
Muscle Weakness and Physical Activity

The Impact of Glycogen Storage Disease Type III on 
Children and Adults: Results from an Online Survey

Survey results were collected on 73 patients with 
Glycogen Storage Disease Type III (GSDIII) from a one-time online 

survey conducted between December 2019 and March 2021

Thank you to all the GSD patient advocacy groups that assisted with recruitment for this study and to everyone that participated in the study.
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Participants managing 
GSD III through diet

Restricted Sugars High Protein Frequent Meals Ketogenic Diet High 
Carbohydrate Diet

Child 84% (38/45) 80% (36/45) 47% (21/45) 8% (4/45) 8% (4/45)

Adult 54% (15/28) 75% (21/28) 71% (20/28) 11% (3/28) 7% (2/28)

Frequency of events leading to a hypoglycemic episode in adult and child participants:

Exercise Prolonged
Fasting

Missed
Cornstarch

Illness or
Infection

Child

68%19/28 75%21/28 21%6/28 43%12/28

Adult

3%
(10/30)

36%
(9/25)

Tongue

7%
(2/30)

24%
(6/25)

Shoulders

43%
(13/30)

72%
(18/25)

Upper Arms

20%
(6/30)

52%
(13/25)

Hands/Fingers

73%
(22/30)

88%
(22/25)

Upper Legs

13%
(4/30)

40%
(10/25)

Back

37%
(11/30)

68%
(17/25)

Lower Arms

13%
(4/30)

48%
(12/25)

Trunk/Abdomen

63%
(19/30)

84%
(21/25)

Lower Legs

43%
(13/30)

80%
(20/25)

Feet

28 adults self-reported 
120 questions

(20 female; 8 male)

45 caregivers completed 
89 questions for their child*

(25 female; 20 male)

33%15/45 29%13/45 18%8/45 16%7/45

Hypoglycemia* Fatigue Muscle Pain/Cramping Muscle Weakness

Symptoms or Complications of GSD III that Interfere 
the Most With Daily Life

41%
19%

Difficulty Complying 
With Diet

35% 38%
19% 23% 19%
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2

14

20

5

11

3

12

6

0

10

20

30

0–2 3–7 8–12 13–17 18–29 30–39 40–49 ≥50
Pa

rt
ic

ip
an

ts
Age, Years

Number and Age of Participants

53% (24/45)
39% (11/28)

13% (6/45)
50% (14/28)

GastroenterologistMetabolic Dietician Metabolic Geneticist Pediatrician Cardiologist Hepatologist Endocrinologist

Neuromuscular SpecialistGeneral Practitioner Pediatric Neurologist Physical Therapist Occupational Therapist Neurologist Other

65%
47%

*4 caregivers reported
for adult children.

Children who 
have trouble 

keeping up with 
peers during play

Children who 
experienced pain 
during exercise

Children who 
exercise or 

participate in 
physical activity

82%
27/33

61%
20/33

73%
33/45

of children experienced 
muscle weakness

67%
30/45

Frequency of Children and Adults 
Experiencing Each Area of Muscle Weakness

of adults experienced 
muscle weakness

89%
25/28

Graphical support provided by Allison Saviano of Sephirus Communications, Inc. and funded by Ultragenyx Pharmaceutical Inc. Medical writing provided by Jack Pike, PhD of Ultragenyx Pharmaceutical Inc.

Child Adult

43%
12/28

Adults 
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*includes responses describing symptoms of hypoglycemia
(e.g. dizziness, difficulty managing blood sugar)

Children
who ever 

experienced 
hypoglycemia

Children 
who had 

symptomatic 
hypoglycemia 

in the 
last year

98%
44/45

11%
5/45

Children 
currently 

using 
cornstarch

Children who 
have ever 

had a gastric 
feeding tube

96%
43/45

86%
24/28

of adults 
use a 
cane

of adults 
use a 
wheelchair

25%
7/28

25%
7/28
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