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            CHECK THIS ISSUE FOR NEWS ON THE AMN DAY, FAMILY WEEKEND GET TOGETHER, PRE-IMPLEMENTATION GENETIC DIAGNOSIS AND MORE Dear all, Welcome to the December issue of our newsletter and a very merry Xmas to you all. I hope you’re all looking forward to the big day and have done all your Xmas shopping etc. Inside we have low fat versions of both Christmas cake and Christmas puddings for those of you strictly adhering to the low fat diet. Do let us know if you try these recipes and how they turned out. It’s been an extremely busy three months since the last issue and there is much news to report. The AMN day is looking very exciting and I look forward to seeing many of you there in March. A big thank you goes to Chris Ogden, trustee, for once again organising an excellent day for us. And further to last issue’s news on a new charity shop, we are on the brink of signing a lease on a premises in Sydenham in an excellent situation which will further extend our fundraising abilities. On the subject of trustees I am pleased to announce that since the last issue’s appeal for people to come forward, we now have three new trustees. We welcome on board Katharine Tipper who is a carrier of ALD, Frank Smith who has a wealth of experience working on the boards of various charitable organisations, and Kathryn Purkiss who is a lawyer (always handy!) and whose partner has AMN. We very much look forward to our next meeting in the new year with plenty of fresh ideas brought to the table. I would also like to take this opportunity to thank those of you who have responded so quickly to our plea for fundraising in the last issue to help finance our annual events. Following an email appeal for people to run for us in the Great North and South Runs we have been able to apply for ten places in the Great North Run and five places in the Great South Run. We will let you know as soon as we have successfully secured places, who is running for us and if there are any more places available. We also have two people running the Marathon for us next year—news of which will follow. Another initiative we have joined is something called the CSR Register. This is a website that lists charity projects, tasks and challenges in the UK that need doing. CSR helps these charities find resources, funds and people through a growing network of subscribing businesses who are searching for socially responsible projects. CSR stands for Corporate Social Responsibility so if you or someone you know works for a business that would be interested in helping in this way, get them to join and have a look at the ALD Life projects listed. Finally, I’d like to end with the sad news that James Cowpland, the first man in Britain to be diagnosed with adrenomye- loneuropathy, sadly passed away in March this year. I’m sure all who knew him would join me in passing our condolences to his wife, Fiona, daughter Karina and the rest of his family. We wish you all the very best Xmas and New Year you possibly can have, SARA, ALEX & AYDEN xx NEWSLETTER DECEMBER 2007 THIS NEWSLETTER IS DEDICATED TO JAMES COWPLAND WHO SADLY PASSED AWAY FROM ALD IN MARCH 2007 
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CHECK THIS ISSUE FOR NEWS ON THE AMN DAY, FAMILY WEEKEND GET TOGETHER, PRE-IMPLEMENTATION GENETIC DIAGNOSIS AND MORE
 Dear all,
 Welcome to the December issue of our newsletter and a very merry Xmas to you all. I hope you’re all looking forward to the big day and have done all your Xmas shopping etc. Inside we have low fat versions of both Christmas cake and Christmas puddings for those of you strictly adhering to the low fat diet. Do let us know if you try these recipes and how they turned out.
 It’s been an extremely busy three months since the last issue and there is much news to report. The AMN day is looking very exciting and I look forward to seeing many of you there in March. A big thank you goes to Chris Ogden, trustee, for once again organising an excellent day for us. And further to last issue’s news on a new charity shop, we are on the brink of signing a lease on a premises in Sydenham in an excellent situation which will further extend our fundraising abilities.
 On the subject of trustees I am pleased to announce that since the last issue’s appeal for people to come forward, we now have three new trustees. We welcome on board Katharine Tipper who is a carrier of ALD, Frank Smith who has a wealth of experience working on the boards of various charitable organisations, and Kathryn Purkiss who is a lawyer (always handy!) and whose partner has AMN. We very much look forward to our next meeting in the new year with plenty of fresh ideas brought to the table.
 I would also like to take this opportunity to thank those of you who have responded so quickly to our plea for fundraising in the last issue to help finance our annual events. Following an email appeal for people to run for us in the Great North and South Runs we have been able to apply for ten places in the Great North Run and five places in the Great South Run. We will let you know as soon as we have successfully secured places, who is running for us and if there are any more places available. We also have two people running the Marathon for us next year—news of which will follow.
 Another initiative we have joined is something called the CSR Register. This is a website that lists charity projects, tasks and challenges in the UK that need doing. CSR helps these charities find resources, funds and people through a growing network of subscribing businesses who are searching for socially responsible projects. CSR stands for Corporate Social Responsibility so if you or someone you know works for a business that would be interested in helping in this way, get them to join and have a look at the ALD Life projects listed.
 Finally, I’d like to end with the sad news that James Cowpland, the first man in Britain to be diagnosed with adrenomye-loneuropathy, sadly passed away in March this year. I’m sure all who knew him would join me in passing our condolences to his wife, Fiona, daughter Karina and the rest of his family.
 We wish you all the very best Xmas and New Year you possibly can have,
 SARA, ALEX & AYDEN xx
 NEWSLETTER DECEMBER 2007
 THIS NEWSLETTER IS DEDICATED TO
 JAMES COWPLAND
 WHO SADLY PASSED AWAY FROM ALD
 IN MARCH 2007
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As many of you will know the date for the AMN Day 2008 has been set for 12th March at the House of St Barnabas in Soho. This is a beautiful 19th century Grade 1 listed building in the heart of Soho and is a home and charity for homeless people. Although there are no disabled facilities per se, wheelchair ramps will be provided and the event is on the ground floor. We are fairly confident that all will be able to manage the toilets, but if anyone foresees problems do get in touch with ALD Life or Chris Ogden directly and we will arrange for commode facilities or al-ternatives if necessary.
 Catering this year will be provided by the House of St Barnabas’ dedicated caterers, BeyondBoyle—see www.beyondboyle.com/house for further details. Beyond Boyle is a unique business that the trustees of House of St Barnabas have chosen to develop a partnership with. Simon Boyle (Chef Founder) focuses his fascination to bring people together over food. He believes good food can transform the way people feel, the way people inter-act and the way people have fun together, creating an out-standing exemplar social enterprise. All food, front and back of house services come with a renewed mission: pro-viding London’s homeless people with a solid first step to regaining confidence and the aspiration to support them-selves as well as regaining faith in society. A six month
 AMN DAY 2008
 ALD FAMILY WEEKEND GET TOGETHER You’re probably all wondering when we’re going to announce the weekend get together dates for next year. Unfortunately we have yet to secure funding for this, but applications have gone off to various grant giving bodies and we are hoping to be able to announce dates by the next newsletter, subject to funding. Be assured we are work-ing very hard to get the funds together for this one; as we have already held the event successfully, we are hoping this will encourage these bodies to help us. The last weekend was funded completely by ALD Life which depleted most of our reserves. Although we have since accrued a portion of the funds needed, it would obviously not be pru-dent to go ahead and book something we do not yet have enough money to pay for. We are also hoping to get Drs Charnas and Orchard over to chat about mucomyst and implications for the future.
 We would like to take this opportunity to thank those of you who have recently been hard at work raising money following the appeal in the last newsletter. It is very much appreciated and heartening to have so many of you mak-ing such an effort to ensure we can continue to put on events such as these.
 pilot scheme was initiated in January of this year giving eight homeless volunteers essential training and qualifica-tions to further their development in life.
 Another innovation for next year’s event is entertainment in the form of comedy actress, Natasha Wood. She has had spinal muscular atrophy since birth and her unique brand of humour and empathy with those coping with disability should bring a welcome smile to all our faces. For details on her inspirational shows see www.rollingwithlaughter.com.
 The pheonomenal success of 2007’s innovative round table discussion of relevant scientists and researchers will be repeated with various presentations and a Q & A session. This year we will be joined by Professors Ian Duncan, James Power, Neil Scolding, Aurora Pujol, Odile Boespflug-Tanguy, Klaus-Armin Nave, Mark McLaughlin, Robin Franklin, Richard Ribchester, Michael Coleman and Patrick Aubourg. This line up is subject to change.
 And finally the day will be opened by Mary Baker, MBE. Mary is past President and CEO of the Parkinson’s Disease Association of the UK and is now President of the European Federation of Neurological Associations (EFNA). She is very interested in efforts to find cures for AMN and ALD.
 A formal agenda for the day will be made available nearer the time plus contact details for how to reserve places. If you will need assistance with travel and/or accommodation costs please contact ALD Life.
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GOOD NEWS FOR FEMALE ALD GENE CARRIERS Following the conference on living with inherited disease at the Dana Centre in London on 28th November, ALD Life has some extremely welcome news for female carriers wishing to start a family. Previously the only options were to go ahead with normal pregnancy and have the foetus tested for ALD at the earliest opportunity if desired, or to embark on a process called pre-implantation genetic diagnosis (PGD). This process involves IVF and then testing viable embryos to see if they are male or female and only replacing female embryos. Understandably a lot of people were worried about having a female child with the gene and the potential problems, and so were waiting for a definitive test for the ALD gene.
 The speaker at the conference was Alison Lashwood, a consultant nurse in genetics for Guys and St Thomas’ Hospital. She was pleased to be able to announce that this test will be available at Guys Assisted Conception Unit in the latter half of 2008. This new technology is called pre-implantation genetic haplotyping (PGH). The process involves a course of IVF treatment, following which a single cell is taken from each embryo. Clinicians firstly amplify the DNA to replicate the cell’s genetic material by a million times. DNA finger printing is then used to distinguish between chromosomes carrying the affected gene and those that do not, meaning they can track the affected gene without having to look at the actual mutation. Therefore PGH offers an opportunity to remove the ALD gene from a family tree permanently.
 In practical terms, this treatment will only be available at Guys & St Thomas’ Hospital in South London. However, this does not mean that only those local to the area can apply for the treatment. Anyone in the UK can ask their local genet-ics centre to refer them. Timings for the treatment are usually eight months from initial consultation, so those inter-ested can in theory start the process now. Alison Lashwood is readily available to discuss this and can be reached at the Assisted Conception Unit at Guys Hospital on 020 7188 2300.
 We’re sure all will agree this is fantastic progress and we very much look forward to hearing of the first ALD free baby born through this method.
 JONATHAN MASTERS AND MUCOMYST
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 ALDFREE
 Following last issue’s article on mucomyst, Steven Masters wrote this article in response.
 “Our son Jonathan is one of the three boys that this new treatment was first tried on. Actually He was the second boy to ever go through this. Following is a condensed ver-sion of our story.
 Jonathan’s ordeal started in June of 2005; we noticed that he was having trouble with his hearing. We took him to two different ENTs who both agreed that his ears were normal and they could not explain the problem. Jonny’s Grandma urged us to take him in for a complete physical and an MRI; she thought he may have a brain tu-mor. All of Jonny’s tests were normal except the MRI; our pediatrician gave us the diagnoses of Cerebral X-linked Adrenoleukodystrophy on the 18th of September, just two weeks after Jonny’s 10th birthday. He was admitted to the Children’s Hospital in Detroit where we were told that there was nothing we could do. Every doctor we talked to said, “Take him home and give him whatever he wants be-cause he would not live for more than a couple of months”.
 I spent the next couple of weeks at my computer learning all I could about this disease and any treatments that might offer help. By chance, we were put in touch with a family that lives about twenty miles from us. They had two boys with ALD and both were treated at the University of Min-nesota. I contacted Drs. Charnas and Orchard and sent up an appointment for them to evaluate Jonny. We went to Minnesota in early October to see if Jonny would be able to
 receive a Bone Marrow Transplant. Dr. Charnas told us that the disease was to far along and Jonny was not a good can-didate for a BMT. “But,” he said, “we have just gotten per-mission to try a new treatment on a couple of boys who meet the criteria”, Jonny did. Jonny was started on the Acetyl-cistiene right away and we started the search for a donor.
 It turned out that Jonny’s older brother and younger sis-ter were both a 100% match. It was decided that the do-nor would be our oldest son and off to Minnesota we went.
 Jonny’s first MRI after starting the Acetylcistiene showed that the progression of the disease had stopped, everyone was excited about the news. The transplant took place on December 30th, 2005 and Jonny was fully en-grafted just 14 days later. After six months in Minnesota we finally came home. All tests showed the disease had stopped and the transplant was a success. Jonny has en-dured four blood infections, a stomach wrap to stop se-vere acid reflux and a g-tube so that he can eat. Jonny regained some of his hearing but was left severely dis-abled. He doesn’t talk; he can’t sit up or walk, doesn’t eat and doesn’t interact with us at all. Despite his disabilities we are grateful to all of the people who were involved in saving Jonny’s life. His sacrifice has helped the team at the U of MN learn more about this disease and how to treat it; he has helped to save the lives of other boys.
 We are currently seeking Stem Cell Therapy in another country in the hope that this may help Jonny regain some of his lost abilities. “
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EDUCATION FOR SYMPTOMATIC BOYS
 JUST GIVING MEMORIAL AREA The Just Giving website have just announced a new initiative for giving to your favourite charity. You can now add an “In Memoriam” page to the site and ask people to give in memory of a lost loved one. To see
 how it works visit www.justgiving.com/jgdemo/remember.
 For those with symptomatic boys, education can be a mine-field. Provision for special needs education varies from region to region and it can be difficult to ascertain the best route for your child. Some parents will feel they want their child to remain educated at an age appropriate level in spite of their difficulties. Others will feel that their child has lost the in-tellectual qualities associated with their peers and now needs a completely different approach. Whatever the individual views there is no doubt that trying to cope with the educa-tional needs of a child whose difficulties are changing rapidly is daunting to say the least.
 There are no rights or wrongs in this matter, but parents will instinctively know what is right for their child. Getting your local education authority to agree with you can be another matter. In order to highlight some of the difficulties parents may encounter, I have written the following account of Alex’s journey through school since diagnosis. It is important for parents to realize that there are options when it comes to your child’s education, whatever their ability.
 Alex attended a very popular mainstream primary school with an excellent reputation. During the period where we were awaiting a conclusive diagnosis, the school were very suppor-tive. His classmates were encouraged to help him and every-body was more than helpful. However, once ALD had been diag-nosed and his symptoms became noticeably worse, the school found it more and more difficult to cope. At the stage where Alex could not get around unaccompanied he was allowed into school for one hour per day for a special session with an allot-ted classroom assistant who knew him well. On some occasions he was allowed into his class, but usually a selection of class-mates would sit in the special needs room with him and play word and number games. This continued for a while, but as Alex’s mobility grew worse he could no longer manage the stairs. The school stated they were unable to have him at school any longer as the special needs classroom was upstairs and Alex could no longer get to it. With hindsight I should have pushed for more. At the same time the school decided to give Alex’s entire year the option of counseling along with his teacher who had taken the whole situation very badly.
 Alex was then granted home schooling for one hour per day which was ok, although quite erratic and he resisted the teacher quite strongly. After a period of six months at home he was finally given a place at a special needs primary school in our borough. This was an excellent move and Alex seemed to enjoy the experience of being back at school enormously. He was given a one to one assistant who soon became his “second mum” and progressed well. The school was more than willing to cooperate with how we wanted things done and con-sulted us on most issues. All in all, Alex’s time there was very happy and rewarding all round.
 Unfortunately, the time came when Alex had to move on to secondary school. We were not particularly happy with this
 change, nor of the fact that there was no real choice as to where he could go. How-ever, he was given an extensive handover period where his new one to one assis-tant shadowed him at his primary school. We were fairly confident things would go well and Alex seemed to be settling. Our first inkling that things were not quite right for Alex was the realization that he was not receiving an age appropriate education where feasible as he had at primary school. He was being read books he had last read at nursery school and learning mathe-matics with the aid of musical nursery rhymes. We strongly felt this was demeaning for Alex. A separate incident that occurred shortly afterwards confirmed our belief that this was not the right choice for Alex.
 We withdrew Alex from this school two terms after he started and began to look at home education. The local educa-tion authority were very opposed to this so we went to SENDIST (a body that can overturn education decisions) and were given a tribunal date. Throughout this process we were given assistance by a local advocacy service who recom-mended a solicitor and came along to the tribunal. This entire process took 18 months to complete during which time myself and Alex’s nurses were providing his education. Ironically on the morning of the tribunal we received a phone call from the local education department agreeing to our request for home education, which was slightly frustrating to say the least.
 However, just over a year on, I can honestly say this was the best decision for Alex’s education we ever made. Although spe-cial needs education is perfect for a large percentage of chil-dren with diverse difficulties, it cannot reasonably cover every instance of disability. I strongly feel and Alex consistently demonstrates, that his comprehension and intellect are still intact to a large degree, warranting a more mainstream yet tailored education than state special needs schools can give. Now he has his own tutor, his lessons are tailored to his likes and he is experiencing a fantastic range of activities and out-ings. He regularly goes on trips to museums etc. and does prac-tical work such as cooking and science at home. He learns about maths using football statistics and is about to receive a special computer with a special switch linked to his controlled blinks.
 The only drawback so far is his lack of social inclusion. How-ever, after many months of trying, his teacher has managed to get a secondary school in the area to agree to Alex attend-ing a lesson per week and mixing with some of the sixth form boys. These boys will slowly build a relationship with Alex which will hopefully become mutually beneficial. We are very much looking forward to this starting in the new year.
 Although Alex’s educational journey is probably not typical, it has taught me a lot about how the system works and I am more than happy to talk to other parents about their options.
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He was a remarkable young man, with many achievements. He won The Young Authors Award, 2 years in a row for his books, "Aviation Space & Me", and "Voyagers to the Stars", as well as serving on the student council. His design, one of hundreds, of a dragster was chosen and featured in LegoT Magazine. Also an accomplished swimmer having swam free-style across a 500 yard lake, and had just achieved his first level black belt in, Tae Kwon Do. He assisted his fa-ther customizing a Space Suit for halloween so his voice could be heard outside of the helmet, and also included a fan for suit ventilation. After his diagnosis, he had a meet-ing with his biggest space hero, Commander James Lovell, of Apollo 13, and flew to Mars at Disney's Epcot, Mission: SPACE, flight simulator, a trip sponsored by the Chicago Chapter of the Make A Wish Foundation. He also authored his final book, "A Book of Jokes". As his vision and hearing failed he said, "Since I can't play with toys, I have to play with words." His parents plan to have this published.
 Aaron, who was Novem-ber's student of the month in his first grade class, was asked for a quote for the event by his teacher, he stated; "Courage is doing some-thing that is not easy. Admitting when you are wrong shows courage". A very missed remarkable man indeed. “
 Anyone wishing to find out more about Aaron can go to his website at www.hultmanhome.net.
 “SON'S SPIRIT TO SOAR WITH SPACE SHUTTLE
 DISCOVERY!
 Parents of the late Aaron Robert Hultman of Chicago, who died in September of 2004, from adrenoleukodystrophy (ALD-made known by the movie "Lorenzo's Oil"), are thrilled to announce today that their son's dream to become an as-tronaut will be honoured this month with NASA's scheduled launch of Discovery's STS-120 mission, to deliver the Har-mony module to the International Space Station.
 Aaron's parents, Gary & Florence Hultman were surprised to learn via a call from astronaut Dan Tani (who had corre-sponded with Aaron during his 10-month battle), of his plan to carry on-board with him, a photo and a lock of Aaron's hair he had received from Florence after Aaron lost his courageous fight against the often deadly disease many boys face. The Hultman's travelled to the Kennedy Space Center in Florida, as VIP guests to watch the launch on October 23, 2007.
 Aaron exhibited none of the usual, early de-velopmental symptoms associated with ALD, which normally allows for a more timely diag-nosis. So, when Aaron (then age 8) suffered a seizure during gym class at Norwood Park School in Chicago, was rushed to the hospital where an MRI showed how far the disease had already advanced.
 ALD is a rare, genetic disorder, affecting only boys, is characterized by the breakdown or loss of the myelin sheath surrounding nerve cells in the brain, and progressive dysfunction of the adrenal gland. There are several forms of ALD, but onset of the classic, most severe, usually oc-curs before age 10. Many of these boys will become totally disabled in 6 months to 2 years, and will die sometime thereafter. The only known treatment which halts further progression, is a stem cell or bone marrow transplant. Aaron's was on February 5, 2004 at the University of Min-nesota, while his family was supported by many family, friends and business', and several fundraisers during their 5 month stay at the Ronald McDonald House in Minneapolis.
 Aaron's dream of becoming an astronaut began at an early age. At 3, Aaron could name all of the planets in order, and he hoped to be the first man on Mars. "Wherever we went he had to be first in line. I would have to walk him to school (across the street) a half hour early" said his mother.
 REMEMBERING AARON ROBERT HULTMAN—
 THE FIRST ALD BOY IN SPACE! Gary and Florence Hultman have very kindly sent us this wonderful article and photographs to lift our spirits:
 Aaron with Dan Tuni’s photo
 Aaron in his NASA jumpsuit
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DON’T LET ALD STOP YOU…… Deodath Seegobin from Trinidad sent us these pictures of his escapades on the beach in his wheelchair fol-lowing last issue’s articles on sand and wheelchairs and the lovely photos of Brenton surfing. Deo used card-board to create a path to the water’s edge and then wheeled onto wet sand from there. He was able to see a nesting leatherback turtle and escort it back to the sea. We hope you enjoy these welcome pics of sun, sea and sand while we’re all freezing our bits off in the good old UK!
 XMAS FUNDRAISING IDEAS
 RAISE MONEY WHILE YOU SHOP! The perfect fundraising solution for those of you who enjoy a bit of retail therapy. We have joined a scheme called Simple Fundraising. By using the
 following link: www.simplefundraising.co.uk/2522, you can register and then start shopping. There
 are over 200 retailers participating in this scheme including big names like Boots, ASDA, Tesco, Argos and so on. You can also change energy provider, purchase insurance etc through the site. All out-lets participating give a commission on all pur-
 chases conducted through the site which is passed on to the charity on a monthly basis.
 It really is such a simple way of fundraising and doing your shopping at the same time. Please,
 please tell your friends and colleagues about this and help us raise the money we need to continue
 our work
 GIVE A DONATION — NOT
 ANOTHER UNWANTED GIFT..! Last year one of our families decided to give money to ALD Life instead of Xmas presents to their friends. We thought this was a fantastic idea. Next year, ALD Life will be producing Xmas cards along these lines (unfortunately Sara had the idea a little too late to act on it this year!). However, all we’re going to do is get cards made up with text along the lines of: “Instead of getting you something
 you probably don’t want or need, this year we’ve donated £5 (or whatever amount) to ALD Life, our favourite charity on your behalf.” The cards will include an official receipt from the charity and a leaflet. So why not do your own this Xmas and start a trend amongst your family and friends—we can provide receipts and leaflets.
 COLLECTION BOXES Following last issue’s appeal, we now have 15 ALD Life collection boxes at various retail outlets in the UK.
 Sara also has one at home as a swear jar which, unfortunately is filling up rather quickly—policed rather too efficiently by younger son, Ayden! So if you have a friendly local shop, pub or other outlet who are willing to have one
 on their counter, do let us know. Or why not keep one at home as a swear jar like we do!
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XMAS LOW FAT RECIPES
 WILLS Not the most pleasant of subjects but for some of us a necessary one. If you are thinking of
 making a will, Peter Wheaton of Trust Inheritance will donate £20 to ALD Life for everyone who makes a will as well as giving you £10 off the cost. To get in touch with him call
 0208 316 7582 or 07984 684267.
 IS YOUR OIL
 LUMPY II?
 Following last issue’s tips on lumpy Lorenzo’s Oil, Jane Bouley kindly emailed in to share her tip:
 “We have found lumps when the oil’s temperature falls below 70°F. When the oil is heated slightly, the lumps dissolve. We heat it like a baby bottle—measure out the dose of oil in a cup, then submerge in a bowl of warm water. The lumps are probably caused by the GTE separating from the GTO. You don’t want to discard the lumps, because the GTE is an effective part of the Lorenzo’s Oil mixture.”
 CHRISTMAS CAKE Although there are walnuts in the cake, to make it virtu-ally fat free just omit these and add extra fruit.
 INGREDIENTS
 2 cups mixed dried fruit (such as raisins, cranberries, chopped dates, cherries and apricots)
 1¼ cups orange juice ¾ cup firmly packed dark brown sugar Juice and zest of 1 medium orange Juice and zest of 1 lemon Third cup chopped walnuts (optional) 2 egg whites
 1¾ cups all-purpose flour 1 tbsp baking powder
 ¼ tsp salt
 METHOD
 In a glass bowl, pour 1¼ cups of orange juice over dried fruit and leave to soak at least 4 hours or preferably overnight.
 Preheat oven to 350 degrees. Spray a 9 x 5-inch loaf pan with nonstick cooking spray.
 Add sugar, orange juice and zest, lemon juice and zest, chopped walnuts and egg whites to the soaked-fruit mix-ture.
 Stir well.
 In a large bowl, mix flour, baking powder and salt. Stir in soaked fruit mixture and blend until just moist. Transfer to loaf pan and bake for 1 hour, or until a knife inserted in the center comes out clean. Cool in pan for 10 minutes before turning out on to a wire rack to cool completely.
 Makes 1 loaf (12 slices)
 Fat content with walnuts 2.3g per slice. Without walnuts it is virtually fat free.
 CHRISTMAS PUDDING INGREDIENTS
 75 g Currants 75 g Sultanas 115 g Raisins, Seedless 50 ml Brandy, 37.5% vol 75 g Cherries, Glace 75 g Flour, White, Self Raising ½ Tsp/1½g Cinnamon, Powder 50 g Breadcrumbs 50 g Sugar, Light Muscovado 1 Tsp/2g Lemon, Peel, Raw 1 Tsp/2g Oranges, Peel, Raw 115 g Apples, Sliced 115 g Carrots, Grated 1 Tbsp/10ml Juice, Lemon 2 Egg/112g Eggs, Medium 60 ml Milk, Skimmed, 2 Tbsp/40g Molasses 60 ml Brandy, 37.5% Vol
 METHOD
 First of all soak the dried fruit in the brandy overnight.
 Shake the cherries in the flour and add mixed spice, cin-namon, breadcrumbs, sugar and gravy browning.
 Mix in the grated zest, apple and carrot along with the lemon juice. Add the soaked fruit.
 Beat the eggs with the milk and molasses, slowly add to the mixture, stirring well. Mix gently but thoroughly.
 Place in a 1.2litre ovenproof dish. If you wish to microwave the pudding, place an upturned plate over the dish and microwave on high for 5 minutes. Leave to stand for 5 minutes, then microwave for a further 5 minutes. if you wish to steam the pudding, cover with foil or pudding cloth, and then steam gently for 3hours.
 Once cooked allow to cool and then wrap in foil and leave in a cool dry place until required.
 Before reheating, prick the pudding several times and pour some more brandy over the top. Steam for 1-2 hrs or microwave on high for 10mins.
 Fat content 1.6g per serving
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NEVER FORGOTTEN .... Billy George Apps, age 7 George Ross Martin, age 8
 James Cowpland Nathan Kurtis Morganroth, age 6
 Ronald Edwards, age 68 Jonathan Lee Padgett, age 28
 Jonathan Mark Ellerby, age 41 Joseph Payne, age 6
 Mike Garrett, age 55 Lawrence Prifti, age 8
 Alexander Harrison, age 8 Bailey Robinson, age 7
 Aaron Robert Hultman, age 9 Stephen Scanlon, age 36
 James P Kane sr, age 53 Michael Strangwood, age 13
 Christopher Andrew Keenan, age 10 David John Suppan, age 10
 Oliver Liley, age 14
 FUNDRAISING THANKS This issue we have a lot of thanks to give, especially as I forgot to mention our wonderful fundraisers for the last quarter. So, a massive, and for some, belated thank you to:
 St Bede’s School who raised £90 at their Rag Week
 Sara, Pat, Tyrone, Krissy, Vicky, Trish and Jim for manning our summer tombola stalls and raising £800
 The Tuckwell family who raised £82
 Donations in memory of Mike Garrett raising £735
 8 year old Megan Stockford who raised £219 by doing a sponsored swim
 Christopher and Annie Wright whose lunch event raised £300
 Amie and Tim Wilson and Gary Snart who raised £1863.12 by trekking up Mount Kilimanjoro
 Tyrone Thomas for putting on a gig raising £300
 Robert Jones for raising £285 doing the Glasgow half marathon
 ARCO Ltd for giving £75 for Robert Jones’ efforts
 Brenda McCauley, who sadly lost her son George to ALD in 2001, has kindly allowed us to print a poem she wrote for him:
 The Spiral Staircase
 In the twilight,
 A sparrow is caught, in a spiral staircase.
 The dark depths of despair, of grief, encircled the gulf,
 Overlapping the echoes of time,
 Searching, for the freedom of dawn,
 In the skylight
 Registered office 16 Marcus Garvey Mews, London SE22 0RG Registered charity no. 1106008
 A company limited by guarantee incorporated in England Company Registration no. 5142341
 K i m A p p s (pictured left) and her mum for raising £453 doing a raffle
 Sara and Pat for rais-ing £120 doing an Xmas fair at Ayden’s school
 Coutts Charitable Trust for their grant of £1000.
 ALD LIFE CONTACT INFORMATION:
 ADVICE LINE - 020 8473 7493
 SHOP & OFFICE - 020 8778 1144
 EMAIL – [email protected]
 PO BOX 43642, LONDON SE22 OXR Please note the advice line is at Sara’s home so there may not always be an answer, but leave a message and she will always get back to you. The shop/office is open 9.30 to 5.30 Monday to Saturday and 11 to 5 Sunday.
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