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Pediatric pain assessment remains a persistent challenge in clinical practice, particularly when distinguishing 

between acute, self-limiting discomfort and pain signaling a serious underlying condition. Clinicians often rely 

on a combination of objective measures and subjective reports, but children, especially younger ones, frequently 

struggle to articulate their pain experience. This gap in communication can delay diagnosis and intervention for 

critical issues.

K E Y  TA K E AWAY S

º The Pivot: Bereaved parents and family members offer unique insights into the communication challenges 

surrounding serious pediatric illness, informing simulation training.

º The Data: While no specific quantitative data on pain recognition was provided, the ethical considerations 

for involving bereaved families in education are paramount.

º The Action: Incorporate family perspectives, including those of bereaved parents, into training protocols 

for pediatric pain assessment and serious illness communication, while ensuring robust ethical oversight.

The nuanced landscape of pediatric pain extends far beyond a child's ability to verbalize their discomfort. General 

practitioners and specialists alike grapple with the inherent difficulties in assessing pain in a population that ranges 

from non-verbal infants to adolescents who may minimize symptoms. This diagnostic ambiguity can lead to delayed 

recognition of serious conditions, underscoring the need for comprehensive assessment strategies that integrate multiple 

sources of information.

One critical, though often overlooked, resource in refining these assessment skills comes from the lived experiences 

of families who have navigated serious pediatric illness. Bereaved parents and family members are increasingly 

engaged as educators in simulation-based communication training, particularly within pediatric palliative care.1 Their 

direct experience with the trajectory of serious illness and the communication breakdowns that can occur offers an 

invaluable, if emotionally charged, perspective for learners. This approach aims to deepen understanding of serious 

illness conversations, which inherently involve the recognition and management of significant pain.

The integration of bereaved families into medical education raises important ethical considerations. Harrell, Hirsh, and 

Grossoehme explored these ethical reflections, highlighting concerns regarding participant well-being, autonomy, and 

institutional responsibility.1 While the direct focus was on communication training, the implications for pain recognition 

are clear: understanding the family's journey, including their observations of a child's pain and their interactions with 

healthcare providers, can significantly enhance a clinician's ability to identify and respond to serious pain. The emotional 

toll on these educators requires careful management, ensuring they are supported and their participation is truly voluntary 
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and beneficial to them, not just the learners.

Serious pediatric pain can manifest in various forms, often requiring a high index of suspicion. For instance, 

diaphragmatic hernia following liver transplantation in pediatric patients, while rare, presents a significant cause of 

acute pain and respiratory distress. Sultan, Ciecierega, and Aliwisat documented cases and reviewed the literature on 

this complication.3 The pain associated with such a post-surgical complication is typically severe and acute, demanding 

immediate recognition and intervention. The challenge lies in differentiating this from more common post-operative 

discomfort or other less critical issues. A child's inability to clearly localize or describe this pain necessitates reliance on 

other signs, such as increased work of breathing, abdominal distension, or changes in vital signs. The family's input on 

changes in the child's behavior or specific complaints, even if vague, becomes paramount in these scenarios.

Another area where serious pain can be insidious is in conditions like aminoglycoside-induced hearing loss in neonates 

and children. Illamola, Sherwin, and Ferguson provided a translational review on the mechanisms, prevention, and 

management of this condition.2 While hearing loss itself is not a pain condition, the underlying infections or conditions 

requiring aminoglycoside treatment can be associated with significant pain. Furthermore, the distress and discomfort 

experienced by a child with progressive hearing loss, particularly if it impacts their ability to communicate their pain, 

can be profound. Recognizing the signs of an underlying severe infection that necessitates such potent antibiotics, and 

then monitoring for potential complications, requires a holistic assessment that includes pain. A child's withdrawal, 

irritability, or changes in feeding patterns could signal either the primary illness or emerging complications, including 

those that cause pain.

The challenge for clinicians is to move beyond a simplistic pain scale and adopt a more comprehensive approach. This 

involves observing non-verbal cues, such as facial expressions, body posture, and activity levels. It also means actively 

engaging parents and caregivers, who are often the most attuned to subtle changes in their child's demeanor. Parents can 

provide critical historical context, detailing when the pain started, what makes it better or worse, and how it compares 

to previous experiences. This narrative, often emotionally charged, is a vital piece of the diagnostic puzzle. The ethical 

framework for involving bereaved parents in training, as discussed by Harrell and colleagues, underscores the profound 

value of these family narratives in preparing future clinicians to truly listen and observe.1

A significant limitation in current pediatric pain assessment is the reliance on subjective scales that may not accurately 

capture the severity or nature of pain in all children. Young children may point to a general area or simply cry, making it 

difficult to pinpoint the source or intensity. Adolescents, conversely, may downplay their pain to avoid medical procedures 

or hospitalization. This inherent variability necessitates a multi-modal assessment, combining physiological indicators 

(heart rate, blood pressure, respiratory rate) with behavioral observations and caregiver reports. The absence of a single, 

universally reliable biomarker for pain in children means clinicians must synthesize information from disparate sources, 

a skill that benefits immensely from exposure to real-world, family-driven narratives.

The complexity of pediatric pain is further compounded by the fact that children often lack the cognitive and emotional 

maturity to understand the implications of their symptoms. A child experiencing severe abdominal pain from a 

diaphragmatic hernia, for example, may not be able to articulate the sharp, localized nature of the pain or its association 

with breathing difficulties.3 Instead, they might present with generalized distress, refusal to eat, or lethargy. It falls to the 

clinician to interpret these non-specific signs in the context of the child's medical history and current clinical picture. The 

ability to connect these dots, often under pressure, is precisely what simulation training, enriched by family perspectives, 
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aims to cultivate.

Moreover, the long-term implications of untreated or poorly managed pain in children are substantial, ranging 

from chronic pain syndromes to psychological trauma. Therefore, early and accurate recognition of serious pain 

is not merely about immediate comfort but also about preventing lasting adverse effects. The translational review 

on aminoglycoside-induced hearing loss, while not directly about pain, highlights the importance of vigilance for 

complications in vulnerable pediatric populations.2 The distress associated with such complications, even if not directly 

painful, can significantly impact a child's well-being and their ability to cope with other painful stimuli. A clinician's 

awareness of these broader impacts informs a more empathetic and thorough assessment.

The open-label nature of many observational studies and case series in pediatric pain, such as those on post-transplant 

complications, is an obvious caveat.3 It means the data often lack the rigorous controls of randomized trials, making 

it challenging to draw definitive conclusions about the prevalence or specific characteristics of pain in these rare 

conditions. Still, these reports provide crucial insights into the types of serious pain clinicians might encounter and the 

diagnostic challenges they present. The absence of large-scale, controlled trials on the recognition of serious pediatric 

pain underscores the reliance on clinical acumen, experience, and the invaluable input of those closest to the child.

The ethical considerations surrounding the involvement of bereaved parents in medical education are not trivial.1 

Institutions must establish clear guidelines for their recruitment, preparation, and ongoing support. This includes ensuring 

that participation is entirely voluntary, that parents have control over their narrative, and that mechanisms are in place to 

address any emotional distress. The benefit to learners in understanding the human dimension of serious illness and pain 

must be carefully weighed against the potential burden on the bereaved. This balance is critical for the sustainability and 

ethical integrity of such programs.

Ultimately, recognizing serious pediatric pain requires a blend of scientific knowledge, clinical experience, and profound 

empathy. It demands that clinicians look beyond the immediate presentation and consider the child's developmental 

stage, their unique communication style, and the invaluable insights provided by their family. The integration of family 

perspectives, particularly from those who have experienced the most challenging outcomes, offers a powerful, albeit 

ethically complex, pathway to improving these essential skills. The next step involves standardizing these ethically sound 

approaches to ensure that every clinician is equipped to identify and address serious pain in children effectively.

CLINICAL IMPLICATIONS

The increasing involvement of bereaved parents in medical simulation training for pediatric palliative care 

offers a unique, albeit ethically complex, opportunity to enhance clinicians' understanding of serious illness 

communication. This direct exposure to lived experience can sharpen a clinician's ability to recognize subtle 

cues of serious pain, which often go unarticulated by pediatric patients. It moves beyond textbook knowledge 

to the raw reality of patient and family suffering.

For general practitioners and specialists, this means re-evaluating current pain assessment protocols. Relying 

solely on numerical pain scales for children is insufficient; a more holistic approach incorporating behavioral 

observation, physiological indicators, and crucially, detailed family input is essential. The narratives from 

bereaved families highlight the critical role parents play in identifying changes in their child's condition, often 

before medical professionals do.
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The ethical framework for engaging bereaved families must be robust, prioritizing their well-being and 

autonomy. Institutions must ensure adequate support systems are in place, preventing re-traumatization while 

maximizing the educational benefit. This is not merely about extracting information; it is about fostering a 

partnership that respects the profound experience of loss and leverages it for the betterment of future patient 

care.

Ultimately, improving the recognition of serious pediatric pain requires a shift in educational paradigms, moving 

towards more experiential learning that integrates the human element. This approach, informed by the insights 

of those who have navigated the most challenging aspects of pediatric illness, will better equip clinicians to 

identify and respond to critical pain signals, potentially preventing delays in diagnosis and intervention for 

serious conditions.
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