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1. From the Editor
Our thoughts and sympathy go out to all those people in Christchurch who are dealing with the after effects of the earthquakes. Most of us can only begin to imagine what it must be like trying to negotiate roads which are un-passable, routes which are no longer viable, and perhaps even facing retiring your guide dog due to the trauma they have experienced. Please know that all of New Zealand shares your pain and sadness with you. 

I have spent the last two weeks training with my new guide dog, Jay. He is a beautiful golden retriever, with a coat the colour of golden syrup. My instructor and I have spent several hours twice a day teaching him the routes I regularly walk, negotiating my workplaces, and in the process I have increased my fitness and lost weight. Jay is a keen and fast walker, at times cutting up to 10 minutes off my regular walking routes. With permission he and I attended a friend’s graduation in Tauranga just a week after I began training. His fascination with the bagpipes in the band matched my own! He and I plan on having a wonderful working life together, and my retired dog, Chocolat, seems very happy to stay at home and sleep!  

I hope those of you who have been issued with the new DAISY talking book players are enjoying the new technology. It is wonderful to receive a CD in the mail each week with the latest magazines and books I have ordered. If there is a narrator you particularly enjoy please thank them. Their work is voluntary and I am sure they would appreciate knowing their narration had added to your enjoyment of the book you have just read. All the narrators can be contacted by emailing or phoning the RNZFB library.
Interviewing Simon, a blind IT technician who works at Otago University proved very interesting, if not without its difficulties, due to both of us having large work commitments over the last few months.  This interview is on pages 4 and 5. I discovered a very interesting article on disclosing disability when attending job interviews and have published this on page 6. The research section reports on the many ground breaking technological advances such as bionic eyes and retinal implants, while the coping section again describes new products which may be of help to you, and ideas for coping both in your home and particularly around the kitchen. Branch news provides reports on the many VIP meetings which are now taking place from Dunedin to Otaki, and we hope you will consider setting up a VIP group in your area. Help is available from the executive to do this. Please read the notices carefully as information about our AGM and Conference to be held in Tauranga on the 27th of August is included.

I hope you all find something both enjoyable and useful in this newsletter.

Susan Mellsopp: editor@retina.org.nz       

2. From the President’s Desk 
I want to introduce you to Retina New Zealand’s latest peer support offering as I believe it’s publication to be important in terms of our ongoing commitment to providing you with quality peer support and quality information and advice. ‘Your Blue Book’ draws on the expertise of local rehabilitation professionals, clinicians, and service agency advisors as well as international agencies prominent in delivering similar services to those of Retina New Zealand. The book, available now free in large print and on our website, will shortly be recorded so an audio version is available. It is our hope the book will help you access information that will guide you (or your family member or friend) to better understand and deal with your eye condition. The book is our latest offering to keep you on track throughout your ongoing journey of discovering that almost everything you did before your sight loss is still achievable, albeit it in a different way. We know there will be something in the book that will give you a renewed sense of freedom, independence and empowerment and we would be hugely grateful to you if you could, in any way possible, help us with the distribution of ’Your Blue Book’.. Take some hard copies to your local ophthalmologist, optometrist, refer people to our website at www.retina.org.nz   or mention it to a family friend who you think would benefit. These are all important actions because our biggest challenge is the distribution costs. Please call our 0800 233 833 number and contact one of our executive if you could help in any way. 

I also want to acknowledge a couple of recent successes that are particularly pleasing to me. For the first time Retina has recently held successful public meetings in Nelson and Otaki, and we are gaining momentum  in Dunedin (for the first time in a number of years). To all who have contributed my warm gratitude.

Fraser Alexander: President

3. Quotes
Quote: We encourage you to regularly practice your new skills and to re-read ‘Your Blue Book’ if you want to minimise the impact of sight loss on your lifestyle. 
Quote: You can do anything if you have enthusiasm. Enthusiasm is the yeast that makes your hopes rise to the stars. Enthusiasm is the spark in your eye, the swing in your gait, the grip of your hand, the irresistible surge of your will and your energy to execute your ideas. Enthusiasts are fighters, they have fortitude, they have staying qualities. Enthusiasm is at the bottom of all progress! With it there is accomplishment. Without it there are only alibis.  Henry Ford 
4. Simon Fogarty: Blind IT Technician

 Simon Fogarty works at Otago University as an ITS Help Desk Advisor. His work involves answering phone calls, advising staff and students on the use of software, and supporting them in accessing computer applications and resources they may be having difficulties with. He also undertakes face to face contact with students and staff who may be having issues with their personal computers and laptops, this often involves cleaning viruses and malware from their devices. Simon also deals with a large amount of email enquiries on a wide variety of computer related issues.

Simon lost his sight in 1991, a blood vessel burst in his right eye early in the year, and later that year lost the sight in his left eye due to medical misadventure during eye surgery. Previously he had worked in retail at a local Mitre 10 store in Dunedin and on deciding that physical education was not going to be a suitable occupation for a blind person he decided computers were a better option. After losing his sight he went to Otago Polytech, and he then enrolled at Otago University and studied there for 5 years before returning to Polytech to finish his information technology degree.    

After graduating Simon obtained a position at the university in March 2008. He started on a two year contract as part of a mainstream placement and then secured a permanent position at the start of 2010. He uses some special technology such as Jaws for Windows (a speech programme), and Voiceover which is a screen reader built into the Mac operating system, he also uses Apple devices such as the iPhone and iPad. Simon also uses technology such as the knfb reader (a device inserted into a mobile phone which photographs and then reads documents), and he said that he uses the sighted assistance of workmates and Google which he views as ‘the all knowing authority on just about everything’. 

Commenting that he still experiences the ‘brick wall effect’  everyday, he described this more as ignorance, Simon said people think because you have a disability you cannot do things for yourself. ‘When you try, they can’t help but take over, or sit there telling you what you should be doing’. Sometimes people wander off and ask someone else believing he cannot help as he is blind. Simon said that social perceptions of the blind are very negative. 

Simon has had two guide dogs, but at present is using his long cane for mobility. He said it is a great way to travel, and does have plans to apply for another dog in the future. He also takes part in a large number of outdoor activities such as tramping, skiing and snowboarding. Sighted guides support him when tramping, and they guide him down the hills when skiing and snowboarding. This involves the guide calling the turns and directions, he always hopes they will direct him away from crowds of people and dangerous ground!

Living a full, successful, happy personal and professional life is Simon’s goal. He said you will never know what you can do until you try it at least twice. ‘It’s a case of if you don’t, no one else is going to do it for you, it’s only your eyes that don’t work’. 

5. Clinical Research Study Sponsored by the Ombler Trust

Audit of Intravitreal Injection of Bevacizumab (Avastin) for Treatment of Macular Oedema in ARMD patients

The aim of this research project was to retrospectively review the results of patients who have been diagnosed with macular oedema caused by ARMD and have been treated with intravitreal Avastin. The research was conducted at the Department of Ophthalmology, Manukau Super Clinic, by optometry student Jimmy Park. His conducted a retrospective audit of the clinical notes of 28 patients with wet AMD showing signs of macular oedema who had been treated at the clinic between April 2008 and February 2011. This time period was chosen to include as many patients as possible to allow for follow ups over an extended period of time, thereby attempting to evaluate the long term efficacy of Avastin. A 2-tailed paired T-test was performed. 

The mean age of the patients was 78, and 17 patients were NZ European, 21 female. There was no significant change in best spectacle corrected visual acuity after the first injection, however there was a statistically significant reduction in central macular thickness. Mr Park concluded that in one month Avastin was shown to be effective in reducing central macular thickness and stabilised but did not improve visual acuity.     
6. Are You at Higher Risk for Glaucoma

Although anyone can get glaucoma, even babies, some people are at a higher risk;

· People over 60 years of age have 6 times the risk

· A family history of glaucoma

· Short sightedness

· High blood pressure

· Past or present use of steroid drugs

7. Disclosing Your Disability to Employers

Disclosing your disability means telling a potential employer that you have a disability. It is an individual decision. It is important to know that you have no legal obligation to disclose your disability unless it is likely to affect your job performance. If you decide to tell your employer you should be positive and open. Talk about the strategies you would use to overcome the impact of your vision loss and the skills you have for doing the job. Emphasise your suitability for the role and discuss funding available for workplace modifications. 

Remember you have no legal obligation to disclose your disability unless it is likely to affect your job performance. The best time to disclose is when you meet the employer at a job interview. If you need to use mobility aids for an interview you may need to disclose your disability beforehand.

Be truthful when asked if you have a disability on your job application form, but add a note explaining the equipment you would use and the funding which is available for workplace modifications and further equipment if this is required. 

When you are offered an interview ask if there will be any testing or forms to complete so you can prepare yourself, and practice disclosing your disability with friends and family.

Be positive and affirm your suitability for the role, use positive body language. As part of your disclosure explain how you would overcome any challenges in the workplace and give positive examples. Also remember it is against the law for a prospective employer to discriminate against you because you have a disability. 

If you are certain that you are able to do the job without any modifications there is no requirement to disclose. Keep in mind that employers appreciate honesty and may not have any knowledge about vision impairment. Be open, and assess what would be important for you to know if you were the employer. Specialist services are available to support you through this process through the RNZFB and Workbridge.

Information downloaded from www.visionaustralia.org.au      

8. Quotes: 99% 0f common daily living activities can be accomplished without the sense of sight: Dan Roberts MD Support

A moment’s insight is sometimes worth a life’s experience 

9. Research

Novel Ocular Product for Stargardt Disease

Oxford Biomedica, a leading gene therapy company, has announced that the US Food and Drug Administration has approved its investigational new drug application for the Phase 1/11a clinical development of StarGen, a novel gene based treatment for Stargardt’s Disease. StarGen was designed and developed by Oxford Biomedica using the company’s proprietary LentiVector platform technology and is the second programme to enter clinical development under the Phase 1/11 ocular collaboration agreement signed with sanofiaventis in April 2009.

Oxford Biomedica will enrol up to 28 patients with Stargardt disease in a multinational, open label, dose escalation study with planned sites in France and the United States. Three dose levels will be evaluated for safety, tolerability, and aspects of biological activity. 

Stargardt disease is the most common juvenile degenerative retinal disease and affects approximately 80-100,000 patients in the US and Europe. The disease is caused by a mutation of the ABCR gene which leads to the degeneration of photoreceptors in the retina and vision loss. The LentiVector platform technology delivers a correct version of the ABCR gene. On the basis of pre-clinical data it is anticipated that a single application of StarGen to the retina could provide long term or potentially permanent correction. There are currently no approved treatments for Stargardt disease. 

10. Patient Led Research Leads to Orphan Drug Designation

Genable Technologies Ltd has announced that the adeno-associated viral (AAV) based therapy containing DNA encoding to an RNAi targeted rhodopsin and a replacement rhodopsin gene for the treatment of rhodopsin-linked Retinitis Pigmentosa, currently being developed by them, has been granted orphan drug designation by the European Medicines Agency (EMA). This is a very important step towards a gene therapy product for RP and it is believed to be the first time orphan drug designation has been granted for a gene therapy in Ireland. 

At least 150 different alterations in rhodopsin-linked RP have been identified worldwide which makes developing a gene based therapy very complex. Researchers at the Smurfit Institute of Genetics have been working for over 20 years to identify the genes and potential treatments for RP. This therapy switches off both copies of the gene, the normal and altered copies. Simultaneously a replacement rhodopsin gene is introduced which has been subtly altered so it cannot be suppressed. It encodes normal protein which allows the photoreceptors to work normally. 

Avril Daly, the CEO of Fighting Blindness, welcomed this development as this was one of the first projects funded by Fighting Blindness in the mid 1980’s. She said it was hugely exciting that the project had led to a potential gene therapy and was a great day for patient led research. She commented that the relationship between patients and researchers is vital, particularly in the area of rare diseases where some projects would not be funded without patient groups taking the initiative. 

Rare diseases are often referred to as orphan diseases and in the EU these conditions must affect fewer than five in 10,000 (one in 2000) to be classified as rare. This potential therapy must go through human clinical trials before it can be administered as a treatment. 

11. Microchip Brings Bionic Eye Closer to Human Trials
Australian researchers have developed a breakthrough microchip that gives life to the wide view bionic eye as preparations begin for the first set of patient tests. Associate Professor Gregg Suaning (University of New South Wales), leader of the wide-view device development team for Bionic Vision Australia explained: ‘this is a remarkable new microchip that has brought an Australian retinal implant much closer to reality. At only five square millimetres the device is tiny, but represents a significant advance in nerve stimulation technology. It has 98 precisely-controlled stimulation channels and numerous features that allow for the delivery of electrical stimulation that can restore some sense of vision’.   

Only a year after receiving funding for this project this achievement represents a major advance in technology that will ultimately deliver improved independence and navigation ability for the vision impaired community. This microchip is at the heart of the retinal implant, which stimulates the retinal cells to elicit vision. It is an important component in the development of the first bionic vision system. 

Preliminary laboratory tests of this microchip are yielding very promising results. The wide-view bionic vision system has progressed through a series of preclinical studies to test the safety and efficacy of the technology. A safe surgical technique has been developed for implantation. Clinicians are now screening people with retinitis pigmentosa to develop a selection protocol for the first group of patients who participate in tests of the device. Researchers will continue working with patients into the lead up to the first implant of the full system, due by 2013. 

This technology is good news for people with progressive vision loss due to RP and AMD. The wide-view bionic eye consists of a camera attached to a pair of glasses which captures images and sends them to a body-worn processing unit. A wireless transmitter feeds the data and power from this unit to a microchip in the retinal implant. The microchip decodes this information and drives the electrical stimulation in the retina. These signals are then passed along the optic nerve to the brain where they are interpreted as vision. 

12. New Findings Link Glaucoma to Parkinson’s Disease
The Glaucoma Research Foundation has unveiled new findings on the underlying cause of glaucoma. The study by the GRF found new similarities between glaucoma and Parkinson’s Disease both of which are characterised by the aggregation of proteins. Glaucoma was also found to be characterised by the formation of protein aggregates called gamma-synuclein. This provides evidence that glaucoma acts more like a neurodegenerative disease than other eye diseases. 

The GRF study was also the first to pinpoint where in the optic nerve head the blinding insult is likely to be which could explain the pattern of blindness in glaucoma. The ultimate goal is to reduce and possibly eliminate the devastating effects of glaucoma by stopping the formation of harmful waste products that ultimately result in destruction of the optic nerve. 

13. Israeli Company Nano Retina Plan Advanced Retinal Implant

An Israeli company has announced plans for a retinal implant device that uses nano technology and may help millions of blind people. The start up company founded in 2009 aims to make artificial vision a reality by building a simpler, smaller and less invasive device. The heart of the system is a wi-fi powered chip the size of a child’s fingernail that is attached over the damaged retina within the eyeball. The company claim in their press release that the 30 minute operation would be a relatively simple surgical procedure in which a five millimetre incision is made in the sclera and the device slid inside and glued to the retina.

This device, which the firm calls Bio-Retina, is powered by a small battery mounted in a normal looking pair of eyeglasses that broadcasts an under one-milliwatt WiFi signal. The electronic radiation level is equivalent to sunlight and is said to pose no risk to the user. Bio-Retina then uses the power to operate like a digital camera’s image recording chip, light naturally entering through the pupil falls on the chip which then sends a 24x24 black and white pixel image via a series of nano-scale electrodes. Later versions are aiming for a 72x72 resolution, according to the firm, essentially giving the blind and near blind back their vision. Gefen, the managing director, said the uniqueness of their idea is the number of pixels crowded on the sensor, and the way it is glued in place. The firm has demonstrated proof of concept, and they are working on a prototype to show the image end-to-end, and hope to start clinical trials on humans by 2013. They are hoping the blind will be able to identify people in front of them, and distinguish images instead of dark and light. 

Downloaded from www.brps.org.uk   

14. Coping
How to Protect Your Eyes Against Computer Vision Syndrome

Most of us use our computer for at least a few hours a day, if not more. Intense computer use can result in eye symptoms known as computer vision syndrome (CVS). While CVS will not result in permanent eye damage, it can cause headaches, dry eye, blurriness, sensitivity to glare and distorted colour perception. CVS is being recognised as a consequence of prolonged viewing on a computer involving generated text as well as images. Individuals who are experiencing visual fatigue and other vision related symptoms should try to take a break from the computer every 15-20 minutes. If possible, try to limit your computer use to five or six hours a day. If symptoms still persist you may need to consult with your optometrist or ophthalmologist as you may need a dedicated pair of computer glasses. A progressive lens that functions as a distance, reading and computer pair of glasses may help. There may also be the need for glare control which may include an anti-glare coating for the lenses.

Information downloaded from www.lighthouse.org 
15. Flipper Remote Control
Flipper remote provides a new dimension in remote accessing of television with its simple to comprehend controls. It is a one-stop answer to accessing your television set and satellite TV, eradicating the need to switch from one remote control to another. The Flipper Remote is constructed to have the bare minimum of buttons. The Flipper buttons have been made bold and large. 

You can programme up to thirty stations into one switch. When the control button starts the channels are shown on-screen for you to scroll across to select your favourite station. You are also able to classify a large number of TV channels under a common number which allows you to remember the controls better. To prevent accidental deletion or reprogramming there is a convenient option to secure the programme code. Also, to prevent inadvertent pushing of control keys, particularly by children, you also have the option of hiding the number buttons, leaving only the control buttons for stepping up and down the number of channels and the volume level. 

This remote control is compatible with every TV which makes it convenient to switch over from your old remote control. The system could be set up easily through entry codes or through auto search set up options. As soon as the remote system has been set up the one-touch power on/off button concurrently switches on both the TV and the set-top box. 

This remote control is available to purchase online from the United States, but the New Zealand contact is peter@controlfreak.net.nz 
Downloaded from EnzineArticles.com   
16. Doing Things Differently in the Kitchen
1. Benchtops can be painted to contrast with dishes, cookware and other items. Hardware stores can help you find the correct paint for the task.

2. Outline counter edges and electrical outlets with wide tape in a contrasting colour.

3. Use light coloured dishes on a dark tablecloth or vice versa

4. Mark frequently used settings on the oven or other dials with a thick swipe of bright  nail polish or a bumper dot. 

5. Re-label jars and canned goods using a thick black marker and sticky labels.

6. Use a liquid measuring tool available through the RNZFB to help you when pouring liquids. This can help to avoid accidents with either hot or cold liquids.

7. Remove loose rugs from the kitchen-they are not easily seen and may be a tripping hazard.

8. Keep cupboard doors and drawers closed at all times and make sure that everything is always put away in its proper place.

9. Use the ‘clock’ method to identify where certain foods are located on a plate. For example the rice is at three o’clock and the beans at seven o’clock.     

Downloaded from www.cnib.ca/en/living 
17. White Plastic Food Plate Surround
This useful plate surround fixes to your plate and helps to keep the food in place. It is made from white plastic with three hooks. It is easily fastened on to any circular plate and is both microwave and dishwasher safe. This food plate surround is available online from the RNIB at www.rnib.org.uk/shop  and costs £4.25.

18. Super 8 Pill Organiser with Multiple Alarms
This super 8 pill organiser is a compact pocket sized product suitable for people on regular or complex medication routines. It has eight compartments to store pills and can facilitate up to eight separate alarms in any one day so you can easily remember when to take your medication. It is small enough to fit into a bag or jacket pocket making this organiser ideal to take with you when you are out and about. It sounds an alarm at the times you set which then prompts you to take one of the pills. When the alarm sounds a red LED light also flashes providing a visual reminder. The countdown timer function allows you to set specific time alarms as opposed to a scheduled time of day. The LCD display shows the time, alarm times, and countdown timer with digits measuring 2cm high. The pill organiser is fitted with one lithium cell battery. This product is available online from the RNIB shop at www.rnib.org.uk/shop  for £14.95.   

19. Practical Adaptations

Using Colour and Contrast

It is harder to see things that are similar in colour to the background that they are on. Contrast is about how much something appears to stand out from its background because of its colour and tone. Things can be made easier to see by putting them on a contrasting background. You can use different colours or different tones to make them stand out. For example; a dark green door handle on a dark green door may be difficult to see but a white or light green door handle would be much easier to see. Contrast can be used all over your home and is a really simple way to make things easy to see.

Main Fixtures and Fittings

The handrail on your staircase will stand out better if you paint it in a contrasting colour or tone from the stairs and the wall. To make the edge of each step stand out better mark each one with white paint, or fix a contrasting white plastic or metal strip on the edge of each step.

To make doors stand out paint the door in a contrasting colour or tone from the door frame. Painting the door frame a contrasting colour from the wall will also make it easier to see. Use door handles which contrast in colour and tone from the door they are fixed onto. Door handles can also be painted, a coloured strip can be stuck on, or the handle replaced. If you have cupboard doors that swing open a contrasting strip on the inside or the outside edge of the door will help you notice it when it has been left open. If you have sliding glass doors stick on a coloured transfer design. This will prevent you having any nasty accidents. 

In the Bathroom

Bathroom areas can seem particularly daunting if you have trouble finding everything you need. Use contrast and tactile labelling in these areas. Consider using safety flooring which is non-slip and non-reflective and is a contrasting colour to the wall. If fitting new wall tiles consider a matt finish and pick tiles that are in a contrasting colour to the colour of the floor. If fitted, choose grab rails which contrast with the wall colour. They are easier to see and therefore safer to use. Choose soap dispensers, bars of soap, toilet rolls and toilet roll holders which are a contrasting colour from your bathroom wall, hand-basin and toilet. If you are buying new toilet seats or hand-basins choose ones which contrast from the surfaces they are near. For example; a dark blue toilet seat on a white bowl, and a green bar of soap against a white hand-basin.

In the Kitchen

Avoid putting up glass shelves as they are difficult to see. Put tape or paint on the edges of work surfaces to make them easier to see. A sink area in a contrasting colour or tone from the work surface can be useful. Choose taps that contrast with the colour or tone of the sink. A contrasting non-slip mat or coloured tray can make the kettle easier to see. Having the best lighting is also important in the kitchen. 

Food Preparation

Chopping boards-use a dark one for light coloured food and a light one for dark foods. Purchase utensils such as tin openers in different colours from your work surface to make them easier to see. Other useful utensils are talking cooking timers, bread cutter boards, non-slip mixing bowls, jar openers, and talking tin lids (these are available to purchase from the RNZFB shop).

Electrical Fittings

Use switches and sockets which contrast with the walls. To add even more contrast you could put a contrasting dark or light strip of tape around the outside of the switch. To help you find the control knobs on your appliances use brightly coloured contrasting markers (called bump-ons: available from the RNZFB) so that you can see and feel the controls. You can also fix written labels marked in big letters with a thick black felt-tipped pen onto things to make them stand out. Some manufacturers can supply tactile adaptations for kitchen appliances. 

Painting and Decorating

Choosing the right types of paint and wallpaper can make things easier to see at home. Gloss paints, which are shiny, can cause glare. To prevent this use paints that have a matt finish instead. Pale walls reflect light into the room and more light can make it easier to see. White walls can cause glare and become uncomfortable. Things stand out better on plain or subtly patterned surfaces or backgrounds, but tend to blend into the background against boldly patterned surfaces. If you are thinking about putting up new wallpaper or buying new furnishings such as curtains or sofas try to select plainer paper and fabrics. This does not mean your home needs to be plain, you can introduce patterned cushions and coloured tie backs on your curtains. 

Downloaded from www.rnib.org.uk      

20. Famous Blind Person

Erik Weihenmayer, born 1968: The first blind person to reach the summit of Mt Everest. Totally blind by age of 13, also completed the seven summits. Also a skydiver, marathon runner, skier, ice climber. In 2004 led a project in Tibet to take blind Tibetan children climbing. 

21. Quote: No matter what your level of ability, you have much more potential than you can ever develop in a lifetime: Anon  
22. Branch News

Dunedin Support Group Meeting

A very successful meeting was held in Dunedin on Saturday the 19th of February to launch an on-going support group for the vision-impaired in Dunedin. Numbers who indicated they were attending grew in the days previously, and at the meeting 48 people and two well behaved guide dogs were in attendance. Those at the meeting came from as far away as Oamaru, Edendale and Roxburgh. The meeting began with a discussion about setting up a support group. Sue Emirali spoke about the VIP groups on the Kapiti Coast and how they were organised. After much discussion a show of hands demonstrated the enthusiasm for starting a group in Dunedin. A decision was made to follow the Kapiti model of monthly meetings, and to find a venue near the Octagon as it is handy for bus passengers and an easy walk for those who are dropped off. 

Andrew Thompson, a retinal specialist from the eye department at Dunedin Public Hospital, gave an absorbing talk on macular degeneration. There were many questions afterwards, and Andrew stayed on to talk to people over a cup of tea. As they left people made sure I would let them know when the next meeting would be held. 

Since the meeting I have received phone calls from people who were unable to attend but wish to do so in the future, and from those who did attend with suggestions for future meetings. Three people have offered to help with organising meetings. I also have some other names of people who are willing to help so I reckon we are on a roll! Dunedin VIP’s (visually impaired people) meet at the Octagon Club (Age Concern, lower Octagon) at 1.30pm on the fourth Wednesday of the month. All VIP’s, family members and friends welcome. The March meeting discussed ‘top tips for managing everyday tasks with low vision’.. 16 enthusiastic people attended, and the top tips included; being careful to put things in the same place each time so you don’t confuse the fruit juice with the wine, and taste your herbs and spices so you don’t put chilli instead of cinnamon in your Christmas pies. Each meeting will conclude with refreshments and time for a chat.

If you are interested in joining the Dunedin VIP Group, or just wish to speak to someone about this group please phone Lynley Hood on 03 487 7686.

Lynley Hood          

Otaki VIP Group

Four members from the Kapiti and Waikanae VIP Groups went to Otaki on Monday the 28th of March to facilitate an inaugural meeting of the Otaki Support Group. Otaki is a small town with a population of about 8000, and is 20 minutes drive north of Waikanae. 12 locals attended the meeting held at the CAB meeting room. As our statistics often suggest, 8 women and 4 men attended. Although all over 60 years of age, they were an enthusiastic bunch who said they would like to meet more often than the four times a year we had initially suggested to them. Several were keen to share their stories and to discuss their frustrations with the recently changed bus services. The next meeting of the Otaki VIP Group will be held on Monday, 23rd May at 1pm at the CAB meeting room. The contact person is Sue Emirali 04 298 4028 or 0800 233 833.

Waikanae VIP’s

At our February meeting Mike Langdale Hunt, a retired Air NZ pilot, spoke of his ‘experiences in the cockpit’. Our speaker in March, Mike Shannon, told us about his 6 months working in Antarctica. Both speakers were well received and very interesting. Our average attendance at these meetings is 18 and we would welcome others to join us at the Pop In Centre in Mahara Place. In March nine members enjoyed ‘Tea and Tales’ at the Waikanae library. These are to be held bi-monthly at 10.30 on the second Monday of May, July etc 

A VIP Group in Your Area?

Sue Emirali is the Retina NZ Small Group Co-ordinator. If you would like to explore the possibility of working with Sue to establish a support group in your area please phone her for an initial chat. Sue can be contacted on 04 298 4028 or 0800 233 833. Alternatively you can email her at retina@retina.org.nz 
Phone Pals

In some small isolated communities  where Retina NZ does not think it viable to set up a support group we would be happy to see if we could find you a phone friend. Many of us may have had pen pals in the past, but as reading and writing become increasingly difficult the idea of a phone pal may be more appealing. To register your interest in being part of the Phone Pal programme please phone Petronella on 0800 233 833.  

Report on Nelson Meeting, 12th March 2011

On a warm sunny afternoon about 25 people gathered to hear Richmond optometrist Rebecca Cooke speak about the causes of sight loss and the low vision aids that are available to assist people with low vision to maximise their quality of life. Rebecca engaged with her audience as much of her talk was of great relevance to them. She described the three B’s, that is bigger, bolder and brighter. She called on three Retina NZ members to talk about and demonstrate the aids they found useful. Rebecca demonstrated several magnification devices including hand held and electronic magnifiers, and a portable CCTV. The CCTV is able to reverse the colour of the printed word, white writing on a black background, if this is more suitable for the user. This can reduce glare. Mention was also made of computer magnification software, particularly Zoomtext, which has a magnification only option, or a version with magnification and speech. Talking book devices were demonstrated along with talking mobile phones and a phone with a KNFB reader, a scanning device. An audience member stood and spoke of how useful the iPad had been for reading daily newspapers, and books she had downloaded onto it. Another member also noted that the iPhone has a good speech capability. Following this Fraser Alexander, our President, gave the audience a brief introduction to Retina NZ. Afternoon tea was served at the conclusion of the meeting and people stayed and chatted for up to an hour. Our publications were of great interest to them.   

North Wellington VIP Group

We intend to hold a meeting in North Wellington in the spring. If there are any members in the Tawa or North Wellington area who would be interested in attending or helping to arrange this meeting could they please phone Gael Hambrook on 04 970 3575. 

23. Nominations for President

Our President is elected for a two year term. This position becomes vacant at this year’s Annual General Meeting. If you would like to nominate someone to take on this role all nominations must be received by 4pm on Friday the 15th of July. To obtain a nomination form please telephone 0800 233 833 and one will be forwarded to you. Please note that you must have the permission of the person you are nominating.
24. Recipe: Ways With Sardines

1. Boil, drain and cool 500gm of small potatoes. Toss through 1/4 cup mayonnaise and 1/4 cup plain yoghurt. Add capers, parsley and rocket leaves. Toss through one can of sardines.

2. Spread grainy bread with flavoursome chutney. Squash sardines on top, sprinkle on some grated cheese and grill.

3. Replace tuna or smoked fish with sardines in any recipe, you will get more omega 3. 
25. Notices

Retina New Zealand Annual General Meeting and Conference
Our annual general meeting will be held in Tauranga on Saturday the 27th of August at the Village Hall in the Historical Village, starting at 10.30am. The speaker for the meeting has yet to be confirmed. A light lunch will be served, a gold coin donation would be appreciated. Drinks and nibbles will be available at the conclusion of the meeting where you will be able to meet both the executive and other members of Retina New Zealand. Please feel free to bring your family and friends to this meeting. For catering purposes could you please ring Petronella on 0800 233 833 by Tuesday the 23rd of August with numbers of those attending. 

Membership Notice

Last year at our annual general meeting those present voted to change the membership year to fall in line with our financial year which commences on July 1st each year. This year we are sending out the membership renewal notices as an insert with the print newsletter, as an attachment with this newsletter for email recipients, and in a separate letter for tape recipients. Please note that you can pay in four different ways: over the internet, by phone banking, over the counter at any branch of the ASB, or by cheque (please send your cheques to the Membership Officer). The subscription rate is $10 for unwaged or retired members, and $20 for working members.  We value your membership and would appreciate receiving your payment as soon as possible. We are registered as a charity so any amount given as a donation may be claimed for tax purposes. You may also pay your subscription up to three years in advance. 

If you have a query about your membership status please phone us on 0800 233 833 and we can confirm your previous payments. We still have approximately 30 people who are in arrears with their 2010 subscription. We would appreciate you paying for two years to bring your membership up-to-date.   

Retina Youth

Zane Bartlett has started a Facebook page for the younger members of Retina NZ and any young people with a retinal condition.  If you would like to join Zane’s page go to Facebook and in the search box type in ‘Retina Youth’.. As you scroll down the page you will see the logo of Retina NZ and you can add this to your own Facebook page. This is a wonderful way for our younger members to meet each other and keep in touch, support each other, and  to discuss any issues they may be having. 
26. Book Review  
Crashing Through: A True Story of Risk, Adventure, and the Man Who Dared to See by Robert Kurson. Random House 2007. TB 7965 CD 700050655

Michael May went blind following a chemical accident at the age of 3 and lived 42 years of life without sight. In 1999, at the age of 45, May was offered the possibility of seeing again through a revolutionary stem cell transplant surgery. Before the surgery May lived a full and rich life without vision; he had broken records in downhill skiing, worked for the CIA and became a successful inventor bringing a portable global positioning system to the blind.  He was the co-inventor of the world’s first laser turntable, and had also been a volunteer living in a mud hut in Ghana. After a life of identifying himself as a person who could not see, deciding to undergo the risky and life-altering procedure was not easy for May. The few documented cases of blind people regaining their sight indicated that it would be an exciting, dramatic, and probably terrifying experience. 

Robert Kurson chronicles May’s experience regaining his sight, from the joy of seeing his wife and children for the first time, to the extraordinary frustrations he experienced learning to use recovered eyesight which was far from perfect.  When giving speeches May says “life with vision is great, but life without vision is great too”, noting that he does not speak for anyone else, but that life for him is wonderful. May continues to experience difficulties with his sight, he is unable to see or recognise faces, but can differentiate colours. He continues to use a guide dog, and after extensive testing it was discovered that his brain no longer registered and had lost the ability to interpret the messages from his eyes. He honestly describes his feelings of frustration and struggle to decide whether or not to discontinue taking the drugs which prevented rejection of the implant, but eventually decided his distorted and unusual vision was worth it.

This book is full of humour, some of which can only be understood fully by those experiencing blindness and vision impairment. Mike May shared the many ups and downs of his life back to sight with candour and good humour, no part of his journey is left out. The joy of becoming his sons best new toy as they taught him about books, animals, and described the world to them is fascinating. His own descriptions of a world he had never seen; road markings, paintings on walls, and his wonder at why the sighted never fully describe objects to the blind is very telling. He was unaware yellow can in a variety of shades, that the sky had various hues of blue and grey, or what the sea really looked like. This book challenges our awareness of our world, the need to absorb it, and to educate others to explore and explain it to us fully.    
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Do You Need Help or Advice? 

The Retina NZ Peer Support programme is a free and confidential service operating nationwide.  To make contact with one of Retina New Zealand’s peer supporters telephone 0800 233 833.  All calls are treated in strictest confidence.

Ring any of the following free-phone numbers if you want to speak to a geneticist or genetic counsellor about your own diagnosis of RP, macular degeneration or other retinal degenerative disorders. 

Auckland Genetic Hotline (Northern Regional Genetic Service)

0800 476 123 or 09 307 4949 ext 25870

Wellington Genetic Hotline 0508 364 436 or 04 385 5310

Christchurch Genetic Hotline 0508 364 436 or 03 379 1898
