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Dear Parents and supporters
of the DSRF

CONSIDER THIS:
Approximately 760,000 women
get pregnant in the UK each
year.

8000 (1%) of all pregnancies
involve the baby being
conceived with Trisomy 21
which results in Down’s
syndrome.

6400 (80%) of Trisomy 21
pregnancies are problematic

and will end with a miscarriage.

1600 (20%) of the Trisomy 21
pregnancies are viable and the
baby survives and grows.

1000 (12.5%) of the surviving
Trisomy 21 babies are
detected by NHS screening
programs.

937 (94%) of the babies
detected by screening are
aborted. Parents are often
frightened into abortion by
unbalanced information.

657 (8%) of the Trisomy 21
babies are born. Out of these,
63 parents know the baby had
Down’s syndrome before birth.
594 parents will be told the
baby has Down’s syndrome
when it is born.
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Chapter 1, Article 3 of Charter of
Fundamental Rights of the
European Union .

The NHS offers screening to all
pregnant women at an
estimated cost of £15,300 per

Down’s syndror'hé p'renancy
detected.

The total cost to the NHS is
over £15 million per year.
About 38% of parents go
unscreened — either refusing or
will not be offered tests. As the
NHS wants 100% screening
their budget must be over £24
million per year.

A parent who has a child with
Down’s syndrome and every
person who has Down'’s
syndrome has a Right to object
to this NHS program.

You can write to your MP,
and ask that they raise
this issue in Parliament.

(We can provide a letter you can
copy to make this easy.)

The NHS has committed over
£20 million in the practice of
eugenics. Its objective seems
to be the elimination of people
conceived with Trisomy 21.

No research is underway to
prevent these babies being
conceived with Trisomy 21 and
the NHS has no program to
ensure the survival of these
unborn babies.
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No funding is set aside for
research to improve the
outcome for these children.

Medical research is the best
way forward. But you can be
sure the NHS has given up on
being able to do any good
research when our best
doctors and medical
professionals think 100%
screening and 94 %
terminations is the answer to a
health problem.
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Funding the NHS to seek out
the babies the government
would like to get rid of is a very
bad policy. It also devalues the
lives of those people who have
Down’s syndrome by teaching
society they have no right to
exist.

But even we parents need to
have the right perspective
about Down’s syndrome.

Parents love their children and
marvel at how wonderful they
are. Those qualities belong

to the child; they do not
belong to Trisomy 21 or to

the Down’s syndrome

Even after they are born their
lives are still at risk. Trisomy 21
is responsible for close to half
the babies having serious heart
problems. So we should want
to prevent Trisomy 21 and do
the research to help every
baby that has Trisomy 21.

What can we do about it?
Trisomy 21 is not a blessing for
our children. And neither are all
the health and development
problems we call Downs
syndrome. These are things
the child has. They are not
what the child is.

Surely God does not intend
that 92% of these children die
before they are born?

Research to prevent the baby
getting Trisomy 21 should be
an important objective for the
government and for the NHS.
Down's syndrome charities
should also have this objective
and so should every parent.

100% of our babies would then
survive. 8000 pregnancies
should result in 8000 babies
born without Trisomy 21.

No babies should lose their

life because they have
Trisomy 21.

What causes Trisomy 21?
Research by Prof. Jill James
and her team has indicated that
genetic influences on the body
chemistry in the mother can
increase her homocysteine
levels that may be a marker for
a higher risk of a Trisomy 21
pregnancy.

Genetic risk factors when
they occur in both parents, add
a further 4X higher risk factor.
The mother can reduce her
risks by getting the treatment
needed to reduce
homocysteine levels to normal
levels and doing this for
several months before
pregnancy.

Why the higher incidence

with age?

Elevated homocysteine is very
common as we grow older.
Perhaps this is why Down’s
syndrome has a higher
incidence with maternal age.

But can we help the Baby?
Our children always have to
please their parents. As they
grow up they know they are
different and their bravery is
truly heroic.

Life is a huge challenge for our
children. They work 10 times
harder to learn and to do things
that should be easy. All of this
is called a learning disability.

We know there is poor short
term memory, and we need
short term memory to sort
information and understand
what it means before we can
take action - either to store
information long term or decide
why we are standing in front of
the refrigerator with the door
wide open! Yes this is normal
and it happens to everyone, so
our kids are not different they
are the same as us. We are all
forgetful.

Being forgetful is very
important. If we were not
forgetful our brains would
remember every second of our
lives. We would soon run out of
space to store important
memories.
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Children who have Trisomy 21
are more forgetful and perhaps
this is caused by the chemistry
in the brain that controls short
term memory and long term
memory.

It need not infer the brain is
made differently. This would
be a huge difference and we
don't see this in our children.

Professor Mobley from
Stanford University was a
speaker at our conference; he
is doing research in this area.
He gave a presentation where
we could actually see signals
moving within brain tissue. He
has seen differences in the
brain chemistry that he finds
exciting and great opportunities
for research. What makes this
opportunity very important is
we can know what chemical is
needed and we can test it with
a mouse that has Trisomy 21.
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This research can remove the
learning disability so we should
want to support this work and
give it a higher priority in our
lives. Itis something we
should all be talking about and
trying to get to the next level.

What about Alzheimer’s?

The adult that the child grows
up to become will show some
of the signs of loss of long term
memories, dementia and
Alzheimer’s in their 30s and
40s.

This is terribly unfair all that

they have learned over years of

hard work is now at risk of
being lost. Depression can
accelerate the process and
with few friends they can
become withdrawn and
depressed, especially if they
have lost their parents.

The work that Professor
Mobley is doing at Stanford is
equally important in this area
and a great deal of work with
antioxidants is to prevent the
brain injury seen in the adult
years. Itis more research that
needs funding and not nearly
enough emphasis on research
by parents.

Facing up to problems.
These are difficult issues to
face up to especially when
there is so much to do in the
early years.

10 years ago, | was at a parent
meeting where a leading DS
expert said he could not
understand this lack of interest
in research when there is much
we need to learn. Scientists
cannot understand why our
parents are not asking for more
research.

Perfect just the way they are
Our children are perfect, each
one is a HERO. They fight for
survival against all odds. Let's
not forget they are fighting
Down’s syndrome and Trisomy
21. So please help them.

We know so much more, yet
we still don’t fund the
research.

Parents probably think a few
pounds from them given to the
DSRF to help with research will
never make a difference but we
have 40,000 parents with that
opinion. If everyone made an
effort we could fund the

Trisomy mouse project in a few
weeks.

Smiling eyes
David Elliott age 1

In any serious medical issue
that affects children it is always
the parents who fight
successfully for research to
help their children. Very few
parents are doing this for our
children.

The NHS and the Government
should be doing more to help
and we should not be
distracted by screening
programs that use money that
should be spent on research.

We can argue the ethics and
make rules of how they should
play that game. But we can
also take control and take
away the football they play
with.

HOW YOU CAN HELP

We have wonderful research
opportunities but we need
more parents helping us.

| am just a volunteer and | am
now age 70 so we need new
people to take over and help
the DSRF.

If you can do anything, please
volunteer and | can fill you in
on what'’s happening.
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There are research projects
that can help with issues
affecting every stage of our
children’s lives, particularly the
problems which most of us
face as we get into our 60s and
70s but they face in their 30's
and 40's, specifically loss of
memories, dementia, and
Alzheimer’s.

Early intervention helps with
learning but the whole
population with Down’s
syndrome has memory
problems. We need to get the
research underway now to
solve these memory problems
so that treatments will be ready
in 5 to 10 years to help the
children today who will be
adults by then. They will need
these therapies.

This is not a dream, the work
is underway at Stanford
University but it needs to be
funded.

There is even research that
can unlock the full potential of
their brain so they can have a
more normal life. We should
want this for our children; it will
result in all the problems we
see in normal kids.

We have many opportunities
that parents don’t know about
and we want them to realise
how important it is to do this
work now.

Feel free to contact me if you
would like to know more, or
would like to get involved in
any way. Parents are the only

ones who can fight for their
children.

In this, our tenth anniversary
year, | look forward to an
increased level of
involvement and
commitment from you,
towards making the lives of
our children — born and
unborn — a healthier one.

Peter Elliott

Trustee and Chairman
Down's Syndrome Research
Foundation

Statistics courtesy article in the Sunday Telegr@péay 21, 2006)

NOTES:
1) Eugenics, (n) construed as singular, the science of improving the qualities of a breed or species.
esp. the human race, by careful selection of parents.

2) 100% screening of pregnant mothers in the UK is a careful selection of some parents who are then
interviewed and advised to get a termination because their child is viewed as inferior to the species.
This is the practice of eugenics within the fields of medicine and biology.

3) Parents are not merely informed their baby has Down’s syndrome. They are persuaded by doctors
and nurses to terminate their pregnancy. Often only negative information is given which may be
inaccurate as well as one-sided. Without balanced information parents are denied this opportunity
to make an informed choice.

4) The objectiveof this screening and selection process is to improve the quality of the species by the
elimination of persons within society who are viewed as a burden to society and inferior. The
spending on detection is justified by the number of terminations it leads to. It is not in the baby's
interest to be screened.

For further reading on Eugenics and Down’s Syndrome , please visit these websites

- Eugenics by Abortion

- Whose Life is it? !

- Earlier Screening for Down’s
Syndrome May Fuel Eugenic #
Program Against Disabled

- The heart of difference I

- Eugenics and Down’s Syndrome

$$ 8

"]:L If you are not able to click on the links, use the ‘Text Select Tool’ or the ‘Select’ button on the toolbar to
i 1 T highlight the link. Right click on the selection, then Copy/Paste the link into your browser.
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CONFERENCE SNAPSHOTS

Theo and his Mother at
the DSRF Bright
Beginnings Conference.

They travelled from
Colorado, USA to hear our
speakers.

#

Romney Snyder-
Croft of the
Vanderbilt
Children’s Clinic
and Sheila
Moore, Director,
DSA Middle
Tennessee #

W=OXNDDOT W

Prof Mobley
speaking at the
conference
Peter Elliott and Prof Jill James
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Bright Beginnings for children with Down's syndrome
Conference 2006

The Medical conferences for parents and Our thanks also go out to Dr Sheila Shribman,
professionals were held on March 31 and National Clinical Director for Children for

April 1, 2006 at the Institute of Child Health, opening our conference.

London. Over 100 doctors and parents

attended the conference If you missed the conference, a detailed

report is available on our website
www.dsrf.co.uk to download. Many thanks to
Mary Schultz for this write-up.

We thank our speakers — Prof. Bill Mobley,
Prof. Jill James, Prof. George Capone, Dr
Van Dervoort, Sheila Moore and Romney
Snyder-Croft for coming to speak to us from
the USA. # : : 1
23 3

“I just wanted to say thank you to everyone
involved for the opportunity to hear from the
speakers and meet the delegates at Bright
Beginnings. It has certainly added a lot to my
thinking about the future for my 15 month old
daughter and got me thinking about working in
this field in future.” — Sande Nuttall , Parent and
Participant at the conference

In the DSRF Webstt...
The Mouse Appeal | race atookatnese arictes you

haven't yet:

The extra genes of the 2thromosome have been
mapped. The most crucial genes have been ideni
Drugs to stop the expression ndede identified an
carefully tested on DS mice.

- Essential Amino Acids in
Common Foods:

- Free radicals and Anti-oxidants

- Vitamins and Minerals

Why hasn't it been done...? http://www.dsrf.co.uk/Reading_material.htm

...not enough mice!

Read more about the Mouse Appeal and what needs
to be done at www.dsrf.co.uk

<$5 0y,
> 10th -.
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AN UPDATE ON OUR PUBLICATIONS

Bright Beginnings

A third edition will shortly be reprinted. If you have any
suggestions for the booklet, email us at dsrf@dstrf.co.uk .If you
liked Bright Beginnings, tell us in a letter. Such letters from
parents and medical professionals help us document what a
help this booklet has been to the community.

DVD for Health Professionals

Our free DVD on ‘How to break the news’ is available to health
professionals who are the first point of contact for parents
when they have to be told that their baby has Down'’s
syndrome.

If you would like a copy, please send us a request by email or
post. This helps us with our records.

BUDDY WALK 2006: Fundraise
with your Feet!
Our first Buddy Walk for 2006 to
celebrate our children and the
heroes that they are will take place
on June 3 in Derby . Suzanne
McCloud, a parent is organizing this
walk. If you would like to be a part of
this fun day (the walk starts at 2 pm
at Markeaton Park, Derby), meet new people or just enjoy a
nice day out, contact us for further information.

Parents are invited to organize a local Walk anytime during the
year!

Contact us for information on organizing a Walk or visit
www.buddywak.org

Events Notice board

June 2006
Buddy Walks 2006
3" June: Derby

July 2006
2" July - The British 10K Run London
2" July — The London 5K Breakfast Run for Women.

Go-Karting Challenge

In association with Down’s Syndrome Extra2l , a parent
support group, the DSRF is planning a Go-Karting
Challenge this summer.

If you would like to participate, help us organize the event
or be part of a team, contact us for more information.

to our regular financial supporters
and anonymous donors. We are
grateful for your continued
support.

We would also like to

acknowledge the donations from:

- J M Bottomley

- Mrs Maureen Shirt

- Folkestone Lion Cub

- Brampton Primary School,
Kent

Some of our ‘Fun’draising
Champions

- Gary Skinner raised £160 by
running in the Eastbourne Half
Marathon 2006

- Diane Whiteside , our long time
supporter raised £132 through
a butter cross Stall

- Gill Barrett , our trustee in
Dorset organized a Safari
Supper for her friends raising
funds (over £600) while having
a gastronomic evening.

- Juliet and Katie Maguire had
a fun filled pre-Xmas Boogie
party. They raised over £650,
just dancing the night away!

- Mr and Mrs Maguire (Juliet’'s
in-laws) celebrated their golden
wedding anniversary and
donated £335 in lieu of
presents.

Trusts & Corporates

We are grateful to:

- The Provincial Grand Lodge
of Surrey for their donation of
£1667 towards our work.

- Wilkinson’s for £2000 towards
printing and distributing Bright
Beginnings

- The James Ellis Charitable
Trust for their donation of
£3000

- Just Babies for £4333 raised
from the sale of the Just Babies
calendar. Thanks to everybody
involved with the project.

- To Tesco Charity Trust for
£15000 towards printing and
distributing Bright Beginnings
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My Best Friend, My Brother
By Jennifer Rimer

| want to tell you about my best friend of the past 28+ years.
I could not have picked a better one. He is loyal, fun,
caring...and he is my brother, who is just like me. The only
real difference is that he has Down Syndrome.

As a friend and sibling of a brother with Down Syndrome, my
life has been far from boring. There are days when | wish
that it could be boring just for a day. However, with Doug as
a major part of my life, every day — sometimes every minute
— is an experience like no other.

I was recently married. Guess who helped me plan every
part of the wedding? Doug went with me when | tried on
gowns, visited locations, ordered invitations, and even when
I had my make-up done.

We've gone on fabulous vacations together: cruises,
Orlando, Las Vegas, New York, home to Ohio, etc. He's a
great travel partner. His only request is that meals are made
a frequent and top priority, which suits me just fine. We both
love to eat.

Doug goes shopping with me, and | go to wrestling events
with him. He helps me mow the yard, and | help him clean
his room.

Once a week, Doug meets me at work on his day off so we
can have lunch together. He knows more people in the
building than | do!

Doug works three days a week at Publix, where he has
worked for 12 years. We shopped at “his” store the other
day, and while we were there, several customers came up to
say hello to him and ask if he was enjoying his off day! He
also volunteers one day a week at a nursing home. The
residents absolutely love him!

Were there times when Doug tested every last ounce of
patience that | had? Absolutely! Here are just a few
examples that may be funny now, but | did not see as funny
when they were happening.

There was the time | introduced a new boyfriend to the
family, and Doug promptly shared with all of us that he liked
the old one better! And he did not stop there - the moment
my mom was out of the room, Doug told the new one that
the old one was coming back to date me again!

And there is the time when | was in high school and | left my
rings in the bathroom that my sister, Jill, Doug, and | all
shared. Doug found them and took them to school to give to
his girlfriend. His teacher called me to see if | was missing
any of my rings.

The most “famous” Doug moment occurred when he decided
to drive my dad’s car while our parents were out of town.
Note: Doug does not have a driver’s license. When | later
asked him why in the world he had to do this while Mom and
Dad were out of town, his response was, “There’s not a car
here to drive when they are in town!”
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Life with Doug has
never been dull. | am
not just Doug’s sister
and best friend. There
are days when | am
also his mother, swim
coach, job coach, taxi
service, etc. Doug
has the busiest social
calendar I've ever
seen, and it takes our
whole family of five to keep up with him and get him
where he needs to be.

Being one of his swim coaches gives me a chance to
spend additional time with Doug. He joined the
Special Olympics swim team in 1992. He moved to
Tampa with our parents and sister a few years later.
When he moved back to Jacksonville in 1997, he
rejoined the team. At that time, the team needed extra
coaches, so | volunteered. | had never swam
competitively, but | love Doug and his friends...and
that was enough to get me started coaching. Now,
nine years later, | am still a coach and have taken on
the additional roles of team treasurer, and most
importantly to the swimmers, the party and trip
planner.

Most importantly to me, the swim team gives Doug an
opportunity to have a broad social circle that he
wouldn’t necessarily have post-high school. We do
movie nights, parties, team trips, and competitions.
Doug’s only request is that when we do a team trip,
he gets a chaperone other than me!

| want to stress that in no way is our friendship a one-
way street. Two summers ago, | was diagnosed with
multiple sclerosis. | was devastated and needed
round-the-clock help for a couple of months. Not only
did Doug stay with me at the hospital from 7 a.m. until
11 p.m. for the several days | was there, but he also
stayed at my apartment for six weeks and helped me
do the daily things that | had helped to teach him over
the vyears: laundry, dog walking, cooking and
cleaning.

Doug has taught me a great deal about how to enjoy
life. | have learned that you do not have to be a size 6
to feel good about yourself in a bathing suit, it is fun to
get up in the middle of the night and sneak the last
Twinkie, and a trip to Baskin Robbins’ for ice cream
really can make a difference when someone’s having
a bad day.

I would offer this advice to others who have siblings
with  Down syndrome: become an integral and
important part of your sibling’s life. You will get back
everything you give and then some. | know | did. My
brother is truly my best friend.

Reprinted with kind permission of Down’s Syndrome
Centre, Jacksonville, USA. Website: www.hope-
haven.org
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Easy ways to make a contribution: verS

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.

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.

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 thatitdo 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 / /

"#$ % & | 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:
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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