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Who Is My Brother’s Keeper?:  

Supporting Sibling Caregivers in Pediatric Oncology 

 Even as survival rates have skyrocketed, from only 58% in the 1970s to almost 90% 

today, the incidence of pediatric cancer has remained steady at just over 10,000 new diagnoses 

each year in the US (American Cancer Society, 2016). These cases present a challenge not only 

to medical providers but also to families, who are typically the primary caregivers for ill 

children. Caregivers include not only the parents, but also the siblings of the ill child. Based on 

US Census data, Long et al. estimate that around 90% of children undergoing cancer treatment 

have one or more siblings under the age of 18 (2015). Understanding the impact that the 

diagnosis and treatment process has on siblings is essential for the creation of a care plan that 

supports the entire family system. Pediatric cancer is experienced as a traumatic event by the 

siblings of the ill child, which contributes to increased levels of psychological distress in this 

population and may result in psychological and/or behavioral pathology. Trauma-informed 

interventions which fulfill siblings’ need for social support, information, and emotional outlets 

may be used to alleviate distress and reduce the risk of long-term health consequences. 

Pediatric Cancer as Trauma 

 Trauma is defined as an event that is subjectively experienced as emotionally painful, 

distressing, or shocking (L. Gilchrist, personal communication, February 28, 2017). Trauma 

shatters an individual’s sense of security and typically involves an actual or perceived threat to 

life or safety (L. Gilchrist, personal communication, February 28, 2017). It is clear, then, why 

pediatric cancer may be experienced as traumatic by the patient, but an emerging body of 

research indicates that having a sibling undergoing treatment for cancer may be similarly 

distressing.  
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 Siblings of pediatric cancer patients witness their sibling undergoing treatments that 

cause intense pain, hair loss, and weight gain or loss, and generally make them appear to be very 

ill (Kaplan, Kaal, Bradley, & Alderfer, 2013). These symptoms are a constant reminder of the 

illness and its severity. Siblings also report being very aware of the fact that the ill child may die 

(Kaplan et al., 2013). The fear of losing an attachment figure like a sibling is extremely 

distressing for children and adolescents and the stress associated with this worry may constitute 

emotional trauma even if treatment is successful and the sibling survives (Nolbris, Enskär, & 

Hellström, 2013). Studies have also found that siblings of cancer patients experience anxiety 

about their own health, worrying that they, too, might develop cancer and die (Nolbris & 

Ahlström, 2014). This perceived threat to well-being manifests itself in an overall shift in 

worldview, as siblings report that in general, they believe that the world “no longer [is] safe, 

predictable, or carefree” (Long, Marsland, Wright, & Hinds, 2014, p. 25). Cancer is experienced 

by siblings of patients as a significant life disruption that threatens their sense of security and 

causes intense emotional distress. This experience may be exacerbated by several factors that 

disproportionately impact siblings of cancer patients as compared to other caregivers. The 

following section will expand on several of these factors.   

Factors Impacting Siblings’ Experience of Pediatric Cancer as Trauma 

Lack of Social Support  

 Support from family. Sibling caregivers are uniquely positioned with in the family 

system because even as they are helping to care for the ill child, they are still dependent on their 

parents to care for them as well. Unfortunately, many families struggle to find a balance between 

the needs of the ill child and the needs of healthy children, usually to the disadvantage of the 

latter group. The feeling of being unimportant or forgotten by their parents was one of the most 
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commonly reported experiences across multiple studies of siblings of cancer patients (Gerhardt, 

Lehmann, Long, & Alderfer, 2015; Nolbris et al., 2013; Packman, Weber, Wallace, & Bugescu, 

2010; Prchal & Landolt, 2012). Siblings described themselves as being “not the priority” in their 

family or “not the important one” relative to the ill child (Long et al., 2014, p. 26). Interestingly, 

this phenomenon was observed even in families where children with cancer reported that illness 

brought their family closer together (Van Schoors, Caes, Verhofstadt, Goubert, & Alderfer, 

2015). Although overall family cohesion may increase as a result of the cancer experience, 

siblings perceive themselves to be left out of this increased closeness.  

The feeling of being isolated from their family is distressing and for some children 

constitutes a traumatic experience in and of itself (Kaplan et al., 2013). However, even if the 

isolation is not experienced as traumatic on its own, the perceived lack of familial support may 

negatively impact their ability to cope with other ongoing traumas, including those discussed in 

the preceding section (Barrera, Fleming, & Khan, 2004). Disconnect from the family is a risk 

factor for trauma experience that uniquely affects siblings of cancer patients and may contribute 

to worse psychological outcomes for them. 

 Support from peers. Because of the relative inaccessibility of support from parents, 

siblings often turn to peers as an alternate source of social support. Unfortunately, studies show 

that this source of support is also wildly inconsistent. In a 2012 study by Prchal & Landolt, 

siblings rated spending time with friends as an important coping mechanism for dealing with 

their brother or sister’s illness because it provided a temporary distraction. However, siblings in 

the same study also reported that they felt disconnected from their friends and did not believe 

that their peers understood what they were experiencing (Prchal & Landolt, 2012). Siblings said 

that they sometimes chose to spend less time with their group of friends because of the 
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disconnect they felt, which only served to heighten their sense of isolation and removed their 

access to peer distraction as a coping mechanism (Prchal & Landolt, 2012). 

 Complicating the matter further, even as isolation impedes other coping mechanisms, it 

may be a coping mechanism in and of itself to deal with a different type of traumatic stress. 

Siblings reported that they were very frustrated by peers constantly asking questions about their 

brother or sister and did not like having to constantly give updates about the cancer’s progression 

and treatment (Prchal & Landolt, 2012). These questions may constitute triggers that bring up 

unpleasant memories, thoughts, or feelings related to the trauma (Samson, Rourke, & 

Alderfelder, 2016). Avoiding friends may be a way to avoid triggers and protect against re-

traumatization. Unfortunately, this coping mechanism ultimately further disadvantages siblings 

by removing social supports that have been shown to be associated with better outcomes in the 

face of trauma (Barrera et al., 2004). Siblings are thus presented with a unique catch-22, where 

accessing social support from peers is necessary for healing but may also be counterproductive to 

that process. In general, social support from peers is rated as inconsistent at best and does not 

reliably help siblings cope with the trauma of their brother or sister’s illness.  

 Cancer presents a challenge to siblings’ relationships with other family members and 

with their peers. The loss of social support is both a cause and effect of a lack of open and honest 

communication, which constitutes the second major category of disadvantages experienced by 

the siblings of cancer patients. 

Lack of Communication  

 Lack of emotional disclosure. One of the consequences of lost social support is that 

siblings no longer have as many people to talk to about their feelings, anxieties, and fears. The 

loss of closeness with parents was identified as being particularly problematic (Van Schoors et 
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al., 2015). Even when parents were physically present, siblings perceived them as being very 

emotional and reported that they often avoided sharing their feelings with their parents for fear of 

upsetting them more (Nolbris & Ahlström, 2014). In general, siblings who did not talk about 

their feelings scored higher on measures of anxiety, indicating that a lack of emotional disclosure 

compounds the traumatizing effects of their sibling’s illness and increases their risk of negative 

psychological outcomes (Wallin, Steineck, Tommy, & Kreicbergs, 2016).  

 Lack of information. Throughout the cancer diagnosis and treatment process, patients 

and their families receive a lot of information, often in a very short period of time. Absorbing 

and making sense of this influx is no easy feat, especially in such an emotionally trying time. In 

pediatric oncology settings, the focus of care teams is typically on making sure that the parents 

and, to the extent possible, the patient, understand the disease, treatment plan, and prognosis. 

Unfortunately, the needs of siblings are typically overlooked in this process. Interviews with 

siblings of pediatric cancer patients reveal that particularly in the early stages of diagnosis, 

siblings do not get very much information about what is happening to their brother or sister 

(Long et al., 2014). The information they do get is often incomplete, gleaned from overhearing 

conversations between parents and doctors, and framed in highly technical terms that are difficult 

to understand (Nolbris & Ahlström, 2014).  

This lack of clear communication and explanation about the disease and its treatment 

threatens to increase siblings’ anxiety levels. Child psychologists have found that when children 

lack complete information about a situation, they tend to imagine the worst-case scenario (Yi, 

2009). As a result, siblings who are not given a clear explanation of what is happening to their 

brother or sister are at increased risk for traumatic experiences related to worrying about death 

and loss. In the age of information technology, this risk may be even higher. Some siblings take 
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matters into their own hands and begin doing independent research online, where they may 

encounter conflicting, confusing, or even inaccurate information (Long et al., 2014). For these 

siblings, anxiety about their brother or sister’s illness may be even higher, increasing their levels 

of trauma exposure and their risk of negative health outcomes. 

 The tendency for siblings to be less than well-informed about their brother or sister’s 

condition is particularly problematic when siblings are called on to help with treatment, as in the 

case of bone marrow or stem cell transplants. Packman et al. (2010) found that siblings who 

donate marrow or stem cells feel “an overwhelming sense of responsibility” for their sibling’s 

survival (p. 1138). Especially if the treatment is unsuccessful, these siblings may experience 

intense guilt related to their brother or sister’s suffering. Studies have shown that these feelings 

of guilt are exacerbated if, as is often the case, siblings do not have the chance to talk openly to 

health care professionals about the treatment and its aftermath (Wilkins & Woodgate, 2007). 

Such intense feelings of guilt and personal responsibility may be particularly traumatizing and 

cause severe emotional distress for siblings. Sibling caregivers’ general lack of accurate 

knowledge about cancer treatments is a threat to their ability to cope with poor outcomes and to 

reduce their anxiety about their siblings’ illness, putting them at risk for increased 

traumatization. 

Effects of Prolonged Psychological Stress 

Post-Traumatic Stress Disorder 

 With increased exposure to trauma, the risk of negative psychological health outcomes 

increases as well. Among siblings of pediatric cancer patients, one of the most commonly 

observed psychopathologies is Post-Traumatic Stress Disorder (PTSD). Kaplan et al. (2013) 

found that 34% of the siblings in their study met symptom criteria for PTSD. The national 
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prevalence of PTSD among children and adolescents is 5%, indicating that siblings of cancer 

patients are at a far higher risk of developing this disorder as compared to their peers (Hamblen 

& Barnett, 2016). The most common PTSD symptoms observed in siblings of pediatric cancer 

patients were re-experiencing (intrusive thoughts or memories related to the traumatic 

experience), avoidance (not wanting to think or talk about cancer), and arousal (irritability or 

difficulty concentrating). Additionally, 48% of siblings reported feeling “intense fear, horror, or 

helplessness” related to their sibling’s illness (Kaplan et al., 2013). Symptoms were most acute 

shortly after their sibling was diagnosed with cancer (Kaplan et al., 2013).These findings indicate 

that not only are siblings of cancer patients at a higher risk of negative psychological health 

outcomes, but that this risk has effects very early on in the treatment process. Early and proactive 

intervention may be critical in improving psychological outcomes for this group. 

Academic Performance 

Several studies have found that being the sibling of a pediatric cancer patient is 

associated with lower academic performance. Prchal & Landolt’s interviews with siblings 

revealed that they were having trouble concentrating in school and felt very distracted by their 

worries about their brother or sister (2012). Difficulty focusing was associated with lower grades 

and lower rates of assignment completion and information retention (Prchal & Landolt, 2012). 

Transportation may be an issue if parents are spending a lot of time at the hospital, leaving 

siblings without any way to get to school, contributing to higher rates of absenteeism among this 

group (Prchal & Landolt, 2012). Disruptions to the family’s typical routine also resulted in 

siblings having less time to complete their work outside of school, which was associated with 

poorer academic performance in a study by Samson et al. (2016). As with PTSD symptoms, 
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these effects were seen almost immediately following diagnosis, underscoring the need for more 

proactive interventions to support these at-risk caregivers (Samson et al., 2016). 

Alcohol Use 

 Because siblings of pediatric cancer patients have only recently become an area of 

interest in academia, little is known about the long-term effects of this particular childhood 

trauma. One exception is a study by Lown et al. (2012) which studied alcohol consumption in 

adults between the ages of 18 and 56 whose siblings had survived cancer during childhood. They 

found that siblings of childhood cancer survivors were significantly more likely to engage in 

risky drinking behaviors than both survivors and national control groups. They drank more 

frequently, in higher quantities, and at a younger age (Lown et al., 2012). The study did not 

determine how many of the siblings met criteria for a diagnosis of alcoholism, but all of these 

behaviors are risk factors for developing the condition. The results of this study indicate that 

siblings of pediatric cancer patients are at risk of developing negative coping strategies later in 

life, underscoring the importance of establishing interventions to support the development of 

healthier strategies in childhood and adolescence. 

Interventions to Counter Trauma 

Goals for Interventions 

 It has been demonstrated in previous sections that the experience of having a sibling with 

cancer can be traumatizing for children and adolescents. The traumatic nature of this experience 

is exacerbated by the loss of social support and lack of communication that disproportionately 

affect siblings as compared to other caregivers. Unfortunately, it is not a realistic goal of 

interventions to eliminate the trauma associated with having a family member diagnosed with 

cancer. Anxiety, worry, and distress are natural responses to such a situation. However, 
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interventions can aim to address the exacerbating factors to lessen the impact of trauma and 

support the development of healthy coping strategies and resilience. Providing siblings with 

social support, information, and opportunities to talk about their feelings are critical and 

achievable goals for intervention. Additionally, it is important that these interventions happen 

early on in the treatment process and are a part of the care plan from beginning to end, since the 

effects of trauma can be observed very early after a diagnosis is made. Recognizing siblings as 

an important part of the caregiving team should be a goal of healthcare providers and families 

alike. This section will address some of the barriers to achieving these goals and conclude with a 

brief overview of several interventions that have been shown to be achievable and effective in 

supporting sibling caregivers.  

Barriers to Interventions 

 Despite the emerging understanding of siblings as a group in need of support, they 

remain an underserved stakeholder in the pediatric cancer care system. Only about 25% of 

pediatric oncology organizations provide services to siblings (Gerhardt et al., 2015). Hospitals 

often have limited staff and resources to expend on supporting families, and rarely have specific 

processes in place for supporting siblings (Gerhardt et al., 2015). One explanation for this lack of 

availability is that until recently, siblings were not a major focus area of research in pediatric 

oncology and practice has not caught up to the growing field of knowledge about this group 

(Gerhardt et al., 2015). The needs of siblings may also be difficult to identify in clinical settings, 

especially if doctors and nurses are unsure what to look for. Siblings are often reluctant to report 

their struggles for fear of being “in the way” or distracting from the needs of the ill child 

(Samson et al., 2016). If siblings are not able to effectively express their needs and health 



WHO IS MY BROTHER’S KEEPER   11 
 

professionals, social workers, and community organizations are not aware of what their needs 

might be, interventions are difficult to design and implement. 

 The other key stakeholders in designing effective interventions for siblings are parents. 

Parent buy-in is critical for creating interventions that siblings will be able to access, since 

parents will be primarily responsible for providing transportation, covering any associated costs, 

and in most cases must give permission for children under the age of 18 to participate (Ballard, 

2004). Creating interventions that parents will believe in, however, may be easier said than done. 

Like healthcare professionals, parents may be under-informed about the risks posed to the 

siblings of their ill child (Ballard, 2004). This can be particularly complicated because parents 

may not be merely unaware of the risks but may be unwilling to face them. Ballard (2004) 

hypothesized that parents avoid focusing on siblings’ needs because they cannot handle the 

added stress when they are already caring for one very sick child. Providers must therefore be 

very cautious when presenting proposed interventions. Parents must be made aware of their 

children’s needs, but this information should be presented in a way that does not feel 

overwhelming for them. Having specific plans and protocols in place for intervention may be 

helpful in achieving this. 

Additionally, parents may have different ideas about what interventions will be helpful 

for their children. As the next section will discuss, support groups are one of the most effective 

interventions used to provide community and social support for siblings. However, parents rate 

support groups as being significantly less helpful for their well children than the children 

themselves do (Ballard, 2004). This finding indicates that parents, providers, and children may 

need to work together more closely to determine success criteria for interventions to ensure that 

all parties are able to recognize the benefits of the programs. 
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Despite these barriers, several types of interventions are currently implemented in various 

hospital and community settings around the country. The final section of this paper will give an 

overview of the benefits of these types of interventions and illustrate how their provision of 

social support and communication works to counteract the effects of trauma for sibling 

caregivers. 

Types of Interventions 

 Support groups. One of the most common interventions used to address the needs of 

sibling caregivers is the support group. These groups typically consist of siblings of pediatric 

cancer patients representing a range of ages, experiences, and backgrounds, although some 

groups may be more specific. Some are be formed around a specific type of cancer or focus on 

bereaved siblings. In general, though, the premise of the groups is the same. Siblings are 

provided with a space to gather and share stories, ask questions, and offer insight into their 

experience caring for a sibling with cancer. These groups fulfill multiple needs for participants. 

Primarily, they are a source of social support for siblings. Many siblings express that meeting 

other people who share their experiences is a very positive element of their coping process 

(Wilkins & Woodgate, 2007). Since most of their peers are unable to understand what it is like to 

be the sibling of a child with cancer, meeting people who are able to relate to that experience 

may replace some of the social support that is lost from peers.  

Support groups also provide opportunities for emotional disclosure. Participants report 

that being able to share their feelings and have them validated by peers reduced their levels of 

stress and anxiety as well as their sense of isolation (Nolbris, Abrahamsson, Hellström, Olofsson, 

& Enskär, 2010). Having the chance to talk through their feelings also increased siblings’ clarity 

about their role relative to the sick child and improved their sense of agency in the treatment 
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process, which was associated with reduced feelings of guilt and helplessness (Nolbris et al., 

2010). Support groups may also improve siblings’ ability to communicate about their feelings. 

By hearing other siblings share their stories, participants in support groups gain new terminology 

and language that they are then able to use to talk about their own experience (Nolbris et al., 

2010). Support groups therefore augment siblings’ ability to engage in emotional disclosure 

outside of the group as well as within it. 

 Camps. Camp experiences are also frequently used to provide siblings with a social 

network as well as a week of respite from the stress of their experience. The specific goals of 

each camp may vary based on their mission, but broadly, the purpose of illness-related camps is 

to increase social support and teach new skills related to resiliency (Wu, Prout, Roberts, 

Parikshak, & Amylon, 2011). Siblings are once again provided with an opportunity to connect to 

peers who share their experiences and to talk about their emotions regarding their sibling’s 

illness, reaping similar benefits to those shown in support group settings. In a study comparing 

pre- and post-camp measures, Packman et al. (2008) found that siblings demonstrated less 

evidence of trauma and more positive feelings after just one week at camp. Camps may also 

incorporate educational elements into their programming to help increase disease-related 

knowledge, fulfilling participants’ need for more clear and frequent communication about the 

nature of their sibling’s illness (Wu et al., 2011).  The social support and opportunities for 

communication provided by camps makes them an effective way to counteract the trauma 

experienced by sibling caregivers.  

 Accommodations within the hospital setting. In some cases, healthcare providers have 

found ways to provide informal interventions to support sibling caregivers by making small 

accommodations within the hospital setting. One of the most important shifts that can be made is 
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allowing for flexibility within visitation policies. Many hospitals have policies that restrict the 

minimum age of visitors, or only allow for a certain number of visitors to be in the room at a 

time. These policies tend to work against siblings’ ability to be involved in their brother or 

sister’s care and increases the sense of isolation that they feel from their family (O’Shea, Shea, 

Robert, & Cavanaugh, 2012). When it is medically safe to do so, relaxing these rules to allow 

siblings to spend more time with their brother or sister has been shown to reduce anxiety and 

improve quality of life in both patient and caregiver (O’Shea et al., 2012). Other interventions 

include finding ways to recognize the contributions that siblings make toward the ill child’s care, 

by providing a certificate or other form of recognition (Packman et al., 2010). Creating new ways 

for siblings to participate in providing care, such as reading aloud to their brother or sister or 

helping bring food to the hospital, also increases siblings’ feelings of being involved in the 

treatment process and lessens the sense of isolation and ambiguity that generates anxiety and 

worry (Prchal & Landolt, 2012). Finally, doctors and nurses have found that it is important for 

them to encourage parents to spend time with their well children as well as the sick one. Parents 

may need assurance that they are not “abandoning” one child by spending time with another and 

normalizing this experience can help bridge the perceived gap that tends to develop between 

siblings and parents (O’Shea et al., 2012).  

 Pediatric cancer is experienced as a traumatic event by both patients and caregivers. For 

sibling caregivers, trauma is exacerbated by the loss of social support from family and peers and 

a lack of communication, both about information related to the sibling’s care and about the 

emotions experienced by the sibling caregiver. As a result, siblings of pediatric cancer patients 

are at risk for psychological and behavioral pathology including PTSD, academic difficulties, 

and alcoholism. Interventions focused on providing social support and improving 
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communication have been shown to be effective in promoting positive coping mechanisms for 

these caregivers and may reduce the incidence of these negative outcomes, but are not yet 

widespread enough to assist every child in this situation. Future efforts should focus on 

educating healthcare professionals about the importance of incorporating sibling support into the 

family’s care plan and expanding access to trauma-informed, supportive interventions for 

siblings in pediatric oncology settings across the nation.  
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