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Matthew’s Friends

@ NCYPE St Piers Lane
Lingfield, Surrey,
England. RH7 6PW

MAIN : 01342 836571

www.matthewsfriends.org

BRAND NEW RESOURCES AVAILABLE TO
ALLY

Matthew's Friends are proud to present our latest
publications for patients using a Ketogenic Dietary

Therapy! These are available to all patients using a

dietary treatment for epilepsy and of course have been ap-
proved by the Matthew's Friends Medical Board

i

"A Handy Guide to Eating out and Fast ‘g & 3 w

Food Restaurants”
"A Handy Guide to Carbohydrate STOP 0 and SWAP @ !
"A Guide to Grocery Shopping @ !

These are in addition to our hugely popular "I Am going On a Ketogenic Diet" booklets,
currently available to all Ketogenic patients, upon request.

e  ALL literature is supplied free of charge and are included

in the Starter Packs, which are also provided free of

Inside this issue: Char‘ge to ALL Keto paTienTS in the UK.

e  MF Starter Packs/literature are supplied o main KD cen-

Sony Music UK

Synergy GB 2 tres around the UK, including Great Ormond Street, Evelina
Children's, Addenbrookes, Birmingham Children’s, Mat-

Alder Hey Award 3 thew's Friends Clinics @NCYPE, Royal Derby.....and many

MF st Malta more, as well as Hospices/residential schools. This is made

Keto Intro Day update 4 possible by the fantastic fundraising of our supporters.

New MF Scottish Co-ordinator .
o  Contact eng@matthewsfriends.org to request resources.

Tony Tobin Gourmet Evening
Beautiful Xmas Decorations

5 Starter Packs may be supplied directly to patients with a
confirming email from the managing Dietitian or through

Tasty Keto Recipes 6 your dietitian.

Mount Everest Trek

Message from Caroline (Mum to Isabel): * A Auge thank you for

Fundraising News 7 , . L.
the wonderful Starter Pack ....I can't believe how generous it is
Fundraising News 8 and so many useful items in there. What very special people you
| are, thanks for all the support’.
gﬂmsemmewﬁh http://spendandraise.com/matthewsfriends Online Shopping Helps Raise Funds for Us! fogate
= i eSiore, B s [visa 2 Qe
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Staff at Sony Music UK Go For It

Sony Music are continuing with their numerous fund
raising efforts and recently a team of 10 took on the
SONY MUSIC  TOTAL WARRIOR 10K in the Lake District..

The team sent in a selection of photos showing them in
varying states of "mud drenched, flame grilled, barbed wire
spiked pain!" and made the following comments:

"We all survived, gained a few scrapes and bruises, a torn
hamstring was picked up 4 metres from the line but other -
than that and some aching, we made it through as a feam and
are very pleased with ourselves as a result!! All in all though
the race was so much fun, we dragged ourselves through mud
and lakes of slurry, swam across rivers and through cargo nets
of mud and worms....it all sounds pretty miserable but

it was the most fun we've had in a long timell”

CONGRATULATIONSI

Thank you to Synergy 6B Limited, who have delivered free of charge ALL Starter Packs supplied in the UK during 2011. We
thank them sincerely — their fantastic support has meant that we have been able fo provide our best ever packs, which are

T T packed full, of brilliantly useful items, to patients starting on a Ketogenic Dietl!
vvew —
2225 SYNERGY GBLTD il Rolls

DATES FOR YOUR DIARY

29th October: Hollywood Halloween Party being held at Lingfield Race Course, Surrey.
9th-10th October: JEC/LA Meeting at York Race Course.

28th November: 'An Alternative Christmas Dinner’ Gourmet Evening at Tony Tobin's 'Dining Room’ Reigate,
Surrey—places limited, contact: eng@matthewsfriends.org to book.

2nd-6th December: American Epilepsy Society Meeting, Baltimore. MF having a stand with the Charlie Foundation.
22nd December: 7pm—Christmas Carol Concert with the fantastic Isaac Wood Singers held at Oxted Hall.
18th—20th January 2012 BPNA Conference.

26th March 2012: Purple Day, Global Awareness for Epilepsy—Watch this Space!

9th May 2012 Epilepsy Action Week—Llandudno ~ MF Clinics Dietitian Speaking.

19th May 2012: Introductory Course on Ketogenic Dietary Therapies—see website for details.

8th September 2012: Matthew's 18th Birthday Ball—Copthorne Effingham Park SAVE THE DATE!!

Keep checking the website for further details of all events www.matthewsfriends,org

To donate via JustTextGiving please text MATTO4 plus the amount you wish to donate ie £5/£10 to
70070—Thank youll!

‘!" Eﬁirsssr;;?:_w”h http://spendandraise.com/matthewsfriends  Online Shopping Helps Raise Funds for Us!
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CONGRATULATIONS TO: Dr Rachel Kneen,

Consultant Paediatric Neurologist and the team at the
Department of Neuorology, Littlewood's

Neuroscience Unit at Alder Hey NHS whose KD service
has won the TRANSFORMATION OF SERVICE AWARD
at Alder Hey this year.

More details and pictures can be obtained by accessing the following link:
http://www.alderhey.co.uk/Media Centre/Latest news/AHAA 2011.asp

SHOCK, TRAUMA, ACCEPTANCE, REALITY, SITUATIONS

In support of children with addifional needs and of their parents.

MATTHEW'S FRIENDS VISIT MALTA

he Matthew's Friends Team, including our Clinics consultant, Dr Archana Desurkar and
ietitian Gwyneth Magrath were delighted o be guests of the S.T.A.R.S. Charitable

organisation in Malta for 2 days of meetings and presentations at their Intractable Epi-
lepsy and Ketogenic Information Seminar in October. Families and health care profes-
sionals from all over the island attended and were treated to a cooking display of tasty
Ketogenic meals, prepared by MF keto-chef Neil. The Malta families are keen for Keto-
genic services to be available fo them—hopefully their dream will become reality with the
support of the excellent staff at the impressive Mater Dei Hospital and the Prime Minis-
ters wife Mrs Gonzi, who also attended. Matthew's Friends look forward to helping and
supporting all we can. Visit http://starskidsmalta.com/ for further info.

ALL PARTY PARLIAMENTARY GROUP FOR EPILEPSY (APPGE)

On Wednesday 12th October Emma Williams (our CEO/Founder) and Marie
Baker (Chairperson of Dravet Syndrome UK) attended the APPGE at Port-

o “pi\epsy Cou,,cl_/
JEC
onepiepseona | cullis House in Westminster and gave a presentation on Intractable Epilep-
sies. Emma discussed the options available o patients when the drugs don't
ork, with a particular emphasis on the ketogenic diet. Marie presented using Dravet Syn-
rome as an example of an intractable epilepsy syndrome and was able to highlight a number
f concerns that have been identified by the organisation. The audience was very receptive
o our talks but it is clear that a lot of work needs to be done to improve understanding and
reatment for those children suffering from intractable epilepsies. Prior to the APPG meet-
ing a number of the chief executives of the JEC, along with our Professional Advisor Pro-
fessor Helen Cross, had a short meeting with the Prime Minister. David Cameron was very
supportive of the cause, having had first hand experience of a child with severe epilepsy,
and the meeting was deemed a success. We also prepared a file of case studies for the
Prime Minister with friends from Dravet Syndrome UK and Epilepsy Sucks UK.

Visit www.matthewsfriends.org for regular updates....
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Matthew's Friends Introductory Day for Ketogenic

\ P
\ f Dietary Therapies
=)'} “You should do the keto
m cooking before lunch
‘ Being based from our new home at the National Centre | because there was so much

Ll for Young People with Epilepsy (NCYPE) we have the fa- | yummy.jood o irythat you
cilities to run regular introductory days and the first of these was held on a:)ul:lssvve Togeiy o:g
Saturday 22nd October. Places are limited as we like Yo work with smaller
groups so plenty of networking can go on as well. A very full day was held gy
and as always with these events, things can get very emotional for the introductory day.

families and adult keto patients that were in attendance. Neil our MF Chef

and Val (Senior Keto Assistant MF Clinics) did a FABULOUS job in the
kitchens where everyone got the chance to do some keto cooking and taste all the good-
ies on offer. Sue Wood (MF Dietitian) and Emma Williams (MF Founder/CEQ) were on
their feet all day presenting to the mix of families, patients, school nurses, dietetic as-
sistants, dietitians and Epilepsy Nurses that came along. This day
is perfect for people who want to know more about the diet, or
who are on the diet but want more information and it was espe-
cially great o see some grandparents there as well. More details
are available on our website and we hold two of these days every
year. Our next one is scheduled for the 19th May and then the
6th October 2012. Places are already being booked for May.

NEW_MF REGIONAL CO-ORDINATOR FOR THE HIGHLANDS OF SCOTLAND

We are delighted to welcome Rona Matheson to the team of Regional Co-

We were initially ordinators that work with us throughout the country. Rona is mum to
gifi??tfﬁgi,?;‘hiﬂ,ﬁ;@ Sarah, 10 yrs old with LGS as well as Anna 13 yrs, Talitha 12 yrs and Elmarie

husband searched the | | 9 yrs. Sarah was on the diet for 2 years and Rona says that the diet
internet and found . : : g "
Emma Wiliams who, | | helped improve her daughters quality of life massively “Sarah began the

with almost a return of || gfiet /n June 2006 the first patient here in the Highlands of Scotland to re-
call, assured us that .. . p . . .
Matt hewos |B€avedtathanks to funding from Matthew's Friends. Very quickly her sei-

would fund the dietitian | | >/res pecame less and the most difficult types at the time became shorter,

d they did!
S we were able to take away several drugs that had very difficult side ef-

mnl

fects and so her quality of life improved wonderfully”

We are delighted that Rona is joining us and together with Lesley Coyne (our other MF
Regional Co-ordinator based in Glasgow) we have got some wonderful support for families
in Scotland. Rona goes on to say... "I am so keen that parents can get -

as much information re the diet and treatments and support as up here
in the Highlands it is limited. I am keen to support the work and

be a link for Matthew's Friends in this part of the world. We have had
so many firsts as a family within Sarah's care so feel/ we may be able to
help others.

Visit www.matthewsfriends.org for regular updates.....
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tony tobin %\*

D7,
nvitation to Join Matt hewd
Patron, Tony Tobin, at the

A WONDERFUL OPPORTUNITY TO ENJOY A FUN EVENING WITH TONY AS HE DEMONSTRATES HIS
“ALTERNATIVE CHRISTMAS DINNER” AND THEN ENJOY THE THREE-COURSE DINNER PLUS

COFFEE, INCLUDING WINES, CHOSEN BY TONY, WITH EACH COURSE, ALL INCLUDED.

Monday 28th November 2011

£65 per person (regular Gourmet Evenings are £75)

No minimum number — come along in a group or couples
Limited availability - book early!

Reserve your place now via Julie@matthewsfriends.org - 01342 836571.
First come, first served!

ENJOY A FABULOUS EVENING WITH TONY AND HELP RAISE FUNDS FOR
MATTHEW'S FRIENDS!!

TRADITIONAL CHRISTMAS §
DECORATIONS ol

With Christmas just around the corner (yes it is that close!), perhaps you would like to order our
fantastic Christmas Tree Decorations?? Each comes boxed and labelled 'Sold to raise Funds for
MF' these enamelled decorations (a selection of which are shown here) are made to include a
photograph and make a great keepsake to bring out every year. At just £6.00 each or £10.00
for multiples of 2 and over (plus P&P) they are an absolute bargain. To Purchase please phone
01342 836571 or email eng@matthewsfriends.org

SAVE THE DATE: 8th SEPTEMBER 2012

THE RAINBOW BALL IN HONOUR OF MATTHEW'S 18th BIRTHDAY

The boy behind the charity will be 18 on the 8th September 2012 so it is a perfect date
to hold our fantastic Rainbow Ball. This Ball will certainly be something special as the
charity that bears his name has grown at a phenomenal rate since its start in 2004 and
now has branches in South Africa and New Zealand as well as working in over 18 other
countries. It is truly a milestone achievement for Matthew too especially considering
that once upon a time Emma was told that it was unlikely he would live past the age of 12.
Come and celebrate with us.

Visit www.matthewsfriends.org for regular updates.....
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at the most restrictive version, a classical 4:1, if we can do them that way then they can be done for ANY
version of the diet that you or your child may be on. Recipes WITH quantities shown are available for
dietitians on our Professionals Forum. If you want to see your recipes in our newsletter, then please send
them to emma@matthewsfriends.org with quantities so we can make them, photograph them and feature

them!

: | .‘ N " Creamy Chocolate “"Keto Toast”
Hints of Autumn Apple “"Keto Toast

30g Ketokal Powder 4:1 Ratio g 4ol oy :-lr 2‘::;

89 Butter Fat 3617 69 Butter P:O'rein' 7.10
15q Eggs Protein 6.69 | |[169 E9gs CHO 1.37
10g Double Cream CHO 2.36 89 Double Cream CALS: 3392
10g Distilled Water CALS: 362 A0 il e Whaies .

13g Cooking Apples—peeled / raw 2g Cocoa Powder

Liquid Hermestas and Cinnamon Liquid Hermestas and Cinnamon

Preheat oven to 190c or gas mark 5 Preheat oven fo 190c or gas mark 5

1. Mix together Ketokal, cocoa powder, well
mixed egg and cream, mix well, add 3 drops
of liquid Hermestas liquid and a pinch of
cinnamon, mixing continually.

Melt butter and add to the Ketocal mixture.
Add water and mix to form paste.

4.  Place the mixture on a baking tray and spread
out thinly 4 inch x 3 inch (13cm x 10cm).

5. Cook for 12-15 minutes or until golden brown,
turn out to cool on a wire tray.

1. Mix together Ketokal, grated apples, well
mixed egg and cream, mix well, add 3 drops
of liquid Hermestas liquid and a pinch of
cinnamon, mixing continually.

Melt butter and add to the Ketocal mixture.
Add water and mix to form paste.

Place the mixture on a baking tray and spread
out thinly 4 inch x 3 inch (13cm x 10cm).

5.  Cook for 12-15 minutes or until golden brown,
turn out to cool on a wire tray.

FIND NEW RECIPES ON OUR WEBSITE INCLUDING:

4| Flax Bread - VERY easy to make either
by hand or in a bread machine and

extremely low in carbohydrate.

MAD Muffins: Blueberry, Strawberry, Raspberry,
Chocolate and a wholemeal/carrot breakfast muffin, all
have 5g of carbohydrate in them BUT could be made to
have lower amounts in them.

e utpélﬂg ;jcgel Matthew’s Friend s are part of The Neurological Alliance.
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MF FUNDRAISING

Matthew's Friends CEO Emma, together with David Doe husband of Samantha, our very able
administration assistant, Angela Tickner and Kirstin Pirks. took part in the ROYAL PARKS
half marathon on October 9th, starting and finishing in Hyde Park, the beautiful 13.1 mile

route raced through four of London's stunning Royal Parks (Hyde Park, Kensington Gardens,

The Green Park and St. James's Park). Matthew's Friends office can confirm that Emma had

been training hard, often coming in with a VERY pained look!! The whole team (pictured

below in result order) ran really well with David coming in at 2 hours 24 minutes, Emma at 2

hours 59 minutes, Angela at 3 hours 26 minutes and Kirstin at 3 hours 49 minutes.

Over £2,000 has been raised by them and you can still add your sponsorship by going on to
Emma’'s Just Giving Page

CONGRATULATIONS AND
WELL DONE TO YOU ALL

Please sponsor Emma at:
http://www.justgiving.com/
EmmaWilliams43

DOWNSWAY FIRST SCHOOL IN OXTED HAVE BEING RAISING MONEY......

The pupils and staff have long been supporters of Matthew's Friends and recently raised a
whopping £360.86 at their Day of Sport—thank you to everyone therell

Come along to the school's Christmas Fayre on Saturday 10th December if you can! ,/iwq_{_f) “'—-'E\-\I

There will be lots of festive activities and stalls as well as a chance I' aﬁ-i\)\
S '

to win two tickets to attend the 2012 Matthew's Friends & % '-\xl%/_

Ball! oo \ g

Matthews Friends Everest Base Camp Trek 0 April 2013

As regular readers know, Richard Aldridge, Charity Trustee, is involved in a lot of fund raising
for the charity. He is organising an Everest Base Camp Trek in Nepal during April 2013: 7

The trek will be 18 days in duration and we will be using a company called World Expeditions

(http://www.worldexpeditions.co.yko organise and manage our trek. Richard has been with
them before and reports that their performance was outstanding.

Importantly they will provide the climbing guides, cooks and porters to carry our gear. To reduce outlay on new
equipment they also provide a trek pack with a sleeping bag, down jacket, sleeping mat with a kit bag to store this
and our other gear in. | am also aware that they have, for most of the route to Everest, established permanent
camp sites. While this still means that we will be sleeping under canvas they have built permanent mess halls

which will give us a warm central point to compare notes (and aches and pains!) at the end of each day.

Trekking in Nepal is a fantastic experience, not only for the stunning mountain scenery but also the local
cultures and traditions. Itis the trip of a lifetime - that's why | am going for the 3rd time!!”

For all those of an adventurous nature, and those that enjoy a challenge, PLEASE look at the
website for full information, including terms and conditions: www.matthewsfriends.org

Visit www.matthewsfriends.org for regular updates....
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A HUGE THANK YOU TO ALL OUR FUNDRAISERS FROM EVERYONE AT MF.

MF FUNDRAISING

Mar ks and Spencer in Redhill raised A250
., through out their store.

The branch manager is pictured here with
staff members.

i
i '

&4 Thanks to M&S Redhill and everyone who dropped their change into the collection boxes

by

Emma

A donation of £1,000 was received from the 2011 annual Oxted Rotary Pram Race Charitable Trust. The

Pram Race has been run since 1977 with the ultimate objective to raise money for local causes, but hav-

ing fun in the process. Our trustees were Marshalls at the event which was great fun and drew a fantas-
sammay Tic crowd. Thank you to all who participated and generously contributed.

“Jane Tomlinson's Run for All” - YORK 10K

Rhiannon Wilkinson, mum of Lewis and Jo Dale, Sam's mum (Jo is running for
TS Association) are very close friends and live in a village in Yorkshire. Both
of their boys suffer from Epilepsy because of genetic disorders.

Lewis who is 4 has a rare chromosome disorder 10q deletion, which means he has speech delay, low
muscle tone, hyper mobile, learning delay and of course the dreaded E. Lewis' epilepsy is not under
control but since being on the diet the amount of seizures have reduced in number. Lewis started having
seizures when he was 9 months old.

Sam is 3 years old and was diagnosed with Tuberous Sclerosis at 3 months old. This means he has
tumours in his brain, kidneys and heart causing him to have epilepsy, polycystic kidney disease and
learning delay.

6 friends took part in the 10k run on the 31st July at York all trying to raise as much money as possible
for Matthew's Friends and the TS Association. Little Lewis then took part in a 1.5k mini-fun run

himself!l Rhi, pictured below left with Lewis told us:
fil completed the run in 1hr 32 secs and raised over £700 for MF's. Love to all at

Matthew6s Friendso. ou.r4thA”"UalQuiz
Night rajseq £400
TSR Centre picture shows Lewis with his dad Nick be- With another £35,

T : : . che ]
fore their mini fun run. Lewis and Nick pictured 9ue receive

right crossing the finishing line..!!

d from

CONGRATULATIONS AND THANK YOU!!

Kenny Sale, pictured here with his Matthew's Friends certificate, raised a fantastic
£218 for us by dressing in purple for a whole week! He also wrote this lovely poem: Z e I:‘ t h

- didays-

Living with Epilepsy

Don't let people treat you lame,

We're all human, at the end of the day,

We're all the same, so show us all respect, that's right,
I am bright so treat me right,

Just because of Epilepsy I don't hide, I have pride,

So show your pride and just be polite,

So be nice, don't think twice..

Zenith Holidays have nominated
Matthew’s Friends as their Charity of the
Year!ll

We are thrilled and very grateful!
Please visit their website
Kenny also told us told us that he used to attend St Piers at Lingfield, as it was then www.zenithholkidays.co.uk and see their

known, during 1993-1999 (now NCYPE).  Thank you so much Kenny!! stand at our Hollywood Halloween event
on 29th October!!
...more Fab Fundraising News in our Christmas newsletter.... Www.zenithholidays.co.uk

please send us photos of your Eventll
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