment, employment and finances, and recreation. Faced with multiple losses as a family including: reduced time spent with spouses and children, social restrictions, inability to travel, depleting financial reserves; parents tried to cope as leaders of the family unit.

Spousal tension and dependency: In spousal relationships, tension and conflict were often instigated and fuelled by guilt and blame. For most families, this was resolved over time and spouses became supportive of each other and felt their relationship had strengthened.

‘We used to fight a lot because my husband was frustrated that our child wasn’t getting better, we were spending all this money, time and energy on getting him well, and nothing was working. We used to fight and he often blamed me for things and I used to fight and say, how can you blame me for it, it’s out of my control.’ 

‘It made our relationship, made it stronger if anything. The odds are like 86% of people with (CKD) children separate.’ 

Sibling neglect: In many cases, parents would arrange alternative care for siblings, for instance with relatives. Parents had to restore relationships with siblings who would feel abandoned and neglected.

‘I had to abandon my youngest daughter and really in hindsight, that was hard for me, to abandon my other girls, my other children, but you have to. I had to explain that I needed to focus on (my son), he needs me, he needs to get well.’ 

‘I had this child who was sick so basically my three year old daughter ended up being put aside. She thought she had this duty of being this perfect child for me. It’s made her life pretty much a nightmare.’ 
Household and financial stress: In the home, parents rearranged their living environment spatially to accommodate medical equipment used for dialysis and feeding. Hospital visits and performing medical care at home meant that parents could not maintain domestic responsibilities including cooking and cleaning. The cost of travel, accommodation and food affected some families financially. They faced temporary financial uncertainty, as parents were unable work at times due to medical care or recovery from kidney donation. 

‘You have to take time off work on a constant regular basis, you lose money, you lose energy and everything else with raising an ill child.’ 

Decision to donate: Some parents were faced with the decision to donate their kidney. Although many willingly donated, some felt the pressure of obligation, uncertainty about their decision and resentment over the trauma of the donation process. One worried mother desperately searched for an altruistic donor.

Social restriction: The illness also restricted parents’ social life and heavily constrained their recreation and holiday plans. They had some resentment about other families being able to go on holidays.

‘You felt like a prisoner, you sort of felt trapped. You couldn’t really go anywhere or do anything like a normal family.’ 

Avoiding the risk of recurrence: The illness had a major impact on family planning. Some parents decided against having more children and in some cases terminated a pregnancy, as they felt they could not cope with the possibility of having another heavily dependent child and repeat the emotional stress of their experiences.

‘I just wish I had enough guts to do it again but I wouldn’t ‘cause I would never cope with another sick child.’ 

Coping strategies and support structures

We identified internal and external coping strategies parents used to mediate the stresses of care giving. Internal coping strategies were the parents’ intrapersonal psychological and emotional responses or adjustments including: grieving, reframing the problem and focusing on the ill child. External coping sources included family, friends and the community who provided practical and emotional support. Parents expressed the need for more information.

Internal coping strategies: Over time, some parents became more assertive and self-confident. Crying and grieving also helped parents to release emotional stress.

‘I just broke down in tears, it just all came out. It was just a build up of 4 years of sadness, and stress and everything.’

Although acceptance was difficult, most parents learned to cope with their circumstances and reframed illness management as their ‘normal.’ Some parents mentally prepared themselves for future problems while others lived one day at a time. Also, parents tried to maintain their physical and emotional resilience by directing their focus on their ill child.

‘You have to be strong for him (son). It’s easy to break down and crumble but you had to do what you had to do.’ 

‘You’re sort of saving your strength just to help your child through it whereas if you start trying to face it, you just sort of fall apart and you’re not strong enough for the child.’

During several interviews, parents found relief in minimalising the severity of their own problem by comparing themselves with other families who they perceived were in a more desperate situation.

‘There’s always someone worse off and to be honest that’s what keeps you going.’ 

External coping strategies: External sources of emotional support were primarily the immediate family and other parents of CKD children. Parents usually met each other in wards, waiting rooms, support groups or online. Most parents found reassurance in talking with their child’s specialist. Some chose to depend on social workers or counselors for emotional support.

‘You need somebody else who knows exactly how you feel.’ 

While most parents received practical assistance from family and friends, parents frequently reported a lack of understanding about the illness and its impact on the family. Parents felt they were perceived as overreacting and some relatives did not support the parents’ decision to donate and refused to accept the diagnosis. 

‘My family didn’t believe that (my son) had kidney failure. They thought that was just us being over dramatic.’

Information needs: Social workers provided information regarding financial support, carer allowance, car parking and accommodation, and parents were grateful for their assistance. 

‘They (social workers) were quite good with the practical things, and to me that’s their calling card. Often the best thing is, like they offer free parking or some accommodation or where you can get meals.’

Some parents identified information needs they felt were unmet. They wanted information about: the illness, treatment procedures, other parents’ experiences, dietary advice, warning about complications, how to access financial and practical assistance, and managing psychological and behavioural problems. Parents suggested that information should be made available online and communicated through clinicians, parent networks, health care professionals, pamphlets and videos.

‘When you say something to someone while they’re upset, they don’t hear it properly. I think the information needs to be reinforced (repeated) with parents. 

‘Parents should be given enough information to make choices, to make decisions about what’s going on and so they understand what’s going on…the not knowing is a big problem. 
3.5 Discussion

Being a parent of a child with CKD was consistently reported as being a pervasive and profoundly negative experience. Parents faced uncertainty about their ability to cope, to deliver complex medical interventions, and about their child’s outcome. They felt burdened with technical procedures and continuous clinic visits, and experienced relationship stresses and emotional turmoil. Transplantation did not necessarily alleviate the caregiving burden, rather, the nature of their concerns and difficulties varied. Despite facing difficulties, parents strived to consistently deliver their parental and medical responsibilities. Additional support structures and information appear necessary to help parents cope with difficulties encountered during all stages of their child's illness.
Our findings were consistent with our systematic review of the experiences of parents who have children with CKD, which we used to inform our question guide, but in this study we restructured the themes to capture additional issues which arose in this study.(4) Our findings are similar to other studies which have shown that parents with disabled or chronically ill children felt disempowered.(5) In another study, parents were labeled as irrational and dangerous when they expressed anger at what they perceived to be unsatisfactory care.(6) Our findings also reflect previous work on parenting technologically dependent children; parents suffered fatigue, isolation and felt blamed if their child became sick.(7, 8) The parental role was described as extending beyond the ‘normal’ role to include sustaining life and quality of life. The caregiving role dominated the parenting experience; instead of giving comfort and protection, parents were forced to be agents of pain.(9) The assumption of healthcare provider roles by mothers (nurse, psychologist) has also been recognised. (2, 3) Finally, our study complements an existing model for exploring coping strategies in which we categorised parental coping as either internal (cognitive) or external (social coping and networks).(10) Mothers coped by centering their priorities and energy on the ill child which overruled the stress, fatigue and needs of mothers.(11)
Our study has several limitations. The transferability of our findings beyond the two centres is uncertain, but the consistency of our results with the findings of similar studies from other countries, albeit in other disciplines, suggests our findings are widely applicable. Second, we did not conduct serial interviews with each family whose perspectives may have changed over time. Third, non-English speaking parents were not included to avoid cultural and linguistic misinterpretation and so we are unable to comment on the transferability of the findings to these families.  Finally, we acknowledge that the experiences of parents with a child with CKD are extremely complex, with a study of this type, some simplification of these experiences to aid communication is inevitable. As for any qualitative study, sampling to ensure representativeness of responses was not undertaken. Rather we sought to elicit the broad range of experiences of parents. By 20 interviews no new themes were emerging so additional interviews were not sought. 

We have developed a framework that highlights four domains (clinical environment, parental identity, family, and support structures) in which health professionals can help to improve service delivery and sustain parent caregivers. In hospital, parents want to be perceived as joint advocates with clinicians for the child’s care, comfort and improved health. Health professionals could demonstrate an understanding of the plight of parents who feel disempowered, guilty, ill informed, fatigued, hectic and strained by inadequate resources. Strategies to circumvent unnecessary clinical tests, visits or procedures could be addressed. Particular care should be given to the parent-professional interaction in which the diagnosis is discussed.

Parents could benefit from support groups to reduce their sense of isolation and to learn coping skills from other parents relating to nutrition and medical management. Attention needs to be given to managing the child’s psychological and behavioural problems. While there is lack of quality studies in this areas, psycho-educational interventions for parents and children have been suggested to demonstrate benefit.(12, 13) We also suggest more resources are needed for respite services including kidney camps and access to trained carers to give parents relief.

Services should aim to improve family functioning. Little evidence supporting specific interventions for parents and siblings is available but long term family-based therapies and programs can enhance coping.(14-16) Families facing acute disruption, particularly during frequent or prolonged hospitalisations, could benefit from domestic support, and we suggest that financial assistance be offered to families who require it. Regarding family planning, much debate surrounds prenatal diagnosis and selective abortion but there is little data on what motivates parental decision making.(17) Despite the complex ethical issues surrounding this, it is suggested that professionals should not undermine the mother’s autonomy and avoid medical paternalism.(18)

Providing interventions to parents to enhance their internal and external coping strategies can relieve the burden of care, improve their quality of life and facilitate the task of caring for the ill child. To our knowledge, there are no studies on parental caregiver interventions in CKD. Parents appreciate being asked how they are coping and having their concerns and needs addressed. Information relating to nutrition, financial support, psychological management, coping strategies and parent support groups should be provided.

Healthcare providers caring for children in this study, and healthcare providers in general, may feel that our findings are unduly critical of their conduct and care. While our study highlights parent perspectives of service delivery, we recognise that these can differ from professional perspectives and from what actually happened during a clinical encounter. Clinicians who aim to achieve the best medical outcomes for the ill child may inadvertently appear to parents as being strict and critical. Inadequate resources can hinder clinicians’ efforts in providing support services. For example, kidney camps and trained carers require substantial resources, which health care funders often do not regard as core services. Existing support services may not always meet all the parents’ needs or may not be delivered when and how parents perceive is appropriate for their needs. Even when offered, some parents may choose to decline services and programs.

Although the family-centred care model, ‘the philosophies, principles and practices that put the family at the heart or centre of services,’ (19) is widely adopted, we identified several areas in need of improvement. These include professional-parent communication, caring for the child’s overall well being, and services addressing the physical, social, emotional and information needs of parents. An in-depth understanding of parental experiences can increase sensitisation to the needs of parents among specialists and multidisciplinary teams, and guide current and future services for families to improve clinical care in pediatric nephrology. Our hope is that this leads to better outcomes for children.

Table 3.1 Participant characteristics

	Characteristics
	n

	Child’s gender

	Male
	13

	Female
	7

	Child’s age group

	0 - 4 years
	3

	5 - 9 years
	4

	10 - 14 years
	5

	15 -19 years
	8

	Child’s CKD stage

	CKD (predialysis)
	5

	Haemodialysis
	2

	Peritoneal Dialysis
	1

	Transplantation
	12

	Cultural Background

	Caucasian
	14

	Non-Caucasian / Mixed
	6

	Interview participants

	Father only
	1

	Mother only
	11

	Both parents
	8

	Interview Setting

	Hospital
	6

	Home 
	14


Figure 3.1. Thematic schema representing parent perspectives on caring for a child with CKD
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