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Introduction

Children and their caregivers have needs that differ from
adult patients with mast cell diseases (MCDs). Limited
information is available regarding these complex needs and
experiences of children with MCDs, including all forms of
mastocytosis and mast cell activation syndromes (MCAS).
While children more commonly suffer from cutaneous
mastocytosis (CM), some children have been diagnosed with
systemic mastocytosis (SM). MCAS may exist with or
independent of mastocytosis.

A needs assessment survey that was conducted from August
2020-February 2021 was used to create the Top 10 Needs for
US Patients with Mastocytosis AND Top 10 Needs for US
Patients with MCAS. A data subset of this collection was
analyzed using only those who identified as pediatric patients
or pediatric caregivers to gain a better understanding of how
MCDs impact children. Parameters analyzed included: triggers,
symptomology, access to health care, medications, schooling,
psychological health, and quality of life. Demographic and
frequency data are reported here.

Overall Results

Eighty-one pediatric respondents lived and received care in
the US for cutaneous mastocytosis (CM, n = 46), systemic
mastocytosis (SM, n = 4), or MCAS without mastocytosis (n =
31). CM and SM have been combined to create a
mastocytosis group to adhere to the United States’
Department of Health and Human Services recommendation
for small sample size.

The analysis revealed that quality of life was diminished by
MCDs, with significantimpact on physical, mental, and social
domains. Other results identified that schooling was greatly
impacted and that children have the potential to react to
multiple triggers.
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Food and beverages triggered MCD symptoms (Mastocytosis 51.02%
and MCAS 87.10%).
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Symptoms

Respondents stated that MCD symptoms interrupted daily life often
(e.g. once or twice per week) or very frequently (e.g. daily)
(Mastocytosis 55.10% and MCAS 100%). They also reported that
symptoms moderately or extremely interrupted their daily lives
(Mastocytosis 53.06% and MCAS 93.55%).
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Conclusions

This study identifies experiences that are
common across pediatric CM, SM, and MCAS,
and provides insight into factors that affect some
MCDs more than others. The impact of MCDs on
activities of daily living, including attending
school, was great. The results of this study will
allow identification of strategies to decrease the
impact of MCDs on the lives of pediatric patients.
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