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Moving Forward
In order to move forward there are often changes and accommodations to be made. Don’t you just HATE change?  As I get older and more stuck in my ways I seem to try to go out of my way to keep change to a minimum. In this newsletter I have tried to include most of the great ideas and snippets of news that have crossed my desk in the last few months. As I prepare to take time away from most of my clinical work to research and write programs and courses, which will hopefully benefit many, I am constantly thinking “well, maybe I could do this project and that one and that one…..” It’s very easy to take on too much in our busy lives and end up simply exhausted.  We may want to look and feel like this….[image: image1.png]


but end up looking and feeling like this …..[image: image2.png]© www.ClipProjectinfo




So please everyone… take care of yourselves and don’t just take time out to smell the roses but take time out to keep yourselves informed. The field of complex communication needs is young and evolving; things are changing but without us keeping pace with the changes we get bogged down in old ideas, old technology and old belief systems.

To celebrate all that has been in my 36 years of full time work (yes, not one single break for part time work!), we would like to get together with you all in September for either a small scale drink and nibbles or a bigger venture of a concert with written, spoken and sung contributions from you. BUT, we need to know what you might like to do. Please  contact Jenni at Options (Tel: 3285 5522) to let her know if you would like to get together for an after work drink or if you like the idea of us putting together a small concert at Pathways (North Lakes) one Sunday in September.
New Projects from Options

New Software

New Software program! Visual information and biofeedback are excellent strategies for encouraging communication. My son has produced a piece of software which shows a written sound, a bubble or a smiley face on the screen in response to a sound being made. The stronger the sound - the bolder the visual image. This software is available from Options for $20 but if you have a computer-whizz relative or friend you could probably customise one for yourself.  Have a look at our website for more information and an order form.
It Takes Two Girls

It Takes Two Girls is an inspiring story about two girls with Rett Syndrome. It takes two girls in this case to change the way we look and think about Rett Syndrome. Written by the family members, the teachers, aides, therapists and friends of Kate and Abby, this book will provide valuable insights into the journey many families and their girls make when a diagnosis of Rett Syndrome is made.  Both Kate and Abby have been clients of mine and I must say that it has not only been a pleasure to work with them but it has been a joy to work with their teachers and facilitators.  I need to make a special mention here to Capalaba State College for their consistent approach to training their teaching staff and to Helen Mills at Redlands Special School for her innovative ideas.   All contributions to produce this book have been made freely.

Proceeds from the book will be going to the ‘Circle of Silent Angels Foundation’ which is a Queensland based charity raising funds to establish and maintain a Rett Clinic at the Mater Hospital as well as contributing to Research into Rett Syndrome, and finding a cure.  For orders and more information, please contact Heather Jennings email: hjennings@aapt.net.au  or cure4rett@yahoo.com.au or mobile-text to Heather on 0403 993 181
Evidence Based Practices. [image: image3.png]



Using Evidence Based Practices (EBP) is certainly not a new project for Options but getting the information out about levels of EBP is.  Often I hear from people that a particular strategy or approach is not ‘evidence based’ and is therefore questionable. But what is EBP and how reliable is the information and is it current? We might also have to consider the vested interest of people presenting what is and what is not evidence based.

Evidence Based Practice is something I have always struggled with. Societies and cultures have evolved on many beliefs that have little or no evidence to evaluate in the first place. I was pleased to see in a recent article that there are levels to evidence and whilst the top level may involve the systematic review of relevant randomised control trials, the bottom level is based on clinical experience, descriptive studies or reports from expert committees. 
Those of you who have worked with me for many years may recall that we used to do far more oro-motor activities such as blowing and stimulating the muscles of the face than we do now. Much of the decrease in these activities stemmed from information suggesting that there was no evidence base for this work helping speech production. However, having tried oro-motor activities and then stopped for a few years, I am now reverting to this work. The children seem more confident and aware of their mouth parts and their motivation to try to talk seems better when they have had the chance to engage in non-communicative mouth activities. That’s my opinion but have a look at programs such as M.O.R.E M.O.R.E. Integrating the Mouth with Sensory and Postural Functions  (Patricia Oetter & Eileen Richter) and TalkTools   www.talktools.net   http://www.youtube.com/watch?v=jej9__sJjW8
At the FCT Symposium last year it was great to receive a list of references regarding published papers both for and against this strategy of communication. When I present at the Symposium in Los Angeles in July (www.WAPADH.org ), I hope to be able to gather more up to date information about techniques, barriers and catalysts to helping people who use FCT gain even greater credibility and recognition. In the mean time, you might be interested to read the following article:  http://www.psych.utah.edu/people/people/fogel/jdp/journals/7/4.pdf
In a similar vein – it was lovely to read this month the articles from Developmental Medicine and Child Neurology. Firstly, (2009, 51:311-316) where Dido Green et al discuss the findings of their research to investigate the prevalence of movement disorder in children with autistic spectrum disorders. The results showed that 79% had definite movement impairments. I seem to remember that this result is similar to the findings of neurologist, Margaret Bauman (Neurologist) in the early 1990’s. Her study however was not as ‘controlled’ and therefore did not seem to carry as much weight with audiences, when we were sighting it in our training programs for Facilitated Communication.  Secondly,   Mostofsky et al (Dyspraxia in autism: association with motor, social, and communicative deficits. 2007, 49: 734–739) who state: “dyspraxia may be a core feature of autism, or a marker of the neurologic deficits that underlie the disorder.” 

Now we need to look at whether these movement disturbances are caused by, exacerbated by or are unrelated to the sensory differences that so many people with AS experience.
*    The article on Music Therapy in AAC contexts is now available on the Options web page.

Rett syndrome

From Advanced Brain Technologies – ‘British Study Reveals Positive Effects of The Listening Program® from Advanced Brain Technologies on Girls with Rett Syndrome. We are pleased to share the results of this research trial, albeit 18 months after the poster was presented in Paris by the investigator Helen Francis. Study: Examining the effects of ‘The Listening Programme’ on girls with Rett syndrome. ‘ Investigator: Helen Francis.  Institution: St. Margaret’s School, The Children’s Trust, Surrey, United Kingdom. Abstract: Twelve children with profound and multiple learning difficulties participated in the single case study, cross-over design trial. Ten of twelve students showed improvement with the five girls with Rett syndrome showing the strongest trend toward increased engagement and decreased anxiety. There are also indications that participants with underlying sensory processing difficulties may benefit most from The Listening Programme.   Presented at: International Rett Syndrome Congress in Paris, France, October 2008 Learn more about The Listening Program from Advanced Brain Technologies  www.advancedbrain.com   Learn more about Rett syndrome www.rettsyndrome.org 
Workshops and Seminars

Rebecca will be attending the Neurologic Music Therapy Course in Colorado next month and in July I will be presenting at the FCT Inclusion Symposium in Los Angeles. Together, we hope to put together our existing data and new skills so that we can present workshops for you in September. See the Training Schedule for more information.

All of the workshops in the Options series of workshops, will be presented this year so be sure to check the Training Schedule 2010 and the Winter Workshops Flyer on the Options Website for more information or the attachment if your newsletter is being emailed to you. For those of you outside Brisbane the workshops will be presented in October in Roma, Mackay, Townsville and Bundaberg.
In August Jane will be attending the Advanced workshop in ASD presented by Minds and Hearts at the Bardon Professional Centre.  This month Brooke Grohn has attended the Speech Pathology Association of Australia National Conference.

The Advanced Facilitated Communication Workshop will now be moved to the end of September so that new information from the Symposium in Los Angeles can be incorporated into the training. If you are interested in the three day training then please let Jenni know as hosting this in the school holidays is a real consideration.

Being Prepared

We are four months (16 weeks) away from closing down the Petrie clinic. Lee-Anne is four weeks away from working with her clients at the Eight Mile Plains clinic in her own business. PLEASE do not leave transitions until the last minute. If you need Lee-Anne to have your client information file then get the release form to us asap.  If you need a hand over report written for a new therapist for your child then request this asap. The last day of clinic sessions at Petrie will be September 24th.

Learning to listen. [image: image4.png]



When people learn to speak it is often unclear. Sounds may be omitted, intonation may be flat and moving between voiced and voiceless sounds can be inconsistent.  Interacting with someone who is just starting to speak or is difficult to understand can be like interacting with someone who speaks a foreign language. Sometimes parents and carers have spent years not hearing their child talk and/or offering choices which require just a yes or no response. Learning to tune into the child’s new found speech can be a whole new and challenging experience. To help the ear and brain  ‘tune in’ to the child don’t forget to engage in singing songs (because the words are predictable) and offering set choices which are contrastive i.e. yellow or green/ juice or water. See how one word is a two syllable word and one is a one syllable word and how the vowels are quite different?    In music /speech therapy on Tuesdays we are really starting to hear some amazing words from the children and young adults who have not spoken for years. We can’t wait to share some of this with you at the Music and Speech workshop in September.

Why Do We Need Training?

Several years ago I was asked at a Speech Pathology Conference, how long it had taken me to teach a yes/no response to a gentleman with no spoken language. When I told the audience member that it had taken six months she quipped “well I certainly don’t have six months to spend teaching yes and no”. The audience chuckled and I was bemused.  Without a yes/no response we do not know what the person understands and most importantly, the person cannot indicate needs and self report. People could easily mistake the work we do in augmentative communication as centring on the use of symbols and drawings for people to understand and express language. In fact, most of our work at Options, is literacy based and multi-modal. Multi-modal refers to being able to communicate in many different ways i.e. with a vocalisation, with pointing, with body language and with a change of eye or facial movement.
The need to educate and more importantly, to illustrate to able bodied and speaking individuals, just what can be achieved by providing adequate communication therapy is still very strong. What’s more, the need to improve the knowledge and skills of potential communication partners is there at all levels of the community.
This month Brooke and I were speechless with delight as one family, armed with my book “A Personal Introduction to AAC” and information from Brooke’s two therapy sessions, made some low-tech communication displays with their teenage daughter. Their daughter had no formal communication except some echoed speech and a little body language. We hope to be able to U-tube the incredible efforts this family have made in the months to come.   So why do we need training ?  To get information out on the public domain. Because with knowledge comes skill, and with skill comes experience.  
Behind the scenes… of funding agreements.

Twelve months ago I began my involvement with the Helping Children with Autism Funding. This has proved to be a very frustrating and costly exercise. The application form for Sole Provider status took 35 hours to complete. A further 30 hours has been spent chasing paperwork, finalising system requirements and liaising with the very helpful, but equally frustrated staff in Canberra.  Initially I was critical of the rumour that Lead Agencies were increasing their fees and using funds to employ more administration staff rather than therapy staff for the children. Now, having spent hours on the phone and email with FaHCSIA trying to sort out the approvals and paperwork and hearing from them that the crashing and freezing of computer screens was a common problem to them too – I am not at all surprised that additional administration support is needed for this venture. At the end of the day, my small business has lost several thousands of dollars for less than ten clients to be able to claim a rebate for their intervention programs. There were alternatives such as joining a consortium (not a business option for me right now), aligning with a Lead Agency (AEIOU and AQ did not have the business structures and insurance to support this) or simply not applying to be a provider in the first place (as some of my colleagues with huge skill levels opted to do). If this scheme is to extend to older children then someone has to ask why the current Medicare rebate program or a tax rebate system was not a viable option! Finally, why is there funding for Autism Early Intervention? Children with complex communication needs come from a wide range of aetiologies i.e. Cerebral Palsy, Down Syndrome, acquired brain injury and developmental delay. I’m not too sure that Social Justice (equity and access) principles are being followed …  but I’m the kid whom High School teachers remarked on her school report card “Jane asks too many questions” (
AAC and Literacy.      
Over ten years ago the gurus in augmentative and alternative communication were stressing the need for using and teaching literacy. Today, there is a need for literacy in almost everything we do. This picture will not change.   Having just grasped the use of my iPhone, applications and the Proloquo2go software www.proloquo2go.com  it’s time to start looking at the iPad (see YouTube link – http://www.youtube.com/watch?v=Pgy9dDmSW2c
People with limited literacy and literacy learning potential still need a functional sight vocabulary and fundamental phonic and metalinguistics skills to put into practice when trying to read. If you are supporting someone with a visual impairment don’t forget to look at software such as Zoom Text, available from Human Ware, www.humanware.com 
A great resource was recently shown to me which may help teachers, aides and parents who are struggling with how to teach literacy. I found the book particularly good for explaining why English can be so hard to learn to read and spell.  Take a look at “Phonics Handbook” by Tom Nicholson 2005 by Whurr Publishing 
Light Relief
Child: 

what makes the waves mummy?
Mother: 
what do you think?

Child:

the dolphins swishing their tails.
Final notes
Congratulations to Laura who has been an Options client for six years and this year seems to be enjoying a well deserved “great year”.  Laura recently showed us the birthday card she had made and written for her sister. With her permission here is what she wrote: Dear Meaghann. Happy 17th Birthday. I hope you have a beautiful, lovely day of hugs and kisses. Poem. Today is your bday, your family gives presents and hugs. Your younger sister loves you even more like a happy loveheart. I loved you when I was a girl. Your eyes are like teddy bears we hug. You’re always warm and you rub my stomach. Hope your wishes come true. Love from Laura.   Congratulations Laura. We know the huge efforts you have made to find the right words and put them to paper.  
Also, a huge, heart felt thank you to Lee-Anne Grosvenor who has been with Options for nearly ten years. Who made the trip from Springwood to Kallangur for several years even when she was pregnant. Who has contributed so much to the growth and reputation of this business and who will continue to offer so much to people with complex communication needs.  
Winter Workshops from 
Options Communication Therapy and Training Centre     Pty Ltd. Brisbane

1. Music Therapy and Communication  - Sunday 5/9/10
2. Introduction to AAC?  


- Sunday 11th July
3. Teach Me To Talk 


- Sunday 8th August 
4. Write Me A Story 


- Sunday 15th August 
5. Helping Your Brother or Sister to Communicate using AAC.   

                                 


- Sunday 22nd August 
6. Updating your FCT Skills 

- Sunday 12th September 
Basic FCT Workshops are usually held each month; please check our website www.optionsctc.com.au 

Discounts apply to family members of Options' Clients and their key support people.

Venue is at the Pathways Meeting Rooms above the Pathways Library at North Lakes             (No 1 The Corso, North Lakes).
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