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1. From The Editor’s Desk
I hope you all had a wonderful Christmas and are looking forward to a positive and special 2010. I spent some wonderful time with my 14 year old granddaughter who I had not seen for two years, great to take a teenager shopping for modern clothes! Due to an email misunderstanding I ended up having four weeks wonderful leave which I spent relaxing at home, walking my guide dog Chocolat, having coffee with friends, and reading heaps of talking books. 

Unfortunately several frustrations surfaced during my break. I needed another desk for my office, and on purchasing a flat pack one on sale from the Warehouse Stationery was unable to round anyone up to help me put it together. After several hours of struggling with screws, bolts and other bits and pieces by feel my language was slowly deteriorating so I finally gave in and asked if my neighbour’s visiting son, a marine biologist and Antarctic diver, could possibly help me. Half an hour later I had a desk for my CCTV! This has all led me to wonder why everything has to be put together these days, even a small child’s bike arriving in pieces in a large box on Christmas day caused one Mum much irritation.

My second gripe is with non-disabled people who use the disability toilets, much like the car-parks they don’t seem to think who they might be disadvantaging. I can assure you guide dogs with their owners do not fit into ordinary public loos, and the excuses I have been met with when perfectly fit and healthy young people emerge from the disability toilet leave one incredulous. I will leave the rest to your imagination, but thoughts of emailing Fair Go are crossing my mind. I was also requested quite tersely by a doctor, not a New Zealander, not to bring my dog into his office at an accident and emergency medical clinic I took my granddaughter to. Despite my polite explanation of the rights of guide dogs in this country he was not convinced and refused to speak with me, only talking to a 14 year old. I wonder why vision impairment is still treated with such disdain in this country.    

Several reports make up a large portion of this newsletter one by Don McKenzie on blindness prevention and two from Dr Monica Acosta. I have included a large coping section which explains the new DAISY system about to be introduced by the RNZFB library, some basic housekeeping tips, advice on taking up or continuing with sport despite your vision impairment, and a truly inspirational book review of Running Blind, the story of Rob Matthews.  

Please send me your feeback, it would be wonderful to have some letters to the Editor to publish.   Susan Mellsopp editor@retina.org.nz  

2. From The President’s Desk 

With the holiday season offering a unique opportunity to reflect on the year passed and the year forthcoming I have found myself considering how Retina NZ could change in 2010 in order to continue to reflect the needs and aspirations of its current and future members.  A significant fundraising event is planned for later in the year-as a patient group should we have a greater focus on contributing financially to the quest for better treatment and prevention outcomes? New organisations will continue to grow, one dedicated to blindness prevention, one dedicated to public awareness and treatment access, and one dedicated to low vision services. How can we work with these organisations towards achieving our shared goals? Our ‘gateway to treatments and better understanding of eye conditions’ is taking shape; what is our role and responsibility in maximising the contribution of such a national resource? I am also drawn to wonder whether our current activities and resources are relevant to work effectively for our members. These include our newsletter, our website, our publications, our public meetings and our relationship with key stakeholders.

As always we would appreciate your input as we ponder the year ahead. Our planning meeting in late March will shape our focus and guide our efforts for much of 2010. Please feel free to contact us well before then with your thoughts and your suggestions. I cannot emphasise enough that Retina NZ is here for you the member and that without the enthusiasm and co-operation of patients fighting blindness will be characterised by unnecessary scientific inefficiency, subdued enthusiasm, and by economic rationality arguments instead of humanitarian outcome arguments.

I hope you have taken time to rest, to spend time with your loved ones, and enjoyed all the great things we kiwis are privileged to have in such abundance.

Best Wishes, Fraser Alexander

3. Quote: In luminous flashes of sudden vision we may discover jewels of wisdom hidden within ourselves. These flashes might come in words (a powerful phrase or poem) or in a glowing visual image or both. When these insights reveal themselves to us it is as if a veil of mist simply dropped away. Universal and timeless truths seem to emerge from the shadows and stand bathed in the light of deep understanding.

Lucia Capacchione: American Art Therapist
4. The RNZFB and Blindness Prevention by Don McKenzie
In 2009 the Foundation of the Blind, (RNZFB), helped to seed the formation of two new Trusts aimed at limiting avoidable blindness in New Zealand; Macular Degeneration New Zealand and Vision2020 New Zealand. Both trusts bring together community interests and eye health professionals, and promote the health benefits of early detection, equity of access to treatment, and a greater understanding of blindness and its causes.  While each Trust has a slightly different emphasis, the key ideas are essentially the same; to limit eye disease, to collect and pool research data, and to take a hard look at how eye services to the community can be improved.  We all know that a large part of vision loss is avoidable and that is the common target.

The boards of both trusts are made up of interested ophthalmologists, optometrists, business, RNZFB and consumer parties.

 Macular Degeneration New Zealand is modelled around the AMD global alliance and is chaired by ophthalmologist Dr Dianne Sharp.  Sandra Budd, the Foundation's Chief Executive is a board member.  The key focus is on awareness, education, support and research into macular degeneration, the leading cause of blindness for people over 50 in the country.  Estimates suggest, (NZAO 2009), that 25,000 Kiwis have lost sight due to age related macular degeneration, and that 2,000 develop the disease each year.

 I chair Vision 2020 New Zealand, the other trust whose Board includes Professor Richard Edwards, an Epidemiologist.  The board secretary and co-founder is Wanganui Ophthalmologist Geoff Duff, who is working towards a PhD on eye services and the major causes of blindness in New Zealand.  Vision 2020 NZ is the global initiative for the prevention of avoidable blindness, a joint programme of the World Health Organisation (WHO) and the International Agency for the Prevention of Blindness (IAPB). It is the official IAPB body for New Zealand, and operates locally as a network of strategy and working groups. The focus is on developing a population or public eye health capability, and there is a commitment to cross-sector collaboration and research.  A population health approach to eye care emphasises equity, community participation, teamwork and awareness of the overall determinants of health as well as clinical care.

According to the 2001 NZ population census, more than 81,000 adults and 13,200 children have a sight impairment that cannot be corrected by lenses.  They cannot recognise faces across a room or read newsprint.   Overseas data suggests that 20% of school-aged children may have focusing errors that can be easily corrected by lenses.  Blurred vision compromises children's performance in the classroom, playing sport, working on the computer, texting or riding a bike.  How many more people don't drive, fall because of poor sight, or cannot read instructions on medicines? To our shame, we just don't know the extent to which poor, or uncorrected vision, limits the development and life quality of New Zealanders. Evidence from Canada, the UK and Australia suggests the community health and social costs of blindness in terms of ineffective education, lost productivity, depression and dependency is huge, to say nothing of the humanitarian implications.

An Australian study, (Taylor 2004), showed that vision impairment and blindness cost Australia nearly 10 billion dollars and affects nearly half a million people.  There is no reason to believe that, proportionately, figures would be much different in NZ.  Clearly, the best interventions possible are needed to limit avoidable vision impairment.

 Quality of life and independence are also impaired by blindness.  La Grow and his colleagues (2009), have shown that New Zealanders with vision impairment between the ages of 55 and 70, are worse off economically, in poorer physical and mental health, have less social support, and are more socially isolated than their sighted peers.
Higgins et al (2008), have found that 42% of Maori members of the RNZFB have no known visual diagnosis compared with 20% of non-Maori.  Further, 30% of Maori over the age of 30 with a diagnosis of diabetes had some form of retinopathy.

   It is clear that, despite the heroic efforts of clinicians and technical advances in eye care, we have a long way to go to improve overall eye health in NZ.  It is time for the concerned community, clinicians and researchers to join together and fight blindness on several fronts; it is time to step outside silos and to work differently; to re-order systems of delivery; to talk to each other while in the same room; to develop a national vision health plan so that people get the information and service needed to take charge of their own lives; to have health policy recognise the economic and social implications of blindness.  It is time for health policy to take account of vision competence and to actively conserve it.

 Retina New Zealand has a big part to play in helping to "join the dots" for better eye care.

Don McKenzie.
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5. Retina Australia National Congress: Brisbane October 2009 by Dr Monica Acosta
Brisbane, Queensland, was an excellent venue for the Retina Australia conference. More than 200 participants from around Australia attended the meeting to listen to the recent progress in therapeutic intervention strategies. A welcome function was organized on Friday night at the venue of the Congress, the Royal on the Park in the central business district. The conference was organized to encourage the participation of the general Retina Australia community who had an opportunity to ask questions about topics of interest and receive the latest news on eye research. The venue was ideal for the occasion with plenty of access and service for the visually impaired and their companions.

The Chair of the Congress Organising Committee, Grant Fraser, was a fantastic Master of Ceremonies during the course of the Congress and we were welcomed by a speech from the Retina Australia National President, Graeme Banks and Mr Brett Raguse. The topics discussed at the meeting were of a high standard with a range of presentations on intervention strategies, current database launching and basic science research.

The conference was extremely well organized, with intellectual as well as recreational activities that complemented the range of sponsors with products to assist the blind and impaired vision people. On Saturday afternoon the attendees had an opportunity to discuss specific issues impacting on our youth coordinated by Phillip Crawley (Youth Empowerment Program). There was also an opportunity to discuss major resources for tracing your family history with Miles Sinnamon from the State Library of Queensland. Low vision and mobility was discussed by Ebrahim Oam from Guide Dogs Queensland, and vision loss and mental health by Jorge Lopez, Counsellor for Guide Dogs Queensland.

Other activities included a guided tour of the botanic gardens and a session of Tai-Chi on Sunday morning, followed by talks on how Vision Australia can help (Karen Knight) taking as an example a day in the life of a blind person.

The Keynote speaker, Prof Elizabeth Rakoczy, has extensive knowledge of gene therapy approaches for the treatment of eye diseases and has developed treatments for the reversal of blinding retinal dystrophy in LCA dogs, and in a transgenic mouse model for ARMD. She presented her successful gene therapy treatment of LCA dogs, and announced the first human trial starting at the Lions Eye Institute in Perth for the treatment of wet macular degeneration this year. 

 Professor Nigel Lovell, from the University of NSW, presented advances in the development of the vision prosthesis as part of the Bionic Vision Australia (BVA) project, a partnership of Australian research institutions collaborating to restore vision using micro-technology research. He showed us how a patient with this implant would see. He also referred to surgical approaches for implanting the mini device outside the retina, a procedure that does not interfere with ophthalmological examination. 

Erica Fletcher presented the work she has been conducting for the past eight years on the role of an energy molecule (ATP) that can act outside the cells to promote cell death. The group has tested a range of animal models for the effect of drugs that can prevent the damaging action of ATP and its role in the treatment of retinitis pigmentosa.

I had the pleasure of speaking about the research I conducted for the analysis of a transgenic rat model of a dominant form of retinitis pigmentosa. At a molecular level we have identified a critical period where there is increased levels and activity of energy related molecules that suggest the affected retina is “working harder” than a normal one. The analysis also identified that components of medications may cause the damaged retina to die more rapidly when overdosed.

John De Roach and Tina Lamey from the Sir Charles Gairdner Hospital, Western Australia, presented their work on the progress with the inherited retinal disease registry and DNA Bank planned for the next three years. The research currently conducted by other investigators suggests that gene therapy will rely on accurate classification and identification of the gene affected. Interested participants are encouraged to access the web link to their online registry at www.scgh.health.wa.gov.au/Research/inheritedretinal.html  

 The participants also had the opportunity to attend the scientific round table. I participated in this activity where the topic of usefulness of vitamins and supplements was raised along with current research using stem cells. All participants were well informed and the scientific panel was pleased by the level of the questions raised.

Retina Australia is committed to raising funds for research into the detection, prevention, treatment and cure of inherited retinal dystrophies. They have been essential in providing auxiliary funds for high quality, scientific/medical research co-supported by the Health Research Council of NZ. 

 What became obvious to me was the significant amount of services and resources that the Queensland Blind Association has collected and put in practise to facilitate life and recreational activities, including sport, for the well-being of visually impaired people. The Conference was a real success and I would be pleased to participate again in the future.

6. Preventing Vision Loss: A Talk Given by Dr Monica Acosta to the Auckland Branch of Retina NZ

In the 2020 battle against unnecessary vision loss there are a team of professionals ranging from social workers, ophthalmologists, optometrists and vision scientists that address the problem from their point of expertise and this multidisciplinary combination will result in the prevention and reduction in the number of blind people. 

There are two big factors against us:  the aging process (we get old and part of our body starts to malfunction) which interestingly is the opposite of cancer where the cells overgrow and cannot be killed. The other factor is the environmental and social conditions that affect our countries. For example; our food habits, alcohol intake and the level of exercise. Another factor is that we do not choose our parents, our parents choose themselves, the fact that our parents carried a mutation and we are the recipient of the combination of bad genes.

My research primarily focuses on understanding eye diseases in animals to better appreciate the molecules to target in the human conditions.  The second aspect of my research is trying to identify factors that accelerate damage as evidenced in animal models (and afterwards make a big fuss so other professionals can advise people with vision loss to stay away from it). Another line of investigation is the identification of factors that protect from vision loss.

The eye is highly sophisticated equipment. It works in a similar way to a digital camera. If it is broken sometimes it is possible to pull it apart, look at the circuitry and find the problem, and then you have your equipment back in working order. We can change parts, (cataract and corneal transplant), but sometimes the circuitry is so complicated that the technician does not know what the problem is so we have to buy a new one. It would be fantastic if we could buy a new eye every time it is malfunctioning but unfortunately our hope is in the understanding of the circuitry to be able to repair it and having good technicians (ophthalmologists and optometrists) that can repair the eye.

To understand the wiring and circuitry of the retina my group is asking the question:  is there an alternative circuitry that can prevent the cells from dying? Most people have partial vision loss, whether in the central part of the visual field or the periphery. If we can find a way of rewiring and learn what makes the good parts of the retina still work we can improve the vision in that condition. It appears that in most conditions the circuitry is fine, but in people with vision loss in the cells that decode the light, due to genetic mutations, lack of nutrients, etc, it is not. So we are conducting a series of experiments that address how photoreceptor cells die, and what molecules signal about that death so we can to do something about it. 

With the support of the University of Auckland grant we are looking at the process of cell death in the retina. We have evidence that there are multiple mechanisms of death and repair working at the same time in these cells. Intervention strategies to repair the damage have not been completely effective because there is only partial targeting of the pathways in animals or humans. Possibly we are repairing some cells and therefore there is transient recovery, but others are dying because of another mechanism. The project is looking at molecules expressed in the retina that are associated with malfunctioning and we are following them at a microscopic level to see which ones are coming up first. This means that we will be able to suggest alternative molecules to target during drug intervention in addition to current treatments. There are thousands of molecules that we can look at, the project is unique because we are a team of skilled observers that can create a concept out of apparent chaos. Using fluorescent molecules we are targeting all the death pathways and repairing pathways to identify the dynamics of events at that level. We want to find the repairing mechanisms that are stimulated every time a cell dies to improve them.

Ultimately we want to test every molecule with every drug, but this is not practical. We are applying an educated guess and in parallel looking at molecules that have already been suggested to act on the retina. We are analysing two drugs: the first one is Vinpocetine, or Cavintor, they have been very useful in the treatment of patients who have had a stroke, or in the treatment of macular degeneration patients. The study was conducted in Russia and involved 10mg Vinpocetine for 2 months. In addition to the proper medication, for example common medication with anti-VEGF, they added the Vinpocetine tablets.

It acts by providing more nutrients to the retina but at the same time it blocks acetylcholine transmission, blocks calcium channels, and is an antioxidant. Altogether these are good and bad things for the vision process so it is important to understand its effect at the molecular level. With the support of NZOVRF we have characterised the effect of the plant extract (periwinkle) on the channel activity and the metabolism. Yes, the drug enhances energy availability in the tissue and regulates the channels and there is a dose dependent effect.  We have observed a dose dependent effect. When we refer to the use of vitamins and antioxidants in general it is important to know our own body function. The vitamins are not acting the same way in a completely healthy person compared with a diabetic patient for example. The same applies to the eye microenvironment, proper consultation with the specialist is required.  

The clinical trials suggest 10 mg, we have used doses of the order of 10 and 100 uM directly applied to the retina in rodents. We are now looking at the function of the eye in live animals using a technique called electroretinogram. We are injecting the drug directly into the eye of animals (similar strategy to eye delivered drugs) and analyse whether the function of the retina is improved or not. This strategy will allow us to match the molecular and biochemical aspects with the final desired outcome, restoring vision.

We are also looking at toxins that years ago may have been the cause of many deaths from contaminated food. The most important of these is botulinum A. The toxin has in the last few years come back to fame as the commercially named BOTOX, due to its cosmetic application and more importantly it’s used for relaxation of muscles.  My group has decided that the target of the toxin is present in the retina, and we are looking at the effect it may cause when it is accidentally injected into the eye. We need to know if it is going to cause damage and if it has been successful in other parts of the central nervous system as it may be a candidate drug for retinal degeneration. We know that it acts on the photoreceptors so we have applied the drug at various concentrations to the retina of rodents and found no side effect, no damage. We are now looking at animals with oxidative damage (caused by excessive light exposure) and animal models of glaucoma, and the results are very different in both diseases. The BOTOX experiments are linked to the first project looking at the way the cell dies, and from these experiments we understand that there are two different mechanisms in these diseases and therapeutic intervention to prevent cell death can not be generalized to these 2 retinal conditions.

With the aid of the Ombler trust we are supporting a summer studentship for Mr Wasan Forsyth who is doing the first experiments to test whether peptides that are present in the brain and help the neurons find their right target may protect the retinal neurons against damage. We are starting from the beginning, what is called “proof of concept study” to test whether it has an effect on the retina or not. 

And finally, most of our attention is on animal models of macular degeneration. You may already know that there are many symptoms associated with the condition. It affects the most relevant part of our eye where there are specialized cells that process light and let us see the details in our fingerprint. There is inflammation, exudation, leakage, accumulation of debris, neovascularization, death of the cells. The disease is complex so having an animal model of the disease that resembles the human condition in all aspects of the degeneration is not real yet. We are using a rodent that shows all the early signs associated with early MD; inflammation, breakage of the controlled path of nutrients and molecules from the blood to the retina. In this model we are analyzing inflammation molecules and the integrity of the barrier. The project has the collaboration of Professor Colin Green who has designed and patented a molecule (Nexagon marketed by CoDa therapeutics) that has repaired corneal damage and medulla damage and we think it is acting in the connection of cells with each other (gap junction). We have a PhD student enrolled to conduct this project and we have great hope for the success of the therapy that has been effective in repairing other parts of the CNS.

7. Researchers Find Novel Pathway That Helps Eyes Quickly Adapt to Darkness
As you hurry from a lobby into a dark theatre you may have to stop as the transition from light into darkness renders you temporarily blind. Cells in the retina must adapt before you can begin to distinguish heads from backs of chairs. As the cells adjust sight will be restored enough to avoid tripping over a chair or sitting in a stranger’s lap. 

Scientists have long known that these cells, called photoreceptors, are involved in the adaptive process. A study from Washington University School of Medicine and Boston University School of Medicine has uncovered a new pathway in the retina that allows photoreceptor cells to adapt following changes in light exposure. The retina’s two main light sensing cells are the rods and the cones. Cones use similar mechanisms to convert light into vision. Rods work well in dim light, but cones allow us to adapt quickly to stark changes in light intensity. The research teams focused on the cone cells studying their ability to function in very bright light and to adapt quickly when the light is shut off. Rods can take up to an hour to adapt to darkness, but cones adapt in three to five minutes said the principal researcher..
Working in salamander eyes the research team removed the pigment epithelium layer so that pigment molecules could not be recycled using the known pathway. When the scientists exposed the retina to bright light and then to darkness the cones continued to function, even without the pigment epithelium. That meant the pigment molecules were recycled in spite of the fact they could not travel to the pigment epithelium. It became clear a second pathway was being used by the cone cells. Biochemical evidence suggested cells called Muller cells might be involved. These cells support and interact with photoreceptors in the retina. The researchers then treated salamander retinas with a chemical that destroyed the Muller cells.    

They repeated the experiment exposing the retina to bright light followed by darkness. By blocking the function of the Muller cells they prevented the recycling of chromophores. The cones ran out of photopigment and could not adapt to the dark. The research group then conducted the same series of experiments in the mouse retina with the same results, suggesting the second pathway involving Muller cells is also important in the mammalian eye. If it is active in the human eye it may be possible one day to manipulate this pathway to improve vision when the other one involving pigment epithelium has been interrupted by injury or disease such as age related macular degeneration. 

It is now very important to discover how the Muller cells are interacting with photoreceptors, because although their existence has been confirmed the studies did not reveal how they work. The National Eye Institute has recently given a grant to study how this newly identified visual pathway functions in the retina.      

8. Handy Hint
Do you have trouble trying to read the telephone book? Write in black felt pen or print out on the computer in size 72 font all the phone numbers you use frequently, particularly the doctor, dentist, eye specialist and close family members. Purchase a clear file with enough pages for the numbers, and some to spare, and keep this near your phone for daily use and in case of emergency. 
9. Digital Talking Books

RNZFB Digital Talking Book Update

Now entering its final phase, the first 48 digital talking book DAISY players have arrived from the manufacturer and are part of a pilot scheme. The first CD burning machine has also arrived, it is capable of burning up to 200 CD’s per hour. It is hoped to extend the pilot phase to 500 in early 2010. The first group will learn how to use the player and the digital talking books on CD, monitored by library staff. Fundraising efforts to support the new service are well underway with applications to trusts and charitable foundations.  A planning committee will guide the major capital fundraising effort over the next three years. For further updates about the digital talking books project check out the frequently asked questions page on the Foundation’s website at www.rnzfb.org.nz  or on the Telephone Information Service menu 1 8.

 Digital Playback Devices for DAISY Books

DAISY stands for Digital Accessible Information System and is a digital talking book format that offers many advantages over traditional audio books. A DAISY book may contain both sound and text, can be read on a portable device, or a computer with playback software. DAISY books allow a reader to go to specific sections, chapters or pages and to place bookmarks. The player will remember where you stopped and resume at the same place in the book. The sound quality is better, this is particularly important for readers who have a hearing impairment. Recordings are much longer; up to 50 hours of audio may be contained on one DAISY CD, this is the equivalent of more than 30 standard cassettes. This also eliminates the frustration of sorting multiple tapes or CD’s, and prevents the hassle of missing or damaged parts of a book. 

Many digital devices also play standard audio books, music and MP3 files. Although the RNZFB will be loaning DAISY players to members, some already have their own portable digital players which cost from $600 upwards. Each model of player and software has different functions and features. All of the players have a headphone output. They are fully accessible and provide audio descriptions of the functions of each button. All digital playback devices are able to be upgraded simply by installing new software.  

If you require further information on the DAISY system, or wish to know more about the types of digital devices available in the marketplace the website www.daisy.org is worth a visit. It advertises all the different types of devices available to play DAISY files, there are dozens of them but many would need to be ordered from overseas via the internet.

Victor Reader Stream

This digital device from Humanware is the one preferred by many New Zealand readers of DAISY talking books. It allows you to navigate through a variety of print media, MP3 files, music, and has a text to speech capability. This lets you take meeting agendas, emails, print documents and similar with you to meetings. Victor Reader Stream also allows you to record notes or talks and to download these onto your computer.  

Everything is stored on an SD card which can be purchased from most electronic stores. The VRS comes with a card, but its capacity is quite small and you may wish to purchase one with a greater number of gigabytes. The stream allows up to 15 hours of reading, and comes with a charger. If you do not feel capable of transferring files using MS Windows the stream also has a programme which enables simple file transfers.

It has four arrow keys for sequential navigation by chapter, section, page, paragraph, sentence, line, word, character or bookmark. The built in text to speech plays computer documents including searching and spelling. It has a variety of bookmarking features, an external power adaptor for use in other countries, high contrast keys and buttons and a carrying case.  

The main features of the VRS are: DAISY and MP3 player, a removable SD card for storing books, e-text files, music, podcasts and voice recordings, along with its portability. It has a built in human sounding text to speech synthesiser, a USB port to transfer books or music from your computer, and you are able to switch between text and recorded audio of full text/full audio DAISY books. 

All the contents are organised in an easy to understand bookshelf interface. These are DAISY books, non-daisy books, Audible.com books, podcasts, music, text files and voice notes. You just continue to press key 1 until you reach the required bookshelf. It has variable speed playback, accelerated fast forward/rewind, auto sleep shutoff with multiple time settings, key lock feature, book and reading position information keys, built in user guide and key describer, and announcement of music album and track names. 

The Victor Reader Stream connects to your computer as a USB drive allowing you to either copy and paste files or drag and drop them. 

This information downloaded from www.humanware.com  

10. Handy Hint
Tango Tools have produced large print measuring cups, 1/4 to 1 cup with the measurement in 24 font on the handle (white on black). These are available at Farmers for $4.99  
11. Basic Housekeeping Tips

People who become visually impaired can accomplish housekeeping chores in much the same manner as they did previously. Special adjustments to some similar tasks can make them simpler to perform. 

Dusting

Keep all cleaning supplies in a bucket or plastic bin. Dust in an organised pattern and concentrate on one area of a room at a time. Spray polish  onto a cloth, not directly onto furniture. Use a feather duster to dust small objects. 

Sweeping

Sweep one small section of the floor at a time. After sweeping the accumulated dust into a dustpan wipe up any leftover dust with a damp paper towel.

Laundry

Put a lamp near the washing machine. Put bumps-ons or fluorescent tape on the key machine settings. Put socks in a mesh bag or use safety pins to keep pairs of socks together. There are many fabrics that shed wrinkles if they are removed from the dryer as soon as they are dry. If you smooth and fold things promptly you can avoid a lot of ironing. 

Ironing

Whether you stand or sit to do the ironing raise the ironing board as high as you can as long as it is not too tiring for your arm. Choose a solid colour ironing board cover rather than one with a pattern. Mark the fabric settings on the iron to avoid scorching fabrics that require a cool iron. Use a funnel to pour water into a steam iron. After ironing run your hand lightly over the garment to ensure you have removed all the wrinkles. 

Mending

Use a metal loop needle threader or self threading needles. You can also stick your needle in a bar of soap while threading it so both hands are free. Place the fabric you are sewing on a contrasting surface. Keep a magnet nearby to pick up dropped needles and pins.

Downloaded from the American Foundation for the Blind website at www.afb.org 

12. Quote:  A truly great man never puts away the simplicity of a child 

13. Outdoor Activities          
Cycling

If you have always enjoyed cycling you don’t have to give it up, even if your sight is severely impaired. Using a tandem bike (the type built for two) you can continue riding on bike paths and roads with a partner. You pedal on the back seat while a sighted friend or relative rides on the front seat. The front rider tells you about turns and changes of speed, the terrain, and it is an excellent way to stay fit. If you have some vision you may prefer to ride a bike following closely behind another rider. The person ahead of you should wear a brightly coloured shirt or vest and call out to you if turning or stopping. 

Swimming    

This is another recreational activity you can continue whether in a pool, lake, or other natural body of water. For safety reasons a visually impaired swimmer should never swim alone, particularly if swimming in an open body of water. If you do find yourself in trouble in the water listen for natural clues such as barking dogs, cars, music or children playing and swim towards the sound. If you have some vision look for natural clues such as trees or buildings. 

Running

Running for fitness or pleasure is a recreational activity that many people with visual impairments enjoy, whatever their distance of choice. Find a running partner to accompany you, either at a running track or in a park or on the road. Many vision impaired runners use a short rope or cord which their guide also holds, while others find a baton or stick provides more information than a rope does. If you are a beginner the best method to build your confidence is to have a partner run behind you giving verbal directions and physical prompts when you veer in the wrong direction, are approaching uneven ground or turn the wrong way. 

Many other physical activities are available which vision impaired people can participate in. Two of the executive of Retina NZ are about to attend an Outward Bound course designed for the blind and visually impaired. You may be interested in applying for the next course when it is advertised. Most other sports from dancing to skiing and mountain climbing welcome those with sight issues having a go.

14. Quote: As soon as man does not take his existence for granted, but beholds it as something unfathomably mysterious, thought begins.

Albert Schweitzer: 1875-1965 
15. Notices

Report On Christchurch Meeting by Petronella Spicer

The Christchurch branch of Retina NZ held a Christmas get-together on the 12th of December.  22 members and their families attended and shared  a pot-luck dinner. The meeting was very informal with members having the chance to mix and mingle. The next meeting will be held in May 2010.

Tauranga Meeting

The executive of Retina NZ is meeting in Tauranga on the weekend of the 27th and 28th of March. We will be holding a public meeting on the Saturday afternoon at 1.30 pm at the Tauranga Community Village. A speaker will discuss retinal deterioration and we hope many Bay of Plenty members will be able to attend. Afternoon tea will be served at the conclusion of the meeting. As details of this meeting are yet to be finalised please contact our 0800 233 833 number for further details. 

Travelling Optometrist

If you live in the Wellington, Kapiti Coast or Manawatu areas you now have the services of a travelling optometrist who will visit you in your home. Dianne Bennett recently moved to the area from Britain where she offered a similar service. If you are interested in making contact with Dianne her contact number is 0275 393849.   

16. Recipe

Chicken and Vege Falafels 

400g chicken mince

1 cup grated carrot

2 tbsp sesame seeds

1 tsp sesame oil

2 tbsp chopped fresh mint

400g can of lentils drained

1 clove garlic chopped 

1 spring onion chopped

1 egg

1 tsp ground cumin

Combine all ingredients in a large bowl, mix together and form patties. Refrigerate for up to two hours. When ready to cook heat a pan or barbeque to medium heat, spray with oil, add patties and cook until golden. Serve with a dressing of 1 cup plain yoghurt, 1 tbsp chopped fresh mint, 1 tbsp lemon juice and 1/2 a clove of garlic chopped. (I have found these are delicious when served with a salad and sweet chilli sauce)   

17. Book Review

Running Blind by Rob Matthews; Harper Collins, 2009.

Rob Matthews always knew that one day he would be completely blind. He had inherited retinitis pigmentosa from his father, a man who did not allow his blindness to stop him living his life to the full. At the age of 20 Rob lost the last of his sight, and following qualification as a Braille typist, albeit not a very good one, and with his first guide dog allowing him an independence he had previously not known Rob’s life began to improve.  

Running provided a focus and inspiration, leading to the realisation that he was not blind, he just could not see! Rob’s rise in the sport was meteoric, and before long he was winning gold medals and breaking paralympic and world records as he represented Britain around the world. This book describes the many frustrations and joys involved in long distance running, the injuries, lack of respect in some quarters for disabled athletes, and the difficult but necessary challenges of finding running guides to train and compete with him. 

Training for a change of career, as a massage therapist, Rob met his first wife and the loneliness he often felt soon dissipated. Unfortunately tragedy struck and several years into their marriage she suffered a brain aneurysm and died suddenly leaving him alone and bereft again. 

Matthews believes it is your attitude that dictates the outcome of your life, allowing him to live an action packed life. He has cycled around Europe, driven a racing car at high speed at Brands Hatch, skis, plays golf, football and cricket. He has won 29 international gold medals, represented Britain at seven Paralympic Games, set 22 world records, and was awarded the MBE in 1987 for services to sport for the disabled. 

Running his way around the world saw Rob meet and marry New Zealand interior designer, Sarah Kerr, who a year later gave birth to their son Thomas. He has recently represented New Zealand for the first time when he competed in the 2009 World Paralympic triathalon championships on the Gold Coast where he won the silver medal. In October he competed at the New Zealand national road cycling championships in Nelson. His ultimate goal is to represent New Zealand at the Paralympic Games in London in 2012. Rob is in much demand as an inspirational speaker.

The RNZFB was given early access to Rob’s book, and it is available from the Foundation’s library in audio format (TB8148) and in Braille (BR4729). More information can be found at www.robmatthewsmbe.com           
Mission Statement

To promote public awareness of retinal degenerative disorders;                                   To provide information and support; and to foster research leading to treatment and an eventual cure

 Editor                                             

Susan Mellsopp                            

108B Comries Rd                         

Hamilton                                         

Phone: 07 8533 612                       

Email: editor@retina.org.nz           

Peer Support Coordinator

Membership Officer

Elizabeth East membership@retina.org.nz
PO Box 2232, Raumati Beach 5255

Telephone 04 299 1801

Please note: The deadline for articles for the autumn issue is April 16th 2010

To order:

EMAIL COPIES: contact the editor if you would like your newsletter emailed to you

TAPE COPIES: contact the editor if you require your newsletter on cassette tape and advise if you also require a print copy

If you wish to contact Retina NZ please use the above contact details or  ring us on 0800 233 833 or email at secretary@retina.org.nz                                     

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
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Coping with some sight loss or a degenerative retinal condition

Supporting people with retinal degenerative disorders
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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

