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SETH HOLDER, BATTEN DISEASE 
Statement by Member for Murray 

MR M.J. COWPER (Murray) [12.51 pm]:  Four-year-old Seth Holder is the eldest son of Jocelyn and Stuart 
Holder of Seascapes, Mandurah.  Until approximately seven weeks ago theirs was an ordinary family.  Seth was 
taken to Perth for testing due to an apparent problem, which manifested in the form of seizures.  After tests, Seth 
was diagnosed with Batten disease.  Over time, affected children suffer mental impairment, worsening seizures 
and progressive loss of sight and motor skills.  Children become totally disabled and eventually die.  Batten 
disease is not contagious nor, at this time, preventable.  To date it has always been fatal.  The problem with this 
disease is that it is genetic, and the second child of Stuart and Jocelyn Holder, a two-year-old girl named 
McKenzie, was tested recently and has also been diagnosed with Batten disease.  Stuart Holder has been actively 
trying to find a treatment for his son.  It has been revealed that there is a new treatment available at the Cornell 
University Institute for Genetic Medicine in New York state.  There are a number of prerequisites for this 
treatment to work.  Seth has been tested and is currently at the Cornell University.  Yesterday, Seth was given 
the all-clear for treatment.  The Holder family is currently living in a one-bedroom apartment in New York 
awaiting further treatment for Seth.  The local community has rallied to support this family in its time of need 
and has begun to raise funds to assist the Holders with airfares and accommodation, estimated to cost in the 
region of $30 000.  So far, in excess of $10 000 has been raised and in a few weeks’ time, on 9 October 2005, a 
fundraising event will be held at the Ulysses Motor Cycle Club, which will see a contingent leave from Perth.  A 
sausage sizzle on the foreshore at Mandurah will be the culmination of the day.  The devastating news of this 
disease to the Holder family is a timely reminder for all in this chamber of the importance of loved ones.  I am 
sure members share my view and offer our collective best wishes to the family. 
 


