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Alström syndrome is a rare genetic condition. It is caused by changes in a gene called ALMS1. Alström syndrome can affect many parts of the body. These include the eyes, ears, heart, kidneys and liver. It can also affect how the body uses energy and processes hormones.
Alström syndrome is inherited in an autosomal recessive pattern. This means a child usually inherits a changed copy of the ALMS1 gene from each parent.
Characteristics
Children with Alström syndrome usually develop vision loss during infancy. This is caused by cone-rod retinal dystrophy. It affects light-sensitive cells in the retina at the back of the eye that help us see.
Hearing loss often starts during childhood or the teenage years. It may get worse over time.

Other features can include:
· obesity
· insulin resistance
· type 2 diabetes
· heart disease (cardiomyopathy)
· kidney disease
· liver disease.
The symptoms vary from person to person. They can also change at different rates.
Alström syndrome and deafblindness
The combination of vision and hearing loss can result in deafblindness.
Deafblindness can affect many parts of daily life. It can make it harder to communicate, get information and move around safely. It can also affect school, work and social activities.
There are many ways to support people with deafblindness. These include hearing devices, low vision services and assistive technology. Changes at home, school or work can also help.
Development 
Children with Alström syndrome develop and learn in different ways. Intellectual disability is uncommon. However, some children may take longer to learn to walk or talk. Others may have learning difficulties or show traits linked to autism.
Vision and hearing loss can affect how children learn and develop. These needs should be considered when assessing a child's development.
Early support can help children build skills and take part in everyday life.
A range of health, education and disability services may be needed.
Wellbeing
Living with Alström syndrome can be challenging. A person’s vision, hearing and health may change over time.
These changes can affect school, work, relationships and social life.
Connecting with other people who understand Alström syndrome can help. They can share experiences, information and practical advice. This can help people feel less alone.
Intervention
There is currently no cure for Alström syndrome.
Treatment can help manage symptoms and other health problems. Support can also help with communication and daily life.
A person may see different health and support professionals. These may include doctors, hearing and vision specialists, allied health professionals and mental health professionals.
Regular health checks are important. They can help find and treat health problems early.
Additional members of the team, where deafblindness occurs, can include:
Deafblind Consultant
Orientation and Mobility Specialist 
Communication Guide
Specialist Consultant Teacher (Sensory Impairment/Deafblindness)
Alström syndrome in Australia
Connecting with other families can be helpful. Families share information, advice and support.

Health and disability professionals can also provide information and support. 
For more information, contact:
· Alström Syndrome Australia
alstromsyndromeaustralia.com
· Deafblind Information Australia
deafblindinformation.org.au
· Genetic Alliance Australia
geneticalliance.org.au
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