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Greg, 56
Raising two step-sons living with Fragile X, Brisbane
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Brisbane couple, Greg and Janine, have raised two sons diagnosed with Fragile X. Peter, the Brisbane couple’s adopted son, and Geoffrey, Janine’s biological son, both now 23, grew up living with the same condition despite displaying different symptoms. Greg, a special education teacher, says a tailored management approach was pivotal to guiding the boys’ development during their adolescent years. This is Greg’s story. 
When were your step-sons diagnosed with Fragile X?

We introduced Peter to our family when he was 17 years of age. By then he had been diagnosed with Fragile X. Janine’s biological son, and my step-son, Geoffrey, was diagnosed by the family doctor at two years of age, after Janine, who works as a child and family nurse, recognised various symptoms of the Fragile X syndrome. 
What factors prompted your family members to get tested for Fragile X? 

Although the family was unaware at the time, Janine had a family history of the condition, with her father being a carrier of the Fragile X gene. When Janine was seven months pregnant with her daughter, Katherine – who is not a carrier, nor has been diagnosed with Fragile X – she noticed that Geoffrey, at the age of 2, was not meeting key developmental milestones. Geoffrey had some problems with crawling, walking, and talking and had no muscle tone. 
Following Geoffrey’s diagnosis, the family was brought in for Fragile X testing and it was to be confirmed that Janine’s father and his two daughters were carriers of the Fragile X gene. Janine’s younger sister now has twins – one of whom has also been diagnosed with Fragile X.
How has Fragile X affected your family? 
Fragile X changes your entire perspective and outlook of life. However, Janine and I have come to the realisation that the condition forms only one part of our life, and we try to continue each day in the best way possible.  

As a genetic condition, one of the recurring problems with Fragile X is the ripple-on effect, when one family member discovers they are affected by the condition. For instance, once Geoffrey was diagnosed with Fragile X, the whole family had to come to terms with the possibility that other relatives may be living with the condition. Janine’s father – a carrier of the Fragile X gene - was wrapped with guilt when he discovered his grandchildren had inherited the condition. 

Also, Geoffrey and Peter display very different characteristics of the Fragile X syndrome. Geoffrey is verbal and autistic, whereas Peter is non-verbal and has ADHD. Janine and I have reinforced the importance of structure and routine for both boys, and we have found that the most effective way to manage their condition is to address their specific needs. Having worked with many children affected by autism, and given my unique position as their step-dad, Janine and I adopted some informal management programs for Geoffrey and Peter to assist with their communication skills. This was more of a natural process for us, rather than a structured program, and it has simply become part of our everyday routine. Since then, Janine and I have noticed a large improvement in their social behaviour, and we are equally impressed with their language skills.   
What would your advice be to those who may suspect they have Fragile X?

First, talk to your doctor and get adequate testing. For our family, it was very important to equip our children with strong language skills, and to work with healthcare professionals to set a clear learning path for the boys. As a special education teacher, this approach also made a lot of sense to me. I am currently writing an article about our experience with Fragile X and intellectual disabilities, and this has also helped with our family’s understanding of the condition.

How important is generating awareness of Fragile X?

Greater community understanding of Fragile X and awareness of intellectual disabilities is urgently needed. As a parent and a special education teacher, I believe it is important to watch your child’s key developmental milestones and to visit your GP to get adequate testing and commence early intervention measures if required. 
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For more information, or to coordinate an interview with Greg, please contact Denise Vrontas or Kirsten Bruce at VIVA! Communications on 02 9884 9011 or 0414 524 383 / 0401 717 566.
Greg’s family, L-R: Peter, Janine, and Geoffrey








