Victorian Ushers Club

Newsletter Vol. 2 No. 3 June 1996.

The committee of the Victorian Ushers Club are:

Rear row: from left - Allan Lawson, Heather Lawson and Peter Tarrant.

Front row: from left - Gina Pontelandolfo and Colleen Tarrant.

Dear Friends,


Hello to the readers. It is now winter, we have not yet heard any report about the snow up there in the mountains, although it is too early for us to see what is happening.


The Easter holiday period has passed, we have raised 405 dollars from our Easter Egg basket raffle for the Victorian Ushers Club. We would like to thank you all for helping us selling the raffle tickets and the winning prize was Mary Derstepania from Brighton.


We had not much happening on April 27th because we had some other commitments on the same day, which we couldn't make it to visit the Wool Muesum in Geelong.


Anyway, maybe we could go next time this year if you are still interested in going to the Wool Muesum, or anything you want to go anywhere to see, please feel free to let us know and we could keep your suggestions in the outing lists for future arrangements.


There are many places to see but we are not sure whether you are interested or not so please give us your interests and we will always be happy to make the arrangements.


Remember, the Victorian Ushers Club is our club, you are most welcome to tell us whatever you want to do something or something to improve our club to make you feeling more comfortable. We could put your suggestions in our Ushers Club priority list and the Ushers committee will be happy to consider about the future improvements.


The weekend workshops at Tye Estate, Romsey on 28th to 30th June has been cancelled. Therefore, we have changed the program to have the assertive training courses in July and August. More details in this newsletter.


A couple of weeks ago, I received a surprise telephone call from Richard Howell from Queensland. Richard, who has Usher syndrome told me that he and his wife Nina will be coming down to Victoria, and staying in Geelong and Melbourne from June 19 to July 7. Richard would like to meet the Ushers group again. It was a pleasant telephone conversation with Richard. The Ushers committee are considering to have a get together lunch somewhere on Saturday, 29 June. Please let me know by ringing on TTY (03) 9568 2371 by Friday 22 June and I can get some sighted guides to help us for the day.


Here is an article in this newsletter for you to read. The article was published from the Usher Syndrome Information Kit and was written by Gina Pontelandolfo. Gina is the one of the members of our Ushers group, wrote about her experiences in life with Usher syndrome.

From Heather Lawson, President Of VUC.
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Living with Usher's type 1 by Gina Pontelandolfo
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USHER'S ASSERTIVE TRAINING PROGRAMME


The program will be for assertive training workshops with Carla Anderson. 

WHAT: How to ask/demand for better changes for Usher's -


Do Ushers have same/equal life as others - why??


Deaf Speakers

WHERE: In the meeting room, at the Victorian Deaf Society, 101 Wellington Parade South, East Melbourne.

WHEN: Saturdays July 6th, 13th, 27th, and August 3rd, 1996.

WHAT TIME: Be there before 10am, the workshop will start at 10am SHARP until 12 noon.

USHERS WORKSHOP


The program for September workshop on Saturday 7th, 1996 to be held at the Association for the Blind, 454 Glenferrie Road, Kooyong. From 10am to 1pm so you can bring your own lunch and we can have lunch together there.


We will meet Peter Richards the Recreation Officer and he will talk about sports and recreations that blind people can play or join in as well, deafblind people may try too. You all are welcome to try anything like tandem bike (two seats bike), grass cross country skiing, ten pin bowling and some more.


Any queries, please do not hesitate to contact Carla Anderson on (03) 9775 8164 (TTY) or let her know if you are or are not coming. It is important to let Carla know how many Ushers people are coming.

A VISITOR FROM THE UNITED KINGDOM


You may know one of these people from England called Mary Guest, we heard that Mary will visit Melbourne in July.


Mary Guest is a professional and hearing person who works at the Sense. Sense is the one of the largest organisations in the United Kingdom to provide services for deafblind people as well as the Ushers people. She is especially working with Ushers people. We have made a date for the Ushers group to have an informal chat with Mary Guest at the Victorian Deaf Society, 101 Wellington Parade South, East Melbourne on Wednesday 17 July 1996 from 1pm to 3pm. We could share and find out what they do in England for Ushers people. Afternoon tea will be provided.

SNOW WEEKEND AWAY AT MT BAW BAW


The Ushers weekend away camp in the snow at Mt Baw Baw in August from Friday 23rd to Sunday 25th, 1996 and we will stay at the RVIB Ski Lodge in the Mt Baw Baw Alpine resort, very close to the snowfields, chairlifts, etc.


About seven Ushers people are going for the weekend rage and we would like to have some more Ushers people (about three more) who are interested to join with us. The RVIB Ski Lodge is limited to 20 people. It means we will have about ten sighted guides to come along with the Ushers group.


Although we will need to know whether you want to do for the weekend (Cross country skiing or Downhill skiing or walking around for sightseeing or relaxation or something else, etc.) and we will find the suitable sighted guides to support the Ushers group. There are some options below for you to consider about.

Here are the prices for the weekend:

$80 including accommodation, food, petrol, wheel chain, etc.

Ski Hire:

If you want to hire the skis equipment:

Same prices for Cross country skiing or Downhill skiing (including skis, poles and boots) cost:


$22 for 1 day;


$33 for 2 days;


$18 for half-day starting at 1.00 p.m.


You will have to pay $20 deposit when you hire the skis equipment and the deposit of $20 will be given back to you when you finish the skiing.


If you want to change over from downhill ski to Cross country ski or Cross country ski to downhill ski equipment, you will pay $5 per set every time change takes place.

Walking Boots:


If you do not have any walking boots for sightseeing. You can hire a pair of walking boots at the Ski Hire, Alpine Resort in Mt Baw Baw.

The prices for walking boots are:


$7 for 1 day and $10 for 2 days plus $20 deposit for each pair.

For Toboggans:


If you want to ride on a toboggan for your joyful rides.

Hire - $5 and $5 deposit for 1 day;


$7 and $20 deposit for two days.

DEADLINE:


Please let Heather Lawson know by 6th of July 1996 by ringing on (03) 9568 2371 TTY or writing to her, 2/58 Coorigil Road, Carnegie, Vic. 3163. If you do not let us know by 6th July, you will miss out.

Deposits for the weekend:


If you are still wanting to come, please pay 40 dollars deposit by Friday 12 July and the final payment of 40 dollars on Friday 9 August. Please send the deposit in cheque to the Victorian Ushers Club, the address you can send to Colleen Tarrant, 3 Cooinda Court, Frankston, Vic. 3199.

For more information, please feel free to contact Heather.

INTERNET NEWS


A person would like to explain what the types of Usher syndromes are.  It is very confusing.  Usher Type 1 means people are deaf and have inner ear balance problems and then develop RP.  1A, 1B and 1C are the three different genes which cause Type 1 and are called A, B, and C simply because 1A was discovered first, 1B was discovered second and 1C was discovered third.  1A was found in France and 1C is found in the Acadian population, many of whom live in Louisiana.  1B is the most common type and is found all over the world.


There is also Type 2A, which means people are born hard of hearing and the inner ear balance is fine and then they develop the symptoms of RP. So far only one gene has been found for type 2 but there are undoubtedly other genes for this type.  Therefore, the geneticists say 2A.


There is also a Type 3 which has been found in Finland and in people of Finnish descent.  Only one non-Finnish (we think) family has been found. Almost all of these people are born with hearing but go deaf when they are older (any time between childhood and mid-adulthood).  About half of these people have balance problems.  The RP starts about the same time as in Usher Type 2.

Hope this helps.

LIVING WITH USHER'S TYPE 1

By Gina Pontelandolfo March 1993.


When I was a little girl I had problems with my eyes. I couldn't read from the blackboard or books, or see T.V. So I had to wear glasses.  But this didn't stop me from doing sports, I was good at most sports, and I played netball, basketball and swimming. I also was in running, high jump and gymnastics.  During all these activities and going to school I had no problems with my eyes except for my glasses to read and watch T.V.


When I was eighteen years old, I got a driving license.  I married at nineteen and after two years of bliss, things started to sour.  After another three years we separated, and that was when the tunnel vision started.  I was working at the time as a machinist.  I think with the combination of the work and the separation my eyes deteriorated faster.  It was my friend who noticed I was not seeing things properly.  Also other friends thought I was a snob because I wouldn't acknowledge them.  So my friends insisted I see a Doctor.  For seven months I went with my parents to one doctor after another with no answer to my eye problem.


Then at last one Doctor from the Royal Victorian Eye and Ear Hospital found out what was the matter.  I was about thirty when I found out I had R.P.   But I did not understand that my R.P. and deafness meant that I had Usher's.  I did not find out about Usher's for six more years.  Then I joined the Usher's group and found out there were other deaf people like me.


I learnt a lot from that group and now I understand a lot more about my Usher's.  At the same time I was going to the Institute for the Blind to learn white cane and Braille.  All of this has made me more independent again!  I can go for long walks, go swimming, and go out with friends.  Before, I was always at home and didn't feel very well.  I always had headaches and had to wait for friends to take me out.  Now I can go myself!  I can't be without my white cane, it is my best mate.  I used to worry about the future.  Now I feel more confident and don't worry as much.

ANY NEWS


If you have any news, suggestions or write stories about your life in sports, adventure, holiday or something new, etc. please address them to:

Peter M Tarrant, Secretary of VUC, 3 Cooinda Court, Frankston Vic 3199. Phone: (03) 9783 4957 (TTY)

E-mail - ptarrant@ozemail.com.au

