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News from Client Services

Times are busying up within all programs and there is an excitement
in the ‘air’ with the forthcoming 14th Deafblind International World
Conference.

Only 3 months to the conference! The conference provides a
wonderful opportunity to exchange ideas and information on issues
regarding deafblindness and will work towards ‘Breaking the Isolation’
and forming ‘Worldwide Connections’. The Scientific Committee has
representation from around the world and has developed an excellent
program. Details regarding registration and subsidized rates for
clients and families of Senses Foundation are included in this
newsletter.

Since the production of our last newsletter, we have had an eventful
and productive 3 months.

We are delighted to welcome new staff members to the team. Judy
Gallagher has commenced working within the Specialist Service
program as Service Development Officer. Judy is an Occupational
Therapist by profession and has extensive knowledge and experience
at management and planning levels, having worked with such
organisations as the Disability Services Commission, ILC and TAFE.

Yolanda Wegman and Loretta Roberts have also come on board and
are working in dual roles as Communication Facilitator, facilitating
people with their individualised communication systems and also
within the Respite service, providing support to families. It is
wonderful to provide these opportunities to further develop the
service for our clients and families.

The Usher Syndrome Support Group is taking off! Robin Hamilton is
coordinating this project and has networked extensively with people
and organisations to facilitate a support network group for people who
have Usher Syndrome, their friends and families. The first Usher
Syndrome Support Group meeting, hosted by Senses Foundation took
place 8th June at our new premises in Kitchener Avenue. This event
was a huge success and exemplifies the enthusiasm and commitment
people have towards developing this worthwhile support group.
There is great interest and enthusiasm in the Usher Syndrome
Preconference Workshop to be held 24th – 25th September. Further
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details on the next Usher Support Group meeting are posted in this
newsletter.

Our Sibling Support project, for younger children who have a brother
and sister with a disability, conducted a Visit to the Zoo, 28th April and
was attended by all family members. This was a fantastic outing and
the next planned event is a trip to AQWA 11th August. A Sibshop
workshop is also planned during the school holidays to provide fun
and support for siblings who have this special and unique relationship
and bond.

The Senses Foundation Camp Project, funded by the Department of
Sport and Recreation (DSR), will enable an overnight bushwalking
experience in the Margaret River Region. This is planned to take place
in spring 2007. In October, a “Sailability Day” will be held for people
to go sailing. If you participate in this day and would like to gain
sailing skills, an opportunity will be provided to participate in a sailing
course. For further details regarding both events, please contact
Richard Long, Community Services Manager.

I hope you enjoy this edition of the GoodVibes newsletter and please
feedback any comments or ideas you may have which will help us to
provide a better service.

This is a ‘big’ year with involvement in events, projects and service
development for clients and families of Senses Foundation. We look
forward to seeing you at many of the forthcoming events.

From
All of us at Senses Foundation.

If you would like to receive GoodVibes via
email, please email Senses

reception@senses.asn.au and we will organise
this for you.
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The full program for the conference is now available online at
www.dbiconference2007.asn.au

Conference Rates

Senses Foundation is hosting the 14th Deafblind
International World Conference in Perth from 25th –
30th September 2007.

To ensure this conference is accessible to as many
clients and families in Western Australia as possible,

Senses Foundation is subsidising half the cost of a full registration or
half the cost of a scientific program day registration, for clients and
families. As a result of this, the cost to clients and families is as
follows.

Full Conference Registration – including the Scientific Program and
the Social Program

Registered and paid before 31st July 2007 - $450 pp.
Registered and paid after 31st July 2007 - $625 pp.

Day Rate Registration – for the Scientific Program only

$150 pp, per day

For those who do not have full registration, tickets to Social program
events are available without discount.

Banquet - $120pp
Opening Ceremony - $120pp
Tourist Activity - $60pp
Closing Ceremony - $50pp
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Report: First Usher Syndrome Support Group (USSG)
Offering Face-to-Face Peer Support

What a wonderful time
we had!

18 people living with
Usher’s attended our first
Usher Syndrome Support
Group meeting, including 3
family members. In
addition, there were 10 staff
from Client Services to
assist people, chat and
meet family. All present
heard from Sharyn Mitchell
about her positive approach
which enables her to succeed with Usher’s Syndrome. There were 2
more stories from people with Usher’s in the information pack for all
to share, one from Wilma Brass and the second from Nina (from
Norway). We were inspired.

There was a summary presented of the three major types of Usher
Syndrome, a description of the services that Senses offers and a talk
from Jan Wood of WA Retinitis Pigmentosa Foundation (WARPF),
about living with Retinitis Pigmentosa and about the work of WARPF.

People were asked to think about what services they needed to
improve their lives living with Usher’s. “People with Usher Syndrome
are the real experts. We must listen to you to find out what you need”
(modified from Ilene Miner, 1998). So, we will be listening to the
questions and suggestions initiated by the people in the Usher
Syndrome Support Group (USSG).

The audience was a varied one. One client we had not met before and,
more importantly, he and his mother had not met anyone with Usher’s.
People with Usher’s were lining up to talk to and support these 2
people. Again we were inspired by the sincere efforts of the group.
Two people with Usher’s were unknown to us and they now have an
idea of the services we can offer.
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We were all kept busy talking to each other. There was even a little
bub to pass around while the mum chatted. Some of us only have very
basic signing and/or finger spelling skills but everyone was in there
doing their best, demonstrating that this group of people are keen to
learn from each other, support each other and improve services. (It
was a great idea to have the AUSLAN interpreters available for the
social part of the meeting too).

Sharyn Mitchell and Wendy Mae Rapson (Communication Specialist)
helped out enormously by getting the on-line support group up and
running for the meeting. Have a look at My Connected Community
(mc2) on the Usher Support WA group. Wow!

So special thanks to the people who came by train from far and wide,
to the people who organized time-off work to attend, to all in the
enthusiastic group who were so willing to get into the spirit of the
morning. People were still chatting together two hours after the
“official” end!

Thank you to the team from Senses Foundation who assisted in many
ways and are committed to improving services for people who are
deafblind.

So good, we have to do it again!

The next Usher Syndrome Support Group will be held on:

Friday August 3, from 10 to 2pm at

Senses Foundation, 11 Kitchener Ave, Burswood

It seemed that people wanted more time to chat at the first meeting, so
we’ve made the second meeting longer for those who can stay.

Maybe we could chat about the format and different ideas you have to
make the group just how you want it. Maybe a different name is a
good idea?

So let me know what you want covered, or any other ideas you have.
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Book your train tickets, or your time off from work or what ever it
takes to be there.

Looking forward to hearing from you soon.

Robin Hamilton
Deafblind Communication Specialist (Tues, Wed)

Ph: 9473 5419 robin.hamilton@senses.asn.au

Usher Support WA – Online Support

Thanks to Wendy Mae Rapson for suggesting this on-line facility and
helping to get it up and running. Most of all, thanks to Sharyn Mitchell
who has enthusiastically agreed to be the moderator of the group,
keep an eye on things and support people in their use of this sort of
support. As someone who herself has Usher’s, people will know that
when they talk with Sharyn, she really does understand the constant
challenges Usher syndrome presents every day. And she will inspire
people to succeed and enjoy a good life (see her story in this
newsletter).

How do you join?
All you do is go to www.mc2.vicnet.net.au and click on ‘Join a
Community’ then just click ‘U’ under the A-Z listing and Usher Support
WA will come up. Then click ‘Join this Group’ and it’ll ask you to
register if you haven’t already done so. Then just follow what it tells
you to do to join the group as a member and then you can post on the
forum or chat and many other things.

******************************************************

A Personal Story

Written by Sharyn Mitchell

Good Morning Everyone.

Welcome to our very first Usher support group get together. I
hope you find today helpful, inspiring or even just comforting in
some way by being amongst people who truly understand what
you go through on a daily basis.
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Let me begin by giving you a brief outline of my story. I’m one of
5 kids – 3 of us have Ushers including myself and my sister Lib
who is here with us today. We have Type 3 Ushers although this is
not a firm diagnosis because no one has ever been able to say for
sure if we are type 2 or 3. We had mostly normal childhoods
regarding our condition – that is: normal schooling etc as our
hearing losses (with hearing aids) were fairly mild growing up.
When I was about 17 a doctor was checking my eyes for some
other reason. He’d used dilating drops to see into my eyes which
enabled him to notice flecks on my retinas that weren’t usual.
This, of course, led to the ‘bomb’ diagnosis of Usher Syndrome for
the 3 of us.

What I’d really like to get across today is how I’ve personally
coped with my condition since then and how I cope with it now.
As you know, it’s a never ending struggle. It’s something that is
always there and is always going to be there short of a permanent
cure (which probably isn’t as far off as it might seem). So, for me,
I’ve found that if I concentrate on only focussing on the blessings
that surround me every minute of the day (instead of the
downfalls) - somehow everything always seems brighter, easier
and more positive. Our condition is going to be there regardless,
we can get tired of it and frustrated with it all we like but it’s still
going to be there at the end of the day, no matter how we feel. So
in my mind, why not completely take my focus off the downfalls
by simply focussing on what makes me feel good about myself and
everything and everyone around me.

Some examples that have helped me recently are joining a
competitive tenpin bowling league for people who are vision
impaired. I happen to love ten pin bowling – I used to bowl
competitively years ago when my sight was better than it is now
but I haven’t had the opportunity till now to take it up again,
mainly because I thought I ‘couldn’t’ because there was too many
obstacles considering I have Ushers. But what I’ve found is that
there is SO much more out there than we can even begin to
imagine and so many people and organisations that are willing to
help you achieve anything you set your mind and heart on.










