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ABSTRACT 

Rationale and objective: Clinical decision making priorities among children, and their parents 

and clinicians may differ.  This study sought to describe clinicians’ perspectives on shared 

decision-making in pediatric chronic kidney disease (CKD) and identify opportunities to 

improve shared decision-making and care for children with CKD and their families. 

Study Design: Semi-structured interviews. 

Setting & Participants: Fifty clinicians, including pediatric nephrologists, nurses, social 

workers, surgeons, dietitians, and psychologists, involved in providing care to children with 

CKD, participated. They worked at 18 hospitals and 4 University research departments, across 

eleven countries (United States of America, Canada, Australia, China, United Kingdom, 

Germany, France, Italy, Lithuania, New Zealand and Singapore).  

Analytical Approach: Interview transcripts were analyzed thematically.  

Results: We identified four themes: striving to blend priorities (minimizing treatment burden, 

emphasizing clinical long-term risks, achieving common goals), focusing on medical 

responsibilities (carrying decisional burden and pressure of expectations, working within system 

constraints, ensuring safety is foremost concern), collaborating to achieve better long-term 

outcomes (individualizing care, creating partnerships, encouraging ownership and participation 

in shared decision-making, sensitive to parental distress) and forming cumulative knowledge 

(balancing reassurance and realistic expectations, building understanding around treatment, 

harnessing motivation for long-term goals). 

Limitations: Most clinicians were from high-income countries, therefore the transferability of 

the findings to other settings is uncertain. 

Conclusions: Clinicians reported striving to minimize treatment burden and working with 
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children and their families to manage their expectations and support their decision-making. 

However, they are challenged with system constraints and sometimes felt the pressure of being 

responsible for the child’s long-term outcomes. Further studies are needed to test whether 

support for shared decision-making would promote strategies to establish and improve the 

quality of care for children with CKD. 

Index words: Pediatric, shared decision-making, chronic kidney disease (CKD), qualitative 

research, interview, clinician 
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Plain-language summary 

Decision-making about treatment and care for children with chronic kidney disease can be 

challenging because the priorities for children, and their parents and clinicians may be different. 

We conducted interviews with 50 clinicians from 11 countries. Clinicians tried to support shared 

decision making by blending priorities and collaborating with patients and families, and to help 

set realistic expectations about treatment. While clinicians felt they held primary responsibility 

for the long-term health and safety of patients, they had to balance these with promoting the 

priorities of children including their ability to socialize, attend school, and managing symptoms. 
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INTRODUCTION 

 

Children with chronic kidney disease (CKD) have an increased risk of mortality and impaired 

physical, social, psychological and cognitive functioning that may impact their growth and 

developmental trajectories1-6. The treatment regimen can be complex, is associated with 

complications and side-effects, and can interfere with the child’s school, family and social life. 

Shared decision-making, defined as “an interactive process in which patients, families and 

physicians participate in all phases of the decision-making process and together arrive at a 

treatment plan to be implemented,”7 can improve patient knowledge, treatment adherence, 

satisfaction, and outcomes7-11. However, negotiating the conflicting priorities and establishing 

trust between the child, parent, and clinician can be difficult in pediatric CKD7,8,12-15. 

 

The lack of involvement of children and families in treatment decision-making can cause fear, 

disengagement from healthcare, disempowerment and decisional conflict, and consequently 

jeopardize safety, quality of care and outcomes for children7,9-11,16-19. When deciding about 

treatment efficacy, children with CKD prioritize outcomes that threaten their sense of normality 

(e.g. school or sport participation),  fatigue, and well-being; whereas clinicians give higher 

priority to hospitalization and mortality20,21. Resolving such a mismatch in priorities and 

treatment goals is challenging and requires a sufficiently shared understanding of the 

expectations around the condition and its treatment(s).  

 

This study aimed to describe the clinician perspectives on shared decision-making in CKD. 

Better strategies are needed to support the development of strategies and frameworks for shared 
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decision-making that addresses the priorities of patients, families and clinicians. 7,22-24. With an 

ultimate goal of achieving better care and outcomes for children with CKD and their families.  

 

METHODS 

 

Qualitative research methods are designed to generate insights about patients' priorities, values, 

and beliefs. Semi-structured interviews can elicit in-depth insights about the individual priorities, 

values and beliefs of the participants that explains their decisions and behaviors25-31. We 

followed the Consolidated Criteria for Reporting Qualitative Health Research (COREQ) to 

report this study, which covers the research team, study design, and data analysis and reporting 

32.  

 

Participant Selection and Setting 

English-speaking clinicians, including pediatric nephrologists, nurses, social workers, surgeons, 

dietitians, and psychologists, with at least one year of experience providing care to children with 

CKD and their families were eligible to participate. Clinicians were identified through our 

collegial networks and invited by email. Participants could also nominate other colleagues to 

participate. We applied a purposive sampling strategy to ensure a diverse range of participant 

characteristics (e.g. gender, age, years of experience). The University of Sydney provided ethics 

approval (2017/304). All participants provided signed informed consent prior to the interview.  

Data Collection 

The interview guide (supplementary file 2) was developed based on literature and discussion 

among the investigator team33. From June 2016 to March 2020, authors CSH or AT (both female 
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researchers, who completed training in qualitative research)  conducted one semi-structured 

interview with each participant in-person (at a venue preferred by the participant e.g. at 

conference centers or clinics), by phone, or by video conference using zoom. Fieldnotes of the 

main concepts arising from the interviews were taken. We conducted interviews until we reached 

data saturation, that is, when no new concepts were raised after three consecutive interviews. The 

interviews were audio recorded and transcribed.  

 

Data Analysis 

The transcripts were imported into HyperRESEARCH (version 4.0.3, developed by 

ResearchWare INC, United States) software. Using thematic analysis27, JK coded line-by-line all 

meaningful segments of text, relating to communication or shared decision-making, in the 

transcripts to inductively identify concepts, which were grouped into initial themes and 

subthemes. We identified patterns and links among themes to develop a thematic schema. To 

ensure the themes captured the breadth and depth of the data, these were discussed with 

AT/CSH/EH, who also read the transcripts (investigator triangulation). The preliminary findings 

were sent to all participants for feedback to ensure that the results reflected the full range and 

depth of the data.  

 

RESULTS 

 

Study Participants 

Of the 73 invited participants, 50 (68%) from 22 centers across 11 countries participated (Table 

1). Non-participation was due to refusal, illness, or inability to schedule an interview after three 
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attempts. The 50 participants included pediatric nephrologists (n=32), nurses (n=8), and allied 

health professionals (n=10). Thirty-one (62%) were women and twenty-six (53%) of the 

participants had more than 10 years of clinical experience in nephrology. The average duration 

of the interviews was 21 minutes, 42 (84%) were conducted in person and 8 (16%) were 

conducted by phone or video conference (e.g. zoom). 

 

Themes 

We identified four themes: striving to blend priorities, focusing on medical responsibilities, 

collaborating to achieve better long-term outcomes supporting shared decision-making and 

forming cumulative knowledge. Each theme is expounded by subthemes, which are described 

below with supporting quotations provided in table 2. A thematic schema (figure 1) illustrates 

how the themes relate to each other.  

 

Striving to blend priorities 

Minimizing treatment burden: In making treatment decisions or recommendations, participants 

considered that some interventions (e.g. kidney biopsy, growth hormone) might “not be worth it” 

if they imposed an excessive burden on children and families. Some were conscious that children 

wanted freedom, independence, time away from medical settings doing blood tests, dialysis 

sessions or biopsies and sought to ensure children were “able to live as normal life as possible.” 

To minimize treatment burden, they responded to the needs of patients and their families, for 

example, by rescheduling bloodwork or dialysis so children would not miss out on school and 

time with family – “there are times where we have to look at clinical outcomes as far as blood 

pressure control, hospitalization versus they [patients] just want to go home and be with their 
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family on their brother’s birthday”. Sometimes they arranged for the bloodwork to be done in 

outpatient clinics, so it would cost less time to travel (especially for patients living in 

rural/remote areas).  

 

Emphasizing clinical long-term risks: Participants gave high priority to long-term medical 

outcomes but recognized this may not directly impact the child’s “every day life …I try to tell 

them about cardiovascular mobility, but they are not interested in 25 years down the line, for 

them the key outcome has more to do with their daily life and having a normal life as opposed to 

the numbers”. Clinicians felt responsible for focusing on clinical parameters and tried to convey 

their importance to patients because they are less visible to families and important when 

weighing treatment decisions. Some noticed that older adolescents considered their future - 

“older kids understand the importance of looking after their kidney and those long-term 

outcomes”. Initiating conversations about long-term risks and “concerns about death and dying” 

could be difficult as they observed that patients and parents were reluctant to discuss these 

topics.  

 

Achieving common goals: Participants believed that patients, caregivers and clinicians should 

work to formulate and establish shared goals – “we recognize what actually we are looking for is 

a better life for our patients”. They collaborated with patients and family members to help them 

achieve goals including participating in school, sport activities, and family activities and events.  

 

Focusing on medical responsibilities 
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Carrying decisional burden and pressure of expectations: Participants believed that sometimes 

the clinical information needed to make a treatment decision may not be understood by patients 

or their families. Conversely, some nephrologists felt that families expected them to “know all 

the answers”. In some cases, the decision was too complex or urgent, for example, placing a 

catheter in an acute setting, or suddenly commencing dialysis immediately based on blood tests 

(e.g. hyperkalemia). Some felt they were “the bad guy” when having to make decisions against 

the patient’s or family’s preference. One nephrologist reported being accused by parents of 

“wanting to keep a patient in hospital for no reason”. It could be difficult to explain to parents 

the need for hospitalization particularly when the child appeared well. Some viewed their role 

was to “guide the child in helping them to make decisions as well”.  

 

Working within system constraints: Resource and time limitations were a constant frustration for 

clinicians, and some felt they had insufficient time to address important concerns including 

mental health – “you’ve got 15-minute appointments and you’ve got to cover all the CKD stuff, 

that doesn’t leave you with much time to look at the psychological side”. They were forced to 

work in “a system that has to work for the whole patient group,” which conflicted with taking “in 

consideration what patients want”.   

 

Ensuring safety is the foremost concern: Participants strived to ensure patient safety, and 

sometimes had to make urgent treatment decisions to avert life-threatening consequences – “the 

chemical markers are all over the place and the kid is not compliant with their meds or the 

parents aren’t compliant with the diet. Then there is a potential for long term harm, and we need 

to step up”. One participant had to transfer a patient from peritoneal dialysis to hemodialysis due 
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to concerns about their ability to maintain hygiene practices - “you want to do what the family 

wants, but sometimes it’s a no brainer. It becomes a safety issue”.  

 

Collaborating to achieve better long-term outcomes 

Individualizing care: Participants wanted the best for the patient both medically and socially. 

Because “not everyone is the same” some clinicians adjusted their usual recommendations about 

treatment modality and medications based on patient and parental preferences – “decision 

making is mostly based on what patients really prioritize or provides a better quality of life”. 

They made decisions about medications in consideration of the impact on self-esteem and body 

image – “one of the medications has terrible side effects, hair growth, gum hypertrophy, and 

they're all exterior physical changes. For a teenage boy or girl, they're not going to take it. 

They're not going to be compliant. So why would that be your first choice for them?”  

 

Creating partnerships: Participants believed partnership required them to “negotiate”, 

“compromise”, “meet in the middle” and “align” with patients and their families, particularly 

because of the substantial lifestyle changes required – “we're changing so many things. We're 

changing the way they eat, we're changing the way they drink, we're changing the way they go to 

school, we're changing the way they live their lives basically. We need them to cooperate in the 

long-term”. Some nurses recognized that judging or reprimanding a child for (e.g. not taking 

medication, not attending appointments, not following the diet) could diminish rapport and trust 

– “at no point am I judging. I want to find out why they are not being compliant so we can fix it”.   
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Encouraging ownership and participation in shared decision-making: Participants sought to 

involve children in decision-making – “I try and speak to the kids rather than just to the adults 

and ask patients what is important to them”; particularly for older children. Some remarked that 

at times parents could find it difficult to “step away” to allow the child to make their own 

decisions. Some participants convened support groups for patients and found they were better 

able to communicate their concerns when surrounded by peers.  

 

Sensitive to parental distress: Participants were concerned that parents were often put in an 

“impossible position… we put parents in charge of doing really difficult and painful things to 

their children. Our expectations of parents are sometimes too high” (e.g. gastronomy 

feeds/vomiting, PD systems, growth hormone injections). Participants recognized that the severe 

burden and distress on parents were often overlooked and felt that they “should protect the 

parents more often”. Some parents had to give up their jobs, relocate, or separate because of their 

child’s CKD.   

 

Forming cumulative knowledge  

Balancing reassurance and realistic expectations:  Participants felt the need to reassure parents, 

particularly of young children, about what to expect in the future. “Parents are often worried, will 

their child need surgery? Can he attend school in the future? It is important to provide some sort 

of reassurance”. Some recognized that parents could have high expectations, for example about 

the outcomes of transplantation, and this could lead to disappointment – “sometimes we push so 

hard for a transplant, when they finally get it, they think everything is okay”. Helping patients to 

establish realistic expectations and enable preparedness was expected to help patients better cope 
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with managing their child’s disease trajectory that may include graft loss and return to dialysis. 

They also addressed the potential costs of care with parents. 

 

Building understanding around treatment: Participants emphasized the need to educate patients 

so they could understand the need and reasons for their treatment - “it is quite time consuming, 

but it’s very important to make sure patients understand what is going on…explain procedures to 

them using a book, an iPad, or illustrations. Show them how a biopsy is done, step by step”. 

Others mentioned “there are not a lot of materials available for younger kids to educate them”. 

Some tested the knowledge of their patients and asked what a medication is for, what their 

kidney does, or to explain their condition in their own words. With younger patients, participants 

directed education to parents – “I don’t think we are doing a really doing job of sitting down with 

them [patient] and re-explaining when they are old enough to understand”. The explanation 

should be “developmentally appropriate” each time, but evolve with maturity. Some noted that 

providing information about treatment encouraged and improve adherence to medications – 

“when you understand WHY you are taking medicine, you tend to take them”.  

 

Harnessing motivation for long-term goals: Participants had to identify the patient’s individual 

motivations for treatment. Some nurses and social workers mentioned “we often spent more time 

with the patients (compared to doctors). We can find out what motivates a child to, for example, 

take their medicine or have their blood tests done.” Some participants mentioned some children 

who received a kidney transplant but did not have experience with dialysis tended to be less 

motivated to adhere to treatment post-transplant. Also when it was not possible to visually track 

progress when there was “no direct result” such as with growth hormones and 
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immunosuppressants, patients tended to be less motivated. Motivating kidney transplant 

recipients was more challenging than children receiving dialysis, and participants explained – 

“with a transplant you feel fine, and you forget about it (medication). When you are on dialysis, 

there is a constant reminder that, in order to have a better quality of life, you need to take your 

meds and maintain your diet”.  

 

DISCUSSION 

 

In this study, we found that clinicians involved in the care of children with CKD reported 

striving to support shared decision making, minimize treatment burden, and negotiate different 

priorities to achieve the goals and reduce the burden for patients and at the same time feel 

responsible for the child’s safety, health outcomes, and development. They endeavor to build 

knowledge in patients and families by setting realistic expectations, explaining medical treatment 

and procedures, and to harness motivation among patients for treatment to achieve long-term 

health goals such as cardiovascular health. Some experience the pressure of expectations and of 

having to make the “right” medical decision, and feel frustrated at working within resource-

constrained system, which can limit their capacity to communicate and address critical concerns 

including mental health. The participants highlighted some unique considerations that are 

specific to the care of children and adolescents. For children with CKD, the risks such as the 

long-term impacts of immunosuppression in adulthood need to be considered in decision-

making. Also, children with CKD are often unwell, require long-term invasive treatment (such as 

dialysis), and thus school attendance and socializing with friends may be a stronger priority in 
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this population34. Also, in the context of CKD, the parental burden may be more intense and 

pronounced in pediatric CKD which can add to the complexity of care.  

 

Most of the findings were broadly consistent across the participants. However, we noted some 

differences by geographic location and discipline. Some participants worked with patients from 

rural and remote areas and had to consider the long distance to urban hospitals for treatment (e.g. 

arrange bloodwork to be done in outpatient clinics). Nurses or social workers felt they spent 

more time with patients compared to nephrologists, and felt they had a stronger connection and 

understanding of the families’ barriers and motivations for treatment (e.g. attending 

appointments and taking medication).  

 

A recent study on children’s and parental perspectives on shared-decision making and 

communication in children with CKD, found that parents value partnership with clinicians and 

consider long-term and quality of life implications of their child’s illness. Children with CKD 

want more involvement in treatment decision-making but are limited by vulnerability, fear, and 

uncertainty35. Our findings highlight that clinicians also value partnership with parents and 

patients who emphasized the need to encourage ownership and participation in shared decision-

making, and that children with CKD and their parents should be informed and educated about 

long-term effects of treatment and have realistic expectations about the child’s prognosis and 

treatment, including potential risks after kidney transplantation.  

 

This study was multinational and offers in-depth insights gained from perspectives of a 

reasonably diverse group of clinicians working with children with childhood-onset CKD. We 
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achieved data saturation after 50 interviews and used investigator triangulation to ensure that the 

themes reflected the breadth and depth of the data. However, there are some potential limitations. 

Most clinicians were from high-income countries, therefore the transferability of the findings to 

other populations and settings is uncertain. Also, the majority of the participants were physicians. 

While clinicians likely experienced different types of medical education across different 

countries and centers, and therefore varying degrees of exposure to shared decision-making 

during their training, our findings show themes were consistent and relevant across settings. 

There may be important cultural differences between Western countries and non-western 

countries in medical approach, as there may be differences in communication styles  

 

Based on our research, we have several suggestions for practice and future research. 

Interventions that promote shared decision-making such as decision-aids improve patient 

involvement in the shared decision making process, and both physicians and patient satisfaction 

with the consultation. These decision aids are more and more utilized in varied disciplines, but 

limited for nephrology and even more limited in pediatrics.36-39 In our study, some clinicians 

conceptualize shared-decision making as eliciting patient preferences and priorities to in an effort 

to arrive at a consensus-based decision. We suggest training for clinicians in shared-decision 

making and how to establish partnership in care and decision-making. Novel tools or 

mechanisms, in child-friendly formats, that enable patients to express their treatment preferences, 

symptoms, or lifestyle concerns, including the use of online platforms or mobile applications 

may be potentially useful to support communication. There is also a need for improved support 

and resources to expand clinicians’ capacities to comprehensively address and manage other 

critical issues including mental health, academic and social challenges, treatment adherence, and 
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parental burden (mental health, practical help). Multidisciplinary clinic and referral pathways 

involving psychologists and social workers are needed. 

 

A systematic review of interventions to support shared decision-making in pediatrics found that 

decision-coaching (i.e. individualized, facilitated discussion to prepare the patient for upcoming 

decision-making18,40) had modest effects in improving the shared decision-making process, 

decisional alignment between parents and children and satisfaction regarding being informed 

about options18. We suggest that such interventions for clinicians could be evaluated in the 

pediatric CKD. One randomized trial found that an intervention involving facilitated critique of 

five-step framework, strategies, and pre-recorded modelled role-play for clinicians improved 

confidence in facilitating shared decision making with patients41. Clinicians in our study 

emphasized the need for better patient education and health literacy for children to be 

empowered to become active decision-makers in their own care. A systematic review found that 

educational video games were effective in improving knowledge, self-management, relationship 

with clinicians, and mental health in young people with chronic conditions42,43. Clinicians may 

benefit from the availability of novel educational resources focused on improving health literacy 

in children and their caregivers. Further research to assess the effectiveness of different strategies 

and interventions for communication, shared decision-making and education in the pediatric 

CKD population is needed. We suggest to involve children and parents in the development, 

implementation and evaluation of possible future interventions44,45.  

 

Clinicians reported striving to minimize treatment burden and collaborating with their patients to 

support shared decision-making and to manage expectations. However, they report being 

challenged with system constraints that limit their ability to address critical issues including 
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mental health, and sometimes they feel the pressure in being responsible for the child’s medical 

and long-term outcomes. Further studies on shared decision-making interventions for improving 

quality of care for children with CKD are needed. 
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Table 1. Participant characteristics (N=50) 

Characteristic N % 

Gender   
  

 
Women 31 62  
Men 19 38 

Age group (years)*  
20-29 1 2  
30-39 14 29  
40-49 21 43  
50-59 7 14  
60+ 6 12 

Years of clinical experience in nephrology*  
<10 23 47  
11-20 13 27  
21-30 5 10  
30+ 8 16 

Health professional role 

 Pediatric Nephrologist 32 64 

 Nurse 8 16 

 Social worker 3 6 

 Surgeon 3 6  
Dietician 2 4 

 Nephrologist** 1 2  
Psychologist 1 2 

Country 

 United States 24 48 

 Canada 8 16 

 Australia 5 10 

 China 3 6 

 United Kingdom 2 4 

 Germany 2 4 

 Other**** 5 10 

Number*** of patients on hemodialysis 

 1-10 18 36 

 11-30 7 14 

 31-50 21 42 

 Not applicable 4 8 

Number*** of patients on peritoneal dialysis 

 1-10 15 30 

 11-20 5 10 

 21-30 23 46 

 50+ 3 6 

 Not applicable 4 8 

Number*** of patients with a transplant 

 1-20 5 10 

 21-40 10 20 

 41-50 4 8 

 50+ 28 56 

 Not applicable 3 6 
* one data point missing, N=49, ** Adult nephrologist with research interest in young adults, *** number of patients 
they have in care,  **** France, Italy, Lithuania, New Zealand, Singapore 
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Table 2. Selected participant quotations for each theme  

Theme Quotations 

Striving to blend priorities 

Minimizing 
treatment burden 

Some kids are so anxious about the injections (growth hormone), you just accept they will not reach full potential growth and stop giving 
them. (Pediatric nephrologist, Canada) 

We’ll say “come and get your bloodwork done”, but they might just want to go to school and be normal. So we sometimes have to adapt to 
their social situation. (Transplant Coordinator, USA) 

When they tell me “I need to go to a graduation today, or I want to go on a family trip”, I would ask myself; do they really need to have this 
procedure today or can we reschedule? (Pediatric nephrologist, USA) 

Emphasizing 
clinical long-term 
risks 

A common scenario is where a child is experiencing side effects related to treatment, e.g. immunosuppressive therapy, and they want to 
reduce the therapy. We know when it is reduced in such a way it actually does impact long-term survival. We have to talk with the patient 
about this trade off. (Pediatric nephrologist, Canada) 

I think it’s very difficult for a child to oversee the long-term picture. They are not interested in bone health at the age of 40, we are looking at 
those things with a very different focus. (Nurse, Canada) 

Achieving 
common goals  

In the end, we actually all want the same thing. It’s just the way we think about them is slightly different. We tend to concentrate on 
numerical outcomes, but really in the end, we are all looking for a better life for our patients. (Pediatric nephrologist, Australia) 

There shouldn’t be a huge dissonance or difference between what our overall goals of care are. There may be differences in how to get 
there. (Pediatric nephrologist, USA) 

Focusing on medical responsibilities 

Carrying 
decisional 
burden and 
pressure of 
expectations 

Yes, we are looking out for the best interest for the patients, but we also want to make sure we do the ‘right thing’. (Transplant Coordinator, 
USA) 

If a decision can be made with the family, that’s good. Sometimes there are very complex decisions or they have to be made fairly rapidly, 
in those cases we (doctors) make the decision for the patient. (Surgeon, USA) 

I often get the response: “well you’re the doctor, I don’t know” when it comes to complicated things (Nephrologist/researcher, USA) 

Working within 
system 
constraints 

There is always some conflict, because unfortunately healthcare is not luxuriously stacked and there are financial recourse limits that you 
need to stay within. And it is a system that has to work for the group. (Pediatric Nephrologist, USA) 

During consultation you are spending time covering all the kidney stuff, you perhaps don’t have time to address what they rea lly want to talk 
about, what’s high on the patients agenda. (Pediatric Nephrologist, UK) 

Ensuring safety 
is foremost 
concern 

For PD you do need a supporting family who are able to commit themselves to do that, otherwise it is not an option, even though it does 
provide a better quality of life. (Pediatric Nephrologist, Canada) 

You sort of try to keep kids out of the hospital, so they can do ‘regular kids stuff’. This is obviously a priority to the parents as well. 
Unfortunately sometimes you have to have people in the hospital to be able to do what we need to do. (Pediatric Nephrologist, USA) 

We try to manage labs outside of the hospital. We’ll, for example, first tell them to hydrate, and then have them repeat the bloodwork. When 
it’s still abnormal we do have to bring them into the hospital (Transplant Coordinator, USA).  

The family’s priorities are always in the center, unless there’s a safety issue that overrides it. (Surgeon, USA) 

Collaborating to achieve better long-term outcomes 

Jo
urn

al 
Pre-

pro
of



25 

Individualizing 
care 

We present the options to families, and then the family is going to decide what they think are significant side effects. For me, a little hair 
growth, wouldn’t bother me. But for someone who’s going to school with people who tease you, it’s the whole world. (Pediatric Nephrologist, 
Canada) 

If, for example, you have a teenager that’s very active at school, that may be someone that prefers PD, because then they don’t have to 
miss out on that stuff. But then you might have another younger kid that relies on the parents more, and the parents are not comfortable 
with PD and prefer HD. (Psychologist, USA) 

Maybe you're not always choosing the ideal medically, but you're choosing something that they really prioritize. (Child life specialist, USA) 

Creating 
partnerships 

I do try to make a point of speaking to the kids, than just to the adults, and making sure they feel as though they are part of the clinical 
process. (Nurse, Canada) 

I think it has to be a partnership, I really do. It shouldn’t just be the patients choice, because we know medically what the patient needs. It 
goes both ways, but in the end the patient have their life to contend with. It’s good to have everyone’s perspective. (Dietician, Canada) 

It’s often a negotiation with the families, so we really need to work with the families and have good communication skills and build trust. 
(Transplant coordinator, USA)  

Encouraging 
ownership and 
participation in 
decision-making 

When you are looking at older adolescents, there is a shift, they start becoming more responsible for their own care. They understand the 
importance of organizing their care, getting prescriptions etc. I feel then they start to realize how much that stuff will affect them. (Pediatric 
Nephrologist, Canada)  

I actually try to ask the children if there are any issues that they particularly want to talk about, to make sure they feel part of the process. 
(Nurse, Canada) 

It does really depend on the age of the kid and the relationship you have with them. Obviously when they are younger they aren’t really 
going to participate very much. Older kids have a bigger ability to express their opinions. They get to say more on how things are going to 
go. (Nephrologist/researcher, Canada) 

Sensitive to 
parental distress 

Sometimes the parents aren’t compliant with the diet, but you tolerate it because you know in the end you need to work with the family. It 
can be hard to judge when to step in. (Pediatric Nephrologist, Australia) 

I think we really have to keep in mind we’re asking parents to do very invasive things. Sometimes parents would tell me “oops, I forgot”. But 
they didn’t forget, it was just too hard for them. (Pediatric Nephrologist, Canada) 

We ask parents to make sure their child adheres to the strict diet at every visit, but this can be very difficult. “He goes to school and I can’t 
monitor what he eats at school or when he goes out with friends”. (Dietician, USA) 

I’m not sure we look at the parents enough. How many stay together? What does it do to the family, to their finances? Some have to take 
off work three times a week to take their kid to dialysis. (Surgeon, USA) 

Forming cumulative knowledge 

Balancing 
reassurance and 
realistic 
expectations 

There's a large variation in what some families want and what some physicians want. Understanding of expectations can avoid those type 
of problems. (Pediatric Nephrologist, USA) 

Sometimes there is a mismatch in expectations. Especially with a transplant. We try to convince patients the transplant is not a cure for end 
stage disease, but sort of a more efficient way to do dialysis and it is associated with better survival. (Pediatric Nephrologist, USA) 

I do talk about life expectancy, but thing might change. If you had asked me about life expectancy 20 years ago, I would have given a totally 
different number. We might have a artificial kidney or something like that. (Pediatric Nephrologist, France) 

Building 
understanding 
around treatment 

We all work together to try to educate the child in an age appropriate language. The degree and detail of understanding grows as the child 
becomes older. So transplanting a kid at three years old, his understanding is a lot more limited compared to when he is eight years old. 
(Pediatric Nephrologist, USA) 
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I really try to gauge their understanding of why they take the medicine. Do they understand what the medicines are doing? (Child Life 
specialist, USA) 

For younger children you should use illustrations as educational material. For example when explaining CVD risk. We give children a 
picture and explain to them what is happening to their artery, same with a picture of their heart. We can talk to them and show them “this is 
your heart and the walls of your heart are about two times as thick as it should be”. (Pediatric Nephrologist, Germany) 

If we show them the growth curves, how they are doing in terms of growth compared to “normal”. That is something that they can 
understand better so they can understand why it's important to take the growth hormone every day. And so that is a matter of education. 
(Pediatric Nephrologist, France) 

Harnessing 
motivation for 
long-term goals 

I talk about why it is important (to take their medication), and that if they don’t take it, “I won’t know, but in a few months your body will 
know. Your body will reject and there won’t be much we can do”. I am pretty straightforward with them about the possible consequences. 
(Pediatric Nephrologist, USA) 

I would tell them they did a good job all week, and they can go ahead and have a treat in the weekend. Motivating them in a sense. We try 
our best to find what motivates that child. (Dietician, USA)  
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Figure 1  

Thematic Schema; outlining the relationships between the themes and subthemes around shared decision-making in 

childhood chronic kidney disease. 

 

To support shared decision-making in pediatric CKD clinicians reported setting common goals, minimizing treatment 

burden, creating partnerships and encouraging children to be involved in the decision making. They strived to blend 

priorities and collaborate with the children and their families. Clinicians mentioned they encountered some barriers 

including working withing system constraints (e.g. time limits, financial limits) and having a perceived sole or primary 

responsibility for ensuring patient safety. They communicated with children and families about expectations, long term 

goals and their motivations, and sought to build understanding about the disease and treatment to enable children 

and families to take part in the decision making process. 
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