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It’s that magical time of the year again.  
 
If you still haven’t bought your Christmas cards this year, order some right away from Studio51. This is a fabulous 
company that gives 51p for every pound you spend to charity. Don’t forget to choose the DSRF while making your 
purchase! 
 
We’re launching our print magazine in 2008. Read more about this on page 7.  
 
If you have any funds left to send us from your events in 2007, please do so soon!  
 
There’s a lot planned for 2008. None of this would be possible without your support, so thank you! 
 
Merry Christmas and a Happy New 2008! 

In this edition: 
2 Letter from the Chairman      On the Cover: 
5 Super Foods        George Bowman, 3 
6 The new DSRF magazine      
7 Updates on the nutrition study 
8 A Parent Asks…                         
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Dear Friends of the DSRF 
 
Another year is almost over, but this has been a year 
where we have done a great deal to build a Brighter 
Future.   
 

Thousands of free New Parent booklets 
have been sent out. If you don’t have a 
copy of the third edition of Bright 
Beginnings, let us know and we will send 
you one.  This is a wonderful booklet that 
has filled many a heart with joy and hope 
for the future.   

 
The DSRF is not just about research; we do a great deal 
more.  We don’t take credit for services provided by 
others, but we provide important support to every 
support organization in the UK that asks for help.   
 
We have a unique understanding of the challenges and 
the opportunities and we don’t understate either.  They 
are formidable.  But a lot of people do want to help our 
children and they are grateful for the DVDs and other 
materials we supply.  
 
We have not given up on research although we are not 
at all happy with the results from the Antioxidant 
research project.  We have learned it is essential to 
oversee the project. This is the only way we can make 
sure the research has a firm scientific basis.  We must 
ensure the researchers  do the bio-chemistry and they 
understand the need to collect that evidence. 
 
A clinical trial based on observational studies is going to 
be influenced by expectations and the degree of support 
and care given to participants.  In our case clinical trials 
will simply not work unless they are backed up with 
biochemical evidence to discover what is happening 
within the body.  We have no biochemistry from the ICH 
project. Perhaps it is still in the works but we need to 
move on and not waste time or opportunities. 
 
We are not simply doing our own thing because that is 
inefficient and ignores the advances being made by 
scientists who can help us.  Even a failed project 
produces useful information. We learned that doctors 
cannot understand the need to run the biochemistry. But 
we do.  
 

 

In the short term the biochemistry tells us everything. 
We just need to understand what it means because it 
does change and adapt to the environment and to 
genetic influences. The biochemistry is where any 
nutritional deficiencies are seen and where the 
influence of dietary habits have a big impact.  
 
We already know that most "normal" children do very 
well and this can be seen in their growth and their 
health.  And we know diet has a big influence on 
growth and on health.   
 
But children in the same family with Trisomy 21 have 
extra genes that influence growth and development.  
And these genes alter the outcome over the years.  
 
This is perhaps no different from what we see in the 
diversity of all the human race where some parents 
pass on to their children genes that ensure a long 
healthy life.   
 
But what we now know is that the environment does 
have a big influence on the biochemistry and this 
infers our genes are influenced by the foods we eat 
and the lives we live. 
 
This is true for everyone but when you have a few 
extra genes there is a disturbance that alters the 
biochemistry and results in changes in growth and 
development.  Doctors just treat this situation as 
"Normal for a child that has Down’s syndrome"  and 
then they disregard the need for research that should 
be asking "Why is this normal?"  
 
We sponsored a huge research project at the Institute 
of Child Health that asked that question but then that 
project evolved into a clinical observation that fulfilled 
all the usual expectations. There has been no 
emphasis on studying the biochemistry and without 
that emphasis we are working in the dark not knowing 
what any therapy might achieve or understand why it 
did not succeed. 

So I have met with researchers in the UK, the USA 
and France. We all agree that any benefits from 
research to help our children will be based upon what 
we learn about the biochemistry. 
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In the short term everything shows up in the 
biochemistry.  This includes our genetic inheritance from 
our parents, the extra genes and what they are doing, 
our dietary habits and how these may result in a dietary 
deficiency, and finally the other factors in the 
environment. 
 
This project will not take years to investigate a therapy. 
We will first investigate if there is any need for a therapy 
and determine if any therapy has an effect on the 
biochemistry.  
 
This kind of research has never been conducted and I 
suppose this is because doctors have assumed all the 
problems are "Normal for Down’s syndrome" .    
 
We have a neighbour who lost their son to heart failure 
after he had a bad reaction to a medicine that he did not 
need.  The parents were told by their doctor, ” Children 
with Down’s syndrome do have a much shorter life".   
 
The doctor assumed that the boy had Down’s syndrome 
but there was actually no sign of this all; he simply had a 
learning disability.  And in any event this young man was 
just age 25 and people with Down’s syndrome have a 
long life living into their 60's and beyond.   
 
Ignorance has been an excuse for inaction and a lack of 
research for years and years and doctors have no better 
survival rate than the rest of us.  In fact doctors are often 
not as fit as their patients and they don't listen to much 
of their own good advice.   

 
At these “Centres of Excellence” they might learn a lot 
more about health and development issues that would 
improve the lives of our children.   
 
But why should these doctors really care when all the 
problems we face are "Normal for Down’s Syndrome"?   
 
Our emphasis these past years has gradually shifted to 
educating the medical profession.  
 

We sent out thousands of DVD's to doctors all over the 
UK.  2000  have been sent out and another 3000 were 
just made.  We printed 26,000 copies of Bright 
Beginnings and those books are sent out to every 
hospital in the UK and to every support facility.   
 
Educating the medical profession has been a point of 
leverage for the DSRF and the response from doctors 
has been remarkable.  We get letters of thanks from 
everyone who does not profess to already be an 
expert on Down’s syndrome.  
 
And even some of the "experts" will admit they don’t 
know everything.  A few parents still worry that new 
parents can’t handle this much information but our 
experience is the exact opposite.  New Parents want 
every detail, then they need not fear the future.   

 
I am quite sure the answer is Yes!   
 
But remember the best nutritional intervention is 
always going to be the choices we make in the foods 
that we eat.  
 
Take a good look at the list of ‘Super Foods’ (Page 6), 
just published by the FDA in the USA. Take this advice 
very seriously. We need to ensure these foods (and 
similar healthy foods) are in our diet. And get rid of the 
fatty and sugar-loaded fast food meals that are 
unhealthy. 
 
Our research may well discover a prescriptive remedy 
is needed (vitamins, perhaps). But the first step is to 
investigate the need for any remedy and not assume 
anything is "Normal for Down’s Syndrome".   
 
We are all different, we are not clones.  Children with 
Down’s syndrome have far more in common with their 
family than they have with other children who have 
Down’s syndrome. They are all impacted by extra 
genes and they may all have Trisomy 21 but the genes 
are copied from their parents - not from each other.   
 
So all of the research needs to have a focus on the 
family unit and then we may make some new 
discoveries.  
 
With that knowledge will come the opportunity to test 
therapies to influence the biochemistry and make it 
more normal - in the expectation that this will produce 
benefits but those benefits may still take years to 
emerge.   

So the DSRF has sponsored this new research 
that will finally investigate t he influence of diet 
and nutrition on growth and development and 
we will be comparing data from children with 
Trisomy 21 to siblings and to parents. 

Yet doctors are deciding if we really need research 
to improve the lives of our children, and they are 
deciding we don’t really need "Centres of 
Excellence for Down’s Syndrome". 

In our new research project we ask the 
question :  "Can nutritional interventions prevent 
or reduce the risks of associated diseases and 
illnesses of Down's syndrome?" 
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There will be no quick fix;   we are not trying to cure a 
headache or kill a virus.  Our research can have an 
impact on what we know about human development and 
the influence of biochemistry and the genes.  
 
It’s not just about Down’s syndrome; it’s about what 
makes us "tick" as my Grandmother would say.   
 
We need everyone to support the DSRF and help with 
this research in any way that you can help.  
 
Sometimes this is with a fundraising event or by being a 
regular supporter of the DSRF.   
Each DVD we send to a medical professional costs us 
about £1. A cup of coffee costs more than that. And 
unlike that cup of coffee, our DVD changes lives. And it 
only takes a pound or so. 

 
And don’t forget all the discounts you get if you are a 
financial supporter (www.dsrf.co.uk/membership.htm)  
 
If you are not supporting us already, consider giving us a 
donation to cover some of these costs.  

� I'm pretty sure this was not intended to be a 

compliment.   

�  But in the USA where it originates it is a 

compliment.  In the USA they like Mavericks, it means 
you do not follow the crowd, you think for yourself, and 
you become a leader and not a follower.   
 
The original Maverick was a big ranch owner with that 
name who refused to brand his animals.  Now every 
unbranded horse and cow in the USA is called a 
Maverick. I guess he owns them all! And all the 
leaders of industry and commerce are admired as 
Mavericks because they don't follow orders and they 
do think for themselves. So it is a great compliment for 
the DSRF to be described as a Maverick organization.  
And of course all of our supporters are Mavericks.   
 
If you can imagine a Brighter Future and you want to 
be a part of that future you really need to be a 
Maverick.   
 
We can live in the past or we can reach for the 
future. 
 
Let’s do what our kids would want us to do and reach 
for the future.  I can see it .... can you? 
 
A Merry Christmas to everyone  
 
And a wonderful New Year filled with Hope for a Bright 
Future 
 
Peter 

-------------------------------------------------------------------------------------------------------------------------------- 
WOODBINE BOOKS AND DVD’S 

Have you seen our list of resources on Down’s syndrome? 
http://www.dsrf.co.uk/RESOURCES.html  

 
Our top three selling products :  

 

There’s a lot WE can do with very little money. £5 
or £10 a month can make YOU a big part of our 
progress in the UK – progress that has a direct 
benefit for your child. 

I heard through some of our friends that the DSRF 
has been described as a "Maverick" organization in 
the UK. 
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Hand in Hand Ballet 
 

http://www.dsrf.co.uk/News/HandinHandBallet.WMV 
 
There is something wonderful about the human 
race that should make us very proud to be part 
of this same great family.   
  
Please watch this short ballet performance by a 
young couple who have created a special gift 
for us.   
  
To remind us perhaps, that we have something 
to give as well. 
  
Tears of gratitude and appreciation, -- should 
be just a start. 
  
Peter 
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Announcing a new venture : 
The DSRF Magazine 

 
In early 2008, we will be launching the first issue of our print magazine. This will be a quarterly 
publication. Our email updates will continue as usual.  
 
Over 70% of our members either do not have access to email or have not provided us with their 
email addresses. This means that hundreds of parents, grandparents and carers don’t get the 
latest news and information. We would like to reach out to more people, so an occasional print 
magazine will help us bridge that gap. 
 
We hope to generate additional revenue through advertising as well. We need to raise money to 
support our ongoing study into nutrition well into the next few years.  
 
The magazine will have lots of new information, stories, pictures, activities for children and other 
information that you can use. In addition, the magazine will have information on the latest 
research and development world-wide. 

 
Here’s what we want you  to do: 
 

- Send in your pictures and stories  for the magazine. Take pictures during Christmas 
and email / post them to us.  

- The creative side  - Do you have a poem, drawing , song or tale to tell? Share it with us! 

- Calling brothers and sisters  - We’d love to see articles written by siblings and relatives 
as well.  

- Recipes  – Do you have a special recipe to share? Is your child partial to any foods? Let 
other parents know.  

- Ask the Doctor  - Do you have any questions that need answering? Send us your 
medical related questions and we’ll try and answer them in our ‘Ask the doctor’ section. 

- Mailbag -  Send us letters and tell us how we are doing and what you would like to see 
from the DSRF. If you would like us to print your letter, please say so.  

- Reviews – Have you read a book or seen a video that you or your child liked? Why not 
send us a review and share it with other parents? 

- Etcetera – For all the other good stuff. 

- Advertising – Approach your employer to buy a small ad in the magazine or sponsor an 
issue. The magazine will go out to hundreds of parents and medical professionals across 
the UK and will be a very good vehicle for publicity for any company. Please contact us 
for more information. 

Have any questions or suggestions? Email us at dsrf@dsrf.co.uk 
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Nutritional Interventions in Children with Down’s s yndrome (NICDS study) 

in collaboration with  

IBCHN, London Metropolitan University , Mother and Child Foundation  

 

Can nutritional intervention prevent or reduce the risks of the associated diseases and 
illnesses of Down’s syndrome? 
 
A new leaflet has been printed explaining the aims, benefits and procedure of the study. 
Please contact us for a copy.  
 
An excerpt :  

What will happen to us if we decide to take part? 
 
You will: 
 

�  Day 1 - attend the clinic at the new Science Centre in Holloway for an initial appointment 
where we will take information on your medical/ family history and your diet. A seven day 
food diary will be given to you to be completed for each member of your family and return to 
the dietician 

 
�  be offered the chance to ask any questions 

 
�  3 Months - be asked to sign a consent form for your children/ child. A small blood sample will 

be taken from your children/ child by a Dr who has been working with the IBCHN for over 10 
years. The dietician will talk you through your food diary analysis and give advice on diet and 
supplementation 

 
�  6 Months - return to the Clinic to be talked through the blood test results and receive further 

nutritional advice 
 

�  3 to 6 monthly intervals - return to the Clinic for further advice and possibly more blood 
sampling 

 
How long will this study take? 
 
This initial study will last approximately two years but your involvement will depend on the results of our 
analyses. We will reveal children's results to parents as the project develops. We hope that further funding 
will be gained to expand the study and continue into the future. 
 
Contact Details 
 
If you wish to find out more or volunteer to be part of this study please contact: 
Chryselle D’Silva Dias (DSRF) on 01494 521826 or chryselle@dsrf.co.uk 
Catherine Lehane (IBCHN) on 020 71332926 or c.lehane@londonmet.ac.uk 
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A Parent Asks 
 
We are thinking about the TNI (nutrivene).  Understand the mixed thinking on it but wish to make sure it 
is safe before giving it a go.  Any thoughts? 
 
My problem is concerned about overdose on vitamins as my daughter is on formula, breast milk (I take 
vitamins).  Do you have any guidelines on the vitamins/oils for the wee ones? 
 
Our reply :  
 �
Breast feeding is what every baby needs in order to 
get important fats to build the brain and a healthy 
body. Formula that understands this need is next in 
line. Getting those fats in formula may not be so 
easy.  So read up on this.  
  
Vitamins can only ever be viewed as a supplement 
to a healthy diet -- they are never a substitute. 
  
Baby foods are often loaded with vitamins and 
perhaps not the best selection if the baby has 
Trisomy 21 and needs more antioxidants.  
  
Foods that provide these vitamins are a better 
choice and will require that you select from the list 
of super foods we publish in this newsletter . 
  
We don’t endorse any particular products.  
 
Professor Crawford talks about the foods we need to 
grow a big brain and how we are different from 
other animals  and how diet produced our bigger 
brains.   
  
Watch his video at this website.... 
http://ncs-video.wmin.ac.uk/sih/m_crawford/m_crawford.html 
  
It’s not (just) about proteins; it’s about eating the 
right fats that are mostly in seafood fish and 
shellfish.  A few grams of DHA will NOT make up 
for a deficiency of the very large amounts seen in 
seafood - primarily in the fish muscle.   
  

I know there has been a lot of talk about heavy 
metals in seafood but these fish are from polluted 
waters.  Mostly coastal areas and rivers where all 
the power plants and chemical plants are located 
-even the rain collects pollution from the air and 
dumps it on the lakes and rivers.   
  
Fish from very cold waters and the deep sea are 
much less of an issue - Cod, Herring etc. Fish 
that is farmed in clean areas is tested for purity 
and you can ask for that data.  
  
Tuna is not a good choice and this is 
everywhere.  Fish that eat fish (like Tuna)  get 
very big and they do live in warm waters. 
They will accumulate more of the heavy metals. 
  
Exaggerated statements not to eat fish are based 
on these issues.   
  
However there are countries where they eat a 
huge amount of fish and they don’t have 
problems with heavy metals.  Probably because 
they stay away from fishing in polluted water or 
they don’t have the huge chemical plants and 
power plants.  Japan is a country that loves fish 
and they eat a great deal more than we do.   
  
I know from studies done years ago that fish 
grow big in polluted waters and they feed on 
rubbish.  If the water is really pure nothing will 
grow.  So it’s the opposite of what you might 
think.   
�
���	�
������		
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�
                If you have never given – please give now.   If you have stopped - please start again. 

Please also sign up for Gift Aid - We get an extra 28% that way. 
�����������
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���������	�����
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To: (Name of your Bank)___________________________________________Bank Sort Code_________________ 
 
(Your Bank) Street Address ______________________________________________________________________ 
 
City       __________________________________________________ Post Code __________________________ 
 
Please pay:  The Down’s Syndrome Research Foundation, (DSRF) (Account 00082636) (Sort Code: 40-52-40) 
                     CAFCASH LTD, Kings Hill, West Malling, Kent, ME19 4TA. 
 
The sum of (numbers) £ ______________     (Amount in words) ___________________________________________________  
 
Commencing   ________________ (date) and continuing thereafter Monthly / Quarterly / Annually (please delete as appropriate) 
until further notice.         
 
       This new order cancels any previous order in  favour of the DSRF.   We will make sure that it do es. 

 
Name of account to be debited (Your account names) _________________________________________________ 
 
Account number (Your account number)  _____________________________  Sort Code_____________________ 
 
Your Address _________________________________________________________________________________ 
 
City _______________________________________________  Post code _____________________________ 
�
 
Your Signature(s) __________________________________________      Date ______/______/______  

%��	�&�� �� �'	������
� ) I am a UK taxpayer and my annual tax payment is more than these donations.  
Please claim the Gift Aid donation from the UK Government on this and on all subsequent donations. If you agree the DSRF 
will receive an additional 28% under the Gift Aid scheme. (Please tell us when this statement is no longer true.)            

Thank You – Please Return Form to: 
The Down’s Syndrome Research Foundation 

18 Daws Hill Lane,   High Wycombe,   Bucks HP11 1PW 
Registered Charity 1058548   Established 1996   Website www.dsrf.co.uk   Phone 01494 521 826  
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The DSRF funded the start of the new research study on nutrition by giving £60,000 to the IBCHN, 
London Metropolitan University. We need to raise funds to continue this research project. Please help 
us to keep this project ongoing. A £5 or £10 monthly donation from you goes a long way. If you can 
give more, please do. 
 
Become a financial supporter and Friend of the DRSF 
 
Easy ways to make a contribution:  
1. Donate online on our website. 
2. Complete the Standing Order Mandate form given below (also available on our website) and post it 

to us. 
3. Fundraise: It’s easier than you think! Contact us for ideas.  


