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What this research is about

Speech and language difficulties are common

. in Batten disease. Batten disease is a group
of childhood dementias. CLN2 and CLN3

disease are the most common types of Batten

disease. Speech and language skills change

as the disease progresses. However, speech
and language had not been researched in a

group of people with Batten disease.

We wanted to understand the speech and language features, support needs and

strengths in Batten disease.

This research helps us to better understand Batten disease. This study also improves our
understanding of what therapies and supports might be helpful for individuals with Batten

disease.

What the researchers did

l

\ - 17 people had the CLN3 type of Batten

j\% disease.

_%' e Online surveys assessed health and
development, feeding, adaptive behaviour

and communication.

e 33 people with Batten disease took part.
- 16 people had the CLN2 type of Batten

disease.

e Speech was assessed via an online video call.
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What the researchers found

e People with little speech could still often

communicate to refuse things.

e People who were speaking had a speech
disorder called dysarthria.

e Expressive language was stronger than
receptive language (understanding skills)

for people with CLN3 disease

Many people had speech and language difficulties before they got a genetic

diagnosis.

Language, daily living skills, and feeding skills declined with age.

Many speech features were different between people with CLN3 disease and people
without CLN3 disease.

Some people used augmentative and alternative communication (AAC, e.g.,

communication aids) as speech and language skills declined.
What this means for people with Batten disease and their families

e Clinicians should be aware that speech
and language difficulties can be early signs
of Batten disease.

e Tailored speech and language therapies
are important to support speech and
language skills, especially training

communication partners.

e Many people with Batten disease would

also benefit from early AAC access to support communication for as long as possible.
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