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Abstract
Background  Children with chronic kidney disease (CKD) and their families deal with challenging circumstances. While 
numerous studies have shown that both patients and parents in these families can experience a variety of challenges and 
concerns, the experience of siblings is less well understood. The focus of this scoping review was on research addressing 
the experiences and well-being of siblings of children with CKD.
Methods  Following scoping review methodology, five databases were searched for peer-reviewed research or graduate theses 
published in English that addressed the experience or well-being of siblings aged 25 years or younger (biological, step or 
foster) of children with CKD; studies from any year or location were included. Two independent coders identified relevant 
studies. Findings were summarized and synthesized.
Results  Of the 2990 studies identified, 19 were chosen for full text review and eight fit the inclusion criteria. Five of the 
selected studies were qualitative, two were quantitative and one used mixed-methods. Four broad themes across studies were 
identified including family functioning, significant relationships, psychological well-being, and coping strategies. While 
there was some convergence between qualitative and quantitative findings, these linkages were weak.
Conclusions  Several unmet needs of siblings were uncovered by this review. Sibling perceptions of differential parental 
treatment and desire for information about CKD emerged as priorities for practice. Using a strength-based approach in order 
to better understand sibling experiences and well-being was also recommended for future research.

Keywords  Children · Chronic kidney disease · Siblings · Well-being

Introduction

The worldwide prevalence of chronic kidney disease (CKD) 
in children is estimated at 15 to 75 cases per million chil-
dren [1]. Children living with CKD and their families deal 
with very challenging circumstances on a daily basis [2]. 
Past research has shown that these children are at risk for 
a wide variety of difficulties in emotional and behavioral 
functioning, (e.g., depression), educational and occupa-
tional functioning (e.g., learning disabilities), and physical 
and social functioning (e.g., social activities) [2]. The well-
being of their parents and other caregivers has also garnered 
research attention [3]; however, to date the experiences and 
well-being of siblings in these families have been under-
studied [4].

Although there is a rigorous body of work concerning 
sibling experiences across diverse family illness contexts 
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(e.g., complex care needs, chronic conditions, life-limiting 
and life-threatening conditions) [5, 6], siblings of children 
with CKD are rarely focused upon specifically. This is sur-
prising as the course and scope of CKD can differ mark-
edly from other pediatric illnesses. For example, peritoneal 
dialysis or hemodialysis can demand daily treatment lasting 
several hours or overnight therapy [7]. While diverse pedi-
atric chronic illnesses share some characteristics [8, 9], it is 
important to understand the specific contexts that families 
experience in order to design effective support programs. 
Therefore, we undertook a scoping review of studies focused 
on sibling experiences and well-being in families affected 
by CKD in order to: (1) summarize and synthesize current 
findings with a view to identifying potential avenues for 
support programs, and (2) to identify current gaps in order 
to provide directions for future research. Our review was 
broadly defined; it included all aspects of sibling experi-
ence as reported by siblings themselves, or by their parents. 
Our approach to well-being included adjustment difficulties 
and mental health issues, as well as positive aspects such as 
resilient characteristics, processes and outcomes [10], and 
posttraumatic growth.

Methods

Search strategy

We followed the five steps of conducting a scoping review, 
including: (1) identifying the research question, (2) iden-
tifying relevant studies, (3) selecting studies, (4) charting 
the data, and (5) collating, summarizing, and reporting the 
results [11, 12]. Our research question was: “What is known 
from the existing literature about the experiences and well-
being of siblings of children with chronic kidney disease?”.

Eligibility criteria

Inclusion criteria included any graduate thesis or published 
peer-reviewed study written in English and published in 
any year or location within five databases (Medline, Sco-
pus, PsychInfo, CINAHL and Embase). Any type of sib-
ling relationship (biological, step or foster) in young people 
aged 25 years or younger was included. Search concepts 
included: (1) age range (i.e. pediatrics through young adult-
hood), (2) siblings, (3) chronic kidney disease (i.e. “renal 
insufficiency, chronic,””kidney failure, chronic”), (4) kidney 
transplant (i.e. “renal replacement therapy,””renal dialysis,” 
“kidney transplant”) and (5) experience (i.e. “quality of 
life,” “mental health,” “resilience,” “posttraumatic growth, 
psychological,””social support”). Please see Appendix 1 for 
an example of the search terms used for one database.

Study selection

All identified articles were screened using Covidence© 
which is an online data extraction and screening tool 
designed to facilitate the review process by supporting 
the import of citations, removal of duplication, as well 
as title, abstract and full-text screening. Two reviewers 
(DJ and MW) independently screened titles and abstracts 
of all identified articles. Any selection differences were 
resolved through discussion (DJ, MW and CP) following 
full-text review. Eight studies were selected, including 
two quantitative studies, five qualitative studies, and one 
mixed-methods study. The ages of siblings in these studies 
ranged from six to 18 years. No research on young adults 
was identified.

Data charting

Data were initially extracted from each article by one 
reviewer (DJ); details were checked for accuracy by a sec-
ond reviewer (CP). Discrepancies were resolved by con-
sensus. Extracted data included country of study, study 
approach (qualitative, quantitative or mixed), study design, 
number and age of sibling participants, method of data 
collection, and findings related to sibling experiences liv-
ing with a child with CKD.

Data synthesis

Study characteristics (e.g. approach, design, country and 
main findings) were descriptively summarized to create 
a high-level overview of research conducted to date on 
siblings’ experiences and well-being. Key findings from 
each study were iteratively reviewed to identify themes 
across qualitative studies. Lastly, we conducted a synthesis 
in which we analyzed the manner and extent to which the 
quantitative and qualitative findings converged, diverged 
or complemented one another in order to create a more 
complete understanding of the well-being and experiences 
of siblings of children with CKD.

Results

From our initial and updated searches, we identified a total 
of 2990 potentially relevant articles. After 881 duplicates 
were removed, 2109 titles were screened and 19 full-text 
studies were chosen for a more detailed review. Eight stud-
ies were identified as meeting our criteria and relevant to 
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our review question. An overview of the study selection 
process and reasons for exclusion are provided in Fig. 1.

Characteristics of studies

The eight selected studies included two quantitative studies 
[13, 14], five qualitative studies [15–19] and one mixed-
methods study [4] that were published in four countries. 
Most (75%) but not all studies included information obtained 
directly from siblings; three were published by the same 
research team with overlap in participants. All studies 

included siblings of children with CKD, with two studies 
including post-transplant families. See Table 1 for details.

Quantitative findings

Findings from two studies found that siblings were not sig-
nificantly more anxious in comparison to clinical norms on 
the Spence Children’s Anxiety Scale [4] and did not dem-
onstrate significantly more behavioral problems at school 
than a control group of same age peers as reported by 
teachers using a behavioral rating scale [13]. In contrast, 

Fig. 1   Flowchart outlining the study selection process
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a more recent study that utilized a standardized self-report 
health-related quality of life measure (KIDSCREEN-54) 
which assessed ten dimensions found that siblings reported 
significantly lower autonomy (opportunities to create lei-
sure and social time) and financial resources (perceptions 
of their own financial resources, such as enough money to 
do the same activities as their friends), but higher social 
acceptance (feeling less rejected by peers) in comparison 
to children with CKD [14]. In comparison to controls, sib-
lings reported lower physical well-being (level of physical 
activity, energy and fitness), lower autonomy, lower parent 
relations and home life (quality of parent–child relationships 
and atmosphere at home), and lower financial resources [14].

Qualitative findings

Four broad themes emerged from the qualitative studies, 
including: (1) family functioning, (2) significant relation-
ships, (3) sibling psychological well-being, and (4) sibling 
coping strategies. Family functioning included two sub-
themes of: (a) disruption to routine, and (b) adherence. Sig-
nificant relationships included the subthemes of: (a) siblings, 
(b) parents, (c) grandparents, and (d) friends. See Table 2 for 
a summary of broad themes.

Family functioning

Disruption to routine

One major characteristic of family functioning was the dis-
ruption to routine for siblings (e.g., school activities) and for 
the entire family (e.g., family time together) when the health 
of the child with CKD declined, and particularly when they 
were hospitalized [4, 16, 17, 19]. For lower income families, 
hospitalization could result in siblings temporarily or even 
permanently leaving school to assume greater responsibili-
ties at home, but this effect was gendered and impacted older 
sisters only [16]. Disruption to family vacation, especially 

travel, due to hospitalization or treatment demands (e.g., 
dialysis) was also identified in several studies [4, 17, 19].

Adherence

Another major characteristic of family functioning was the 
impact of medication or treatment adherence (or lack of 
adherence) by the child with CKD on the family, which was 
expressed in several ways. Parent–child conflict regarding 
non-adherence created stress and heightened concerns for 
siblings [17, 19]. Any noticeable lack of adherence esca-
lated sibling anxieties about disease progression [17–19] 
and sometimes provoked an angry reaction from siblings 
[16]. Finally, some siblings felt responsible for and tried to 
encourage adherence during their caregiving activities [16].

Significant relationships

Siblings

Most siblings expressed considerable concern for their sister 
or brother with CKD; fear, worry and anxiety were noted 
in seven of the selected studies. Concerns ranged from side 
effects due to treatment (e.g., damage caused by fistulas) 
[16] to disease progression and mortality risk [4]. Some 
siblings reported physical symptoms accompanying their 
fear or anxiety, including increased heart rate [16]. Many 
reported paying close attention to the well-being of their 
brother or sister with CKD [17], with their concerns typi-
cally exacerbated either by non-adherence (e.g., nutrition or 
medication) [16] or by hospital admission [16–19].

Siblings reported caring and positive relationships with 
their sister or brother with CKD [16], as well as feeling pro-
tective of them [4, 16]. Siblings valued the time spent and 
activities they engaged in with them, but felt constrained by 
their symptoms and fatigue [16, 18]. Feelings of jealousy 
concerning the time and attention parents spent on and with 
their brother or sister with CKD was common [4, 16, 17, 19]. 

Table 2   Synthesis of themes 
across qualitative and mixed-
methods publications

Theme Study reference number

4 15 16 17 18 19

Significant relationships
  Parents • • • • • •
  Siblings • • • • •
  Grandparents • •
  Friends • • •

Family functioning
  Disruption to routine • • •
  Adherence • • • • •

Psychological well-being • • • • •
Coping strategies • •

3023Pediatric Nephrology (2022) 37:3019–3029
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Parents reported that, when the child with CKD was hospi-
talized, those siblings who remained at home enjoyed their 
time together [18]. Lastly, as noted above, some siblings 
reported engaging in caregiving for their sister or brother 
with CKD, which involved a variety of activities including 
accompanying them on medical visits, assisting with nutri-
tion and medication, and helping with schoolwork [16].

Parents

Without exception, siblings in each of the qualitative studies 
felt overlooked and neglected by parents at times, but par-
ticularly when their sister or brother with CKD was hospital-
ized [4, 17–19]. This was less the case if siblings spent time 
at the hospital with the parent, including overnight stays 
[19]. Most siblings indicated that their brother or sister with 
CKD was overprotected and shown more interest by par-
ents, and that parents tolerated their misbehavior to a greater 
extent [16–18]. Siblings also felt overlooked when parents 
paid special attention to relationships outside the home (e.g., 
with teachers at school) for the child with CKD but not for 
themselves [18].

Grandparents

Only one study investigated the role of grandparents, and 
found that this relationship was particularly important for 
siblings, as it provided a sense of security and familiarity, 
especially when the child with CKD was hospitalized and 
parents were less available [18]. Parents reported that grand-
parents were an important source of support for siblings 
and provided special attention when serious health events 
occurred [18].

Friends

Some siblings reported that their social activities with 
friends were curtailed [16], and that social comparisons 
made with friends were negative; specifically, family trips 
and holidays were disrupted or missed [4, 16, 19]. Other 
siblings reported that talking to friends or peers could be an 
important source of support [16, 19].

Psychological well‑being

Some siblings reported feeling they had to be more mature 
than others their age [4], in addition to the feelings of fear, 
anxiety and neglect outlined above. Some reported feeling 
hope and optimism concerning their sister or brother with 
CKD’s illness [16], while others were worried about their 
own and their parents’ mortality [4]. As outlined above, 
negative social comparisons with friends, combined with 
feelings of jealousy of the patient and feeling overlooked by 

parents were consistent themes across the selected studies. 
Finally, also as noted above, siblings felt stressed and anx-
ious by conflicts between parents and their brother or sister 
with CKD concerning adherence.

Coping strategies

Some siblings indicated that they were not as fully informed 
about details of the status of their sister or brother’s illness as 
they wished, including reasons underpinning the CKD diag-
nosis as well as realistic information about the course of the 
disease and treatment [4, 16]. Others valued and paid close 
attention to information about the progress of the disease, 
including specific blood and urine test results, when it was 
provided [17, 19]. Additional strategies included trying to 
behave in a more mature manner than peers [4, 16], sharing 
experiences with friends or peers [16], talking to the patient 
or parents about the situation [4], engaging in activities [16], 
and expressing negative feelings or praying when alone [16].

Synthesis of quantitative and qualitative findings

Taken together, the results of both qualitative and quantita-
tive sources of data synergistically provided insights that 
would not arise from the use of either source alone; some 
findings converged, while others diverged. For example, sev-
eral qualitative studies indicated that siblings felt consider-
able concern for their sister or brother with CKD, accompa-
nied by fear, worry and anxiety; these findings diverged from 
the results of a quantitative study that indicated siblings did 
not report significantly greater anxiety than norms. While 
concern for their brother or sister with CKD may or may not 
contribute to generalized feelings of anxiety for siblings, the 
small sample size may have precluded the ability to detect 
differences.

Qualitative and quantitative studies converged in several 
ways. A quantitative study found that siblings reported the 
quality of their relationships with parents and the atmos-
phere at home was significantly worse than the control 
group. Qualitative studies echoed siblings’ feelings of being 
overlooked and neglected by parents. Both types of studies 
also found that siblings reported that their opportunities for 
leisure and social activities were restrained. Other issues 
were addressed by one type of study only. For instance, 
siblings’ perceptions of their personal financial resources, 
social acceptance by peers, and perceptions of their physi-
cal well-being, such as energy and physical activity level, 
were addressed using quantitative methods only [14]. The 
quality of sibling relationships including the brother or sister 
with CKD, as well as with other siblings in the household, 
was addressed by qualitative methods only. In summary, 
the results of this scoping review indicated that siblings 
of children with CKD were significantly affected by their 
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circumstances in a variety of ways, with the impact felt espe-
cially deeply in their family relationships, as well as affect-
ing their psychological well-being.

Discussion

Overall, our scoping review provided an emerging picture of 
the experiences and well-being of siblings of children with 
CKD. We identified four broad themes across qualitative 
and mixed-methods studies, including family functioning, 
significant relationships, psychological well-being, and cop-
ing strategies; synthesis analyses further revealed how the 
findings of qualitative and quantitative studies converged 
and diverged. Overall, our review detected several unmet 
needs of siblings of children with CKD, as well as gaps in 
the literature that need to be addressed by future research.

The theme of family functioning included two subthemes 
of disruption to routines and adherence. Daily routine dis-
ruptions were most likely to occur when the child with CKD 
was hospitalized, while broader restrictions of family activi-
ties, such as taking a vacation or travel, were due to treatment 
demands or availability. Disruptions to routine are common 
for families of children with chronic conditions [5]; however, 
missing out on shared family time during vacation or travel 
experiences may be more specific to families who manage 
significant daily treatment demands such as peritoneal dialy-
sis or hemodialysis [5, 6]. The importance of maintaining 
family routines and rituals for adaptive individual and family 
functioning and resilience has been well established [20]. 
Therefore, the significance of these disruptions for siblings 
should not only be acknowledged, but mitigated as much 
as possible. Some siblings expressed anger about conflicts 
between their parents and their brother or sister with CKD 
concerning medication, diet and other non-adherence issues. 
While the psychosocial and medical consequences of non-
adherence for young people with CKD [21, 22] and their 
parents are well documented, the consequences for siblings 
are less well understood. Developmental research has shown 
that prolonged exposure to chronic interparental conflict can 
exacerbate adjustment issues for children and adolescents 
[23]. It is currently unknown if exposure to chronic par-
ent–child conflict about non-adherence can also amplify sib-
ling psychosocial adjustment issues; future research needs 
to address this issue.

Significant relationships were also a main theme, which 
included the subthemes of sibling, parent–child, grandpar-
ent and friend sibling relationships. The importance of sib-
ling relationships emerged frequently across studies, and 
included both positive and negative aspects of the relation-
ship. It should be noted that most studies focused on the 
relationship between one target sibling and their brother or 
sister with CKD, with other sibling relationships within the 

family rarely addressed. Regardless of their age, siblings 
were well aware of and sensitive to the health status of their 
sister or brother with CKD; this included closely monitor-
ing their adherence to medication and self-care practices. 
Some siblings actively participated in caregiving — some 
to the degree where it significantly curtailed their ability to 
spend time with friends or attend school [16]. In contrast, 
recent research has suggested that caretaking by siblings 
may benefit their own well-being [24]. This difference may 
be due to variation in relationship norms and expectations 
based on ethno-cultural or societal differences. It should be 
noted that the eight selected studies were conducted in four 
countries where these norms may have varied considerably. 
Taken together, these findings highlighted sibling warmth 
and prosocial interaction [25] in families affected by CKD, 
which may not only enhance the quality of the sibling rela-
tionship [24] but also siblings’ resilience characteristics and 
behaviors.

Negative aspects of the sibling relationship were also 
identified. Feelings of jealousy concerning the greater time 
and attention their brother or sister with CKD received from 
parents were especially striking across studies. Past research 
on children’s perceptions of parental differential treatment 
(PDT) in families affected by chronic illness is congruent 
with our findings [5, 6]. What remains unknown is how sib-
ling perceptions of PDT are related to their own well-being 
or to their relationship with their sister or brother with CKD. 
While research examining family-related risk factors for psy-
chological functioning of pediatric kidney transplant patients 
have routinely included parental psychosocial functioning, 
few if any have investigated the potential impact of sibling 
well-being for patient mental and physical health outcomes 
[2]. Sibling perceptions of PDT may also negatively impact 
the quality of the sibling relationship, as well as erode the 
quality of the parent–child relationship over time [26]. These 
issues need closer attention from researchers.

The parent–child relationship was also an important rela-
tionship subtheme. As noted, parental differential treatment 
was a highly salient issue for siblings, particularly when par-
ents were physically absent from the home due to hospitali-
zation of their child with CKD. However, this concern was 
somewhat mitigated if they were included in care, includ-
ing overnight hospital stays. Unfortunately, not all hospi-
tals accommodate overnight stays for family members, and 
during the COVID-19 pandemic hospital visitations have 
often been canceled or restricted to a single family member, 
exacerbating the negative impact of family separations [27]. 
Findings of qualitative and quantitative studies converged to 
show that siblings of children with CKD perceived the qual-
ity of their relationships with parents and the atmosphere at 
home to be significantly poorer than siblings in unaffected 
families. Previous research has found that parents are aware 
of sibling differential treatment concerns, and worry about 
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feelings of jealousy and neglect [22]. How parents address 
and reduce sibling perceptions of PDT in families affected 
by CKD would be critically important — not only for sibling 
well-being [28], but also for the quality of the sibling and 
parent–child relationships and family functioning overall. 
While some previous interventions targeting families of chil-
dren with chronic conditions have addressed the quality of 
communication between family members [29], it is less com-
mon for sibling-specific issues such as PDT to be addressed, 
and even more rare for the quality of the sibling relationship 
itself to be investigated [30].

Grandparents and friends were also significant relation-
ships for siblings, although both were investigated less often 
than parents. In one study, grandparents were familiar car-
egivers who offered support and security when parents were 
less available. Friends also offered social support; however, 
the curtailment of social activities or negative social com-
parisons had a negative impact on siblings. Although norms 
and expectations for grandparents and friends may vary due 
to ethno-cultural or societal differences, both relationships 
have significant potential for promoting resilience in siblings 
of children with CKD [31], and should be studied in greater 
depth in future research.

Across all of the studies reviewed, sibling psychological 
well-being was primarily addressed using a risk or deficit-
approach rather than a strength-based perspective that incor-
porated aspects of resilience and/or posttraumatic growth 
[32]. The focus of sibling psychological well-being typi-
cally included a variety of negative feeling states, including 
anxiety, fear, frustration, jealousy, and anger. Anxiety has 
been identified in past reviews [5, 6] as an important issue 
for siblings of children with chronic conditions, although 
siblings were not found to be significantly more anxious 
than controls in the selected quantitative studies. However, 
it should be noted that quantitative studies characterized 
by small sample sizes did not find significant results, while 
more recent work using larger samples did find significant 
differences in self-reported quality of life between siblings 
and controls.

While other researchers have found that siblings reported 
depressive [5] or traumatic stress symptoms [33], these 
adjustment issues were not found in the present review as 
they were not assessed either by standardized measures or 
identified by qualitative themes. While some mediators or 
moderators of sibling psychosocial adjustment in families 
affected by chronic illness have been identified, such as car-
egiving responsibilities [24] and perceptions of differential 
parental treatment [24], further work is needed to identify 
factors that influence the psychosocial adjustment of siblings 
of children with CKD.

Positive aspects of sibling psychological well-being were 
noticeably absent from the selected studies, with feelings of 
hope and optimism reported in just one study. Resilience has 

not been widely studied in siblings [34] or in families of chil-
dren with chronic conditions [10, 35] which may contribute 
to pathologizing of the experience of living with a brother 
or sister with a chronic illness or life-limiting condition. To 
date, the quantitative assessment of resilience has been lim-
ited to the absence of adjustment problems [34] or low risk 
profiles of adjustment [36] in families affected by chronic 
illness; however, more direct assessments of individual resil-
ient characteristics, behaviors and traits and family resilience 
are emerging in the literature [37]. Clearly, more research is 
needed to address positive aspects of sibling well-being and 
adjustment in families affected by CKD.

Several sibling coping strategies were identified in the 
present review. Coping strategies are broadly viewed as 
either active, in that they are problem-focused and oriented 
toward altering the situation or the thoughts or emotions in 
response to a stressful situation, or avoidant, in that they are 
oriented toward staying away from the problem or repressing 
thoughts or feelings about it [38]. Both types were found; 
siblings engaged in active coping by seeking emotional, 
instrumental, and informational support, as well as avoid-
ant coping by using activities for distraction. Overall, these 
strategies mirrored some previous findings of siblings of 
children with chronic illness [5], although it should be noted 
that some siblings avoided discussing their concerns with 
their parents for fear of increasing stress or sadness [6]. Fac-
tors influencing sibling coping strategies such as parental 
coping strategies, and the availability of supportive relation-
ships and support systems outside the home [31] need to be 
addressed in future research.

Limitations

While our search strategy was designed to capture all rele-
vant studies, it is possible that some were missed. For exam-
ple, siblings of children with CKD may have been included 
in research focusing more broadly on family well-being, 
which may not have been identified through our review pro-
cess. It should be noted that three qualitative studies that 
were included in our review drew participants from the same 
sample of families; therefore, similarities in themes across 
these studies should be interpreted with caution. In addition, 
because of the limited number of studies identified, synthesis 
analyses addressing convergence and divergence between 
qualitative and quantitative studies were limited.

Implications for practitioners

The present review identified several unmet needs of siblings 
of children with CKD that have important implications for 
practitioners. Siblings’ desire for more information about the 
etiology and course of CKD, as well as regular updates about 
their sister or brother’s condition emerged as a significant 
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unmet need that could be addressed through developmen-
tally appropriate educational materials, as well as through 
parent education. Elevated levels of anxiety were frequently 
discussed, therefore early and ongoing screening [39] for 
anxiety and other psychosocial adjustment concerns (e.g., 
depression, traumatic stress) would be useful to help iden-
tify those who are in need of support from a mental health 
professional as early as possible. 

While some siblings used effective coping strategies, 
other less beneficial strategies for long-term mental health 
were also identified. Therefore, interventions concern-
ing effective coping strategies offered by sibling support 
groups, individual programming with hospital-based child 
life specialists or social workers, and/or annual events such 
as summer camps, may be beneficial for siblings [40]. These 
supports should also emphasize minimizing disruptions to 
family routine, as well as sibling concerns regarding par-
ent–child conflict about adherence issues. Given that recent 
findings indicated a substantial minority of parents and 
children with CKD experience posttraumatic stress [41], it 
makes sense to adopt a trauma-informed approach for pro-
gramming with siblings of children with CKD [42]. Cur-
rently, there are a handful of interventions that focus on 
the needs of siblings of children with illnesses or disorders 
[43]; however, these programs commonly target parent–child 
communication which may or may not address sibling per-
ceptions of PDT. Given the marked negative perceptions of 
PDT by siblings across the studies reviewed and the poten-
tial for significant negative impact on sibling psychosocial 
adjustment and the quality of family relationships, address-
ing PDT should be a high priority in any educational or 
support program designed for siblings in families affected 
by CKD.

Future research directions

Based on our findings, more in-depth investigations of 
mediators and moderators that influence the psychosocial 
adjustment of siblings of children with CKD are needed, 
including parental mental health, resilience, and coping 
styles. Parent–child conflict management style concerning 
adherence, as well as strategies for minimizing disruptions 
to routine also emerged as significant directions for future 
research. Perhaps even more importantly, if or how parents 
engage with siblings regarding their perceptions of PDT 
needs further exploration, as do differences in perceptions 
of PDT across children in the family and how these percep-
tions impact their well-being [26]. A longitudinal examina-
tion of the development and effectiveness of sibling coping 
strategies needs to be undertaken, as well as the availability 
of supportive relationships within the family and support 
systems outside the home. Related to supports, research 
addressing positive aspects of sibling well-being in families 

affected by CKD, including aspects of individual, relational 
and family resilience, as well as posttraumatic growth, is 
sorely needed. Given that only one of the selected studies 
utilized a mixed–methods approach, more studies incorpo-
rating both qualitative and quantitative methods with larger 
and more diverse samples should be undertaken. Research 
also needs to address differences in timing of diagnosis 
(e.g., at birth as compared to during childhood) as well as 
the timing of transplant, including the potential role of sib-
lings as pediatric donors, although this is rare [44]. Gender 
and cultural differences were not addressed in the studies 
reviewed due to small sample sizes; therefore, future work 
should be conducted in a variety of geographic locations 
and take ethno-cultural influences into account. Potential 
sources of stress for families, such as socioeconomic strain, 
geographic relocation for health care, adaptation as a refu-
gee or newcomer family, and experiences of systemic rac-
ism within the health care system are also important factors 
influencing the well-being of siblings that future research 
should address [45].

In summary, the results of our scoping review confirmed 
that the experiences and well-being of siblings of children 
with CKD are under-studied. Based on the emerging lit-
erature identified, it was clear that siblings were negatively 
affected in a variety of ways, particularly in their family rela-
tionships and their psychological well-being. It remains for 
future research to explore how siblings may be positively 
impacted, and if long-term growth and development are 
facilitated by their challenges.
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