Who are we? Findings from the Corpal Survey

In July 2006 we mailed a survey to 260 registered members of Corpal who had a family member with ACC.
Seventy-six (29%) of the surveys were returned. The following provides summary findings (in percentages) of the
individuals with ACC. Please note that this survey is a fact-finding exercise and the results have not been used in
published research. As is typical in postal surveys the response rate was relatively low and there is no guarantee
that those who replied are representative of those who did not. We hope to collect more data and keep these

findings up-to-date. If you would like to complete this survey online please click here.
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Age and Gender of Individuals with ACC
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Diagnosis

Dysgenesis of the CC h 8%

Hypoplasia of the CC . 3%

Aicardi Syndrome [ 139

Complete ACC

52%


http://corpal.org.uk/questionnaire.php

Method of diagnosis

MRI scan

Ultrasound

21%

66%

Note: the percentages add up to more than 100% because many individuals had more than one method to determine and

then confirm the diagnosis.

Concurrent conditions

Language Delay

Visual Impairment

Seizures/Epilepsy

Intellectual Disability

Autism Spectrum Disorder
Microcephaly

Specific Language Impairment
Cerebral Palsy

Sensory Integration Disorder
Hydrocephaly

Septo-Optic Dysplasia
Apraxia/Dyspraxia

Attention Deficit Hperactivity Disorder
Hearing Loss

Central Auditory Processing Disorder
Hormone/Endocrine Disorders
Semantic Pragmatic Language Disorder

Dyslexia
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12%
11%
7%
5%
5%
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4%
4%
3%
3%
1%

53%

50%

45%

66%



Educational setting for individuals of school age (N = 58)
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Mainstream school F 9%

Parent ratings of development compared to individuals of the same age
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Parent ratings of infant behaviour

Independent

Intense

Ovweractive

More interested in people

More interested in objects
Attached to an object

Interested in her/his surroundings
Friendly with strangers

Affectionate 58%

In the following section we separated the sample into those with serious concurrent difficulties (e.g.,
intellectual disability) and those without. To date, we have data for 54 individuals with serious

concurrent difficulties and for 17 individuals without.

Developmental milestones

Individuals without serious Individuals with serious
concurrent difficulties concurrent difficulties
Average age in Average age in
months when months when
Milestone Percentage met met Percentage met met
Socially smiled at parents 100 3 98 5
Sat alone 94 10 77 12*
Crawled 93 15 49 19*
Stood alone 81 18 48 24*
Walked alone 88 22 51 38
Scribbled 88 27 38 36*
Babbled 88 13 56 21*
Said single words 88 18* 43 30
Said two word sentences 88 31 34 44
Pronounced words
coherently 81 25* 34 48*

*Note: Where there was a very wide range and some children were far beyond the average, median values are given to
provide a more accurate picture.



Current communication abilities in individuals without serious concurrent difficulties
Not using speechatal |0%

Understanding, but not
; 6%
speaking

Speech below age level 41%

Speech expected for age

0,
level 58%

Current communication abilities in individuals with serious concurrent difficulties

Not using speech at all 53%

Understanding, but not

speaking
Speech expected for age
0%
level

This data gathering exercise is ongoing. We rely on the kind help of Corpal members to take time to fill out the

survey. Those who have completed it may not be representative of Corpal as a whole. If you would like to

complete this survey online please click here.
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