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INTRODUCTION
      I hope you all managed to survive the summer!  July was so hot and with the forecast predicting an even hotter August I was surprised to get the kind of weather we did.  Mind you I found July too hot, but it would have been nice for the children during the 6-week school holiday.   

      My dear Nan passed away at 20.20 on Tuesday 4th July, peacefully in her sleep.  Before Alzheimer’s took its toll on my Nan she used to read a prayer she had, called ‘Words of Wisdom: A prayer for those who live alone’ every night before going to bed.  I read the prayer for the last time at her funeral.  I sent out a brief update mid July to most of you and I told you about the prayer I read and I offered to send it via email to anyone who wanted it.  Over 300 of you asked for the prayer and it gave me and my family great comfort knowing that Nan’s prayer was being read and appreciated by other people.  I still have the prayer, so if anyone wants me to send it via email attachment please email: trudy.1@ntlworld.com and I’ll send it to you.  Alice has now started Beacon Hill Special School and early indications shows she is 
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enjoying it.  She loves to get on the bus in the morning.  She’s so independent.  I did a lot of decorating in the last 2 weeks of the school holidays as Tim was off.  I enjoyed it, but I won’t be doing any decorating again in a hurry! 

      Now, I’m not one to watch too much TV – I’d rather spend my time surfing the net! But I was intrigued to see how Eastenders handled the Billy and Honey storyline, when baby Janet is born with Down’s syndrome.  Tim and I sat and watched it with tears.  It bought so much of it back to us; we both agreed the researchers had really looked into how parents feel when being given the diagnosis about their new baby.  I will continue to watch the story with interest and I hope it continues to be positive.  The Down’s syndrome Association have some frequently asked questions on their website about the storyline. http://www.downs-syndrome.org.uk/pdfs/FAQ.doc 
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        ABOUT_ME:  There are now nearly 2000 people signed up to receive Positive Aspects and I get asked many times ‘what made you start Positive Aspects?’  So, here goes:  

My Name is Trudy Ransome and I am 38 years old.  My husband Tim and I have been married 10 years in 2007.

I have 4 children.  Robert (Bobbie) is 15 years old, Nicholas is 12 years old.  Nicholas has Williams Syndrome, which is a rare genetic condition that affects around 1 in 20,000 births.  See www.williams-syndrome.org.uk for more information.  Alice was born on 27th May 1998 and was diagnosed with Down’s syndrome during the early hours of her life.   Then there’s Emily.  My baby.  She was born on 18th January 2000.  I love all my children, equally and I am proud of every achievement they make.  

      All throughout my life, I knew I was different from other people.  I thought I was weird!  A freak!  But after Alice was born and I had a nervous breakdown, I was diagnosed with Obsessive Compulsive Disorder (OCD).  I also have emetophobia (fear of vomiting), http://www.emetophobia.org I am prone to having periods of severe depression and self harm and I have had suicidal tendencies in the past. I take Prozac, which helps with my OCD.  

[image: image3.wmf]       In January 2002 I started Local Opportunities & Awareness of Down’s syndrome (L.O.A.D.S). www.loads.org.uk It started as a little charity covering Suffolk and it soon grew into a huge registered charity covering most of East Anglia!  I retired from L.O.A.D.S in December 2005, but after a months rest, I began to get bored.  You see with me, because I have OCD, I used to spend so much of my time, before I got ‘better’, performing rituals and worrying, let alone washing everything in sight, that I needed something to fill the gap, and this is when Positive Aspects was born.  - So Positive Aspects is my therapy!  I have been surprised at how quickly word has got around about Positive Aspects, perhaps even more surprised when people write and tell me that they would not have known about certain information had it not been in Positive Aspects.  I feel happy to know that everyone is getting the information that is rightly theirs.  Love and best wishes, Trudy 
If you visit http://www.pinonline.org.uk/16.html you can view Positive Aspects on line, thanks to John from the Patient Information Network in Berkshire.
WHY ARE YOU RECEIVING POSITIVE ASPECTS? You have been sent this edition of Positive Aspects because you have either subscribed to receive it or you have been passed a copy by somebody else that has subscribed to receive it.   Subscribe:  If you want to receive your own free copy, please send an email to: trudy.1@ntlworld.com with ‘subscribe’ in the message/text.  So that you can receive the ‘Positive Aspects Newsflash’ articles, please let me know what County you live/work in. 

Unsubscribe:  If you wish to unsubscribe from receiving Positive Aspects just send me an email to: trudy.1@ntlworld.com with ‘unsubscribe’ and the county you live/work inin the message/text and I will make sure your details are removed.  If you change your email address:  Please let me know!  

ABOUT POSITIVE ASPECTS:

· Positive Aspects is for anyone who has an interest in any disability, mental health issue and/or illness from anywhere in England.  People outside of England are welcome to join Positive Aspects, but must bear in mind that some of the information i.e. law changes, might not apply to them.

· It is free to subscribe to Positive Aspects.
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· I can only give out the information I am given.  If you are disappointed that your disability, mental health issues and/or illness is not mentioned in Positive Aspects then do something about it! Send me articles! – trudy.1@ntlworld.com 

· I do not get paid for producing Positive Aspects and I work around my family.  Please bear this in mind before giving me lists of ways to which improve it!

· Positive Aspects Newsletter is produced bi- monthly (every other month).  The next edition of Positive Aspects will come out in November 2006.  You are all welcome to send me your articles, stories; items of interest etc., the deadline for articles to go in the next edition will be October 15th 2006.  You can either email me your articles to: trudy.1@ntlworld.com or send via post to:  Trudy Ransome, 23 June Avenue, Ipswich, Suffolk, IP1 4LT.  Please understand that I may not be able to produce your entire document and/or include all/any photos.  
· I also welcome all newsletters, magazines and snippets.

· Disclaimer:  Contributors to Positive Aspects express their own opinions.  These do not necessarily reflect my own.  Positive Aspects has been produced for general interest only and I cannot be held responsible for any incorrect information or any loss/costs incurred by any persons. 

· Privacy:  For your protection I am the only person who will have access to your email address.  When I send out Positive Aspects and Positive Aspects Newsflash items, I will send them out to each person individually.  Nobody else who receives Positive Aspects will have any knowledge of your email address.  It will stay confidential at all times.  I will never sell on or make any email address public.  If you choose to unsubscribe from Positive Aspects I will remove your email address from my address book with immediate effect.

REPRODUCING ARTICLES FROM POSITIVE ASPECTS: The articles contained in Positive Aspects have all been given to me and researched in good faith.  If you want to reproduce any of the articles in Positive Aspects, please note the following:

· If the article has come from another named source, please mention this source when reproducing the article/s

· If the article is copyright ©, you must contact the author before reproducing any part of it.  Please contact me for details.

· Always mention Positive Aspects – the more who know – the better.

Brilliant News:  hooray!! I have been successful in receiving £1200 from the Community Champions Fund.  I have already received £700 and bought a more industrial PC, which I am now using.  Its lovely to be able to use a machine that can cope with the workload I have and also one that doesn’t crash all the time!  I hope to receive the remainder of the £1200 in the next few months.  I have enlisted the help of Adam Tricker who will be setting up a website for Positive Aspects.  I shall also purchase some software which will enable me to be able to make changes to the website etc., as and when.  I would like to take this chance to thank Don Tricker for telling me about The Community Champions Fund, all those from the Community Champions Fund who took the time to listen to my request and help me and last but not least my friend Janet who gave me a reference.  It must have been a good reference Janet! 
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DONATIONS ARE GREATFULLY RECEIVED  

It is free to subscribe to Positive Aspects, however it costs me approximately £30 per month on paper and ink costs. Thank you to all those of you who sent donations during July and August.  It really means so much to me knowing that you appreciate Positive Aspects so much.  If you would like to make a donation it would be gratefully received.  Cheques can be made to: Positive Aspects and sent to Trudy Ransome, 23 June Avenue, Ipswich, Suffolk, IP1 4LT.     
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CAMPAIGNS
OUR LIVES R 4 LIVING CAMPAIGN - This is a new campaign led by Disabled People’s organisations to establish a right to Independent Living. A new Independent Living Bill is currently being debated in Parliament which outlines a rights based framework for Independent Living and also sets out rights for Disabled People living in residential care and issues around accessible housing and inclusive planning. This legislation is increasing important as local authorities are making their eligibility criteria tighter and tighter. This means that Disabled People are having their support packages cut or withdrawn all together. Often Disabled People are now having to rely on family and friends in order to do the most basic living tasks such as washing, dressing and eating.  From December 2006, all public authorities will have a duty to promote equality of opportunity for Disabled People. This is called the Disability Equality Duty. The duty requires authorities to publish a Disability Equality Scheme and Action Plan and involve Disabled People in the development of this. Authorities must also demonstrate that they are actively following the action plan, achieving outcomes and reviewing and revising the scheme.  We do not feel that Disabled People are being adequately involved in developing these schemes and action plans.  For more details visit: http://www.bbc.co.uk/dna/actionnetwork/G2041 

‘Make child benefit count’ - Campaigners are celebrating 60 years of support for children by calling for child benefit to be increased and paid at the same rate for all children. For more details visit: www.makechildbenefitcount.org.  

Your Turn Campaign - The campaign aims to provide information to the general public to raise awareness of the causes of pressure sores, to educate people as to whether they are at risk or not, and to help people understand the likely treatments should they already have pressure sores or should they develop them in the future.  For more details please visit: http://www.your-turn.org.uk/ 

Time to get equal campaign:  Disabled people face barriers to equality in all aspects of their lives. Read about the issues and what we are asking for nationally and locally. For more details visit: http://www.timetogetequal.org.uk/campaign/index.shtml
The National Autistic Society:  Campaigning is critical if people with autism and their families are to get a better deal from society, and from the services that exist to support them.  Join the Campaigns Network today to receive regular updates about The National Autistic Society's campaigning activity, and about how you can get involved.  For more details visit: http://www.autism.org.uk/nas/jsp/polopoly.jsp?d=824 

‘We Know Inclusion Works’ Campaign:  This campaign is the re-lighting of the bigger campaign to guarantee an inclusive future for all children, whatever their difference.  We are a national network of individuals, families and groups who work together to help change our education system. The changes we wish to bring about are based on our conviction that all young people need to be educated in a single mainstream education system which can support all young people to learn, play and live with each other.  For more details visit:  http://www.allfie.org.uk/index.html
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Make it Clear Campaign:  Many people with a learning disability need information in an easy read format to make it easy for them to read and understand.  Make it clear is Mencap's campaign to encourage people in charge of organisations and public services to provide information in an easy read format. For more details visit:  http://www.mencap.org.uk/html/ldw/makeitclear/index.asp 

COMPUTER HINTS AND TIPS
Please find 2 tips below to help prevent RSI (Repetitive Strain Injury).  Many thanks to Martyn Slyper from Adapt-it who gave me permission to take the articles from his website: http://www.adapt-it.org.uk/default.asp
TIPS FOR HELPING TO PREVENT RSI # 1
1. Squeeze a soft ball once an hour! Seriously, this is one of the best tips known for preventing RSI - At a cost of about 50p, it must also be one of the cheapest!
2. There are several software programs available that can remind you to take breaks and show you stretches.  Here is a FREE one: http://www.workrave.org/download/
PREVENTING RSI # 2
Anything that helps reduce the number or repetitiveness of keystrokes will help reduce the likelihood of contracting RSI.  Microsoft Word has such a tool called ‘AutoText’.  AutoText offers a way to store and quickly insert text, graphics, fields, tables, bookmarks, and other items that you use frequently.  Microsoft Word comes with a number of built-in AutoText entries that are divided into different categories.  For example, if you're working on a letter,                             Top of the Document Word can offer letter-specific AutoText entries, such as salutations and closings.  These can also be customised if required.   To create an AutoText entry:  You can create your own AutoText entries.  This is useful if you often use the same large or complex item and don't want to have to reinsert or retype it, or if you want to store text that contains a particular style or format.  For example, if you send customers a monthly report that always includes the same lengthy disclaimer, you can create an AutoText entry for the disclaimer.  1. Highlight the text you want to store as AutoText.  2.  Go to Tools | Autocorrect and select the| AutoText tab.  You will see the highlighted text (possibly truncated) both in the Enter AutoText entries here and the Preview box.  3.  Click on Add and then OK.  To insert an AutoText entry: 1.  Click in the document where you want to insert the AutoText entry. 2.  Go to the Insert menu and select AutoText. 3.  Click the name of the AutoText entry you want and then click on OK.    

Adapt-it specialises in providing a wide range of disability equipment, computer aids and visual impairment products in the UK as well as related services. We also provide software and hardware for the prevention of RSI, dyslexia programs and a variety of special needs software. The supply of computer aids for disabled users is our primary focus, and we carry a range of special needs equipment and RSI prevention tools.  For more information and products etc., visit: http://www.adapt-it.org.uk/default.asp
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CONTACTS AND PENFRIENDS
Do you have Crohn’s Disease?  Hi my name is Pauline. I am 47 and I live in Wirral, Merseyside. I have recently been diagnosed with Crohn's disease and I am very keen to write to, talk to or meet up with anyone else with Crohn's.  I would like to share my thoughts and feelings and get some advice from others.  Pauline Crabtree, Flat 1, 14 Barnard Road, Oxton, Wirral, CH43 1TT, Telephone 0151 653 7845.
Pen Friend wanted in North Yorkshire: - I would like a pen friend to chat to in good times and bad! Male or female, it doesn't matter.  I am female, 50 years old but having a 10-year-old son makes me feel younger!  He takes up most of my time but in my precious spare moments I like to read, go for long walks and spend as much time as possible in the fresh air.  I live in Knaresborough; North Yorkshire so ideally my pen friend would be someone in the surrounding area.  Respondents can reach me at: tesseyman7@aol.com.  I look forward to hearing from like-minded people and perhaps making a friend!

I can help with any Dyslexia enquiry:  My name is Ali Bazley and I am the Development Officer for the British Dyslexia Association I am happy to be the point of contact for anyone who needs help and support about anything regarding dyslexia.  We have associations and support groups all over the country I can direct people to, and/or offer direct support myself.  Please email me on: AliB@bdadyslexia.org.uk 
 
I am happy to correspond with anybody:  I am 54 years old and have been a carer for my mother who is 83 and has manic depression brought on by strokes and T.I.A.'s my father is deaf and is 86.  I don’t live with them but I visit every day.  I had to give up my own cleaning business, which was doing very well and although financially it’s hard I do not regret this for a moment. It has put a financial strain on my husband for which I feel is unfair but cannot be helped. I have retrained and now do alternative therapies mainly Indian head massage, in the evening, when I get time.  I am doing a weekend course to learn reiki soon and hope this will benefit my mum. Have you tried reiki?  I would love to know how you got on.  I have 5 cats and love all animals I have 8 grandchildren and one more due in October.  I am married to Mike who is an engineer and have 3 children Fraser 32, Callum 31 and Catriona 26 so I am kept busy.  I used to run a pub for 3 years and I raced and trained greyhounds.  I would like to correspond with anyone at all. Hope to hear from you soon Jill xxx  jill_sullivan3@msn.com 

Looking for people to share life:  My name is Timothy Matthew Fox and I would like a Pen friend.  I am 23 years old and would be happy to hear from anyone interested in sharing life experiences and getting to know me more. I like cycling, playing cards and keeping tropical fish. My favourite fish is herring. I also like to listen to music particularly Mr Scruff.  I hope to hear from you soon! foxtimothy@hotmail.com             
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EAST ANGLIAN COUNTRYSIDE RAMBLING ON WHEELS with ARISTOCROCKS
Do you have mobility problems and own an off-road mobility vehicle? Want to widen your horizons, have fun, adventure and enjoy the countryside? Bring along your physically-abled friends ON BICYCLES to assist you (and maybe any of us if we hit a difficulty!)   NO SUBSCRIPTIONS ~ NO COMMITTEES ~ NO RULES & REGULATIONS ~ We help each other and share ideas ~ FREE MONTHLY MAGAZINE ~ Please send SAE for reply to: Mrs Dawn Staple, ARISTOCROCKS, Charsfield, Woodbriedge, Suffolk, IP13 7PY or E-mail headed "ARISTOCROCKS" to: DAWNSKIP13@AOL.COM 

Can you help with sleep problems?  I am married with two children. I would like to hear from any parents/ carers who have managed to overcome sleep problems associated with children who have Down’s syndrome. Our daughter sleeps less than 4 hours per night and it is never in a solid block. We have tried various medication but none of it works. Mike Cleasby mike.cleasby@virgin.net
Anything positive to report?  Have you attended the Peterborough Chronic Fatigue Syndrome (CFS) Clinic? How long did you have to wait for an appointment?  How far did you travel?  How did you get on?  Are you getting any help? If so what kind of help flackangela@yahoo.co.uk
Your helpful suggestions appreciated: I am a mother of a 24-year-old son who was born with a heart murmur and I was told my son was slow.  He had portage for a while and then when he was 9 we were told he had Williams syndrome.  I was over the moon but knew nothing about it until a friend found a leaflet for me.  When my son was 18 I received help from social services after taping my son having a tantrum.  It took 2 years to be able to get him to trust his respite carer.  She is great with my son; I wish I had known I could have got help when he was little.  He only has respite 1 month per year.  He has now been diagnosed with Tourette's and although he is on medication, the swearing and tantrums are getting worse. I wish there was more that could be done for him.  This week we were shopping and he had a swearing fit.  I know it affects him, but it affects me too.  Thankfully the person he was swearing at understood.  I do not know what to do for the best for both of us.  If anyone has any helpful suggestions please let me know. Email:  vgoodgame@hotmail.co.uk
Here are some groups who specialise in pen friends/dating.  Check them out!

http://www.sweetweb.co.uk/ Sweet Web is an online dating and friend finder service. With Sweet Web you can meet new friends, find romance or simply meet up online with people sharing similar interests and hobbies.  

http://www.starsinthesky.co.uk/ Stars in the Sky is a dating and friendship service for adults with learning difficulties, over 18, and living in London.  
www.write-away.org  Write Away provides penfriend links for young people and adults with special needs and their sisters and brothers. (The scheme has now been extended to adults aged over eighteen who also have special needs). Members are encouraged to correspond using their own chosen means of communication e.g. pen and paper, drawings, Braille or audiocassettes.
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New online Blue Badge parking bay map launched:  A new interactive online service has been launched on Directgov, which will make it much easier for disabled people to find Blue Badge scheme parking bays in 64 cities across the UK. This mapping facility is the first of its kind and will enable people to search by postcode or town/area name for designated Blue Badge parking bays, parking bays that fall on red routes in London and accessible petrol stations. The service will also outline any time restrictions or special notices that apply to individual allocated Blue Badge parking bays. For further information see http://snipurl.com/txkf
Government Disability Adviser sets out how road user charging can meet the needs of Disabled People - The Disabled Persons Transport Advisory Committee (DPTAC) has published a policy statement which sets out their position with regard to road user charging schemes and the effect they have on travel for disabled people.  It is intended to give guidance to government, local authorities, private operators and consultant’s involved in considering, promoting and running such schemes. For more information visit: http://www.a2mediagroup.com/?c=125&a=9189 
New Human Rights Convention for disabled people agreed at the United Nations

A significant step forward in enabling disabled people across the world to enjoy full participation in society has been achieved at the United Nations, where the text of a Human Rights Convention for disabled people has been agreed.                                                            Top of the Document                                  This agreement followed extensive negotiations that began back in 2002, and in which the UK played a high-profile role whilst holding the Presidency of the European Union in the later half of 2005. For more details visit: http://www.a2mediagroup.com/?c=125&a=9444 

Free lunch for volunteers - New rules will mean people on benefits who volunteer will no longer have to bear the cost of their meals - For more information visit:  http://www.dwp.gov.uk/mediacentre/pressreleases/2006/aug/fmc081-080806.asp
The Disabled Persons (Independent Living) Bill  - Scope is excited to see the introduction of the Disabled Persons (Independent Living) Bill into the Houses of Parliament where MPs and Lords have the chance to give disabled people the choice, control and freedom to live the lives they wish to lead. This is what non-disabled people do, so why not everyone?  For more details visit: http://www.scope.org.uk/cgi-bin/np/viewnews.cgi?id=1150453950 

	FROM 18th SEPTEMBER 2006 YOU MUST USE THE CORRECT CAR SEAT FOR YOUR CHILD:  The new regulations below will come into effect on 18th September 2006.  If you don’t protect your children you could face a fixed penalty of £30 or a fine of up to £500. For more information visit: www.thinkroadsafety.gov.uk


LIVING TOGETHER AND THE LAW:  More and more people in England and Wales are choosing to live together without getting married - at the last count, there were over 4 million. 
Most people think that, after they've been living with their partner for a couple of years, they become common law husband and wife with the same rights as married couples. But this isn’t true. In fact, couples who live together have hardly any rights compared with married couples or civil partners. On our website we explain exactly what rights couples living together really have, and the simple, practical steps they can take to protect themselves and their families whatever the future holds.  For more information visit:  www.advicenow.org.uk/livingtogether 

LEISURE AND FUN

http://www.hurtwood.demon.co.uk/Fun/copter.swf Have fun guiding the helicopter.  Very addictive! 

Visit http://www.accessatlast.com/disabled-holiday/offers/ if you are still thinking about having a holiday this year, but haven’t got round to it yet.

http://www.107.peugeot.co.uk/peugeot.swf - Try to park the car correctly in the parking bay. 
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Actress with a learning disability to star in BBC soap - Actress Anna-Marie Heslop (pictured), 26, has played an important role in the popular BBC daytime series – Doctors.  She plays the part of Christina; a disabled woman who is thinking about living away from her parents for the first time.  "I really enjoyed working with the actors in Doctors”, says Anna-Marie, “it's great that a whole new audience is going to be able to see my acting work on national television."  The episode of Doctors featuring Anna-Marie will be shown on Monday 16 October 2006 on BBC1.  

http://www.paulsadowski.com/birthday.asp - Put in your date of birth and you can find out everything possible relating to your age and your date, including the tops songs of the year!

London Sports Forum For Disabled People:  Find out about how we help empower people with learning to have more choice and inclusion in sport, physical activity and exercise - http://www.londonsportsforum.org.uk/learningdisability_MTMC.html 

Heavyload are the only rock band in the UK which is made up of musicians with and without learning disabilities. They have performed in pubs, clubs, theatres and festivals around Brighton, Sussex and London, gaining a reputation for their energetic stage performances and sheer volume.  They have just released their debut album ‘The Queen Mother is dead’ it costs £5 (£3 concs) + £1.50 postage.  Contact Paul Richards:  Tel: 01273 405 840 or email: p.Richards@southdownhousing.org or visit their website: http://www.heavyload.org/index.html 
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DaDaFest celebrates the best disability and deaf arts across the North West.  The festival takes place from the end of November.  Organisers are now looking for visual artists, musicians, playwrights or other artists across the region to take part.  For more information Tel:  0151 707 1733 or Email: dada@nwdaf.co.uk or visit: http://www.supersnail.com/quick/dada4/2index.html (Warning some of the photos may be too disturbing or sexual for some people).

Snow Cake – Look out for the new film Snow Cake, which features Sigourney Weaver playing the part of a high-functioning autistic woman.  The film shows a new perspective on the condition.  For more information visit the following links: http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode=NENE&areacode=NEWS_fpld&id=10322 

http://en.wikipedia.org/wiki/Snowcake http://movies2.nytimes.com/gst/movies/movie.html?v_id=325283 http://www.imdb.com/title/tt0448124/#comment 

Fancy being on TV? If you would like to know how you can appear on a TV show, or be in the audience of a chat show, or even be an extra in a programme or film, visit: http://www.applausestore.co.uk/ there are lots of websites that can direct you to your interest.
LETTERS – Dear Trudy …..
      I just wanted to say.... you are doing a fantastic job with Positive Aspects and are providing a wonderful resource for anyone with an interest in special needs. Keep up the good work and congratulations for your inspiration and obvious desire to reach out and help others.  Sarah
      Thank you for your hard work-keeping people abreast of new and positive steps towards helping with special needs.  Look forward to the next issue.  Janet 

      Wow, what information at my fingertips, thank you for all of this wonderful stuff, I am going to have to keep reading it over and over again, there is so much.  Keep up the brilliant work, you gifted thing you, power to us ladies. Cheers and thanks on behalf of all your readers.  Eithne 

      I've just read your very impressive recent newsletter. Would you please add my name to your subscribers list? Many thanks.  David
      I've just read the latest Positive Aspects and was very impressed with the amount of useful information, thank you for taking the time to do all this work on behalf of disabled people.

I loved the story of the tiny frog - that is so true. A couple of years ago a friend and I, who both have MS, were on holiday in Dorset and we went to the lighthouse at Portland Bill. We decided we would attempt to climb the 153 steps to the top, inspired mainly by hearing able bodied people saying no way would they do it, so we thought "right we'll show you, disability or not!"  So with sticks in tow we started the climb.  It was a struggle and took a long time but the view and sense of achievement once we got to the top was well worth the pain and wobbly legs!  Belinda Secretary High Wycombe & District MS Branch
      Many thanks for another interesting newsletter - you must have spent hours on this.  It is a great success and is such a help to us.  Roz
      I just wanted to say "thank you" for Positive Aspects and all the hard work you obviously put into it. It is always the email I open first when I see it on the screen! It is very helpful in my job as a Speech and Language Therapist and also outside work, for example my daughter is looking for some voluntary work and has found some useful contacts through PA. Keep up the good work!   Mary
      This is the first time in the seven-year history of Bullying Online that I have said this to anyone but I think you are marvelous - a tremendous inspiration to other parents.  For any parent to have a child with special needs and to want to help others is pretty good but you not only have two children with special needs you have fought your own health problems too and have come out the other side with a fantastic resource.  Bullying Online gets loads of newsletters from other national organisations and charities, many of them not very good but yours is fantastic. I don’t have much time so I’m selective about what I read but yours is undoubtedly the best of its type. A remarkable and comprehensive resource.  Liz, Bullying Online www.bullying.co.uk
      You are hopefully an inspiration to anyone out there who thinks 'why bother, what difference can just one person make?'  Cheers!  Louise
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      I have had a quick look at Positive Aspects this morning and it looks really good - it helps to bring together information that we get from various sources at the moment. I'm impressed with all the work you've put into it; you must be really dedicated to do all that in your spare time!  Sarah

       Great Newsletter, Thanks for putting it together, we need more people like you to highlight the problems (and good bits too!!) that our families and kids have.  Caroline 

      I like the way you send out Positive Aspects Newsflashes, by giving details about the attachments so I only need to open the ones that are relevant to me.      Dawn

      Having now received and read all three editions of Positive Aspects so far, I'd like to congratulate you on a very worthwhile cause. Since I am only a volunteer youth worker I don't get very involved with what's happening in the world of disability, but it is still interesting to know what's going on and I am finding Positive Aspects to be a good way of doing this. The fact that you have more than 1500 subscribers from around the world is something you should be really proud of! :)                  Chris
I really must say a huge thank you to all those of you who have sent me letters.  I appreciate knowing you like Positive Aspects and it really warms my heart to hear from you.  I have selected a few of the letters that I have included above.  It really makes me proud of the work I do and I really must thank all of you for that.  Love and best wishes Trudy x
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Just a thought:  Working people frequently ask retired people what they do to make their days interesting - An example I like to share is the other day Marilyn and I went into town and went into a shop. We were only in there for about 5 minutes.  When we came out, there was a cop writing out a parking ticket.  We went Up to him and said, "Come on man, how about giving a senior citizen a break?" He ignored us and continued writing the ticket. I called him a fool. He glared at me and started writing another ticket for having worn tires.  So Marilyn called him a Saphead. He finished the second ticket and put it on the windshield with the first. Then he started writing a third ticket. This went on for about 20 minutes. The more we abused Him, the more tickets he wrote. Personally, we didn't care. We came into town by bus. We try to have a little fun each day now that we're retired.  It's important at our age.                                                            Sent in by Max
Fibromyagia Support My part in setting up the Norfolk branch

By Sue Gardner

I had suffered with Inflammatory Arthritis for some years.  In 1995 was diagnosed with Fibromyalgia (FM).  At that time I was in a lot of pain, and hadn’t any idea of what FM was!  I had a meeting with the nurse practitioner from the Rheumatology department at the old Norfolk & Norwich hospital, who gave me a lot of support and tried to explain what FM was. I realised that I had had FM for a very long time.  I decided to try and start a support group for Mid Norfolk to help other people like myself.  I was helped a lot by the nurse practitioner, by drawing up registration forms, and posters for the hospital etc., I contacted the Fibromyalgia Association UK. (They were very small at that time).  They helped me by circulating a general letter to those people in Norfolk who had contacted them.  We had our first meeting at Dereham Hospital in 1995.  I was very surprised that we had about 25 people who had FM attend, plus several carers.

I was appointed Chairman. I held that post over 8 years.  Over the years the group has grown to cover all Norfolk, parts of Suffolk, Peterborough, and Cambridgeshire.  We now have an 8-page newsletter, which I have edited for the last 9 years.  We also have a valued Helpline.

The World Health Organization listed Fibromyalgia in the mid 90’s - there are support organizations across the world including our own in the UK.  We now have an All Party Parliamentary Group (APPG) in Westminster to further our cause for more research in the UK, which has been very lacking. There is a Medical Advisory Board to help them, made up of research scientists etc.  The association has also had many talks with the Department of Works and Pensions about the effects of FM on suffers.

The association has recently sent details of FM and how to diagnose out to all GP’s in the country and FM is now listed on the NHS Direct site.

Our group in Norfolk is now known as Norfolk FMS Support, and is now holding meetings at the new Norfolk & Norwich University hospital. This is an excellent place to hold our meetings as we have had medics popping into the meeting already.  It is proposed to have four meetings a year, plus our quarterly newsletter and our Helpline.
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I finally retired as chairperson and from the committee last year, but am still editing the newsletter.  I can be contacted by email to offer advice and/or to pass on details for new members packs. Email: fm.norfolk@ntlworld.com Norfolk FMS Support celebrates running 10 year in January. 

I try not to let my arthritis and fibromyalgia rule my life, I sit on several committees’ and enjoy card making and greenhouse gardening when my health allows. I go to the hydro pool every week to exercise, and then enjoy the Jacuzzi! - Sue Gardner – Founder member Norfolk FMS Support.  fm.norfolk@ntlworld.com 

Fibromyalgia is an illness that affects the muscles and fibrous tissues.  It causes pain in the muscles and in most cases profound fatigue. There are several other symptoms, but these seem to vary depending on the patient.  FM can be moderate or severe, but is not life threatening. In severe cases it can affect the quality of life of the patient. For more information visit: www.fibromyalgia-associationuk.org/whatisfm.htm
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MEDICAL & RESEARCH

DEMENTIA GENE IDENTIFIED:  Two groups of scientists have identified a gene which, when faulty or missing, causes a common type of dementia. For more information visit: http://www.medicalnewstoday.com/medicalnews.php?newsid=47445
FURTHER COT DEATH SUSCEPTIBILITY GENES IDENTIFIED:  New research by scientists at Manchester University, UK, has shed further light on Sudden Infant Death Syndrome (SIDS). The research has found that babies with particular variants of three genes are up to 14 times more likely to succumb to the condition.  For more information visit: http://news.bbc.co.uk/1/hi/health/5278478.stm
 
NEW TEST FOR HEREDITARY BOWEL CANCER:  UK scientists have developed a new genetic test to identify bowel cancer patients who have an inherited form of the disease. For more information visit: http://news.bbc.co.uk/1/hi/scotland/edinburgh_and_east/5126618.stm   

DIFFERENT GENES MAY TRIGGER AUTISM IN BOYS AND GIRLS:  Researchers at the University of Washington, US, have found that different genes may be responsible for causing autism in boys than girls. For more information visit: http://www.medicalnewstoday.com/medicalnews.php?newsid=48459 

MORE EVIDENCE FOR PASSIVE SMOKING GENE LINK:  Researchers believe they have discovered why chronic exposure to passive smoking can cause some young people to go on to develop serious chest problems like asthma, while others are not as badly affected. For more information visit: http://news.bbc.co.uk/1/hi/scotland/tayside_and_central/5251968.stm
 
GENETIC RISK FACTOR FOR PARKINSON'S DISEASE IDENTIFIED:  US researchers have identified a genetic risk factor that they say could account for three per cent of the cause of Parkinson's disease (PD). For more information visit: 
http://www.ivanhoe.com/channels/p_channelstory.cfm?storyid=14281

PREMATURE BIRTH GENE IDENTIFIED:  A gene variant more common in black women than those of European descent has been identified as contributing to increased risk of premature birth.  For more information visit: http://www.medicalnewstoday.com/medicalnews.php?newsid=50178

GENETIC LINK TO DEAFNESS IN OLD AGE FOUND:  Researchers in Belgium have linked fault in a specific gene to age-related hearing loss. Changes in a gene called KCNQ4 are responsible for some hearing loss in the elderly, according to the researchers.   For more information visit: http://www.news-medical.net/?id=19629
GENE LINK TO DIABETES CONFIRMED:  US researchers have confirmed that a common version of a gene involved in controlling blood sugar levels increases the risk of Type 2 diabetes (T2D).   For more information visit: http://www.nih.gov/news/pr/jul2006/niddk-19.htm
LINK BETWEEN AUTISM AND ABNORMAL BLOOD-VESSEL FUNCTION AND OXIDATIVE STRESS: Researchers at the University of Pennsylvania School of Medicine discovered that children with autism showed signs of abnormal blood-vessel function and damaging levels of oxidative stress compared to healthy children. For more information visit: http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode+NENE&areacode+NEWS_fpld&id=10326
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STUDY PROVIDES EVIDENCE THAT AUTISM AFFECTS FUNCTIONING OF ENTIRE BRAIN:  A recent study provides evidence that autism affects the functioning of virtually the entire brain, and is not limited to the brain areas involved with social interactions, communication behaviours, and reasoning abilities, as had been previously thought. For more information visit: http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode+NENE&areacode+NEWS_fpld&id=10331
SKIN TEST FOR EARLY ALZHEIMER’S WITHIN 5 YEARS:  A skin test that enables doctors to diagnose the early signs of Alzheimer's disease could be available within five years.  For more information visit: http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode+NENE&areacode+NEWS_fpld&id=10317 

SELF-HARM WIDE SPREAD AMONG GIRLS:  One in 10 teenage girls harms herself each year, according to the largest study of self-harm among 15 and 16-year-olds in England.  The problem is far more widespread than previously believed and girls are almost four times more likely to be involved than boys.  For more information visit: http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode+NENE&areacode+NEWS_fpld&id=10351
GENETIC STUDY MAY HELP IDENTIFY PEOPLE MOST AT RISK FOR ALCOHOLISM:  Researchers at the Molecular Neurobiology Branch of the National Institute on Drug Abuse (NIDA), National Institutes of Health, have completed the most comprehensive scan of the human genome to date linked to the ongoing efforts to identify people most at risk for developing alcoholism. This study represents the first time the new genomic technology has been used to comprehensively identify genes linked to substance abuse. The study can be viewed online and will be published in the December 2006 issue of the American Journal of Medical Genetics Part B (Neuropsychiatric Genetics).   For more information visit: http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode+NENE&areacode+NEWS_fpld&id=10362
CERVICAL CANCER VACCINE WORRIES:  A new vaccine that protects against cervical cancer has set up a clash between health advocates who want to use the shots aggressively to prevent thousands of malignancies and social conservatives who say immunizing teenagers could encourage sexual activity. For more information visit: http://www.washingtonpost.com/wp-dyn/content/article/2005/10/30/AR2005103000747.html
A NEW BREAKTHROUGH MIGRAINE TREATMENT AVAILABLE OVER THE COUNTER: Imigran Recovery works on treating the root cause of migraine. Just one tablet relieves the four most common symptoms of a migraine attack: headache, nausea and sensitivity to light and sound.  Gets to work on migraine headache in as little as 30 minutes.  This breakthrough migraine treatment is now available over the counter from your pharmacist.  For more information visit: http://www.imigranrecovery.co.uk/Default.aspx  

POETRY AND PROSE
James goes to westgate school in Bury St Edmunds.  He happens to be deaf.  Recently he  came runner up in the County Poetry and Prose competition. 92 school entered and he came 2nd in his age group (5yrs then) for his poem.  You can succeed if you put your mind to it. 

MY DREAM GARDEN
In my garden I would plant lots of trees, grass and sunflowers. 
In my garden I would have a teddy bear, a slide and a train.
In my garden I would see birds, aeroplanes and a fountain.
In my garden i will dig, cuddle my teddy and slide down my slide.                    By James
I am sure that all readers will agree that James’ poem is wonderful – well done James.  Have any other readers written a poem they are proud of..? if so, send it into Positive [image: image12.wmf]Aspects and i’ll make sure it goes in this sections.  Mail to:  trudy.1@ntlworld.com 

Another reader of Positive Aspects, Micheline Mason (pictured), has had a small book of poems and drawings published.    About the Book: The book is an attempt by one woman to express her experience of life as a disabled, working class activist dedicated to the creation of a classless society. The poems are very personal, often angry and sometimes funny. They range across many subjects - the filling in of forms;           Top of the Document
self doubt; the way language is used to silence working class people; the need of disabled people to be welcomed; how to peel a banana and many others which suddenly inspired the author to pick up her pen. Each one tries to encourage the reader to look at things a different way, one which may challenge common assumptions and traditional viewpoints. The poems are illustrated with several original line drawings by the author which add to the uniqueness of the book. You can 

buy the book on-line from www.trafford.com.  Go into Bookstore and then using the search engine, you can either put in the title of the book or Micheline mason.      

THE DAY MY LIFE FELL APART By Amanda di Benga
      It was the day before my 27th birthday when my world stopped. That was the day that the doctors told me my wonderful, beautiful three-year-old son, Luke, was autistic. Of course I’d had my suspicions that something was slightly out of kilter – he didn’t say very much for a start, but lots of children didn’t talk until late, did they? He was a bit obsessive with his trains, but all boys like trains. He was still in nappies, but what was the point of trying to train him until he could tell us he needed the toilet. I went home from that clinic in a daze. A big black cloud had descended over our heads and our lives would never be the same again. I couldn’t see a future; any future. I don’t remember much of the next few months, just a few brief memories of hours spent watching Luke playing with his trains, watching his videos. Just surviving. 

      Then the second body blow hit. My daughter, Ruth, aged 20 months, was autistic too. Strangely that was what got me going again. If my children were going to have any future at all, I was going to have to give it to them. If they were going to be the best they could be, then it was up to me to make it happen. It seems odd now, that it was the devastating news of Ruth’s diagnosis that gave me the impetus to fight back. Neither of the children could talk; all communication was guesswork. That was the first mountain that had to be climbed. My mother and I embarked on the daunting task of finding mechanisms to enable communication. We used pictures, sign language, photographs, words, gestures – anything that could be used as a tool to bridge the gap between our world and theirs. Hour after hour, day after day we worked, painstakingly forcing them to communicate. Every movement, every game, every want became an opportunity to make them interact with us.  Months passed. Sometimes we wondered if progress would ever come; if these two beautiful children could ever really be ours again. Their future had been snatched away; the dreams of all they could be and could have achieved had died. It wasn’t that I wanted them to be brain surgeons, or the next Prime Minister. I just wanted them to have a future. Slowly, agonisingly and painfully slowly, the gestures became signs; the signs gave way to words. 

      We needed the next step. We had a communication of sorts, now we needed more. A friend and I decided to start a learning group. On a Saturday morning each parent came with their autistic child worked for two hours at whatever level their child could cope with. Words, letters, writing, recognising what objects were, what they were for. Everything had to be taught: facial expressions, emotions, vocabulary, maths, writing, verbs, adjectives. How to play with toys; how to play with each other; how to socialise. Again, everything became a teaching tool; every action became an opportunity to learn. 

      For three years after their first diagnosis Mum and I spent each and every waking hour working either with or for the children. Looking back I wonder how we survived. Sometimes I wonder they didn’t grow up hating us for the trauma we put them through! But it worked. Whether through luck, design or sheer gut-wrenching determination I don’t know but we all came through it. 

      My son is now nearly 15. He attends a local special school. He can still be difficult, extremely so. He is a testosterone-laden teenager with no idea of why he feels like he does or what to do about it; he gets frustrated, he gets angry; he doesn’t sleep. He is also wonderful. He is loving. He has the most wonderful laugh in the world. He has a full and varied life. He loves roller-skating, we play badminton, and he loves drawing. 

      My daughter is 13. She attends a local high school. Her academic grades are remarkable, she is incredibly intelligent, she is funny, she is a born drama queen and she has more imagination in her little finger than most people will find in their dreams though a lifetime. She writes wonderful stories, she acts in a local am-dram group, she plays recorder, and she loves the theatre. 

      With their diagnosis both of my children were given a life sentence – they would never be “normal”. I was relegated to an alien life form.                           Top of the Document
Suddenly parents at the school gate wouldn’t meet my eye. Even now, in the supermarket, fully-grown adults who should know better will stare open mouthed whilst my son waves his hands expressively in the air whilst talking animatedly about Thomas the tank engine. It amazes me that in a so-called civilised society we are still incapable of dealing with differences. It’s almost as if these disabilities are perceived as a threat. 

      I must admit though, that the hardest reaction to deal with is the well-meant one; the “Oh I think you’re marvellous. Don’t you cope well?” Guess what, sometimes I don’t cope at all. I detest being raised to saint-like proportions; the awe of “I don’t know how you do it!” may be meant as a compliment but is so incredibly inaccurate. I’m not a superwoman. Some days I don’t deal with the tantrums, or the sleepless nights or whatever happens to be the problem that day. Some days I do wonder if I can still do it, still carry on. But I do. I always will. At the end of the day, they are still my wonderful children. Whatever their difficulties, they are mine and they are remarkable. Not for one second, even on the worst day would I ever change them from who and what they are. 

      I told my daughter once, when she was upset at being labelled special needs that sometimes, the most important part of special needs is the word special. They are.
Amanda di Benga
REQUESTS
MRS OSBOURNE PRESENTS:  Fancy the chance of appearing in Sharon Osbournes new show, Mrs Osbourne Presents?  Email your light-hearted real-life confessions to mrsO@talkbackthames.tv 

Send us your stories of disablism now by completing the online form at http://www.timetogetequal.org.uk/disablism/ 
SELECTIVE DORZAL RHIZOTOMY – YOUR VIEWS NEEDED:  Scope is working with the National Institute for Health and Clinical Negligence (NICE) on a consultation looking at the safety of Selective Dorsal Rhizotomy for spasticity in cerebral palsy.  We would like to hear from anyone with knowledge and/or experience of this intervention, particularly its safety.  Please send comments to: gary.birkenhead@scope.org.uk 
PUBLIC CONSULTATION:  In the Rural White Paper 2000 the Government promised to investigate why certain groups were under-represented as participants in outdoor recreational activities. This consultation seeks views on proposals to enable those under-represented groups to make informed decisions about visiting the countryside and taking advantage of outdoor recreational opportunities. The deadline for responses is 30 September 2006. For details how you can help/take part visit: http://www.defra.gov.uk/corporate/consult/outdoorsdiversity/ 

TV SHOW:  Anglia Factual (part of Granada TV) are making a 6 part series for Channel 5 Science. The series; due to air towards the end of the year is called "Child In A Million" and it's about Children with rare conditions who come to Great Ormond Street Hospital for their treatment.  The main aim of this sensitive documentary series is to follow the Child and the Family on part of what is often a very long journey, at home and in the hospital. We are interested in families who are at a pivotal stage of their treatment/diagnosis, whether it be a new trial or life-saving procedure.  We would like to speak to families who may be interested or like more information. For more information please contact Katrina Boyd on T: 0207 3918 936 or 07932 604540, or email: Katrina.boyd@granadamedia.com
Do you want training? The Strengthening Families Project is an innovative training package aimed to make workers aware of the issues parents with a disabled child face.  The training focuses on the parent’s relationship and gives workers basic skills to support the families.  The training package would be appropriate for any worker who comes into contact with families who have a child with a disability.  

The project is unique; there is currently no other training package like this within the United Kingdom.  As a result it is gaining widespread interest from both professionals, volunteers, parents and the media.  We are delighted to have the backing of Professor Hilton Davis from Guys Hospital London.

A database is currently being collated of those organisations that may be interested in receiving the training. If you wish to express an interest and be kept informed of developments, be added to our database, or require further information, please email vicki.hill@scope.org.uk or Tel: 0114 2459786 or 0770 2099073.
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Employed, Disabled people – can you help?  Loughborough University is looking for disabled people who are willing to talk about their experiences of job-hunting and the workplace for a study that they are doing. The researchers have already spoken to unemployed disabled people about the problems they have faced finding work. Now they want to talk to employed disabled people about the resources they used to get a job – and how user-friendly they consider their workplace. At the end of the project, researcher Nadine Geddes hopes to come up with a new on-line system that will help disabled people to find work more easily. To contact Nadine Geddes, email N.L.Geddes@lboro.ac.uk or Tel 01509 226 903
Research Opportunity - Are you the parent/guardian of a child (up to and including 18 years) with an intellectual/developmental disability who exhibits challenging behaviour?  Have you had issues or reservations regarding the professional support you have received (e.g. from doctors, psychologists or others) in relation to ways of dealing with your child’s behaviour?  I am currently studying towards a Masters degree in Analysis and Intervention with individuals with intellectual disabilities, at the Tizard centre in Canterbury.  I hope to recruit 15 carers, from a range of backgrounds, to participate in my research investigating issues of support.  Participation will involve one interview, lasting 1-2 hours, occurring between September and November 2006.  This can take place in your own home or another suitable venue.  The aim of the research is to identify the issues raised by parents/guardians, which have implications for the provision of more effective and useful support for those caring for individuals with intellectual disability and challenging behaviour.  It would be greatly appreciated if you would be willing to take part.  For further information please contact: Gemma Wodehouse, Tonbridge, Kent, 01732 355520, Email: gw38@kent.ac.uk
Can you help me write a book about self-harm?  My name is Annette Baillie and I’m a service user/ volunteer/ Trustee at Self Injury Support in North Cumbria - www.sis-cumbria.co.uk I was given a grant by Cumbria Community Foundation’s Community Champion’s fund to write a book. The contents of this book will be to bring together a collection of personal stories, experiences, poems and art work, and to offer suggestions for help in changing the need to self-harm.  The aim of the book is to raise awareness of self-harm and also to raise funds for S.I.S., which will provide personal development opportunities for service users in the future. This is an opportunity for people to help others through their experiences.  If you want to know a little more about myself go to www.sis-cumbria.co.uk and into the stories link in there.

My son and I are in the process of setting up an information web site about self harm but it’s still under construction - it will be a non-profit making web site.

This is my first attempt at anything like this and I would be grateful for any help/advice available as well as the personal contributions I’ve already stated.  If you know of anyone who may be interested in this project could you, please, forward on the details.  I can be reached via email at annette@shi-c.org.uk  or via mail:  Annette Baillie, c/o S.I.S, Bourne Business Centre, Milbourne St, Carlisle, Cumbria, CA2 5XF Tel: 01228 515500  Mobile:  07879231537

Intensive Interaction - According to the British Institute of Learning Disabilities (BILD):  Intensive Interaction is a practical approach to interacting with people with severe or profound and multiple learning disabilities. There is nothing difficult or expert about Intensive Interaction. It is a very practical approach to communication and socialising with people who do not find it easy communicating or being social.

      The approach helps the person with learning difficulties and their communication partner to relate better to each other and enjoy each other's company more. It helps them develop their communication abilities. In Intensive interaction the carer, support worker, speech and language therapist or teacher works on being a better communication partner and so supports the person with learning disabilities develop confidence and competence as a communicator.  (Bild Factsheet accessed at http://www.bild.org.uk/pdfs/05faqs/ii.pdf)  The approach was developed by teachers Dave Hewett and Melanie Nind in the 1980’s, building on the concept of Augmented Mothering developed by psychologist, Gary Ephraim. The approach can be used as a way of teaching fundamental communication, as a means of relationship building, or simply as a way of pleasurably spending time with people.  

How we go about Intensive Interaction:  We try to develop a calm, accepting atmosphere, recognising that the motivation for each person to socially interact with others has to be right.  We follow the person’s lead - responding to the things they do, often trying to join them in doing it. We read social meaning into a person’s actions even when this meaning isn't yet clear, and we adjust our interpersonal behaviours, trying to make ourselves more interesting to them; perhaps by altering our voice or body language. 






 Top of the Document     If you would like more information on Intensive Interaction please visit http://www.intensiveinteraction.co.uk or contact Graham Firth (Intensive Interaction Project Leader, Leeds Mental Health NHS Trust) on 0113 3055160 or at graham.firth@leedsmh.nhs.uk
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Booktrust is a national charity, which aims to bring books and people together. As an independent charity, Booktrust can offer thoroughly impartial advice on finding the right books for the right person.  Booktrust offers a range of booklists, publications and resources for schools, organisations and individuals, as well as coordinating a range of book prizes and national projects such as Bookstart.  For more information, visit the main website at: www.booktrust.org.uk
Out and About! Supporting people with learning disabilities around same-sex relationships. The book explores the difficulties faced by those who have or may want to have same-sex relationships - and who may or may not identify as lesbian, gay or bisexual. It also looks at the things that can help, and things people can do. Copies are available from Partners in Advocacy, 17 John Cotton Business Centre, 10 Sunnyside, Edinburgh EH7 5RA. Phone: 0131 478 7723/7724 E-mail: admin@partnersinadvoacy.org.uk Please send £2.50 per copy + stamped addressed envelope.
Symbols, Literacy and Social Justice From Widgit Software - Whether you are a parent, a teacher, a speech and language therapist or anyone wanting to know more about symbols, this book will help you to understand why symbols contribute to inclusion for people with a range of communication difficulties.  The book is in two parts. Part 1: Case Studies Symbols in use: Supporting literacy and social justice and Part 2: Discussion Understanding symbol literacy practices: towards social inclusion.  Symbols, Literacy and Social Justice costs £14.99. For further details on this book or to find out more information on symbol support from Widgit Software, please call 01223 425558 ext 773, email info@widgit.com or visit http://www.widgit.com/products/books/index.htm 


Charcot-Marie-Tooth: A Practical Guide – second edition now published - CMT United Kingdom is proud to announce the publication of the second edition of its comprehensive guide, Charcot-Marie-Tooth: A Practical Guide.  The new book is available in easily updateable loose-leaf binder or on CD-ROM, and covers all aspects of the condition, from basic symptoms to how to cope with the physical and mental problems associated with having any long term condition.  It has been researched and written by John Isitt of Resonant Media Ltd, with input from a focus group consisting of people with Charcot-Marie-Tooth Disease, and is written in plain English, with a minimum of medical terminology.  Charcot-Marie-Tooth: A Practical Guide (ISBN 0-9533883-1-x) is available for purchase directly from CMT United Kingdom, either by post, phone or via the webshop at www.cmt.org.uk.  Cost is £6 for the loose-leaf version, or £2.50 for the CD-ROM, plus postage and packaging.  

My sister is different - Sarah Tamsin Hunter - The ups and downs of life with a sister who has autism, written and illustrated by ten-year-old Sarah who also has an autistic spectrum disorder. An amusing and entertaining read aimed at young children of all ages. It costs £4.99 plus p&p to order online/for more information please visit: http://www.nas.org.uk/nas/jsp/polopoly.jsp?d=431&a=10238  

 
To read more about Sarah, please see the article:

http://www.shetlandtoday.co.uk/Shetlandtimes/content_details.asp?ContentID=19609
My brother is different: a book for young children who have brothers and sisters with autism By Louise Gorrod - It costs £4.99 plus p&p.  To order online/for more information please visit: http://www.nas.org.uk/nas/jsp/polopoly.jsp?d=425&a=4986  

Everybody is different: a book for young people who have brothers and sisters with autism By Fiona Bleach - This book is different! Aimed at school friends or brothers and sisters aged 8-13 of children with autism.  It costs £8.00 plus p&p to order online/for more information please visit: http://www.nas.org.uk/nas/jsp/polopoly.jsp?d=431&a=5063  

 
My special brother Rory By Ellie Fairfoot (aged six) and Jenny Mayne (Ellie's mum)
Illustrated by Ellie Fairfoot - A sister's eye view of the joys and pitfalls of having a brother who has autism. It costs £2.99 plus p&p.  To order online/for more information please visit: http://www.nas.org.uk/nas/jsp/polopoly.jsp?d=431&a=6210  
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A Guide to Genetics - this booklet is the fully updated third edition of 'The Progress Guide to genetics', first published in 1999- now in a handy pocket size format. This accessibly written reference source is essential reading for teachers, health professionals and their patients, genetic counsellors and anyone wishing to increase their understanding of what genes are and how they work. Topics include genetic testing, gene therapy, preimplantation genetic diagnosis, genetic testing in pregnancy, genetic counselling and ethical issues, plus a comprehensive glossary and details of support groups and genetic centres in the UK. 'A Guide to Genetics' is recommended for any reader aged over 16 and costs £6.49 (including postage) to customers in the UK, and £7.59 (including postage) for customers outside of the UK. For more information and details of how to order follow: http://www.progress.org.uk/Publications/Index.html
DYSLEXIA POCKET BOOK By Julie Bennett - Julie Bennett sees dyslexia as a learning difference rather than a learning disability. It's all here in one handy guide. Look no further! It costs £6.99 - For more information visit: http://www.pocketbook.co.uk/pocket/display.asp?isb=1903776686&cid=teachers&tag 

Altered Images: Becoming Parents of our Disabled Children - A group of parents from Ryedale Special Families, a parent led self help group, have written a book to help other parents drawing on their own experiences and challenges from babies in special care through to autism, Down’s syndrome, Cerebral Palsy and other learning disabilities. It costs £12.99 - For more information visit: http://www.word-power.co.uk/catalogue/0955214602 

Why Do You Do That? - A Book about Tourette syndrome for Children and Young People.  It costs £9.99.  For more information visit: http://www.jkp.com/catalogue/index.php/cat/tourette 

SEN Press is a new publishing house specialising in producing books that are accessible to young people (14-19 years) with special educational needs operating at or around Level 1.  For more information visit: http://www.senpress.co.uk/index.html Books cost £4.99 per copy, but there are deals with multipacks i.e. 6 different titles for £28.50.

Celebrating The Special School - This book challenges the assumption made by some that special schools are a second-best educational option for their pupils.  It costs £15.00.  For more details visit: http://catalogue.fultonpublishers.co.uk/fulton/display.asp?K=510000000950746&sort=SORT%5FDATE%2FD&st_01=celebrating+the+special+school&sf_01=keyword&m=1&dc=1  

Perfectly Flawed: Living with Genetic Illness By Molvia Maddox This is an extraordinary and moving account of a family coping with Friedreich's Ataxia, a debilitating genetic illness. It describes how Krystie and her family copied with the diagnosis, intensive medical treatment that followed and her battle to receive mainstream education. It costs £7.99 for more information visit: http://www.impress-books.co.uk/perfectlyflawed.htm 

Stimulating Young Minds

How much should I teach my child? Should my child be able to read or write, or both, before school? If my child can’t read before going to school, will the teachers think that I haven’t shown enough interest? 

These are just a few of the concerns many parents have when their children reach the age of 3 or 4 years old. The answer of course is ... DON’T PANIC! Naturally, we all want to do the best for our children, but putting the child under pressure to learn is entirely unnecessary. Being involved in your child’s early education is important, but the most important thing to remember is that any form of learning should be fun.

Uniquely individual - Children develop at different rates. If Jane next door can read at four and your Sam has shown little inclination to start, no amount of additional pressure is going to help. When he is ready, and with the correct sort of guidance the chances are he will develop normally. Whatever you do, you should not feel obliged to compete. Remember that Sam will be more adept than Jane at something else. 

Creating the ‘right’ environment - The ideal is to provide your child with the sort of environment where he or she can learn.

Reading - All children love stories, so reading to them is always a good starting point. Set aside a few minutes every day to read aloud – and it doesn’t always have to be at bedtime. Reading should be stimulating the child’s imagination, not putting the child to sleep as fast as possible! Unfortunately, far too often it is used as a soporific tool – hardly a good advertisement for reading. 

When you have finished a story, ask a few open-ended questions. For example, an open-ended question from Goldilocks might be ‘Why did she eat porridge from all the bowls?’ The answer requires an explanation rather than a simple ‘yes’ or ‘no’. 

Stimulating young minds - There are a number of simple games that one can play which help develop various skills. There is nothing new or ‘revolutionary’ about them – many have been played for decades. Remember, keep it fun.  

Teaching an awareness of the 5 senses - Collect a variety of articles and put them in a pillowcase. Then ask the child to feel them and try to guess what each item is. Always praise and encourage.  

I Spy  - This can be kept simple to begin with by using colours (‘I spy something that is red’). Progress gradually onto using letter sounds. In other words, you ‘sound’ the letter rather than say it. For example: ‘I spy something beginning with ‘sh’ ...’ (for shoe). Use this system for other digraphs such as ‘th’ and ‘ch’.  

Hearing, smelling and tasting games should also be kept simple. When you’re in the kitchen let your child taste a variety of things and this will inevitably lead to questions about why some things taste better than others. Improve auditory discrimination by asking your child to close his/her eyes and identify all the sounds he/she can hear. After identifying all the ‘natural’ sounds like birds twittering, a door creaking, a clock ticking etc., try manufacturing your own by rustling paper or cutting paper with scissors. 

Creative thinking - A game which helps the child to think creatively is the ‘what else?’ game. In this, you ask what else can be done with a stick, for example. Answers might include ... make a flag, a fishing rod, a kite, a bow and arrow, a sword ... and so on.  But above all, make learning fun!

Colin Gallow is a publisher of books in early years, primary and secondary education, and helpful guides for parents.  Details of these can be found at: www.qed.uk.com 
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Downloads

Simple one touch computer programmes free on the Priory Woods School site - http://www.priorywoods.middlesbrough.sch.uk/ 
SENswitcher - a free download from http://www.portal.northerngrid.org/ This software has about 10 levels to work on and you can change background colours etc. It can be used with switches too.  


For lots of free games to download – visit - http://www.gameshouse.com/
Support For Parents & Carers of People With SEN Is Only A Click Away - Designed by Widgit Software www.widgit.com/parents
A Parents Guide to Direct Payments: This guide, first issued in March 03, has now been updated. Follow this direct link to download a copy: http://www.everychildmatters.gov.uk/_files/6A714A67FF1DFC93DCAB4BBDF9CFFF01.pdf
Concerned about your child?  A new leaflet from Contact a family – Information about feeding, speech, co-ordination, teeth, toilet training, learning, behaviour and sleep.  You can download it by visiting the Contact a family website: http://www.cafamily.org.uk/ or ask for a free copy - Tel: 0207 608 8773 or email Sheila.davies@cafamily.org.uk   

Group Action Pack - Contact a Family is in touch with over 300 national groups dealing with specific conditions as well as over 1,000 local parents groups. The Contact a Family Group Action Pack consists of a series of guides for parents' groups, which can be downloaded by visiting: http://www.cafamily.org.uk/GAP.html 

Being in control of your money – An excellent booklet written by ENABLE Scotland in Partnership with Mencap To download visit: http://www.enable.org.uk/docs/Being_in_control_of_your_money.pdf 

Supporting someone to manage money - An excellent booklet written by ENABLE Scotland in Partnership with Mencap To download visit: http://www.enable.org.uk/docs/Supporting_someone_to_manage_money.pdf 
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[image: image15.wmf]Browsealoud... Making Websites Talk - Browsealoud reads web pages aloud for people who find it difficult to read online. Reading large amounts of text on screen can be difficult for those with literacy and visual impairments. 7 million people in the UK have literacy problems, many of whom have downloaded Browsealoud already. By subscribing to Browsealoud for your website, you will greatly increase the number of people who can access the content on your site. For more information visit:    http://www.browsealoud.com/page.asp?pg_id=70001
DVDs & Videos

Speakup Self Advocacy produce the following helpful DVD’s:  Keeping Children Happy/ I Feel Good/ How to open a Bank Account/ Coping with Death/ Bully Off!/ Dialling 999/ It’s My Life/ It’s Still My Life/ Making a Will/ Valuing Rights/ Abuse is Bad/ Safety First/ Street Law.  For further details and an order form visit: http://mail.speakup.org.uk/shared/Information%20About%20Speakup/VIDEO_CATALOGUE.pdf or email: dvd@speakup.org.uk 

Managing your epilepsy - A DVD for people with learning disabilities, their families, carers or professionals working with them. Featuring a cast of young people with learning disabilities, different scenes aim to explain different aspects of epilepsy and how to manage it.  Each pack contains a booklet featuring transcripts, scene synopses, further information and suggestions for discussion. It costs £14.50.  For more information visit direct link: http://www.epilepsy.org.uk/acatalog/DVDs.html 

We Can Help DVD:  A new DVD has been launched to promote Jobcentre Plus services to disabled people and those with health conditions.  The ‘We Can Help’ DVD shows the range of services available throughout Jobcentre Plus, following a character, Sarah, from her first interview with a Jobcentre Plus adviser through to finding work.  To obtain a free copy of the ‘We Can Help’ DVD please contact your Disability Employment Adviser at your local Jobcentre Plus office The website address for Jobcentre Plus is www.jobcentreplus.gov.uk 

CD ROMS
CHANGE has produced 3 Picture Bank CD Roms that have hundreds of pictures on each that can be used in making information easier to understand:  • The Picture Bank CD Rom – Has 500 pictures covering various subjects such as Work, Law, Money, People and many more.  • The Health Picture Bank CD Rom – Has hundreds of pictures that can be used to make Health information easier to understand with subjects such as Breast Care, Depression, Pregnancy and many more.  • The You and Your Baby 0-1 Year CD Rom – has 450 pictures that can be made in making parenting information easier to understand for any new parent. It covers subjects such as Feeding Your Baby, Changing your Baby and Clothing your Baby and many more. For more information you can visit http://www.changepeople.co.uk/
Reports:

Parents of children with special educational needs have welcomed a report by MPs criticising the current provision in England.... See link: - http://news.bbc.co.uk/1/hi/education/5154180.stm
The Government's Office for Disability Issues (ODI) has published its first annual report to the Prime Minister. It details the progress that is being made towards realising the Government's ambitious vision for real equality for disabled people by 2025. See link:  http://www.officefordisability.gov.uk/publications/report/
The Rite Report on transition issues for people with more complex needs - http://www.darefoundation.org/whatwedo/index.aspx?id=158
Don't Push Me Around! Report:  Barnardo's and Whizz-Kidz have teamed up to produce a new report - Don't Push Me Around! - that looks at the state of wheelchair provision to young people. The report finds that a lack of money and a postcode lottery of provision are having a disastrous impact on the lives of many disabled children across the UK. The under funding means that young people who need wheelchairs are generally only given the most basic of equipment, despite the fact this regularly fails to meet their needs. 






   Top of the Document  At the same time, lengthy waiting times for assessments and provision mean that disabled children's life chances and childhoods are even further diminished. For more information visit: http://www.whizz-kidz.org.uk/dont_push_me_around.pdf 

House of Commons -Education and Skills - Third Report Here you can browse the report together with the Proceedings of the Committee. The published report was ordered by the House of Commons to be printed 21 June 2006. http://www.publications.parliament.uk/pa/cm200506/cmselect/cmeduski/478/47802.htm 

TRUTH HURTS – Report of the National Inquiry into self-harm among young people - http://www.selfharmuk.org/docs/self%20harm%20report%20lowres.pdf 

FIGHTING ALL THE WAY:  PARENT’S EXPERIENCE OF CHOOSING A SCHOOL FOR THEIR DISABLED CHILD:  The survey of parents revealed 60% said they had no choice of school for their disabled child and out of these, 44% were unhappy with that option.  Find out more by visiting this direct link: http://www.scope.org.uk/downloads/publications/Fighting_all_the_way.doc 

PARENTS TELL MPs AND MINISTERS WHAT IT IS REALLY LIKE:  Recently parents of disabled children had an opportunity to tell the Government how they would like to see services improved for disabled children and their families. This rare opportunity came about when a consortium of charities, which includes Mencap, persuaded MPs and ministers to hold three parliamentary hearings. Each hearing focused on a different area of children’s services, including early years, family support and transition.  As a result of the hearings, a report will be produced in October. Mencap will be contributing evidence to the report, both independently and as a member of the campaign consortium Every Disabled Child Matters. For more information visit: http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode=NENE&areacode=NEWS_fpld&id=10357 

Resources:
Parents and carers are now able to access a wealth of resources, which are suitable for home use, by visiting www.widgit.com/parents Designed by Widgit Software, the longest running Special Educational Needs software company in the UK, this NEW web area aims to support parents and carers of children or young people with learning difficulties through an innovative range of downloadable symbol-supported resources and activities.  By visiting www.widgit.com/parents parents and carers can provide children and young people with fun and stimulating educational activities in the comfort of their own surroundings. Developed by parents and teachers, these 'ready-to-print' resources and activities include; symbol-supported and text only stories, language and communication help sheets, books and materials to help with reading at home, crosswords, word searches and games, calendar templates, nursery rhymes, vocabulary cards and much more.

Shaping the future: A vision for learning disability nursing. UK Learning Disability Consultant Nurse Network (2006) http://www.ldhealthnetwork.org.uk/shapfutdoc.pdf 

Promoting access to healthcare for people with a learning disability – A guide for frontline NHS staff http://www.ldhealthnetwork.org.uk/bestpractice2006.pdf
Heatwave – Supporting vulnerable people before and during a heatwave: Advice for care home managers and staff http://www.ldhealthnetwork.org.uk/heatwaveadvice.pdf
Heatwave – An NHS guide to looking after yourself and others during hot weather http://www.ldhealthnetwork.org.uk/heatwave.pdf
Can do volunteering  - This guide focuses on how to involve young disabled people (aged 16–25) in volunteering programmes. It is recognised that involving young disabled people as volunteers is part of a wider issue of inclusive volunteering and where possible, links have been highlighted. Download the complete guide (3.4MB) 

Impairment and Disability: a world of difference.  Mole Chapman provides some really useful guidance around the vexed area of terminology.  Disabled people use the term ‘impairment’ to talk about their medical condition or diagnosis or description of their functioning.  On the other hand ‘disability’ describes the social effects of impairment.                                      Top of the Document ‘Disability’ is not a description of a personal characteristic.  A disabled person is not a ‘person with a disability’ as the person does not own the disability in the way that you might be ‘ a person with brown hair’.  Consequently, the opposite of ‘disabled’ is not ‘able-bodied’ or ‘abled’ but ‘non-disabled’ or ‘enabled’.  Email Mole Chapman to receive your own free copy of ‘Word Power – The Art of respectful language: info@equalitytraining.co.uk 

Free weekly planner for deaf children available from the NDCS 

A new weekly planning board designed to take the stress out of explaining to deaf children what activities or appointments they are taking part in that week is now available free from the National Deaf Children’s Society (NDCS). My weekly planner is an A3 wipe-clean magnetic board for families with deaf children to use together. Teachers of the deaf have been using visual planners like this for many years, with great success. They have found that they help parents and carers explain activities and appointments to deaf children, as well as developing the child’s reading and writing skills and concept of time. My Weekly Planner is available free to every deaf child in the UK. Click here or visit www.ndcs.org.uk/parenting to order online or call the NDCS Freephone Helpline on 0808 800 8880, open Monday to Friday 10am - 5pm.

Scope Early Years new training Brochure - now available and includes several new training modules:  Starting School, Food Talks and Supporting Sibling.  Also in the brochure is the opportunity for individuals (or groups) to sign up to one of our special training sessions on Including Children with Complex Needs. These sessions will be held during autumn 2006 and spring 2007 at venues around the country. For more information or to order a printed brochure, Email: earlyyears@scope.org.uk or to download a copy visit: 
http://www.scope.org.uk/downloads/earlyyears/scope_EYtrain.pdf 

NHS Easy Guide – An Easy Guide to Cervical Screening – a leaflet by and for women with learning disabilities - http://www.ldhealthnetwork.org.uk/cerscreen.pdf 

NHS Easy Guide – An Easy Guide to Breast Screening - a leaflet by and for women with learning disabilities - http://www.ldhealthnetwork.org.uk/brscreen.pdf  

“What’s wrong with you?” by Anita Gracey

        Since my impairment first became apparent, “What’s wrong with you?” Is the question I get asked the most.

        I at first treated this question with relish as for several years’ people assumed I was drunk.  I thought people were genuinely interested in the intricacies of my impairment ‘Friedreich Ataxia’.  But alas as people couldn’t get their head round the name – “Free wha? Free drink and a taxi?”  I would explain the genetic structure of how both my parents were unknowingly carriers of this rare condition.  Eyes would glaze over at the ‘science bit’ and they would reply, “So you were in an accident then”.

        Of course in the world of impairments you have CP for Cerebral Palsy or MS for Multiple Sclerosis.  As luck would have it I could announce “There is FA wrong with me”.  This reply was seen as rude rather than clever.

        So next I started telling people I had MS.  They could nod knowingly and tell me how brave I was.  This worked for a number of years but then coincidently one of my best friends was diagnosed with MS.  I felt uncomfortable misrepresenting my friend’s impairment.

        I then told people I been in a motorbike accident.  Well by people, I mean boys.  All that leather and speed makes a sexy combination; one has to take advantage wherever one can.  Anyway this worked well until one night a man asked in reply, “What type of bike was it?”  Well with his short hair and no visible tattoo’s, how was I to know he was a biker?

        Recently when people ask, “What’s wrong with you?”  I invariably say “I have a cold.”  I enjoy the confusion and the flustered gesturing towards my wheelchair.  “I meant that,” they say. I know I should answer from the Social Model perspective.  And answer how I have impairment and it is the world around me, which is ‘wrong’ and disables me but its more fun teasing the myths and misconceptions of life.

        Nowadays I tell people it’s none of their business.
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Treating Autism- how you can help - Treating Autism has recently launched two petitions as part of our campaign for improved health services for our children.  There is an on-line petition to the Prime Minister and a paper petition to the House of Commons.  Please visit our website and click on the petition link: www.TreatingAutism.com
Could someone you know have a neurological disorder?

Is your child showing some signs that his/her motor skills are not up to par with his/her peers?  Perhaps he’s a bit unco-ordinated – tripping and falling regularly while playing with friends.  Is he/she walking on his toes or complaining of leg pain?  While these symptoms could be the result of a number of conditions, you may want to ask your doctor about an inherited neurological disorder known as CMT.

Charcot-Marie-Tooth (CMT) disease, a hereditary neuropathy, is a close cousin of the better-known muscular dystrophy.  It was named after the three doctors who discovered the condition in 1886.  CMT is the most commonly inherited form of hereditary neuropathy – a condition where extreme muscle weakness may occur and ultimately can rob people with the condition of normal use of their legs, feet, arms and hands.  Many people have the condition and don’t even know it.  It affects more than 23,000 people in the UK and is the most common genetic neuromuscular disorder.  Visit www.cmt.org.uk to find out more.

OUTSIDERS are a nationwide, self-help, community providing regular mailings, and unthreatening events where people meet up and practice socialising. Members appreciate a club where they are totally accepted, and some of the most amazing relationships have been formed. Visit: www.outsiders.org.uk
Home From Home Care - Recognising and celebrating the uniqueness of every individual. Home from Home Care offers one-to-one care in exceptional homes to residents with learning disabilities and challenging behaviour.  For more information visit: http://www.homefromhomecare.com/indexMain.htm



The Respite Association:  A small but growing National Charity formed by a group of individuals who had all had personal experience of the need for Respite Care provision.  We recognise that unless the carer is looked after they will eventually become exhausted and unable to continue to provide the vital support that they are giving to their loved one/s.  The Charity does not provide carers; it simply provides the funding for a carer.  Obtaining the services of a Professional Carer can be very expensive and it is with meeting this sort of cost that we will hope to give assistance.  For more information contact The Respite Association Tel: 01406 701944 Email: help@respiteassociation.org 

Get Connected finds help for young people, under 25, anywhere in the UK, dealing with any issue. Get Connected provides a free, confidential helpline that gives young people in difficult situations the support and information you need to decide what you want to happen next. A Get Connected Helpline Worker will listen to whatever's bothering you and ask you some more about the situation. You won't be encouraged to tell us anything you aren't comfortable talking about and you won't be hurried. You can talk to us about anything.  Your conversation with the Helpline Worker will be confidential and the Helpline Worker will be impartial and supportive at all times. For further details:  Tel: 020 7009 2500 Email: admin@getconnected.org.uk website:  www.getconnected.org.uk 
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Things to make life easier
TOUGH FURNITURE: We are specialist furniture manufacturers who supply furniture into areas where challenging behaviour is encountered. For more information contact:  TOUGH FURNITURE Tel: 01588 674340 www.toughfurniture.com
www.lecomputer.co.uk for Touch Screen Computers.

OVER THE COUNTER THREADWORM TREATMENT:  OVEX Suspension/tablets for adults and children over 2 years.  A single dose of this medicine will kill threadworms. However, it may not destroy their eggs, which can cause re-infection and also infect other people.    Top of the Document It is therefore strongly recommended that all members of the family are treated at the same time and that precautions are taken to prevent re-infection – (Not suitable for pregnant, breast feeding women and children under two) - In case of re-infection, a second dose can be taken after two weeks. Can be bought from your local chemist or on line from: http://www.expresschemist.co.uk/index.jsp?subframe=templatepage&pageid=7716 

CROSSBOW EDUCATION - Dyslexia teaching resources: coloured overlays for reading, "dyslexia friendly" spelling games and other phonics activities, study skills and elementary maths games.  For more information visit: http://www.crossboweducation.com/ 
FREEDOM TO BE WILD - The Conquest is the UK’s first high performance tricycle that can be driven from a wheelchair. The vehicle provides a level of performance and mobility previously unattainable. It is designed for people with disabilities from the waist down. Drivers can roll their wheelchairs onto the vehicle via an automated access ramp. All of the controls are hand operated. For more information visit: http://www.martinconquest.com/. For a test ride Tel:  0161 351 0324 or email: Charlie@martinconquest.com  

PORTARAMP – We offer a simple and cost effective solution to many of the access problems encountered today.  We have a comprehensive range of products to suit any type of entrance; alternatively we can quickly design and manufacture a Portaramp to your own specification.  For more details Tel: 01953 714 599 Email: sales@portaramp.co.uk or visit Website: http://www.portaramp.co.uk/  

HARNESS RESTRAINT SYSTEMS:  Our many years of experience in determining and developing solutions for special needs enables us to offer the best advice and best seats and accessories available. For more information visit: http://www.safetyfirstsales.com/child_special.html 

ANYTHING LEFT HANDED: We have been providing left-handed products and information for lefthanders since 1968 and have over 250 products that will make a real difference for you. We guarantee you will love anything you try. http://www.anythingleft-handed.co.uk/ 

[image: image18.wmf]THE CHILLOW:  The Chillow ® is designed to keep your pillow cool. Turning over the pillow in search of a cool spot is history. This device produces a lasting, cool and comforting sensation without blowing air, making noise, or costing money to operate. There is no other product like it on the market. Activate it one time and leave it in your pillow. The soothing, relaxing effect will give you superior sleep night after night. Never too hot, never too cold... the user is always perfectly comfortable. It is a flexible, leak proof, cushioned pad that provides unique support with thermal regulating characteristics not present in dry foam, gel filled or basic water-filled products. www.chillow.net
USEFUL INFORMATION
Where there is a Will there is a Way!

Making provision for your loved ones, through your Will, is very important for everyone. However, it is even more essential for those who have disabled children, if they wish to ensure their hard earned assets are not eroded and will be used for the benefit of the whole family.

If you do not have a Will, the Laws of Intestacy will dictate exactly who gets what. Often, this is not in the best interest of the whole family.

If a mentally disabled person benefits directly, either from a Will or Intestacy, a Receiver will have to be appointed by the Court of Protection to manage these assets. This is an unnecessary layer of bureaucracy, which can be avoided by careful planning through your Will.

Additionally, a charge can be placed on the assets by the Local Authority to fund any benefits being received. This can be mitigated by a provision in your Will to create an appropriate Trust. 

The Will Writing Partnership has a range of Fact Sheets designed to help you understand what should be included in your Will, including providing for a disabled relative.

We are available to help those who need help and guidance on this very important subject. We will explain, in plain English, everything you should consider in planning for the future of your loved ones through your Will. This can be handled by telephone, email and post, depending upon your wishes.

We are also happy become involved with any charitable bodies working in this area. We will make a donation to the charity for any business resulting from that source.

For more information visit our web-site www.thewillwritingpartnership.co.uk or telephone free on 08000 93 92 21.
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Virtual Scanning is a cognitive psychology-based software technology, which, in a computer-based test of only 15 minutes duration, is able to relate our sensory perception and our behaviour to our psychology and to our health in remarkable detail. Moreover by determining the extent of the sensory deficit, and using an unprecedented level of understanding of how the brain waves regulate our physiological systems, this enables us to design a person-specific light therapy which can address the identified deficiency, and which can eliminate the psychosomatic origins of the ailment. This technology is confounding the academic, medical and scientific communities. It is based upon the premise that our brain operates at the head of a hierarchical system which regulates ALL of our physiological functional systems and that this mechanism is influenced by colour and by the brain waves. In other words our sensory perception, our behaviour, our psychology and our physiology are actually part of the same processes. The people who consult us and find success with this therapy are mostly people who have tried everything else – conventional medications and complementary health – and who still seek a remedy for their ailment(s). Is this so surprising when considering that c90% of drugs are acknowledged by senior pharmaceutical industry executives to be ineffective in c50% of the population and when considering that there are often very significant side-effects which are associated with the use of a drug? Despite the huge investments, which have been made in biochemical, research there is a great deal about the human workings, which have yet to be explained. For more information visit: www.montague-diagnostics.co.uk
New participation e-newsletter The end of July saw the launch of a new free Contact a Family e-newsletter focussing on issues around parent participation. The newsletter will be every two months and will be a resource for parents and those working to develop parent participation Subjects covered include: articles on parent participation work around the UK, funding opportunities, section to post questions or ask for information/advice from others, legislation/policy updates, good practice, celebrating successes and resources.  If you have some news from your participation work, which you would like to include, or any comments or suggestions please email me: liz.ranger@cafamily.org.uk. To receive the e-newsletter click on http://lists.cafamily.org.uk/lists/ .

Local Network Fund for children and young people – could a grant help your group? 1-year grants, from £250 - £7,000 available across the whole of England.  Grants are available to small voluntary or community groups working with children and young people aged 0 – 19 or young adults up to 25 with learning difficulties.  The types of groups which have been funded so far include: arts & sports activities, youth & uniformed clubs, special needs & family support, toddler, pre-school, & out of school groups.  Would a grant help your group give new opportunities to the children and young people in your area?  Do you have a new project or activity that you would like to carry out?  Please ring 0845 1130 161 to apply for an application pack.

For Scope Early Years news updates: email earlyyears@scope.org.uk and put ‘newsletter’ in the subject line of your email.

Convert Word to PDF - Convert Hyperlinks and More - Includes convenient toolbar button http://www.docudesk.com/deskPDF_Professional.asp?PARTNER=adspw&gclid=CKyF19rvoIcCFQgZUgodFSjT7g 

Call for more Disabled Characters in Books:  A group of schoolchildren met illustrator Quentin Blake in London to discuss their hopes for including more disabled characters in books.  The youngsters handed over the findings of a consultation carried by the charity Booktrust that asked children in schools across the UK for their views on the representation of disability in literature. For more information visit:  http://www.learningdisabilities.org.uk/profilenews.cfm?pagecode=NENE&areacode=NEWS_fpld&id=10187 

A NEW WAY TO PAY FOR YOUR POST:  Since 21st August 2006 we have changed the way post is priced. Previously, the system was based only on the weight of your items; the new system will be based on both size and weight. For more information visit:  http://www.royalmail.com/portal/rm/content2;jsessionid=TVPPQWN0P4GYCFB2IGEUPLQUHRAYUQ2K?catId=400105&mediaId=21100324&campaignid=pipbottompromo 

Donate a PC:  A free 'matchmaking' service for individuals and organisations to donate un-needed hardware (computers, printers etc) to UK charities, not-for-profit organisations and educational establishments (hardware only - no software please). For more information visit: http://www.donateapc.org.uk/ 



                 Top of the Document
Free to charities:  This free service is available to charities and voluntary organisations provided your organisation: - has charitable purposes, does not already have a web site, and is unable to develop a web site itself, uses the English language.  We undertake to provide development of your web site, hosting of your web site with an address of the form "www.freetocharities.org.uk/yourname", but if preferred you can use your own domain name to forward to this address, monthly maintenance of your web site. You e-mail requests for changes to the existing pages or the addition of new pages to your web site, a count of the number of visitors to your web site each month which you can view by visiting www.freetocharities.org.uk/yourname/visitors.php".  For more information visit: http://www.freetocharities.org.uk/freetocharities/websites.html 

A new online database of journal acrticles and books about learning disabilities:  CASonline is part of BILD's Current Awareness Service.  It is a searchable database containing references to over 40,000 journal articles, books and pieces of research covering all aspects of learning disabilities. These are grouped into 150 topic categories and cover more than 20 years of publications. The database is added to monthly.  CASonline is particularly useful to students and researchers who need a reading list of material on a particular topic. Top of the Document     Many of the articles listed can be obtained from BILD as a photocopy.  The full database is available as a subscription service. You can try it here by using this sample version. For more information visit:                 http://www.bild.org.uk/05casonline.htm  


USEFUL WEBSITES

www.handsoffmyplan.co.uk This website was planned and is run by people with learning disabilities, and is a great way to have your say and stay in charge!

www.citizensonline.org.uk Citizens Online is a national charity committed to researching and addressing the issues of Universal Internet Access and promoting digital inclusion.

www.nationalarchives.gov.uk/domesday Domesday Book is one of our earliest surviving public records, and the foundation document of The National Archives. You can now search and download images of Domesday online.

www.paulakluth.com/index.html  This website is dedicated to promoting inclusive schooling and exploring positive ways of supporting students with autism and other disabilities.  

www.ok2b.org.uk  ok2b seeks to achieve a positive shift change in the public’s attitude towards people with mental health problems through a long term high-profile events and media campaign

www.upfordowns.co.uk ... Welcome to "Up for Down's", the new community for parents to talk about their experiences with Down's syndrome...

www.caringbridge.org/me/hannahuk Welcome to Hannah's webpage. Hannah was born on 5th July 2002 with Down's syndrome and a heart defect. She went on to have open-heart surgery at 9weeks.  We created this site as we wanted to portray that having a child with Down's syndrome was a positive thing and having a life full of hope and joy instead of feeling that when the first diagnosis is given that their world crashes in around them.  We hope that by coming here that people will appreciate the true value of their children even though the path we walk is not always easy we hope that you will share with us the highs and lows of Hannah's journey which we have been chosen to take.

www.jobslave.com JobSlave.com is a network of job sites covering everything from bar jobs in Sydney to banking jobs in London. Post your CV online and apply for jobs at the click of a button.

www.midshop.com Welcome to your source for gaming information on the net. Whether it's video gaming, hobby gaming, tabletop gaming, or whatever else you're looking for, midshop.com has it! 

www.embarrassingproblems.com We hope we can help you deal with health problems that worry you and that are difficult for you to discuss with anyone.
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www.missyou.org.uk At some point in our lives, we all experience a sense of loss following the death of a family member, friend or colleague. Remembering, paying tribute to and celebrating the lives of those people is very important to many of us, and we can do so in a variety of different ways. Missyou is just one of those ways. Using Missyou, you can easily create Tribute webpages in memory of someone special. 

http://www.fpa.org.uk/about/pubs/index.htm fpa (Family Planning Association) produces an ever-expanding range of books, leaflets, videos and other resources. 

www.orpha.net ORPHANET is a database dedicated to information on rare diseases and orphan drugs. Access to this database is free of charge. ORPHANET aims to improve management and treatment of genetic, auto-immune or infectious rare diseases, rare cancers, or not yet classified rare 

diseases. ORPHANET offers services adapted to the needs of patients and their families, health professionals and researchers, support groups and industry. 

www.gateway-uk.org Gateway - supporting library staff improve access to reading and information services by visually impaired people.

http://www.madaboutbargains.co.uk/ - This website is for bargain-hunters to share information.
http://www.intellectualdisability.info/values/downs_as.html - Finding out you're carrying a baby with a condition such as Down's syndrome can be a devastating blow. But what's it like to be born with it? Here, in her own words, one woman explains why such a diagnosis is far from the end of the world.

http://www.skype.com/intl/en-gb/helloagain.html- SkypeOut is the great, low-cost way to call landlines and mobiles direct from Skype. 

 http://www.berkshire.nhs.uk/bhct/older-persons/default.asp - Reading Old Age Psychiatry Information.  The site has been developed to provide relevant information for older people with mental health problems in Reading and their carers. It was put together by a local team including users of the service. It may also be useful to professionals. 

http://www.cppih.org - The Patient and Public Involvement (PPI) Forums are here to make sure the public is involved in decision-making about health and health services in England. There are over 400 PPI Forums, one for each NHS Trust in England. They are working with all sectors of the community and finding out what people really think about health in their local areas.

http://www.shaw-trust.org.uk - Shaw Trust is a national charity that provides training and work opportunities for people who are disadvantaged in the labour market due to disability, ill health or other social circumstances. We are the largest UK provider of employment services for disabled people.  

www.imagesofdisability.gov.uk - Images of Disability (IOD) is a cross-government initiative lead by the DWP to 'mainstream' images of disabled people into Government advertising and publicity. And we want to influence the private sector too.
http://www.sayitworks.co.uk/ - Working with a team of illustrators and consulting with professionals, support staff and non-readers, Say It Works have produced images that are bright, contemporary, relevant and user friendly. Above all they are easy to understand.
www.bluetreecommissioning.co.uk Blue Tree is a management consultancy with a difference.  We specialise in mental health and learning disability services only.  We promote the involvement of service users in all our commissioning activities.  We are a community interest company.  

www.webenable.org - We are a not-for-profit organisation providing fully accessible multimedia websites for people with a learning disability.

www.splint.org.uk A website by Adrian Fox who is a disabled poet from Northern Ireland.

Top of the Document
www.suffolklifecoaching.co.uk If you feel you would like support in making changes in your life, maybe Life Coaching sessions could help you.  You may not be able to have life 100% as you would like it due to circumstances, but there is always room for change provided you are willing to have an open mind and want to make changes.  A Life Coach acts as a confidential sounding board for you to explore your situation and examine your beliefs about yourself and the world.  Some of these beliefs limit us in life - take time out to explore your situation, let go of limiting beliefs and create new ones, which could make life more enjoyable.  For more information, 'Face to face or telephone sessions available to anyone from anywhere, not just Suffolk' visit my website - Susan Denny
www.londonsportsforum.org.uk - London Sports Forum for Disabled People (LSF) is a registered charity promoting the sporting interests of the one million disabled young people and adults in the Greater London area.









www.advocacyhaf.org.uk - Hammersmith & Fulham Advocacy
http://www.patientopinion.org/ Patient Opinion is all about enabling patients to share their experiences of health care, and by doing so help other patients — and perhaps even change the NHS.

www.earlybirdsmusic.com - Action Songs, Speech Development songs, calming down songs etc.,

http://www.wforum.com/online/length.htm - This website is brilliant when wanting to convert measurements (i.e feet to inches)

http://www.guidestar.org.uk/ - Welcome to Guidestar UK, the first place to look for comprehensive information about every charity - from the largest national charity to the thousands of small charities that are active in every community.

http://www.officefordisability.gov.uk/ - On this website you can find out about the work of The Office for Disability Issues and share your views with us.

http://www.saynoto0870.com/search.php - How to find an alternative number to 0870

http://www.royalmail.com/portal/rm/postcodefinder?pageId=pol_pcfresult&catId=400145&_requestid=336 - How to find a postcode.
ITEMS FOR SALE:

Mothercare high chair £25  & Mothercare baby bouncer £5 buyer to collect from Chelmsford Essex.  My contact details: Michele_lewington@hotmail.co.uk


Many thanks to everyone who helped to contribute to this 3rd issue of Positive Aspects. 
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