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The dally life with
Cockayne Syndrome

By Henrik and Louise Bindslev
Rossing



The Rossing FamHYpenmark

A Louise 36 yearsNurse

A Henrik38 years IT director

A Together we have 3 children
o Jakob and Alexander both born with Cockayne Syndrome Type Il
o Caroline whés born without CS



What Is Cockayne Syndrome?

Cockayne Syndrome (CS) is a rare genetic disorder characterized by poor growth,
microcephalyprogerig sensitivity to sunlight, neurological delays and a shortened
lifespan. World wide there about 208300 children with Cockayne Syndrome.

Jakob and Alexander are the only two boys in Denmark born with CS Type II.



What is Cockayne Syndrome ?

There is 3 types of Cockayne Syndrome

CS Typeib characterized by normal prenatal growth with the onset of growth
and developmental abnormalities around one year of age. The typical lifespan is
ten to twenty years.

CS Type I6 characterized by growth failure and other abnormalities at birth,
with little or no postnatal neurologic development. The typical lifespan is up to
seven years.

CS Type |l characterized by later onset, lesser symptoms and/or a slower rate
of progression. The expected lifespan is unclear, but can extend to forty or fifty
years.



What is Cockayne Syndrome ?

Our two boys Jakob and Alexander born with CS Type |

)

Jakob passed away in June 2008 at the age of 4
Alexander is now 4 years and 2 months old



CS Characteristics

A Social, jovial personalities
A Sunburns easily

A Progeria

A Microcephaly

A Short stature

A Contractures

A Unsteady gait

A Spasticity

A Deep set of eyes

A Dental caries/problems

A Cataracts

AHearing loss

A Poor circulation (cold hands and feet)
A Feeding problems

A Sleeping with eyes open
ATremors

A White matter abnormalities
A Basal ganglia calcifications



Signs of CSpremature aging
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Signs of CSremature aging

Alexander 4 years old



Signs of C&remature aging

Dental problems, loosing hair and sleeping with eyes open



Autosomal Recessive Pattern
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25% chance in each pregnancy to get a CS child
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1 month old
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