The Newsletter of Retina New Zealand Inc

A Member of Retina International 

Charities Commission Reg. No 23240

Newsletter November 2009 No 43
1. From the Editor
2. President’s Annual Report
3. AGM and Conference
4. Silent Vehicles
5. New Genetic Test for AMD
6. Red Meat Increases AMD Risk
7. Potential Glaucoma Treatment Tested
8. Cataract Myths and Facts
9. SoundPost Orientation System
10.  The Penfriend
11. ReadHowYouWant
12.  Make the Best of Your Vision
13.  Children’s Book by June Ombler
14.  Retina NZ Needs You
15. Yates Cosmos Seeds
16.  AGM and Conference 2010
17.  Correction
18.  Book Reviews   
1. From The Editor
It was wonderful to meet so many of you at the AGM in Paraparaumu and to know that you wish to learn more about how Retina NZ can help and support you. I truly appreciate the many kind comments I received about the newsletter, particularly the lady who said her teenage children read it, I was quite humbled to hear I was reaching a younger audience.  You may be surprised to know that this newsletter is read world-wide, and I discovered recently it is being translated into Chinese! I have included our President’s annual report in full this issue to update all our members on the role that Retina NZ plays in the blind and vision-impaired community. I have also included short reports on the speakers at the conference who were all very informative.

I spent several extra days on the lovely Kapiti Coast as I had flown to Wellington early to be present when my daughter was awarded the first prize in the Telecom/IHC Art Awards for 2009.  This was a very poignant time for me considering I was informed many years ago that she would achieve little in life. Perhaps this also has relevance for many of the vision-impaired community who want to continue their lives as normally as possible but are sometimes prevented from doing so by those who feel they know our options and capabilities better than we do, remember you can achieve anything if you set yourself a goal and work towards it.

I have been trying out several new layout options for the newsletter, different borders, and varying the use of textboxes. To date only two people have contacted me with constructive criticism about the new format so I am assuming that it meets with your general approval.  I will continue to experiment so please bear with me.  Updates of the word processing programmes I use have offered me choices I have yet to explore!

As usual the November issue of the newsletter is slightly different due to AGM and conference reports, several of the usual features such as quotes and the recipe are missing due to a lack of space.  I have included a report from Australia on the difficulties of silent vehicles, some information on AMD, and an article about the myths surrounding cataracts.  I have reproduced an email I received from the inventor of the SoundPost orientation system you may have seen demonstrated on TV1, and re-printed an article from Vision Australia about making the best use of your vision and your other senses. 

I hope you enjoy this newsletter and will share it with family and friends,

Susan Mellsopp: Editor    editor@retina.org.nz 
2. RETINA NEW ZEALAND’s ANNUAL PRESIDENT’S REPORT SEPTEMBER 2009

The beginning of the 2008-2009 year marked significant milestones –both in the life of Retina New Zealand and in the worldwide quest for treatments for retinal dystrophies. 

On the treatment research front, the end of 2008 saw some initial outcomes of human clinical trials in gene therapy revealed to the world. The resulting improvement in one of the patient’s night vision means we have reached a significant landmark on the long road to finding a cure for retinal disorders. With the number of human clinical trials exploring other therapies underway around the world now at eight, we can look forward to further exciting news of our progress. It is fair to say that there is a real momentum building towards our goal of treatment for retinal disorders, but the challenge to all of us is to do what we can to maintain and accelerate it.
With respect to our own society in the last 12 months, our 400 members and the wider Retina NZ community as a whole should feel assured the society is being competently managed. We have been able to pass the new constitution, completed registration with the charities commission, and our continuing highly-valued contribution in peer support, public education, patient collaboration and patient advocacy has been maintained. 

Retina New Zealand is fortunate to have a dedicated and multi-skilled executive, generously assisted by supporters at a local level who, like our executive, work using their own home computers on a voluntary basis. In acknowledging the executive and support group coordinators, first and foremost I need to emphasise how these individuals enable people with retinal degenerations to support each other, but acknowledge that they are also very successful public educators and sector advocates.   

In recognising that our operating expenses grant from the RNZFB is becoming less likely to sustain the increasing demand for our services, we embarked on a fundraising programme this year. Our first 2 notifications were successful and we expect to hear the results of two further trust and foundation applications in the near future. I wish to acknowledge the New Zealand Community Trust and the Lotteries Grants Board for their support of our peer support service, newsletter and AGM, to NZORD for web hosting services and to Yates, the horticultural supplier, for their financial support through the Cosmos Bright Eyes seeds sponsorship. I also want to thank the many public meeting speakers who have been so willing to be available to share their knowledge and guidance.

In helping our members cope, we are also mindful of our role in giving hope to the generations of patients that follow. As mentioned at the beginning of my report, this year saw results from clinical trials of gene therapy as a potential treatment for Lebers Congenital Amaurosis. This true milestone in the worldwide quest to find a retinal dystrophy treatment is an exciting endorsement of a co-ordinated and methodical approach by allied medical and scientific research groups across the globe. Until recently, the New Zealand patient cohort had limited capacity to contribute to the development of treatments and, therefore, inherently relatively disadvantaged in terms of it’s readiness to benefit from treatment breakthroughs.  Whether the breakthrough was made via stem cell work, the development of retinal prostheses, the application of drugs, investigating the use of various nutrients, and other innovative approaches, we weren’t positioned to benefit relative to our counterparts in other developed countries.

I am pleased to report that grant funding is about to change all this. A national patient database of people with inherited retinal dystrophies has been one of our aspirations for many years. 2010 will mark a historic milestone in our aspirations in this regard. The establishment of a NZ database, difficult in terms of ethics and privacy requirements, while being unlikely to have any positive impact in the medium term on processes such as recruiting for clinical trials, epidemiological studies, or prevention initiatives in the short term, will undoubtedly be an important gateway for NZ patients seeking effective treatments and cures. We are confident Dr Andrea Vincent, Dr Dianne Sharp, and other clinicians will keep Retina NZ abreast of where and when we can assist. A key part of this assistance will involve maximising the contribution of our own database.

With Petronella Spicer from Christchurch and Elizabeth East from Wellington at the helm, Retina New Zealand’s 0800 233 833 Helpline continues its proud record of quality support. Through the 0800 line, e-mail, newsletter enquiries and referral from eye care professionals, we continue to deal with a wide range of questions. Genetics, potential treatments, social services, rehabilitation, coping with distress, adaptive technology and basic equipment and relationship challenges are all in a months work. 

A typical call being taken is one made by a patient around the time of their diagnosis. “What do I ask my ophthalmologist”, “how do I interpret this prognosis- the language is foreign to me”, “who is the expert in NZ or Australasia in my condition and should I see them”?, “how do people in my situation react and cope”?, “my partner/friends /family don’t understand- how do I deal with this?”, “what can I do to manage my condition or slow the degeneration process?” All are typical questions  which our retina family have answers for or know where to go for the answers. Having such knowledge and empathy at a crucial stage is almost always comforting and reassuring to our callers. Knowing one is not alone in their experiences, knowing there are others successfully finding solutions to challenges and knowing it is perfectly normal to feel isolated and helpless for a time.

 I wish to pay tribute to those contributing to our quarterly newsletter. Widespread endorsement, both here and internationally during the year, continues to enhance the reputation of our society. Susan Mellsopp’s innate ability to inform, entertain and provoke thought has been evident in all newsletter issues during the year. Susan has given succinct accounts of treatment research, made us think laterally in our daily challenges, profiled the many interesting personalities amongst our retina family, and encouraged us to laugh at ourselves.

Our administration secretary, Lyn Morgan in Hamilton has continued to provide an effective admin resource. Managing meeting information, collating funding proposals and accountability reports, and assisting with newsletter dissemination are all key tasks we have come to rely on Lyn for. I thank you Lyn 
I now wish to comment, in a reasonably unstructured way, on some of our specific projects. For sometime now the executive have sought a process by which we can effectively simplify and re-focus our website to better reflect the role and responsibilities of our society. Specifically we want www.retina.org.nz to offer value in the area of peer support and prevention and treatment information. In terms of web content management, we have decided to focus on primarily New Zealand content that will be hosted and managed by the generous support of NZORD. Our events, our newsletters, our advocacy work, administration processes and important NZ links will dominate our content. Denise Keay, our retiring Wellington Executive member, will liaise with NZORD to upload content and suggest new functionality and presentation options.

Over some years now, we have sought to develop an information pack for people newly diagnosed with sight threatening conditions but not yet eligible for Foundation registration. The information we have assembled has been categorised into:

* Who’s who and what they do

* Understanding the problem and asking for information

* Communicating your needs

* Welfare and entitlements

* Counselling and peer support

* Home and safety

* Getting out and about

* Adaptive technology

* Employment and education

* Leisure

* List of contacts for organizations

We are now in the fortunate position of being able to work on the distribution channels, formats and maintenance plans. We have acquired and maintained a resource of patient-focussed information about location and services of Low Vision Clinics and other eye care professional services. Through liaising with NZAO, RANZCO and our SMAB we have been able to provide relevant information to assist patients with decisions around prevention, diagnosis and treatment. For example, RANZCO’s list of ophthalmologists and their specialties is provided and reviewed by their secretariat at our request each year.

Our presence in the community via our own public meetings and participation in events related to our core objectives is an area we continued to perform strongly in. We raised awareness of Retina New Zealand among health-care providers at events held by the National Eye Centre, the RNZFB, Glaucoma NZ and the NZAO, we held public meetings and support group meetings in Auckland, Hamilton, Hawkes Bay, Kapiti Coast, Wellington and Dunedin, and we were involved with fledgling initiatives such as the MD Foundation of NZ and the Vision 2020 New Zealand projects.  In conclusion, I want to express my heartfelt gratitude to all who have contributed in some way to Retina NZ’s work in the 2008-2009 year.   Sharing your knowledge and experience with other members, your donations of time and money, your encouragement and confidence in what we do, and your willingness to contribute towards the health and prosperity of people you may never meet is wonderful.

Fraser Alexander

3. Retina New Zealand’s Annual General Meeting and Conference: Paraparaumu 26th September
Held for the first time outside one of the main centres, our AGM was a huge success due to the tireless work put in by two of our executive members, Elizabeth East and Sue Emirali. A large turnout of members, invited guests, and other local people showed how interested people are in the role we play in the vision-impaired community.  We were honoured to have members of parliament WInnie Laban and Nathan Guy present. 

It is with sadness we farewelled a long serving executive member, Denise Keay.  Denise has advised us on policy matters, and remains involved by supporting the changes to the Retina NZ website. 

The newly elected executive committee is:

President: Fraser Alexander

Vice-President-position not filled

Treasurer: Kiran Valabh

Membership Officer: Elizabeth East

Susan Mellsopp

Petronella Spicer

Sue Emirali

Linda Bartlett

Adaptive Technology Solutions 

Genevieve McLaughlin explained that they undertake workplace assessments and studies to ensure that clients receive appropriate adaptive technology for their vision impairment.  Genevieve and her husband demonstrated Zoomtext which enlarges text on-screen and now includes several speech options, Guide which is simpler speech and magnification software suitable for people who are less comfortable with the Windows operating software, and desktop and hand-held electronic magnifiers. Digital camera based products such as Farview and Geordie were demonstrated. Adaptive technology solutions offers a free, one week, no obligation product trial so clients are assured that the piece of equipment they are considering purchasing is suitable for them.  They will also visit you in your home to discover if the equipment meets your needs (in the southern North Island region only).  Training in the use of the equipment is available at an extra cost.  Funding is available for equipment through Workbridge if you are in employment.

Peter Turner

Founder of the Wellington Low Vision Clinic, Peter Turner explained that its role is one of rehabilitation and advice.  Clinics are held each Tuesday and Wednesday morning when 4-5 patients are seen. The youngest patient attending at present is 4, the oldest 103, but the majority are female and over the age of 80.  Patients present with a variety of conditions including those which are inherited, the result of diabetes, and injury.  Older patients have macular degeneration, glaucoma or have suffered a stroke.  Most express concerns and frustrations about a loss of independence, lack of support systems, and ask for information about appropriate lighting.  

Following an assessment at which the visual pathology is explained,  advice is given and often a low vision aid is prescribed.  The majority of patients wish to retain their independence, read, and require home and workplace modifications.  

Mr Turner then discussed the main causes of visual impairment, and how the retina degenerates. Focusing particularly on macular degeneration he explained that assistance was available in the form of glasses, lighting, magnification devices, and learning how to modify tasks.  Treatment regimes were discussed, particularly in question time, where eating well and keeping fit were seen as important for eye health.

Don McKenzie

As chairman of the MD Foundation Don spoke briefly about the role of the new foundation in awareness, education, research and support.  Limiting avoidable blindness, promoting the delivery of eye health services, and working with the Ministry of Health on blindness prevention policies is the role of the Foundation at present. Further information on the MD Foundation and the Vision 20/20 project will be published in the next newsletter.

4. Silent Vehicles

This information is taken from a position paper published by Blind Citizens Australia.  

In recent years silent, or near-silent vehicles such as hybrid electric cars and motorbikes have become more commonplace.  Their popularity has grown along with increased public concern regarding climate change and fuel scarcity.  It is expected that usage of silent vehicles will continue to flourish.  This trend is of great concern to people who are blind or vision-impaired because it increases the safety hazards already inherent in pedestrian travel.  At present blind or vision-impaired pedestrians can usually hear cars approaching, and even if there are no other safety indicators such as audio-controlled pedestrian crossings or tactile indicators they can be relatively assured of their safety.  

Little research has been done on the best ways to ensure the safety of blind and vision-impaired people while allowing a large number of silent vehicles on roads and footpaths. Options which may help include:

· Fitting the vehicles with a noise making device which can be heard from a distance. This option raises concerns there will be higher levels of noise pollution, or that the sound will be ineffective on busy roads. 

· Providing a device for people who are blind and vision-impaired to carry which would indicate that a vehicle is oncoming.  This option raises concerns that people who are blind and vision-impaired already carry a great deal of adaptive equipment.  

· Changing road safety laws to ensure that pedestrian safety is given priority.  This option leaves the onus upon drivers who may be more or less educated about their responsibilities.   

Given the lack of information about which solution or combination of solutions is best Blind Citizens Australia does not support any longer term solutions at this stage.  They are requesting:

· The provision of funding for research into the most effective methods to enable people who are blind or vision-impaired to be safe on roads and walkways which are used by silent vehicles.  

· Provision of resources to monitor statistical and anecdotal evidence of issues with silent vehicles.  To assess the impact on blind and vision impaired people will mean examining both the safety of silent vehicles and the impact their existence has on day-to-day mobility. 

· Innovation in shaping best practice pedestrian safety through education campaigns targeted at drivers of silent vehicles, particularly when schemes promoting silent vehicle adoption are promoted.  An evidence based model aimed at improving the safety of blind and vision-impaired people should be adopted as soon as possible.  
5. New Genetic Test Available for AMD 

A new test called MaculaRisk has recently become available in Canada, and it can teach you about the AMD genes in your genetic makeup.  If AMD runs in your family, the test can help you to gauge your chances of developing the condition, and may help you take preventative steps now if it turns out you are more at risk.

Over the past four years international researchers have discovered a number of different genetic markers that can make someone much more likely to develop AMD.  Some people carry harmful variations of a gene called Complement Factor H (CFH) which helps to control the immune system’s inflammatory response. A harmful variation of the CFH gene can cause out-of-control inflammation in your retina, putting you at greater risk for AMD. MaculaRisk examines eight of the main genetic biomarkers for AMD, and has been available in Canada since March 2009 from ArcticDX, a molecular diagnostics company.  The test examines these genetic markers along with your smoking history, another major risk factor.

More than 60% of AMD risk is related to genes, and another 10 to 20% is related to smoking.  MaculaRisk cannot tell you definitively whether you will develop vision loss from AMD, even if your risk is high you may not get the condition.  The results of a simple saliva test at the Ophthalmologists office can tell you if your risk is extremely high, elevated, average or low.  You have a 70% risk of losing your vision from AMD if you have all the genetic markers and have smoked.  If you have none and don’t smoke your risk is less than 5%.  

It is important to consider whether or not you want to know more about your risk, and how you would handle the results.  It is important to recognise this information may cause some people undue worry.  Knowing you are at high risk may prompt you to make lifestyle changes such as quitting smoking, wearing sunglasses, and eating a healthier diet. Your doctor could monitor you more closely to detect and treat AMD earlier.

It is important to recognise these tests are a work in progress.  AMD testing is not widely available yet, but in the future it may be possible to determine which treatments work best for someone’s particular genetic makeup. Please note that as yet these tests are not available outside Canada.

Downloaded from the Canadian National Institute for the Blind           
6. Red Meat Intake Increases AMD Risk
People who are heavy consumers of red meat are increasing their risk of developing Age Related Macular Degeneration, while chicken has a slight protective effect according to a recent Australian study.  Published in the American Journal of Epidemiology, the researchers at the Centre for Eye Research in Melbourne found people who consumed red meat 10 or more times per week increased their risk of developing AMD by almost 50% compared with people who had five or less servings a week.  Eating 3.5 servings of chicken or more per week reduced the AMD risk by 50%. 

The study, which has followed participants for 13 years so far, collected the eating habits of 5604 people aged 58-69.  Participants were asked about lifestyle factors such as age, diet, blood pressure, body mass index and smoking status so risk and protective factors for AMD could be adjusted for the statistical modelling process.  A follow-up took place from 2003-2006 which consisted of eye examinations and retinal photographs to diagnose AMD.  Researchers discovered 1680 cases of early AMD and 77 cases of late AMD among the participants.

Due to the small number of people who had developed late-stage AMD by the follow up period, researchers were unable to determine whether red meat consumption was linked in particular to wet or dry AMD, or whether it causes AMD to progress from dry to wet.  To date smoking has been the only proven modifiable risk factor for AMD, although it has been believed for a number of years that diet may affect a person’s risk of developing the disease.  Further research is planned as some limitations to the study have been noted.  This includes the fact that red meat could actually be a marker for other lifestyle factors causing macular damage.

Downloaded from www.cnib.ca/en/research/news 
7. Potential Glaucoma Treatment Tested
A new type of eye drop may point the way to treatment for glaucoma, although it has only been tested on three Italians so far.  Present treatments can delay progress of the disease but cannot reverse the damage already done.  A team of Italian researchers report that vision has improved in three patients with advanced glaucoma they have treated.  Human trials were conducted after success in treating rats with the eye drops containing a protein known as nerve growth factor.  This assists portions of the central nervous system that have been damaged by disease or injury.  After three months of treatment all patients showed improvements in visual sharpness and ability to detect contrast.  Two of the three showed improved visual fields, while the visual field stabilised for the third.  The improvements remain three months after the treatments finished according to the researchers.  The findings are welcomed with guarded optimism, mostly due to the fact patients with the disease as advanced as those in this study had been thought to be beyond treatment.  The success of this small trial now needs to be repeated in a larger number of trial participants. 

8. Cataract Myths and Facts 
Myths and old wives’ tales abound about cataracts, here are some of the myths replaced by facts.

Myth 1: Cataracts grow on top of the eye.

Cataracts are a clouding of the eye’s lens which is within the eye.  It is made up of water and protein fibres arranged in a way which makes the lens clear and allows light to pass through.  As we age the protein fibres clump together and cloud over small areas of the lens.

Myth 2: Cataracts can be removed with lasers.

This is not the case. During cataract surgery your natural lens is broken up and removed with an instrument called a phaco probe.  The natural lens is replaced with an artificial lens within the eye called an IOL. 

Myth 3: Cataracts ’grow back’.

No, they do not. However, occasionally a cataract patient can develop a different, secondary cataract months or years after surgery.  This occurs when the membrane that holds the new lens implant becomes cloudy, and increasing problems with glare make it harder to see.

Myth 4: A cataract must be ’ripe’ to be removed.

With modern cataract surgery a cataract does not have to ’ripen’ to be removed,  it can be done as soon as it affects your vision and quality of life.

Myth 5: Only older people get cataracts.

They are most common in people over 65, however they can occur in people who are younger, including congenital cataracts at birth.

Myth 6: Cataract surgery is dangerous.

It is one of the safest and mostly highly perfected surgical procedures with a 95% success rate, however some risks do exist.

Myth 7: There is no need for glasses after cataract surgery.

This depends on the type of IOL implanted. Some patients still need glasses, while others have a multi-focal lens implanted.

Myth 8: Cataracts are made worse by close-up tasks.

You can’t develop or make an existing cataract worse doing these tasks.  You are more likely to notice a cataract as one of it’s signs is a need for more lighting for close up work.

Downloaded from www.cnib.ca        

9. SoundPost Orientation System

This is an orientation system and not a navigation device.  While canes or a guide dog can keep one safe, and talking GPS’s systems can be used to navigate large or unfamiliar outdoor environments, but when arriving at a destination you need to know where the door is, the counter, or the lift.  This is what Soundpost is designed to do.  By swinging the hand controller from side to side until it beeps or vibrates you can locate a base station.  You then face towards it and hold the hand control straight ahead allowing it to maintain a signal.  You swing your shoulders to the left until the signal stops, back in the other direction until it stops, and then position yourself half way between these two points and walk. You are at your destination.

Each SoundPost base station can be programmed with one of 186 different codes but only one of these codes at a time.  The unit has a second small inset button which you can press if you are not too sure that you are heading towards the right place and then the hand controller will speak what the code of the base station is.  

If you are interested in this system (invented by a New Zealander and shown on TVI in mid-October), please visit the website at www.povidi.com where more information is available.  An MP3 link and video will soon be uploaded onto the support pages, but full instructions for the hand controller and base station are already available. 

10. The Penfriend

This a a device that allows people to attach and read audio labels on every day products.  The Penfriend uses minute barcodes scanned with a digital pen which triggers MP3 files recorded on the unit.  It has been developed by a British firm in conjunction with the Royal National Institute of the Blind.  

Costing less than £60, it can be used to label foods, medication, clothing, personal documentation, or film and music collections.  The RNIB says they are starting to develop address books, organisers, diaries and calendars using the Penfriend.

It uses optical identification technology to print microdots on to adhesive labels which are then read by a scanner in the tip of the Penfriend.  This triggers the MP3 file, possibly even using the owners own voice, giving a spoken description of the item that is labelled.  It can hold up to 70 hours of audio recordings and can also be used as a standard MP3 player.  This also means that people are not being limited to a few seconds to describe the object being labelled.  Therefore information such as a food items use-by-date, ingredients, and even cooking instructions can be included.  In the case of medication the purchase date and dosage instructions can be added.

Mantra Lingua (inventors of the pen) originally used a talking pen device with its children’s books and approached the RNIB to see if it would be useful for vision-impaired children.  The potential in the talking pen was immediately recognised so development and manufacture began quickly. 

11. Read How You Want

Digital publishing innovator ReadHowYouWant has begun partnering with Allen and Unwin to create accessible formats of the publisher’s best selling titles.  The conversion technology will re-purpose the books into high quality alternative formats including large print, Braille, synthesised audio MP3 and Daisy.  The new editions will be available at www.readhowyouwant.com  near the time of publication. 

Allen and Unwin are delighted to offer books by some of Australia’s leading writers to visually impaired readers.  The ReadHowYouWant system makes it possible to release many more titles in an accessible format.  The initial collaboration will publish 50 of the most popular books,  but due to the large number of publishing partners books will soon be available from other publishers such as Random House, Simon and Schuster, Wiley and many others. 

The ReadHowYouWant it system was developed by an electronic publishing pioneer, Christopher Stephen, whose sister has MS and had difficulty reading.  This award winning conversion technology reformats existing books into a wide variety of alternative formats.  Each edition has been optimised for maximum readability.  

12. Making the Best of Your Vision and Other Senses

When vision loss occurs the way in which we use light, size and colour contrast becomes very important for reading, seeing detail and doing everyday tasks.  Using other senses such as touch, hearing, taste and smell can also help.

When faced with everyday tasks for which you need to see detail think:

Brighter: Is there enough close light?

Bigger: Can the detail be made bigger?  

Bolder: Is there enough contrast?

Other senses: Can I use my other senses?

Brighter Environments Allow Better Vision

Improving general and focused or task lighting can make objects and printed material easier to see.  An adjustable desk or task lamp can be useful for specific tasks.  It should be bent down very close, sometimes only 30cm away from your work.  The light should shine directly onto what you are looking at and should be below eye level.  Natural light is also useful.  Keep windows as clean as possible to transmit the greatest amount of light.  Work with your back to the window to minimise glare.

Big Is Easier To See Than Small

Move closer to what you are looking at, for example the television.  Whenever possible choose large print (calendar, clock, books).  Use a photocopier to enlarge crosswords, music or recipes.  A magnifier or magnifier light can help with tasks such as reading and sewing.  Staff from the RNZFB can help you to choose the most appropriate magnifier.

Bolder Colours and Surfaces Stand Out

Make an object stand out visually from its background.  Black on white or white on black produces the best contrast for many people, but sometimes just putting light colours against dark backgrounds is enough to see more clearly.  It is not difficult to use colour contrast well, nor is it expensive.  Here are some examples: Use a black felt tipped pen for writing, put a white cup and plate on a dark coloured place mat (avoid patterns) and vice versa.  Have a chopping board that contrasts to your kitchen bench or your food.  You may like to have two chopping boards; a dark one to contrast with lighter foods and a light one to contrast with darker foods.  In work areas like garages have a white plastic placemat so you can place small dark objects on it, and vice versa.  Use contrasting electrical tape around light switches and power sockets.  Paint the edge of difficult steps with a 1-inch wide strip of contrasting paint.  Paint the riser as well so that the step can be seen when ascending and descending.  Paint handrails darker or lighter to contrast with the wall.  Contrast the edges of tables in the dining room or any piece of furniture where you are likely to knock yourself.  Use a contrasting towel or cloth on your knees when doing handcrafts, Place white electrical tape, coloured stickers or a dab of liquid paper on the buttons of your TV remote, cassette player or other appliances.  Only mark a couple of buttons on each appliance as too many markings can be confusing.

Using Your Other Senses

 Some of the frustrations and difficulties with daily tasks can be overcome by using your other senses.  Trusting other senses can be a challenge for many people.  Give yourself time to practice and to build up your confidence in new ways of doing things.

Touch

Run your hand over a surface when you have wiped it down to check if it is clean, when peeling vegetables use touch to feel if there is any skin left, identify coins by their shape, size, and milling, use touch when fitting keys into locks,  and knitters can learn the feel of different types of stitches.  The ‘bolder’ contrast principle can be applied to tactile contrast.  Make something stand out from its background by making it feel different.  Tactile markings such as Polymark or Velcro can be put onto appliances to locate the various settings.  Mark only the settings you use all the time.

Sound

Pour liquid into a container and listen to the change in sound as it fills, listen to how vigorously something is cooking, is it simmering or boiling? Listen for the clicks of switches as you turn an appliance on and off, use talking and audible devices such as clocks and kitchen scales.

Taste

Learn to differentiate between different foods such as sugar and salt and different herbs and spices.

Smell

Check for the freshness of fruit and vegetables or other foods; learn to smell if your food is cooked or burning.  Learning to trust your other senses may require some practice but can lead to feeling safer and more confident on a daily basis.

Be Organised

Eliminate clutter around the home.  Have a place for everything and everything in its place.  

Downloaded from www.visionaustralia.org.au 
13. Children’s Book by June Ombler
June Ombler, founder and member of Retina NZ, has published a children’s adventure story set in Kenya where she lived for many years.  The book, ’Safari to Adventure’, has been illustrated by local artist Barbara Hefford, and would make a lovely gift for children aged 10-15 years, or anyone interested in East African wildlife and safaris.  You can purchase the book from June’s daughter, Kay Mckenzie, for $20 plus $4 p&p (more for overseas). Email Kay at kmckenzzz@paradise.net.nz  or phone at 04 567 5732.  All profits will go to the SA and GJ Ombler Charitable Trust set up to fund New Zealand research into retinal dystrophies.        

14.  Retina New Zealand Needs You!!! 

Our members are very important to us. Your subscription helps to cover the cost of sending out this newsletter. You may be unaware that your subscription has lapsed (notices were sent out in April). If you wish to continue receiving this newsletter please renew your subscription now otherwise this will be the last newsletter you will receive. Send your cheque (or pay online) to The Membership Officer, PO Box 2232, Raumati Beach, 5255.  If you wish to check whether or not you have renewed your sub phone the Membership Officer on 04 299 1801 or email her on membership@retina.org.nz    Our subscription is $20 for waged and $10 unwaged.  We look forward to your continued membership of Retina NZ. 

15. Yates Cosmos Bright Eye Seeds

The sale of these seeds by Yates and their continued sponsorship of Retina NZ is truly appreciated.  This year our President, Fraser Alexander, attended a luncheon in Auckland and was presented with a cheque for $440 raised from the sale of the Cosmos seeds. Please continue to purchase these seeds, they would make wonderful Christmas gifts, and  their sale is helping your organisation.

16. Annual General Meeting and Conference 2010

Next year’s AGM and conference will be held in Christchurch on Saturday the 25th of September. Please put this date in your diaries now.  It is hoped that, as in previous years, we will be able to celebrate World Retina Day at our conference.

17. Correction

In our last newsletter we incorrectly spelt the name of the Ombler Charitable Trust which funds retinal research in New Zealand .  It is the SA.. and GJ Ombler Charitable Trust.  We apologise to June for this spelling mistake.     
18. Book Reviews
Short overviews of three scientific books are included below, along with a review of a large print cookery book available for purchase from England. 

Retinal Dystrophies: Functional Genomics to Gene Therapy By G. Bock, J. Good and Novartis Foundation.

This important book covers all aspects of retinal dystrophies from the molecular and developmental biology of these disorders to possible therapeutic approaches, with special reference to gene therapy.  Specific chapters deal with the molecular genetics of gene therapies, clinical genetic studies, molecular and cellular mechanisms of the development of the disease, functional genomics of retinal diseases, animal models of retinal dystrophies, and studies on gene therapeutic approaches to correcting the disorder.

Retinal Degenerative Diseases and Experimental Therapy By J. Hollyfield, R. Anderson and M. LaVail.

This volume covers all aspects of degenerative retinal diseases including genetics, cell and molecular biology, clinical and diagnostic studies, as well as research into retinal implants developed to restore vision in eyes that have lost their photoreceptor cells.  There is a strong emphasis on the molecular genetic approach to understanding these disorders.  Several chapters present insights into the mechanism of photoreceptor degeneration and cell death.  

Photoreceptor Cell Biology and Inherited Retinal Degenerations By D. Williams. 

Published in 2004 this book presents review articles on the cell biology of photoreceptor and RPE cells, as well as the relationship between this cell biology and inherited photoreceptor degeneration.  The chapters have been written by the leaders in the field.  While this is primarily a book for vision scientists and cell biologists, it provides in-depth information on the molecular base of many forms of retinitis pigmentosa and related retinal degenerations. 

Cooking for VIPs: A Cookery Book for the Visually Impaired By Maxine Turkington.  

Produced in large print format on high quality sealed paper for a long life, this excellent book contains over 120 recipes graded according to complexity; plus hints and tips for a visually impaired person organising and using a kitchen.  If you are interested in purchasing this book contact: RP Fighting Blindness, PO Box 350, Buckingham, MK18, 1GZ, England.  It costs £12.95 plus £2.50 packaging and handling to anywhere in the world.       
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List of Publications

“A Family Affair”-A New Zealand Guide to Inherited Retinal Degenerations. Re-published in September 2000, 32 pages.

Age-Related Macular Degeneration: What You Should Know-RNZFB

Members will receive the relevant booklet when joining Retina NZ. Extra copies of “A Family Affair”  can be ordered at $5 each from the Newsletter Editor

Free Brochures 

Coping with some sight loss or a degenerative retinal condition

Supporting people with retinal degenerative disorders

Detached Retina-a matter of urgency

Take the Amsler Test-a self testing card for early detection of macular degeneration

Members can obtain these brochures free from the Membership Officer  by ringing and requesting the ones you require.  A charge is made to non-members to cover printing and postage.

Retina New Zealand Inc is grateful to the Royal New Zealand     Foundation of the Blind for funding the printing of this newsletter 
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 NZ’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
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