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1. From The Editor 

Christchurch turned on two beautiful spring days for our AGM and Conference in September. Standing under the lovely blossom trees and thoroughly enjoying the sunshine, something which has been in very short supply in the Waikato this winter, I enjoyed talking to several of our members who had attended the meeting.  It was a little hard to believe that just three weeks earlier Christchurch had been shaken by a 7.1 earthquake. It was very sad to see the local church in Merivale with its steeple in a wooden cradle sitting on the front lawn, and many piles of bricks lying all around the church. Reality certainly struck that evening when out at dinner we experienced several aftershocks. I think most of us were very surprised when everyone in the restaurant cheered after if was over, perhaps a reminder of the war when bombs missed their target!   

Unfortunately my trip home from Christchurch was not as pleasant. Turbulence over the South Island meant my plane which was meant to leave at 5.30 finally left at 6.20pm, supposedly arriving in Wellington with 10 minutes to change planes. An hour later we finally boarded the Hamilton flight, one which ended with the crew forming a guard of honour on the tarmac for my guide dog Chocolat who was on her last flight with Air New Zealand. It was a very moving experience, particularly when the pilot gave her a hug. The shuttle bus I had booked was not there, and after a 45 minute wait and several phone calls from Air NZ staff the taxi the shuttle company had ordered instead finally arrived. It was not without some amusement that I realised I am probably one of the few people in New Zealand who has kept an airport open while I waited for transport home, where I finally arrived at 9.45pm with a very tired and hungry dog.

As is usual for the November newsletter the content is slightly different as it includes some of the reports from our AGM and conference. Fraser’s report on the Retina International Conference in Stresa is followed by a précis of the conference speaker papers. I have also included profiles of our two new executive members, Linda Bartlett and Mike Langdale-Hunt. Many of us with a vision impairment have experienced falls, some quite serious, which require months of rehabilitation. I have included some hints on how to avoid falls which has exercise options you may be interested in. When I meet members they always say the coping section is the part of the newsletter they enjoy the most and I have realised that many of the hints and suggestions I published 5 or 6 years ago have not been made available to newer members. As a result I have also put an updated and revised version of the cooking and kitchen hints in this newsletter. 

I hope you all have a very happy and enjoyable Christmas and a safe New Year.  Susan Mellsopp  editor@retina.org.nz 
2. From The President’s Desk
As each annual general meeting of the society comes around it is a time for me to reflect on the previous year and look to learn from what has transpired. The last twelve months has seen us achieve unprecedented success in raising funds for research, expand and innovate in our peer support meeting offerings, and make great progress in our coping strategy advice in print and on the internet. As I pointed out in my President’s address on Saturday the 25th of September in Christchurch, Retina New Zealand faces some significant challenges over the next 12 months. Challenges in the area of making our services relevant with respect to similar services and information sources internationally, challenges in attracting the resources we need to survive, challenges to focussing on our point of difference to retain our good reputation, and challenges in making sure we are advocating in areas most relevant to our membership. It is my intention that this year we aim to optimise our relevance to New Zealanders-after all we are the only patient group for people with retinal disorders in New Zealand and we have a responsibility to focus our attention locally. 

It is always heartening to be able to welcome talented new people to our executive ranks and I look forward to working with the newest member of our executive, retired airline pilot Mike Langdale-Hunt from Waikanae who has joined our highly skilled and committed team at the Retina New Zealand table. Mike is very aware of the need for support for those who experience limited vision. Mike says “just being able to relax in the company of others in the same boat and hear about how they have overcome their difficulties is to uplift their spirits”. He intends to contribute in a variety of ways to ensure such opportunities are made available to as many Retina New Zealand members as possible. A warm welcome to you Mike.

Fraser Alexander

3. Retina New Zealand Annual General Meeting and Conference: Christchurch 25th September 2010
A very successful conference was held in Christchurch this year. The executive committee for Retina New Zealand is: President, Fraser Alexander; Vice-President, Petronella Spicer; Membership Officer, Elizabeth East; Peer Support Officer,  Petronella Spicer; Treasurer, Kiran Valabh, and the committee consists of Sue Emirali, Linda Bartlett and Mike Langdale-Hunt. 

Several reports were presented including Fraser Alexander’s President’s report and his report from the Retina International Conference in Stresa, Italy.  
4. Report From the 16th Retina International World Congress, Stresa, Italy, June 2010 by Fraser Alexander

The Retina New Zealand delegation consisted of Fraser Alexander (President), Christina Alexander, and Kiran Valabh (Treasurer). Including the duties Fraser has as a member of the Management Committee of Retina International, our involvement included two one day meetings of the Management Committee, a one day continuing education programme, the General Assembly of Retina International, and two days of the main congress. 

Easy access to the transport hub and with a relatively large population being some of the benefits of Milan, but without the bustle of a big European city, Stresa proved to be an ideal venue for attracting scientists, clinicians and patients alike. On the opening evening we were welcomed by the notably youthful mayor Canio di Milia and this set the tone of hospitality offered by the Strasiani’s-warm, typically expressive, and genuinely helpful. Stresa is a small town of about 5000 people, everything was convenient and within walking distance, and offered an authentic taste of the culture of northern Italy.   

The continuing education day featured presentations on how patient groups needed to understand funding decision making for new health technologies, striving for dignity and independence in the worst possible cultural environments, and genotyping case studies and the challenges for clinical trial preparedness. Fraser presented a paper on how legacy fundraising could be implemented by patient groups needing to maximise their potential revenue streams.

In recognising the fact that Retina International needed to grow and be more inclusive if it is to advance its key objectives as effectively as possible, it was pleasing to us that the General Assembly adopted a major constitutional amendment. This involved moving from country based membership to organisation based membership. This will allow for more than one member from a single country, potentially removing the insurmountable obstacle of uniting patient groups prior to applying to become RI members. Retina International welcomed four new candidate members-FARP from Argentina, Retina India, Retina Belgium, and the RP Association of Taiwan. The new RI management committee elected at the General Assembly includes Christina Fasser (President), Claudette Medefindt (Deputy President), Fraser Alexander, Stephen Jones, Maria-Antoineta Leopoldi and Caisa Ramshage. The incoming committee agreed on the 2010-2012 work plan. This includes conducting a feasibility study for a new office with a permanent secretariat; developing our membership in Latin America and Iberia, the Pacific rim, the Nordic countries and Eastern Europe; enhancing our research dissemination offerings by placing 5 minute podcasts of interviews with scientists and clinicians on the RI website; assisting with the organisation and resourcing for the youth meeting during the 2012 RI conference, and assessing social media opportunities for RI.

On Saturday June 26th patients arrived in large numbers from around Italy and further afield, the traditional first morning RI Congress excitement was evident-something of an irony that Italians often express their enthusiasm with hand gestures that many of us could not see! This unique opportunity to hear leading researchers reveal new findings in vision science was embraced by around 600 patients and their families travelling to Stresa from at least 23 different countries. 

Exciting and motivating news, delivered in the 62 papers from 53 presenters, included ‘highlight packages in accessible language’ of upcoming and continuing human clinical trials, the establishment of proof of principle for treatments in animal models, and ground breaking discoveries at the basic science level. The structure of the congress meant Kiran, Christina and I were able to attend almost every session across the two days-a measure of crowd bustling, scrapping for seats and accent-grappling needed but on the whole accomplished. 

Professor Gerald Chader, a well know supporter of, and voluntary contributor towards eye related patient organisations world wide, can always be relied upon to present a concise summary of where vision research has reached. Gerry does this in a manner that expresses his excitement and rational optimism but also tells an audience an engaging story, turning the science into an ongoing journey of hope and discovery. 

Retinitis Pigmentosa and Related Retinal Disorders

Professor Chader explained that there are two pathways for restoring retinal function, one pathway where no photoreceptor cells survive (replacement of the cells or cell function is needed) and another where some cells survive (need to rescue the cells and prolong their viability). Professor Chader gave brief summaries of significant studies within each of these two scenarios and I draw on the congress participants electronic copy of abstracts along with the audio recording I took during this session.

Replacement of Cells or Replacement of Cell Function

Artificial Retinas

The company Second Sight reported at ARVO 2010 on performance results from its Argus11 Retinal Prosthesis study involving 32 patients. All participants had bare light perception or worse at the start of the study. Each had placed in his or her retina a 60 electrode grid designed to respond to electrical pulses triggered by images captured and transmitted by an eye-glass mounted video camera. Tests of the Argus11 system were based on participants ability to determine the direction of motion of a line, the location of a square, the identity of letters and utensils, and to follow a line towards a door. All were in high contrast against their background. All 32 participants from the United States, Mexico and Europe had practiced with the system in their homes where they reported being able to detect phosphenes (light flashes without light actually entering the eye). Use ranged from four months to a little over three years. In finding the door participants did better when the device was on than off. The majority also did better in detecting the square with the device on. Direction of motion and ability to identify letters and utensils were likewise improved. 

The Artificial Retina

Professor Eberhart Zrenner from Germany reported on the progress of the sub-retinal implant from Retina AG. The microchip contains 1500 photo diodes and is implanted below the retina and this is assisted by a microprocessor which is implanted behind the ear. The details given at Stresa involved 12 patients who had successful outcomes. These included the reading of large letters (4 cm) and the combining of these into words, the successful distinguishing of various articles such as a cup, spoon, fruit etc. Professor Zrenner presented a video which showed a patient successfully detecting the number of people present in the room. In a separate lunchtime session his team detailed the inclusion criteria for future participants in the trial and what would be involved if a patient agreed to participate. 

Stem Cells

Professor Robin Ali reported that photoreceptors and visual function had been restored in mouse models of retinal degeneration using embryonic stem cells. This was demonstrated by a video of swimming mouse models correctly identifying a safe platform identified by a visual screen. The mice found the platform more than 70% of the time and also had improved visual ERG responses. The research is in preliminary stages as the therapy only worked in young mice and a more appropriate source of cells was needed.

Optogenetics

From my limited understanding of this approach there appears to exist photoswitches which make a living cell react electrically to a light signal. It is the photoswitches in ganglion and bipolar cells that there exists the possibility they could be stimulated to restore vision but research on this is at the early stages of development.

When Photoreceptor Cells Remain

Growth Factors

Dr Weng Tao presented on her clinical trials using the encapsulated cell technology to deliver growth factors to the retina. Dr Chader believes this will be the first treatment for dry AMD. The technique uses an intraocular implant containing genetically modified cells that secrete cilliary neurotrophic factor (CNTF). It is hoped it will protect the photoreceptor cells in patients with retinal degenerative disorders. CNTF is being tested in clinical trials in patients with retinitis pigmentosa and has demonstrated a positive biological effect. One of the effects of CNTF is a dose-dependent, statistically significant increase in macular thickness involving the photoreceptor cell layer. The thickening could represent increased transcriptional and metabolic activity of the cells. Whether it presages functional improvement is yet to be determined. The next step for the scientists is a Phase11 efficacy study in RP patients to determine whether CNTF can slow degeneration of cells and increase visual activity.

Pharmaceutical Intervention

A paper presented by Professor Rob Koenekoop on Oral Therapy for Lebers Congenital Amaurosis (LCA) represented a promising new strategy. Genes that cause LCA do so by affecting a range of proteins. The absence of these proteins means retinal cells undergo a process of cell death called apoptosis. Researchers are evaluating different test compounds hoping to prevent apoptosis. In Professor Koenekoop’s study, a phase 1b clinical proof of concept study, three patients aged 10, 12 and 38 received a synthetic retinoid replacement for 11-cis-retinal. After just a week of treatment all three had improved visual acuity, visual field measurements, and/or retinal sensitivity. Interestingly, they experienced gains in vision beyond the treatment period. 

Antioxidants

As a ground swell of evidence presented at similar meetings over the past 5 years has suggested, it is important to consider anti-oxidant supplementation if you are a patient with any kind of retinal degeneration. Professor Chader said anti-oxidant therapy must be taken more seriously in prevention or at least slowing down degeneration. A current clinical trial in Spain shows good results and further trials are planned.  

Gene Therapy

In what was seen by many as the highlight of the congress Professor Jean Bennet eloquently and enthusiastically presented her work in replacing the RPE65 in patients with Lebers Congenital Amaurosis. While the best visual acuity results were seen in younger patients, Professor Bennet and her team were delighted to see that all 4 international trials had successfully restored vision. The data included 31 patients over a period of up to 3 years with 28 patients reporting improved vision. The video of Cory, a young trial participant achieving remarkable improvement in his vision, was a truly emotional and satisfying tribute to the many millions of dollars and hours of commitment dedicated to the fight against blindness. In the next few years it is expected that other groups will commence gene therapy human clinical trials. The genes most likely to be included code for conditions such as Stargardts Disease, Ushers Syndrome, Choroideremia, Achromotopsia and other forms of LCA.

Overcoming Drug Bioavailability Issues in Ophthalmic Treatment

Professor Peter Humphries presented a potentially valuable new technique for overcoming a significant challenge in pharmaceutical intervention for retinal disorders. Endothelial cells of the retinal microvasculature are bound to adjacent cells by ‘tight junctions’ that prevent passage of potentially harmful substances from the blood into surrounding tissues. Unfortunately this inner blood-retina barrier (IBRB) also thwarts transfer of potentially therapeutic drugs. Professor Humphries reports that he has been able to breach the endothelial barrier and administer drug therapy in preclinical models by systemic administration of siRNA against claudin-5, a protein in the tight junctions, or by locally incorporating siRNA targeting claudin-5 into an inducible AAV-2/9 gene therapy vector system. The approaches have been effective in several animal models including a model of autosomal recessive retinitis pigmentosa. 

AMD and Other Macular Disorders

While the conference presented further evidence that age and genetics are significant risk factors in AMD, there is plenty of work being done on preventable factors and their role in AMD pathogenesis. Smoking, obesity, hypertension and cholesterol have shown to increase susceptibility in recent studies. In terms of advice on diet it was recommended to eat a serving of spinach 5-6 times a week, oily fish 3 times a week, and foods rich in vitamin D, E and C. 

The results of the head to head trial of Lucentis and Avastin for the treatment of wet AMD will be available at the end of 2010 and is eagerly awaited. Over 700 other treatments were under investigation including AAV administration which was well tolerated and each of the subjects showed sustained improvement in subjective and objective measures of vision. Several subjects are no longer legally blind. The greatest improvement was observed in children, all of whom gained ambulatory vision.    

In summary, much is now known about the inherited retinal degenerations. Specifically, enough is known to demonstrate ‘proof of principle’ in RD animal models that such interventions can be both efficacious and safe. Based on this, human clinical trials for these diseases are now taking place with many more to come in the next few years.

5. Quotes

Laughter is a property in man essential to his reason: Lewis Carroll

A man isn’t really poor if he can still laugh: Anon

If you like a man’s laugh before you know anything of him, you may say with confidence that he is a good man: Feodor Dostoevsky

Laughter is sunshine in a house: William Thackeray
6. Conference Speakers

Darryl Sherwood: Soundpost

Having worked in the technology sector for 20 years, and at Humanware, Darryl was concerned when a workmate could not find his way from the footpath to his office door. As a result he spent five years developing the Soundpost Orientation system. It is not a navigation system, nor is it a GPS system. It has various base stations which are installed on buildings, above certain doors, anywhere one wants to regularly navigate to, and is worked from a hand held remote. It allows users who have the remote, which is about the same size as a mobile phone, to find the door, escalator or the main desk in a building. When the remote is aimed at one of the base stations it picks up a beam and beeps so you know where you are. The handset can be programmed to tell you which station you are at, for example the library circulation desk. 

There are many personal uses for the Soundpost, one good example is camping where a base station can be installed on your own caravan or tent, and on the shower and toilet block. There are endless possibilities for its use which are limited only by your imagination. Each base station and the hand control retail for $200. If you wish to know more about this product please go to Darryl’s website which is www.povidi.com  
Kiran Valabh-Travelling in Europe

Kiran, our treasurer, travelled to Europe in June to attend the Retina International conference in Stresa, Italy, and a meeting of the Macular Disease Society in Bristol, England. He also travelled through Greece and Germany. He explained that he had done a lot of preparation before embarking on his trip, particularly booking assistance for his plane travel. He also received assistance when travelling on the underground in London, he was put on a carriage and then someone met him at the station he wished to alight at. He found train travel in England relatively easy, though he did get on the wrong train in Bristol following the Macular Disease conference and had to be helped by some of the other conference attendees. Assistance is also available on trains on the continent. 

Kiran said staff in hotels were very helpful, as were staff in the tourist attractions he visited such as the British Museum.  At the MD conference he was interested to learn more about the audio description on DVD’s which explain body language, costumes, and scenery. He was informed that audio description is available in other countries in museums, for movies, television, and in theatres for performances such as opera and musicals. Kiran said that to travel alone one needed to feel confident and be able to relax.       

Dr Andrea Vincent

Auckland Ophthalmologist Dr Vincent, spoke about the genetic database for retinal disorders that has been established with a grant from Retina New Zealand. She said genetic mistakes are changes in the genes, and most eye diseases have several sub-groups. With a genetic diagnosis a proper correct diagnosis of the eye condition can be made, and the prognosis is easier to determine. As an example she said Lebers Congenital Amaurosis has 15 different genes, but  knowing which gene is involved can also make planning for one’s future easier. 

Using the database as a tool will help to provide quick diagnoses, particularly if a person related to a new patient has already had the tests, and ultimately it will contribute to the world knowledge of retinal disorders. Dr Vincent described how understanding a gene mistake is important for reproductive decision making, and how embryos can be tested at the 8 cell stage for gene mutations. This allows families to make informed reproductive choices. Also, getting an early genetic diagnosis may allow treatments which may halt deterioration, if not improve vision loss.

Describing the treatments which are slowly becoming available for gene based retinal disorders, Dr Vincent spoke about the treatments being developed for LCA and how they had proved a principle. Many gene therapy trials are planned overseas, and a patient from New Zealand has been accepted for a phase 2 trial in Philadelphia.  Other treatments being developed are the encapsulated cell technology (CNTF), and stem cell treatments where pluripotent progenitor cells are becoming retinal cells and allow the retina to re-grow. As yet there are no human trials for this treatment. Researchers have discovered genes which may be associated with macular degeneration, though this may also develop as a result of poor diet and smoking. All indicators at present are pointing towards inflammation as a cause. 

200 people have been genotyped, but at this stage the special computer programme is only doing data entry. It is hoped that before long photos, scans, OCT scans and family genetic information can be entered. Downloading clinical features will help with linking those with the same genetic disorder. Patients who have already been gene tested are receiving letters asking their permission to be included on the database.

7. Investigating Regenerative Potential of Retinal Cells
A substantial grant to support stem cell research has been announced. Researchers from the Scripps Research Institute and the University of Washington have received a $4.6m NIH Transformation Award. Their long term goal is to restore visual function lost through diseases such as macular degeneration and retinitis pigmentosa. “The success of this work could mean a paradigm shift in how retinal disease is treated, and could have a broad and profound impact on human disease therapies by utilising the regenerative power of our own cells” said Zhang, one of the researchers.

Some vertebrates, such as goldfish and newts, have a remarkable ability to regenerate a lost limb or eye. “The human genome is quite similar to that of a newt, but we humans seem to have lost the potential to regenerate our own cells, possibly due to some inhibitory mechanisms” Zhang said, “we are seeking small molecule chemicals that can block these inhibitions and consequently unlock humans’ regenerative potential”.

The researchers are looking at particular kinds of cells called Muller cells which are abundant and have the ability to regenerate nerve cells after retinal injury in fish, they usually play a supporting role in the central nervous system neurons in humans, such as those present in the eye or brain. This study proposes to use chemicals to turn Muller cells into photoreceptors in the eye-cells that are lost in two diseases that are leading causes of blindness, macular degeneration and retinitis pigmentosa. 

This will provide new avenues in developing cell-based therapy, as well as small molecule drugs for regenerative medicine and facilitate new understanding of the mechanisms of trans-differentiation. They plan to screen more than 100,000 compounds in order to identify the chemicals that prompt mouse Muller glia to develop new neurons. 

This information was obtained from the 0ctober 2010 issue of Opthalmic Times.

8. New Members of the Retina New Zealand Executive

Linda Bartlett

Linda decided to join the Retina New Zealand executive committee almost two years ago when it was confirmed that her two teenage sons, Zane and Jordan, had retinitis pigmentosa. Their condition was not hereditary so it did come as a bit of a shock. Zane is 21 and works in the family business as an apprentice sign-writer while Jordan, 19, is a barista at McCafe. He is going to Auckland University next year to do a BA in music, he plays the classical guitar. Linda is married to Martin and they run a family operated business, HB Signs, in Hastings. 

Linda says she is happy to do whatever is required of her for the executive, will contact the media to advise them of meetings, promotion, banking assistance, signage requirements, and be available to take down contact details of new people who attend our public meetings. Her son Zane has started a page on Facebook called ’Retina Youth’ which is advertising up and coming events and other points of interest for younger people with retinal conditions. Zane will be doing the Queen Charlotte Track walk at Labour weekend along with Rob Matthews MBE and Jim Logue. This walk is to raise funds for the new database being set up in Auckland by Dr Andrea Vincent. 

Linda’s mother is also a member of the RNZFB, she has diabetes, and Linda tries to support her as much as possible. Linda also says she is a committed Christian and loves going to church. Another passion of hers is ballet, she was taking lessons until quite recently and hopes to return when she has a little more time. She intends to remain on the executive as she enjoys spending time with the dedicated team who work hard to offer such a great peer support system.    

Mike Langdale-Hunt

Mike is a retired airline pilot who lives in Waikanae. His wife Genevieve is vision-impaired. Mike says that for the past 5 years he has been her support person, seeing-eye dog, factotum, “basically I have just been there for her”.. He believes this has given him an understanding of the problems vision-impaired people face in everyday living situations.

Mike believes that by being involved in Genevieve’s eye treatments he has gathered some understanding of the mechanics of the eye and how it works. He has an open mind to research both in recognised medical fields as well as that in what he considers are alternative therapies. Mike suggests that lifestyle has an effect on one’s health, and in some cases could manifest itself in vision problems. He hopes researchers and alternative therapists may be able to help inhibit the progression of a visual impairment. Mike says we need to be aware of the up-to-date research in a variety of fields. 

“My support for Genevieve with her visual problem has made me very aware of the need for support for those who experience limited vision. Just being able to relax in the company of others in the same boat, and hear about how they have overcome their difficulties is to uplift their spirits. While the Foundation provides support for the ’blind’ there are opportunities for more social interaction in a relaxed group setting”.. Mike says he looks forward to being involved on the Retina New Zealand executive committee.  
9. Inspirational Blind Person     

Joseph Pulitzer 1847-1911: Joseph was a Hungarian-American publisher best known for posthumously establishing the Pulitzer prizes. In 1882 he purchased the New York World, a newspaper that had been on the point of ceasing publication. Pulitzer shifted its focus to human interest stories, scandal and sensationalism. At the age of 42 he became blind due to retinal detachments and had to retire. 
10. Coping: How To Avoid Falls

A fall can occur at any age, but unfortunately the older you get the more often they can happen. When people develop a vision-impairment falls are an ever present worry, whatever their age. They can happen as the result of a simple trip, loss of balance, medication usage and weakness in the leg muscles. It is very important to discuss any falls you may have with your general practitioner and ophthalmologist. Your GP can assess your balance and muscle strength along with your overall health, and then offer you recommendations.  

Having a fall shakes you up and makes you very wary about having another fall. It can reduce your confidence, leave you feeling very uncertain, and reluctant to get out and about as you once did. Often falls can be prevented by taking relatively minor steps such as changing your medication dosage, altering your glasses, or taking some exercise. Reducing risks in your home will help too. 

Falls are often prevented by undertaking a regular form of exercise that improves your muscle strength, balance and fitness. Discuss with your doctor if the exercise you are already taking, or are about to start, will prevent falls. Ask the doctor what type of exercise programme is right for you. ACC currently delivers a Tai Chi programme for fall prevention. They also support other exercise programmes through the Green Prescription (written advice to a patient to be physically active as part of the patient’s health management) and local initiatives.  ACC also supports the provision of a vitamin D supplement, shown to reduce falls in older adults, particularly those living in residential care facilities.  

At home there are several steps you can take to reduce the risk of a fall. 

· Remove or secure mats and rugs

· Tape loose cords out of the way or use a multi-plug system

· Keep busy traffic areas in your house free of clutter

· Try non-slip mats or vinyl in wet areas such as the bathroom

· Install grab rails to help you in the shower or toilet

· Wear non-slip well fitting shoes

· Store items you use regularly between eye and hip level

· Ensure you have plenty of lighting to help you see your way

· Have a telephone that is easy to reach if you should have a fall

· Keep up-to-date emergency numbers by the phone or stored in the phone memory

· Be aware of pets which could get in your way (this includes guide dogs!)

· When you are outside be wary of uneven or cracked pathways

· Take note of changes between concrete, cobbled or tiled areas outside

·  Keep all pathways and outside areas tidy

· If you are in real danger of having a debilitating fall consider getting a personal alarm

· Install extra outside lighting, particularly if you go out in the evening frequently

· Use light bulbs that are brighter, if possible avoid the energy saver type in areas you use frequently, they are too dull

· Leave nightlights on in passageways (I have a sensor light in my passage which switches on at the slightest movement)

· Keep a torch near your bed

· Highlight the edges of steps

· Sprinkle sand or other such material on patios and steps to prevent slipping. Fine wire nailed to steps and patios can also prevent slipping

Exercise

· Physical activity, even household chores, can be beneficial

· Join a walking or swimming group

· Try line dancing, Tai Chi or seated exercises

· Gardening, relaxation exercises or yoga can be helpful

· Take part in family or community activities, these may be available through the YMCA

· Daily exercise does not have to be strenuous, just beneficial

· Keeping physically active and eating healthy foods will help you maintain a healthy weight which can help prevent a fall. 

· Wear comfortable non-slip shoes when exercising

Falls can be prevented if you avoid taking unnecessary risks. As your sight deteriorates consider purchasing a white cane from the RNZFB and ask for help to use it properly. If you are a member request orientation and mobility training, and some help in negotiating your home to reduce the risk of a fall. 

If your sight is deteriorating but you are not yet eligible to become a member of the RNZFB ask your GP where you can get help and support, ring Age Concern, and your local branch of Grey Power can put you in touch with supportive agencies.

You can also ring our peer support line on 0800 233 833 for advice.

Information downloaded from www.acc.co.nz  and www.agewell.org.nz 
11. Inspirational Blind Person
Maria Runyan: Born in 1969, Maria is a marathon runner who is legally blind. Her career began in 1999 at the Pan American Games where she won the 1500 metres. In 2000 she competed in the 1500 metres at the Sydney Olympics making her the first legally blind athlete to do so. In 2002 she finished as the top American woman in the New York marathon in a time of 2 hours, 27 minutes and 10 seconds.   
12. Cooking                                                                                                                
When you have a vision impairment the kitchen can seem rather daunting. But don’t give up! By adapting how you work in the kitchen and using special equipment a great deal can be achieved. The following suggestions may help you if you want to get back into the kitchen with confidence or provide you with some new tips if you are already trying to adapt to cooking with a sight loss.

Shopping and Labelling
When shopping for food do not be afraid to ask for help. Many of the staff in the supermarket will understand your difficulties and be very happy to help you. If possible, shop early in the day when the supermarket is not busy, this makes it easier for you to stand close to the shelves and choose what you require, and the staff have more opportunity to support you.

Once you arrive home labelling your food can be difficult. Having someone to help you can be useful, although there are several ways of marking tins and boxes so you know what the contents are. Tear part of the label off a tin to identify it, or put one elastic band around the tinned tomatoes, two around the peaches and so on. You can put a magnetic plastic letter (available from toy shops) on the tops of the tins, or write the contents of the tins on a large label with a thick black marker and tie to the top of the tins. Talking tin lids are available, you record the contents of a tin into one of these and play your message back at the touch of a button. They are magnetic so stay attached to the tin you have put them on. A system is also available which uses barcodes to help with labelling. 

Lighting

Make sure that your kitchen lighting helps you to use any sight that you have. Good strong central lighting is important, as well as lights under wall cupboards which shine onto worktops. A clip on spotlight that can be used as needed is very useful, and matt rather than shiny surfaces help avoid glare. 

Colour and Contrast

These can make things much easier to see. You can find light coloured food like potatoes on a dark chopping board, cake mixes show up better in a dark bowl (unless it is chocolate cake), and dark handles on light kitchen fittings are easier to find. If you are pouring a drink it is easier to see how full the cup is if it is a contrasting colour or if you place it in the sink rather than trying to pour it on the bench where the cup may be difficult to see. Plugs and sockets are easier to find if they are a different colour to the wall. 

Peeling and Chopping

Using knives can be worrying for people with poor sight. Keep your knuckle against the side of your knife as a guide, this way you can also measure the thickness of the slices you want. Sharp sturdy knives are safer than blunt ones, and you are less likely to have an accident when using them. Always keep your knives in the same place with the handle foremost to avoid any accidents when reaching for them. Some people may prefer a peeler to a knife for fruit and vegetables. 

Cooking

The choice of a gas or electric cooker is usually a personal preference but there are some helpful tips which can be used for both. Use the back elements rather than the front ones to avoid accidentally knocking the pots. Put the pot on the element before turning it on and keep the handles pointed away from the front of the stove. Become very familiar with the distance between your workbench and the top of the stove. Always keep your work surfaces clear of clutter, this will also mean you have plenty of space when you wish to take something out of the oven. Mark the temperatures on your oven and stove top with bump-ons or tactile marking pens. 

Downloaded from www.rnib.org.uk     

13. Books
Isis Publishing Ltd has been producing unabridged audio titles for over 20 years. Every month they put out 32 new books on cassette and CD and MP3 CD. Their website www.isis-publishing.co.uk    lists all the different categories and genres of books which are available as audiobooks. These include adventure, biography and autobiography, classics, general fiction, romance, sagas and travel books. Books can be ordered online when you open an account.

Ulverscroft Large Print Books  

They offer a wide variety of large print titles in soft and hard cover formats as well as abridged and unabridged audio books. Many of the titles are written by the world’s favourite authors and Ulverscroft is considered the leading world wide publisher of large print and audio books. They also offer MP3 CD’s.  

Did you know that you can read your favourite newspaper online? All the major New Zealand newspapers are now available online, as are many of the smaller publications. While some are selective about the content they make available free, most of the major daily editions publish the majority of each edition online. Advertisements for jobs and the family notices are usually available. You can also take out an online subscription which allows you access to the complete edition each day. 
14. Notices
Membership Renewals

If you are paying your membership renewal by cheque please send it to our membership officer, Elizabeth East, at PO Box 2232, Raumati Beach, 5255. I have received several envelopes with renewal cheques this year but as editor I am unable to process these for you and have to place them in a new envelope and forward them to Elizabeth. 

Equipment for Sale

Would you be interested in purchasing the JORDY Vision Enhancement System? It enables people with low vision to see objects at a distance, up close and at any range in-between. This battery operated system can be worn like a pair of glasses, or used as a video magnifier when placed on its docking stand. With the push of a button, you can watch your favourite television programme, see the face of friends or family, read a book or newspaper, write a cheque or enjoy your hobbies again. If you are interested in finding out more about the JORDY which is brand new but has never been used and comes with a user manual please contact Leon Benbaruk in Wanganui, telephone 06 345 2130, cell-phone 027 747 4625 or at leon.benbaruk@xtra.co.nz 
15. Recipe

Warm Salad of Carrots and Slow Cooked Red Peppers

500g of carrots peeled and sliced into small batons

6 tbsp extra virgin olive oil

1 large red onion finely sliced

3 red peppers, seeded and veins removed and cut into neat slices

2 tbsp red wine vinegar

2 tsp runny honey

Salt and freshly ground black pepper

1 tbsp finely chopped Italian parsley

Place the carrots in a saucepan, cover with water and bring to the boil. Simmer until they are tender. Put two tbsp of the olive oil in a frying pan and heat until hot. Add the onions, lower the heat, and cook slowly until the onions soften. Add the strips of pepper and continue to cook over a gentle heat for at least 20 minutes, until the peppers are soft and sweet. Remove from heat. Make a vinaigrette by mixing the red wine vinegar with the remaining olive oil, honey and salt and pepper. Combine all the vegetables, dress with the vinaigrette, and top with the parsley. This dish can be halved if you live alone, eaten as a side dish, or as a main with some chicken or beef added.  Downloaded from www.healthyfood.co.nz 
16. Book Reviews
Jane Hunter: Growing a Legacy by Tessa Anderson, Auckland, HarperCollins, 2008.

One of the pioneering marketers who introduced the world to Marlborough Sauvignon Blancs, Jane Hunter’s wines successfully challenged the established wine world. Now an internationally respected vintner and recipient of the prestigious Women in Wine award and with an OBE, Jane shares both her own extraordinary story and its part in the history of the modern New Zealand wine industry. This book is sponsored by the Acorn Foundation. Read by Rosemary Ronald on 2 cassettes, 7.56 hours. TB8130 and CD54938

Mao’s Last Dancer By Li Cunxin, Camberwell, Viking 2003. 

At the age of ten the author was chosen to train as a ballet dancer at Madam Mao’s Peking Dance Academy. His physique and peasant family background were the only criteria for selection. His determination to excel resulted in Li being given the rare opportunity to travel to the United States for a cultural exchange. Life there was nothing like his communist indoctrination had led him to believe. Ultimately he defected to the west in a dramatic media storm and went on to become an internationally renowned ballet dancer. Read by Francis Greenslade on 3 cassettes, 14.35 hours. TB8208 CD58102

What a Ride!: the Life and Times of the Mad Butcher, by Peter Leitch with Phil Gifford, Auckland, Harper Collins, 2008.

Peter Leitch, the Mad Butcher, is a legend in his own lifetime. He is a larger than life character who left school at fifteen and went on to build a nationwide chain of successful butcher shops. Along the way he has earned a reputation as a foul mouthed league supporter with a heart of gold. He has contributed time, money, energy, heart and soul to help countless charities and good causes. This book has strong language, sponsored by the New Zealand Community Trust. Read by Merv Smith on 2 cassettes, 6.53 hours, TB8152 CD 55371.

March to the Sound of the Guns by Ray Grover, Dunedin, Longacre, 2008.

Derived from years of research into soldier’s diaries, letters, military history and battlefields, this novel is told through the eyes of five participants; Colonel Malone, Christian sniper Harry, leftwing activist Jim, intellectual Frank, and Nelle, a volunteer nurse in love with a fighter pilot. Strong language, Sponsored by Henderson Rotary Club, on 4 cassettes, 18.04 hours. TB8108 CD54546

These reviews from Sound and Touch are reproduced with permission  
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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
