      We need parents to volunteer to take part in a small research project to establish benchmarks and nutritional needs of our children.  Professor Michael Crawford will be running this study and he runs the Institute of Brain Chemistry and Human Nutrition, and the Mother and Child Clinic. He is an expert in the area of nutrition and there are nutritional concerns for our children.  Finding a useful antioxidant / folate therapy and helpful food recommendations has to start with research into the needs of our children and we now have access to the latest analytical equipment to look at blood samples and to make these assessments.
      A very small blood sample will be needed from each child and we need a child with DS and a sibling living in the same home and eating the same diet. This is for comparison purposes to arrive at accurate determinations. Children from different households and dietary habits are expected to have different needs.
      Great deals of speculation and arguments have taken place for over 50 years into the use of vitamin supplements but without the proper technology and scientific methods any opinions of usefulness are only opinions. So we do need a more scientific approach. 
There is very good evidence of need because our children have evidence of elevated oxidative stress and there is proof of folate deficiency. These two issues can be responsible for many long term health and development problems seen in Down's syndrome.. 
      But trying to correct those problems is not going to be easy and as a recent Antioxidant and Folinic study at ICH has shown; No benefits could be detected between those on a therapy and those on a placebo.
      However any small benefits will be near impossible to detect in a clinical study where all the data is averaged and small gains for one child are easily lost in a large group where many had seen no benefits.   These clinical studies hope for big gains and this is not likely to happen. But we might have seen biochemical evidence. Perhaps this will be produced eventually.
      Preliminary data from that study they did not produce any biochemisty information to better understand their clinical data. There was no biochemistry to show evidence of need for the therapy prior to starting the study and no biochemical evidence that the therapy had any affect during the study. Hence the clinical data becomes suspect and averaging the clinical data makes it even less useful. 
      That all the children were very healthy is a very good outcome, but it cannot prove anything where a study is concerned, because there was no proof of need prior to starting the study. Perhaps some children did benefit but how would we know who they were? None would have been harmed because the therapy was harmless anyway. 
      What we need is a small study to establish nutritional needs in these children and proof that strategy can be developed to reduce oxidative stress and improve the opportunity for growth and development.
      That study is now being prepared and now we need parents to volunteer to take part. Please contact the DSRF and we will provide more information.
      Only very small blood samples are needed and parents will have the opportunity to visit the new Science Centre and meet the new team who will be helping with this research and building our new Centre of Excellence for Down's syndrome.
      Nothing happens until parents decide to do something - so any progress needs parents to take the lead.
      We are learning what we need to do now we need to get on with the job at hand. There is no time to waste.
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