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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.

Introduction Quality of Life

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.

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 significant impact 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. 

Overall Results

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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Methods

Demographics

Triggers

Symptoms

Access to Health Care

Medications

Schooling

Psychological Health

• 44.74% (n = 34) reported that their physician prescribed self-injectable 
epinephrine at their first visit as a mast cell disease patient.

• 71.79% (n = 56) reported carrying or having quick access to at least two self-
injecting doses of epinephrine at all times.  

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%).

Food and beverages triggered MCD symptoms (Mastocytosis 51.02% and MCAS 
87.10%). 

Respondents in each disease category who reported specific symptoms as 
problematic:

Where pediatric patients receive care:

Age Mastocytosis
n (%)

MCAS
n (%)

Total
n (%)

0 - 12 months 7 (14.00%) 0 (0.00%) 7 (8.64%)

13 months - 5 years 16 (32.00%) 4 (12.90%) 20 (24.69%)

6 - 12 years 14 (28.00%) 5 (16.13%) 19 (23.46%)

13 -18 years 13 (26.00%) 22 (70.97%) 35 (43.21%)

Total 50 31 81

Race Mastocytosis
n (%)

MCAS
n (%)

Total
n (%)

White 46 (92.00%) 28 (90.32%) 74 (91.36%)
Black or African 
American

0 (0.00%) 0 (0.00%) 0 (0.00%)

Alaskan Native/ 
American Indian

1 (2.00%) 2 (6.45%) 3 (3.70%)

Asian 1 (2.00%) 0 (0.00%) 1 (1.23%)
Native Hawaiian/ Pacific 
Islander

0 (0.00%) 1 (3.23%) 1 (1.23%)

Multiracial or other not 
listed

2 (4.00%) 0 (0.00%) 2 (2.47%)

Total 50 31 81

Gender Mastocytosis
n (%)

MCAS
n (%)

Total
n (%)

Female 26 (52.00%) 16 (53.33%) 42 (52.50%)
Male 24 (48.00%) 13 (43.33%) 37 (46.25%)
Other, specify 1 (3.33%) 1 (1.25%)
Total 50 30 80

I live in:
Mastocytosis

n (%)
MCAS
n (%)

Total
n (%)

Large city 6 (13.04%) 8 (25.81%) 14 (18.18%)
Suburb near a large city 18 (39.13%) 14 (45.16%) 32 (41.56%)
Small city or town 16 (34.78%) 8 (25.81%) 24 (31.17%)
Rural area 6 (13.04%) 1 (3.23%) 7 (9.09%)
Total 46 31 77
How far have you 
traveled to access care 
for your mast cell 
disease?
<25 miles 13 (27.66%) 4 (12.90%) 17 (21.79%)
26-100 miles 19 (40.43%) 9 (29.03%) 28 (35.90%)
101-500 miles 10 (21.28%) 11 (35.48%) 21 (26.92%)
501-2,500 miles 5 (10.64% 6 (19.35%) 11 (14.10%)
2,500+ miles 0 (0.00%) 1 (3.23%) 1 (1.28%)
Internationally 0 (0.00%) 0 (0.00%) 0 (0.00%)
Total 47 31 78

95.00%

63.75%
73.75%77.50%76.25%75.95%

61.25%
65.82%

31.25%
40.00%

35.44%

62.50%

37.50%

63.75%

75.95%

60.76%
65.00%

0%
10%
20%
30%
40%
50%
60%
70%
80%
90%

100%

Pe
rc

en
t o

f R
es

po
nd

en
ts

TRIGGERS OF MCD SYMPTOMS (TOTAL = 80)

Mastocytosis
n (%)

MCAS
n (%)

Total
n (%)

Primary Care Physician/Internist 11 (22.00%) 7 (22.58%) 18 (22.22%)
Pediatrician 38 (76.00%) 17 (54.84%) 55 (67.90%)
Allergist/Immunologist 34 (68.00%) 26 (83.87%) 60 (74.07%)
Hematologist/Oncologist 3 (6.00%) 4 (12.90%) 7 (8.64%)
Dermatologist 36 (72.00%) 6 (19.35%) 42 (51.85%)
Gastroenterologist 9 (18.00%) 16 (51.61%) 25 (30.86%)
Pulmonologist 3 (6.00%) 2 (6.45%) 5 (6.17%)
Neurologist 3 (6.00%) 9 (29.03%) 12 (14.81%)
Cardiologist 5 (10.00%) 12 (38.71%) 17 (20.99%)
Endocrinologist 2 (4.00%) 3 (9.68%) 5 (6.17%)
Rheumatologist 0 (0.00%) 6 (19.35%) 6 (7.41%)
Geneticist 3 (6.00%) 12 (38.71%) 15 (18.52%)
Dietician or nutritionist 4 (8.00%) 6 (19.35%) 10 (12.35%)
Psychiatrist/Psychologist/Therapist 3 (6.00%) 9 (29.03%) 12 (14.81%)
Naturopath 1 (2.00%) 3 (9.68%) 4 (4.94%)
Integrative medicine (massage, 
acupressure, Reiki , etc.)

1 (2.00%) 2 (6.45%) 3 (3.70%)

* Scale of 1-7, with “1” being “not at all a problem” and “7” being “severe problem”; data reported for 
responses of “5, 6 and 7.”

Mastocytosis
n (%)

MCAS
 n (%)

Total 
n (%)

I was able to continue attending 
school.

17
 (34.00%)

0 
(0.00%)

17 
(20.99%)

I was able to tolerate the school 
environment and its potential 
triggers.

12 
(24.00%)

0 
(0.00%)

12 
(14.81%)

I had to reduce the number of 
hours I attend school.

4 
(8.00%)

12 
(38.71%)

16 
(19.75%)

I had an IEP and/or 504 
accommodations for my mast 
cell disease.

19 
(38.00%)

18 
(58.06%)

37 
(45.68%)

I had supportive staff at my 
school.

17 
(34.00%)

11 
(35.48%)

28 
(34.57%)

My school nurse and/or other 
adults in the school were 
prepared to handle mast cell 
activation and anaphylaxis.

20 
(40.00%)

10 
(32.26%)

30 
(37.04%)

I was able to successfully 
complete my school 
coursework.

18 
(36.00%)

3 
(9.68%)

21 
(25.93%)

I had to change my school.
4 

(8.00%)
2 

(6.45%)
6 

(7.41%)
I had to be home 
schooled/tutored.

8 
(16.00%)

18 
(58.06%)

26 
(32.10%)

I had to stop attending school.
4 

(8.00%)
8 

(25.81%)
12 

(14.81%)

None of the above apply to me.
11 

(22.00%)
2 

(6.45%)
13 

(16.05%)

How many days in the past 30 …. CM
N=46

SM
N=4

MCAS
N=31

Was physical health not good 4.5 ± 7.4 14.5 ± 
12.8 

15.9 ± 10.2

Was mental health not good 5.6 ± 10.1 15.8 ± 9.6 12.6 ± 10.3

Did poor physical/mental health keep from doing 
usual activities

4.7 ± 9.2 14.3 ± 
13.1

16.0 ± 10.2

Respondents in each disease category who reported the following as important to 
them:

Mastocytosis
n (%)

MCAS
n (%)

Total
n (%)

Current treatments for my MCD symptoms 45 (95.74%) 30 (96.77%) 75 (96.15%)
Total 47 31 78

More effective treatments for my MCD symptoms 45 (95.74%) 31 (100.00%) 76 (97.44%)
Total 47 31 78

Treatment to halt the progression of my MCD 44 (93.62%) 30 (96.77%) 74 (94.87%)
Total 47 31 78

Treatment to cure my MCD 44 (93.62%) 30 (96.77%) 74 (94.87%)
Total 47 31 78

Holistic care plans (whole body care to include 
physical, emotional, social, and spiritual care of the 
patient) while addressing the symptoms of my MCD

38 (80.85%) 25 (83.33%) 63 (81.82%)

Total 47 30 77
Inclusion of integrative medicine modalities to 
better address the symptoms of MCD (e.g., 
therapeutic massage, acupuncture, yoga/exercise in 
water, etc.)

35 (74.47%) 21 (70.00%) 56 (72.73%)

Total
47 30 77

* Scale of 1-7, with “1” being “extremely important” and “7” being “not at all important”; data reported for 
responses of “1, 2 and 3.”

Mastocytosis
n (%)

MCAS
n (%)

Total
n (%)

GI: abdominal pain 18 (38.30%) 26 (83.87%) 44 (56.41%)
Total 47 31 78

GI: nausea/vomiting 11 (23.40%) 23 (74.19%) 34 (43.59%)
Total 47 31 78

Skin: flushing 26 (53.06%) 23 (74.19%) 49 (61.25%)
Total 49 31 80

Bone: bone and muscle pain 11 (23.40%) 23 (74.19%) 34 (43.59%)
Total 47 31 78

Respiratory: congestion 11 (22.92%) 6 (19.35%) 17 (21.52%)
Total 48 31 79

Neuro: brain fog/difficulty with word retrieval 14 (31.11%) 21 (67.74%) 35 (46.05%)
Total 45 31 76

Cardiac:  rapid heart rate 7 (14.89%) 19 (61.29%) 26 (33.33%)
Total 47 31 78

Other: fatigue 15 (31.25%) 25 (80.65%) 40 (50.63%)
Total 48 31 79

Other: sleep disruptions 14 (29.17%) 24 (77.42%) 38 (48.10%)
Total 48 31 79

19.40% (n = 13)

20.69% (n = 6)

18.42% (n = 7)

10.45% (n = 7)

17.24% (n = 5)

5.26% (n = 2)

7.46% (n = 5)

10.34% (n = 3)

5.26% (n = 2)

13.43% (n = 9)

17.24% (n = 5)

10.53% (n = 4)

49.25% (n = 33)

34.48% (n = 10)

60.53% (n = 23)

0% 10% 20% 30% 40% 50% 60% 70% 80%

Total

MCAS

Mastocytosis

Percent of respondents

How often do you require assistance with personal care needs?

Never
Rarely (e.g., once or twice per year)
Occasionally (e.g., once or twice per month)
Often (e.g., once or twice per week)
Very frequently (e.g., daily)

23.29% (n = 17)

34.48% (n = 10)

15.91% (n = 7)

9.59% (n = 7)

13.79% (n = 4)

6.82% (n = 3)

12.33% (n = 9)

24.14% (n = 7)

4.55% (n = 2)

8.22% (n = 6)

13.79% (n = 4)

4.55% (n = 2)

46.58% (n = 34)

13.79% (n = 4)

68.18% (n = 30)
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How often do you require assistance with routine needs? 

Never
Rarely (e.g., once or twice per year)
Occasionally (e.g., once or twice per month)
Often (e.g., once or twice per week)
Very frequently (e.g., daily)
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