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To join NHDowns e-group

Send an email to 
nuttall@boltblue.com 

and receive an online

invitation to join.


























Over the last year many families have joined us for tea and toys at Walsworth Church Hall, held approximately every six weeks. However, we know that this style of meeting doesn’t fit in with all your schedules and interests and that you would like to see a wider range of social and educational activity. 


The group now has an events and activities co-ordinator (me, Sande Nuttall!) and a fundraising co-ordinator (Julie Evens) and over the next few months we are going to experiment with some different  types of events spanning, mornings, afternoons, evenings and weekends. If they are successful we aim to make them regular features of our programme. 


First we will be offering an afternoon tea and a coffee morning  for parents  and children.  If these are supported we will repeat them around the area. We will also be doing some summer events for families, kicking off with a barbecue in Letchworth and a pub lunch in st Pauls Walden. We are also currently looking into getting together a speech development group and a music group.


Look for the full programme on the back of this newsletter.























Sande and Bill, Marion and Florence Nuttall are hosting a barbecue for Up on Downs with relatives and friends. It will be at our home in Letchworth on July 8th from 2pm onwards. 


This has had a very positive response from members so far so we are hoping for a good turn out! We also hope some of the Bedfordshire Downs group will also make it meet us and to share information about their activities.


Don’t worry if it rains as we will shoehorn people into the house and serve oven burgers if necessary. But do let us know if there are issues related to the children that you would like us to be aware of, such as food allergies.


If you would like to come please give us a ring on 01462 630 459  so we can prepare for an appropriate number of visitors.


You are welcome to bring friends and family but do let us know numbers in advance. 
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Events, Activities, Fun, Learning…








Family Summer Barbeque











Contacts:


•	Chair: Frances Denning


	� HYPERLINK "mailto:Dennings@Bigfoot.com" ��Dennings@Bigfoot.com�


	01462 435 507





•	Events and activities: Sande Nuttall


	� HYPERLINK "mailto:nuttall@boltblue.com" ��nuttall@boltblue.com�


	01462  630 459





•	Fundraisisng: Julie Evens


	� HYPERLINK "mailto:paul_j_evens@hotmail.com" ��paul_j_evens@hotmail.com�





•	Finance: Paul Holgate


	� HYPERLINK "mailto:Paul.Holgate@bt.com" ��Paul.Holgate@bt.com�
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By now most people will have received an invitation to join the NHDowns e-group. We have set this up so that members can post information about local groups and services that they have found helpful or ask other members for advice on how the system works in our area.  As we all know it can be notoriously difficult to navigate your way around the local Education Authority services and those related to the NHS. There are some good national  and international online chat groups for Down’s Syndrome but as provision is organised so differently for each area at the moment we thought it would be helpful to have somewhere to share and receive local information. 





We can also post files  and reports to the e-group and keep our events listed in the calendar section.
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We have been in touch with Helen Long from the Bedfordshire Down’s syndrome Suport Group. The Bedfordshire group is very well established and runs several services that are of interest to us including a conference, training for Doctors and speech therapy classes. 


The Beds group are very happy for us to cross-promote activities and will support us as we grow and gain ground.


�


�





Speech therapy in Beds


If anyone is near enough to Bedfordshire to be interested in their Saturday morning speech groups Helen Long would be happy to speak to you on 01525 718 068.


The groups are only available to Beds members but it is feasible to join the group for a small donation in order to access them. 














If you require speech therapy locally, this is something Frances Denning has been looking into. Please give her a ring on 01462 435 507 to express interest . 


       

















June 5-9th is Downs Awareness week 2006.


Read more on the DSA website at 


http://www.downs-syndrome.org.uk/DSA_Fundraising.aspx









































Our partners in Bedfordshire 

















Do we need a speech or signing class for Hertfordshire?


Have your say








NHDowns – Your new e-group!








Up on Down’s
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Have you found a music group that was really welcoming? 


Did you take part in a sponsored event or are you still looking for sponsorship?


 Does your local sports centre run activities for kids with special needs?


 Have your kids achieved something we can celebrate? 


Did you hear something on the grapevine or in the media that will affect our children? 


Do you have any campaigns for DS that you would like to promote?


Has someone said something uninformed in the media that you just have to respond to? 


Let us know what you are concerned about and we will get it around to members in the newsletter. 








Please send pictures or text to � HYPERLINK "mailto:sande@boltblue.com" ��sande@boltblue.com� for publication. Give me a ring on 01462 630 459 if your information is not in an electronic format or if you have an idea for an article but would like someone else to sound it out with. 


Do you have pictures you could send us for the newsletter? My girls are very photogenic (I think) but so are your kids and we would love to show them off. Please consider sharing some of your family album with us.

















Frances and Sande have been remarkably successful lately in making casual contact with people in pubs and supermarkets! First Frances made a contact who, in return for some information about bird boxes is keen to help access funding for speech groups and last week by the tinned peas in Morrissons, Sande met a wonderful woman with a lovely 13 year old daughter who has DS. This lady works for the Calvert Trust and she has sent us all the following information about it.  


            


Calvert Trust


The Calvert Trust provides specialist outdoor activity breaks for children and adults with either a learning, physical or sensory disability which can really help towards confidence building, self esteem and life skills - all of which translate into everyday life. This may not be appropriate if the child is under 8 but it is something worth considering for the future. Where we are different, is that these breaks (for a few days or up to a week) can include the carer, family or friends if needed. We can also arrange full or part bursary funding where there is financial difficulty. Our three outdoor activity centres are all based in areas of natural outstanding beauty: Exmoor, on the border of Exmoor National Park, Kielder, next to Kielder Water in Northumberland and Keswick in the Lake District. The activities range from horse riding, canoeing, abseiling, carriage riding, sailing... the list is endless.


The concept is amazing - the setting is stunning and it is an experience we promise you will never forget. For further information, please contact Barbara Burnett on 07921 560430 or visit � HYPERLINK "http://www.calvert-trust.org.uk" �www.calvert-trust.org.uk� 












































New Contacts








Inside Story Headline








Have your say!



























































































































































































































































     Why aren’t any events near me?








Events for Summer and Autumn 2006





  Finding a cure for Learning Disability?











We’re not on the Web yet- does anyone know how to create a website for us?





Up On Downs





Chair:


Frances Denning


60 Fishponds Road, HITCHIN, Herts, SG5 1NS





01462 435507


Dennings@Bigfoot.com





This is how it is shaping up so far..


June 12th Afternoon tea at Sande’s house 1-2.30pm. Ring O1462 630. Parents welcome with children or without.


June 23rd. Coffee morning at Julie’s House 9.30-11am. Ring 01462 452 705


July 8th, Saturday family barbecue at Bill and Sande’s. See front for details.


July 29th, 8pm discussion evening at Bill and Sande’s. We will be showing a short DVD  Down’s Syndrome and the Healthcare professional: Telling Parents  and inviting discussion over a glass of wine.	


August 26th, pub lunch at The Strathmore Arms, St. Pauls Walden 12-2pm. Contact Adrian Denning 01462 435 507 for directions and rain plans.


September16th,  Social  at Walsworth Road  church hall, Hitchin 2-4pm. 








Autumn trip – possibly to Wicksteed Park (to be arranged)  We will meet at the site but can arrange some car sharing for those without transport. It is hoped that we can fund entrance tickets for the children.


December 9th, family Christmas party with entertainer and food for kids and tea, coffee and snacks for parents or older siblings! 4-6pm at  Norton Methodist Church Hall, North Avenue Letchworth. 
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You may notice that the events planned so far are anchored around Hitchin and Letchworth, because this is where your organizers know how to find things. If anyone can offer a home or suggest a hall, pub or picnic site they are familiar with for an event please let us know. We would be especially keen to find something more convenient to members in Stevenage and Welwyn Garden City. 


If you would like to set up an event it can be as simple as letting us know where to meet for a picnic or a panto or offering to have children for a paddling pool session in your garden. Take the plunge and get involved! 























On April 1st I attended the Down’s Syndrome Research Foundation (DSRF) Conference, Bright Beginnings, held at the Institute of Child Health in London. This conference brought researchers from the US to meet families and Doctors in the UK to share their experiences of Down’s Syndrome Clinics and the huge advances being made in understanding and possibly even curing the causes of cognitive decline in Down’s Syndrome. The conference report is on their website at www.dsrf.co.uk. 




































































