
1.King S, Chambers CT, Huguet A, MacNevin RC, McGrath PJ, Parker L, 
MacDonald AJ. The epidemiology of chronic pain in children and adolescents 
revisited: a systematic review. Pain. 2011 Dec;152(12):2729-2738. ​
2.Ben Ayed H, Yaich S, Trigui M, Ben Hmida M, Ben Jemaa M, Ammar A, Jedidi J, 
Karray R, Feki H, Mejdoub Y, Kassis M, Damak J. Prevalence, Risk Factors and 
Outcomes of Neck, Shoulders and Low-Back Pain in Secondary-School Children. 
J Res Health Sci. 2019 Mar 26;19(1)​.
3.Liossi C, Howard RF. Pediatric Chronic Pain: Biopsychosocial Assessment and 
Formulation. Pediatrics. 2016 Nov;138(5):e20160331.
4.Datz H, Tumin D, Miller R, Smith TP, Bhalla T, Tobias JD. Pediatric chronic pain 
and caregiver burden in a national survey. Scand J Pain. 2019 Jan 28;19(1):109-
116. ​

This work was made possible by the US Pain Pain Foundation and its Pediatric 
Pain Warrior Program.

➢Caregivers advocate for better access to specialized 
pain care and therapies.

➢Barriers like cost, provider shortages, and lack of 
support hinder effective treatment.

➢Systemic changes are needed, including education 
and multidisciplinary care.

➢Addressing these issues is key to improving 
outcomes for children and families affected by 
chronic pain.

Pediatric chronic pain presents a complex medical 
challenge, affecting a substantial number of children 

worldwide. This condition not only imposes a significant 
burden on affected children but also profoundly 

impacts their caregivers. Understanding the desires and 
needs of both pediatric patients and their caregivers is 

crucial for optimizing treatment approaches and 
improving quality of life. This study aims to better 

understand these desires and needs through survey 
results of caregivers to children living with chronic pain 

across the US. 

Background

Lauren Major1, Priya Mandava2, Casey Cashman3, Nicole Hemmenway3, Jennifer Gewandter2, Anjana Kundu MD, ABOIM, FAAP2

 
1SUNY Upstate Medical University, NY, USA. 2Department of Anesthesiology and Perioperative Medicine, University of Rochester Medical Center, NY, USA. 3US Pain Foundation Pediatric Pain 

Warrior Program
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An online survey 
was sent to 200 

caregivers of 
pediatric chronic 

pain patients who 
participated in the 

US Pain 
Foundation’s 
Pediatric Pain 

Warrior program.

62.5% responded.

Demographics, 
associated 

diagnoses, unique 
challenges, 
barriers to 

treatment needs 
and desires of 

pediatric chronic 
pain patients and 
their caregivers 

were explored in 
survey results.
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Results

Caregivers of pediatric pain patients express significant unmet needs and desires for specialized care. Many 
indicate a desire for their child to see various specialists, including pain specialists (38.4%), massage 
therapists (37.6%), and mental health professionals (20.8%), citing barriers such as cost and provider 

availability. Common barriers to care include a lack of designated pain centers (30.4%), difficulty finding 
knowledgeable providers (64.8%), and financial constraints (40%). Caregivers also express a desire for more 

education on therapies and medications (67.2%) and emphasize the importance of complementary therapies 
(43.2%), mind-body approaches (31.2%), and restorative therapies (46.4%). They advocate for enhanced 

support through initiatives like family pain retreats (55.2%) and role model interactions (40.8%) to improve 
their child's pain management outcomes.
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