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Data in these four graphs are from the medical history information collected in Simons Searchlight
from 251 participants with 16p11.2 deletion syndrome.
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10-14 15-19 20-24 Intellectual Disability/Developmental Delay
B Language Delay/Impairment Obsessive Compulsive Disorder

Neurological Conditions Gastrointestinal Conditions
Tic Disorder . G
Spinal Cord Cyst Hs 82
Small Head Size 4
Seizures I o1
Movement Disorder 27
Low Muscle Tone R 43
Large Head Size I 2 34
High Muscle Tone e 16
Cranial Nerve Disorder 1
Cortical Visual Impairment 1 4 4 2 2
Coordination Problems . 54 e
Cerebral Palsy [ ] B Celiac Disease B Constipation M Diarrhea B Gastric Ulcer

GERD M IBD IBS

NOTES: Graphs show counts of individuals in each category. Individual participants may appear in more than one category if they report multiple conditions.

How to participate?

The information in this report is made possible by the active participation of the 16p11.2 deletion community! Progress for
individuals in your community with 16p11.2 deletion is shown below - log in to your simonssearchlight.org dashboard today to
check for new surveys and tasks. Your data could hold the clues geneticists need to find answers.
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next steps



https://www.simonssearchlight.org/

Information Spotlight:
Puberty in 16p11.2 deletion

Number of individuals who

Puberty is a critical time of
started or completed puberty

development and can come with

1 1

1 1

1 1

1 1

I physical and behavioral changes. 1

i What does puberty look like in E e jd &
1 the 16p11.2 deletion syndrome 1 ‘| |

1 1 |

1 1

community?
67 127 60

Male Total Participants Female

Age when male individuals start puberty (data from 62 individuals)
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Note: Age data based on reports of when puberty or associated body changes started.

Body changes that male individuals experience in puberty (data from 67 individuals;
age range shown above)
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Information Spotlight:
Puberty in 16p11.2 deletion
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- 47 (78.3%) female individuals report starting menstruation

m Average age at menstruation: 11.3 years (range: 8-17 years)

Age when female individuals start puberty (data from 57 individuals)
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Note: Age data based on reports of when puberty or associated body changes started.

Body changes that female individuals experience in puberty (data from 60 individuals; age range
shown above)
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Consult a healthcare professional to learn more about managing puberty. Male and female categories
based on participants’ reported sex at birth. Data are from self-report online research surveys and may
contain errors. Questions? Email coordinator@simonssearchlight.org

SIMONS
SEARCHL?GHT



