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1. From The Editor

What are the chances of meeting a member of Retina New Zealand when standing in Mirabell Square in Salzburg? Probably many millions to one.  I spent a lovely afternoon with Vivienne and her husband on a minibus trip to the Bavarian Alps and Berchestgarten, where Hitler had his summer retreat.

I would most sincerely like to thank Retina New Zealand for asking me to represent them at the Retina International Conference in Helsinki in July. It was a wonderful experience where I gained a huge amount of knowledge about recent developments in retinal research, particularly retinitis pigmentosa, where we heard Professor Robin Ali of Moorfields Hospital speak.  I would also like to thank all those people on the Retina International Committee who made me so welcome. Thanks must also go to our Australian counterparts who saved me a seat at many of the conference sessions we attended together. 

I will publish in the next few newsletters the abstracts of the research papers, there is one on page 15, Fraser’s and my reports on the conference, and all the information we obtained from the privilege of attending this wonderful occasion in Finland.  I would also like to add that the opportunity to network with other newsletter editors and to meet members of other organisations aligned to Retina International was an opportunity which I hope will benefit all the members of Retina New Zealand.

I would like to apologise if any of the articles, particularly in the research section, seem a little out of date.  This newsletter had to be written before I left to attend the conference as there has been so little time between my arrival home and publication.   

I have included in this issue the groundbreaking research undertaken at Moorfields Hospital, coping articles on safety when working with tools and hints for knitting.  Tony Haas, a past president of Retina NZ, has written on his isolated lifestyle in the Marlborough Sounds, and the lead article explores the options offered by the National Eye Bank. 

All of you should have received your AGM documentation recently. Please let us know if you intend coming to Hamilton for this, and we look forward to meeting you.  I hope you have taken time to read the proposed new constitution, a huge amount of time and work has been put into this by our executive.

Susan Mellsopp

editor@retina.org.nz

2. From the President’s Desk
In early July, along with our peripatetic newsletter editor, Susan Mellsopp, I had the very special privilege of representing our organization at the 15th Retina International General Assembly and World Congress in Helsinki, Finland.  As is customary with Retina International the week commences with management committee meetings, moves on to a general assembly gathering, and ends with the good news on research about retinal disorders.  Much of the discussion this year centered around how to best position Retina International as a unique, truly international patient organisation in these times of human clinical trials, access to accurate genetic testing, a greater need for patient advocacy around access to new treatments, and managing patient expectations.  

While we now live in times that Retina International could only dream about in 1984, the overwhelming feeling of the patient delegations is one of reassurance that biomedical science has progressed significantly but that the hard work is just beginning.  There is most definitely a positive feeling that RD researchers have now developed some ‘tools of the treatment of retinal disorders trade’, but at the same time a feeling that we need more tools, have to find out how they will work, and work towards matching the correct tool to a unique task.  In a report Susan and I will deliver at our AGM and make available through other channels I will elaborate on the exciting news in gene replacement, retinal prostheses and neuroprotective agents.  I will update you on the progress of anti-oxidant therapy and retinal pigment epithelium transplantation.

What became clear at the conference was the need to advocate and collaborate with NZ funders to genotype patients to meet treatment parameters for clinical investigators and clinicians.  We know the cost of a definitive genetic diagnosis is expensive, but if we are to successfully register kiwi patients in important clinical trials we must ensure patients in this country have good access to genotyping services.  Something for the scientific and medical people who subscribe to this newsletter to think about?

I hope to see as many of you as possible at our AGM in what Susan refers to as the event capital of NZ, Hamilton.  We have an interesting agenda and it’s a very exciting and important time to be involved with our work in peer support, patient information and research collaboration.

Fraser Alexander/President       
3. The National Eye bank
If you can read, drive, watch the delight on a child’s face or gaze at a sunset think how the gift of sight can make a real difference in someone’s life.  Eye donation is a precious gift given by a generous donor and their family.  

The New Zealand National Eye Bank is a charitable, non-profit organisation, dedicated to the prevention of blindness by the provision of donated corneal and other tissues.  Established in 1989, the Eye Bank has supplied over 3500 corneas to New Zealanders, currently 240 people require a corneal transplant each year.  

Without doubt the recipients are grateful to the donor and their family for their renewed quality of life.  The service provided by the Eye Bank achieves significant health and cost benefits for the community.  Donated eyes provide corneas for sight restoration, the cloudy or diseased cornea is replaced by a clear, healthy donor cornea.  The Sclera (the tough white part of the eye) can also be used for reconstructive surgery following trauma or tumour removal.  Amniotic membrane derived from the placenta is also stored by the Eye Bank and can provide a ‘living bandage’ for ocular surface disorders following infection, injury or disease process.  

To be functional the cornea must remain transparent and rounded in shape.  Each year over 250 people from the young to the elderly require a corneal transplant because of disorders where the cornea becomes cloudy, scarred, infected or distorted in shape.  There is no artificial cornea, therefore a viable cornea from a recently deceased person is the only option.  Without a transplant many of these people become blind or severely vision impaired.  

Corneal disorders which require a transplant include Keratoconus, Bullous Keratopathy, dystrophies, viral and bacterial infections, and trauma.  

The Eye Bank is responsible for all aspects of the process providing safe, quality tissue to ensure maximum success for the recipients.  The Eye Bank operates a comprehensive quality assurance system conforming to the highest international standards for safe tissue.  It also has high ethical standards for ensuring respect and consideration of the donor’s gift.  

The services offered by the Eye Bank are wide and varied.  They coordinate referrals of potential donors from hospitals, coroner’s services, rest homes, and directly from people in the community.   They determine medical suitability and obtain informed consent for donation.  The Eye Bank retrieves tissue and processes and preserves it to maintain its viability as corneas are incubated for up to 3 weeks.  They test donor blood and tissue for infectious agents, evaluate tissues by microscope, and schedule transplants with corneal surgeons in both public and private hospitals.  Corneas are distributed to transplant hospitals throughout New Zealand, and hospital staff are educated about the donor awareness programmes.  The Eye bank also corresponds with and supports donor families and recipients.

Anyone between the ages of 10 and 85 can offer to donate their eyes.  As with other forms of donation, a person must be screened to exclude infectious diseases and other medical disorders which may affect the safety or quality of tissue.  People with cancer, except leukemia and lymphoma, heart disease, respiratory disease and diabetes can be eye donors.  Most eye problems not involving the cornea will be suitable, for example glaucoma, retinopathy, cataract and vision problems requiring glasses or contact lenses.

If a person is determined to be suitable by medical staff or transplant coordinators, the family of the deceased can be approached with the option to donate eyes.  Consent is always required from next of kin so it is important that people discuss their wishes with their families.  Donation does not delay funeral arrangements, and there is no visible difference in appearance.  The donation must occur within 24 hours of death occurring.  Various tests and evaluations need to be done, but over 90% of tissue is suitable for transplant.  Tissue that does not meet the criteria can be used for valuable research or teaching purposes.  

The Eye Bank is governed by a Board of Trustees comprised mainly of ophthalmologists representing the principal health regions of New Zealand.  They are elected annually by the Save Sight Society.  They receive only a quarter of their funding from the Government, and a part charge to hospitals covers the cost of tissue  testing.  Donations and fund raising are used to purchase equipment and produce publicity and educational materials.  Financial support from individuals and organisations is important to the ongoing work of the Bank.  

If you would like to consider donating your eyes please discuss this with your family, they are always asked for consent.

The Eye Bank can be contacted at any time for questions, information or referral of potential sponsors.  Contact details are: Private Bag 92019, Auckland Mail Centre Auckland 1142; Phone 09 373 7537 (24 hours); email at eyebank@auckland.ac.nz                   
4. Research
World’s First Gene Therapy for Inherited Blindness

Researchers from Moorfields Eye Hospital NIHR Biomedical Research Centre and the UCL Institute of Ophthalmology have announced results from the world’s first clinical trial to test a revolutionary gene therapy treatment for  a type of inherited blindness.  The findings are a landmark for gene therapy technology and could have a significant impact on future treatments for eye disease.

Beginning in February 2007 the trial involved young patients with a condition called Lebers Congenital Amaurosis (LCA).  This is a rare inherited eye disease caused by an abnormality in a gene called RPE65.  The condition appears at birth or in the first few months of life and causes progressive loss of vision.  The trial’s purpose was initially to find out whether gene therapy for retinal disease is safe, and secondly to see if it would benefit vision in young adults who already have advanced retinal disease.

The experimental treatment was found to cause no side effects in this trial.  The three patients underwent a series of tests to establish the effect of therapy on vision.  They all achieved levels of vision equivalent to before the operation, but one patient benefited from significantly improved night vision.  This was demonstrated by his ability to negotiate a specially constructed simulation of a night time street scene.  Before the operation he completed the task slowly and made several mistakes, following surgery he was able to navigate quickly and without mistakes.  The researchers believe the operation’s success in this case could be because this particular patient’s disease had not progressed to the same extent as the others.  The team has already begun to trial the technique in younger patients where they hope to achieve even better results.  

The team conducting the trial is lead by Professor Ali who used a technique for the trial which involved inserting healthy copies of the missing RPE65 gene into the cells of the retina to help them to function properly.  This involved an operation which delivered the normal genes to the retina using a harmless virus or ’vector’ to carry the gene into the cells.  The vector was manufactured by the US company Targeted Genetics.

Commenting on the findings Professor Ali said:  “Showing for the first time that gene therapy can work in patients with eye disease is a very significant milestone.  This trial establishes proof of principle of gene therapy for inherited retinal disease and paves the way for the development of gene therapy approaches for a broad range of eye disorders”.  
Explaining the technique, Mr James Bainbridge who leads the surgical team, said: “we developed surgical techniques to enable access to the cells beneath the retinas of patients using a very fine needle to deliver the modified virus in a controlled retinal detachment that resolves as the vector is absorbed.  It is tremendously exciting to see that this technique is safe in an extremely fragile tissue and can improve vision in a condition previously considered untreatable”.  Professor Ali added: “these results give us great confidence that this technique is safe and can bring real benefit to patients with impaired vision.  While we’re very excited about the improvement in Steven’s vision it is important to emphasize that gene therapy is still an experimental treatment not yet generally available to patients.  The technique will be tested in other patients with LCA and we also hope to begin trials for other forms of retinal disease in the future”.  

Downloaded from www.moorfields.nhs.uk

The paper ‘Effect of gene therapy on visual function in Lebers Congenital Amaurosis is published in the New England Journal of Medicine April 28th 2008.  Please note that no trials are taking place at present for retinal dystrophies caused by gene mutations other than RPE65. Only children are part of the clinical trials, no trials are taking place for age-related macular degeneration, Lebers optic atrophy, glaucoma or retinal detachment.  There is a possibility that these trials may impact on these other conditions in the future.     

Retinal Implant Technology

In April 2008, as part of an international Phase 1 clinical trial, surgeons at Moorfields carried out two successful operations to implant an artificial electronic retinal device into the eyes of two blind patients.  The aim of this trial is to restore a basic level of useful vision in the form of spots of light and shades of light and dark to people with retinitis pigmentosa.  

The Argus 11 technology consists of a tiny camera and transmitter mounted in a pair of glasses.  This camera transmits a wireless signal via a small processing device to an ultra thin electronic receiver and electrode panel that is implanted in the eye and attached to the retina.  The electrodes stimulate the remaining retinal nerves allowing a signal to be passed along the optic nerve to the brain.  The brain perceives patterns of light and dark spots corresponding to which electrodes are stimulated.

The operations were carried out by Mr Lyndon da Cruz and his team from the Vitreo Retinal Department at Moorfields.  He is very proud to be part of this exciting and evolving technology.  

5. Meeting Ryan Knighton By Camille Guy
I was so thrilled that a blind writer was to be a guest at this year’s Auckland Readers and Writers Festival that I almost overdosed on him.  I booked for both his festival sessions, I listened to two radio interviews with him, and read his book, Cockeyed (borrowed on tape from the RNZFB library).

Ryan Knighton is a Canadian in his 30’s who is a college English literature teacher.  His wife is sighted, and they have an 18 month old daughter Tess who according to Knighton has not yet cottoned on to her father’s blindness.  At the festival I was eagerly seated in the front row and observed Tess making bids to join her father on the stage.  Mother Tracy hovered in the audience pit, scooping Tess up when necessary.  It was unconventional but set the tone for a relaxed and often wickedly funny session. 

Knighton was amiable, self mocking, charming and articulate.  Though ably interviewed by a laid back Kim Hill, I was itching to ask more.  Hill put the questions a sighted interviewer might put, and that was appropriate for a largely sighted audience.  I wanted to know about his coping strategies, his adaptive technology, and how useful he found Canadian support services.  I also wanted to hear him talk about how no longer seeing faces impacted on him.

I did manage to put some of these questions.  Knighton, who learned he was losing his sight to RP at 18 stumbled around maladaptively as any young man might for some years.  All that is described in his book, but his current situation looks much rosier.  Tracy (“a saint” said Hill) acts as Knighton’s eyes in an admirably unobtrusive and subtle way.  In his books he describes how his denial of sight loss almost destroyed his relationship with Tracy.  Knighton said that even now Tracy has had “to give up some of who she is”.  On the other hand, he said that having to relinquish his eyes, and to some extent his consciousness, to another person’s control, has created a special intimacy.  He has found it difficult not seeing his daughter’s face, but blown up pictures and glimpses via his remaining sliver of vision has helped.  

In his book Ryan Knighton describes how he found himself stopping “giving face”.  No longer seeing other people’s faces has meant he does not give out facial messages himself and his students complain that he can look angry when that is not what he is feeling.  He can recall some faces, but people he has met since sight loss have no faces.  It is an experience that those who lose sight while still young will be able to relate to.

Knighton appears to have made very little use of Canada’s equivalent to our RNZFB, just picking up a bus pass and white cane and throwing in a little mobility instruction.  He uses an old version of the JAWS screen reader, explaining that he is reluctant to adjust to a newer version of the Stephen Hawking voice that has served him well in his writing career.

Ryan appears to have little communication with the blind community.  He says he used to feel uncomfortable around blind people, so he went to “blind Camp” to try and overcome that.  The camp sounded ghastly, but  Ryan the writer clearly loves that kind of rich material and makes comedy of it all.

During his festival session Knighton alluded to the need to be sensitive to the awkwardness of the sighted, their confusion about the etiquette of helping the blind.  There is no need to bite somebody’s head off if they over assist, he suggests.  I feel it is an area that needs more public airing here in New Zealand as the sighted community often have very little idea of what helps and what hinders us.

For Ryan Knighton blindness has taken his life in unexpected directions.  He came from a working class family, and his school holiday job was, somewhat unfortunately for one workmate, fork lift driving.  Stymied in his ability to undertake physical work by his deteriorating eyesight, he took to higher education and became a writer.  That is very good news for those of us who are also visually impaired.  By articulating what many of us cannot so easily express, he has helped us feel less isolated in our particular struggles.           
6. Membership Renewals

Thank you very much to the nearly 300 people who have renewed their membership to 31st March 2009.  If your subscription is outstanding we wish to remind you that the subscription is $10 for unwaged/retired and $20 for waged.  You can pay electronically or over the counter at any ASB bank in account no 12-3013-0845604-00.  Please put your surname and initials in the reference column.  Please phone us on 0800 233 833 if you have mislaid your renewal form and we will post out another one.  You may also check to see if your subscription is up to date.  Your membership is important to us!   
7. Coping

Downloadable Media at Auckland City Libraries

Auckland City Libraries have introduced an exciting new free service to customers-downloadable books.  These are a downloadable version of a talking book.  The service offers the library’s customers a selection of fiction, non-fiction and children’s books.

A key point about these eAudio books is their convenience.  You carry out the downloading process using your home computer or laptop-it is not done at the library or by library staff.  Downloadable books can be transferred to a portable device and some can be burned to CD.  Downloadable Media books can be played on personal computers, laptops, PDA’s and some MP3 players, although not an iPod or a Mac.

Generally, a simple software upgrade will be required in order to download files.  A link to this free software is offered from the dedicated Downloadable Media page on the libraries website www.aucklandcitylibraries.com. Downloading the software is straightforward.  Some computers might also need an upgrade to Windows Media Player, and this can also be done from the website.  

To access Downloadable Media customers will need a current Auckland City Libraries membership card and access to the internet.  A big advantage for customers is that loans through this media are automatically returned, so there are no late fees or rushed trips to the library.

Jo Crummer of Auckland City Libraries feels it is another choice for a number of groups.  These include people who enjoy audio books in greater numbers because of the convenience of downloads any time of the day, those with low vision, older people and people of all ages who are housebound for whatever reason.

Librarians at all 16 Auckland City Council community libraries and the Central City Library have now completed training in Downloadable Media.  While downloads cannot be made at the libraries themselves, staff are well prepared and practiced to take customers through the set-up steps so they feel confident about doing it for themselves at home.  Just ask!

For more information see www.aucklandcitylibraries.com  

Information provided with the help of Greg Morgan, Auckland City Libraries 
8. Working in the Shed: Tips for Keeping Safe 
A systematic approach to a person’s safe operation of machinery is probably the most important method to be applied when using machinery.  The four-point pattern of safety is widely accepted by low vision and sighted supervisors, instructors, and workers in the industry.  Ensure you wear safety equipment when operating all machinery, including noise protection, protective footwear and especially safety glasses.  The absence of sight does not reduce pain or infection caused by a piece of flying wood, metal or plastic.  

The four point pattern of safety is:

1. Approach

2. Rest or motion

3. Safe paths

4. Progress of work

Approach: Initial Contact With Power Machines

Isolate the main power supply and check for any obstruction in your pathway

· Using your forearm across the chest and the other hand and arm scanning below for lower objects, approach and make contact with the machine.

· Determine your position in relation to the machine by following the table or other components.

Observing the State of Rest or Motion and Machine Isolation

· To establish rest or motion on any machine use sound, smell, touch indicators and any residual vision you may have.
· With the power to the machine turned on start and stop the machine several times.  Each time the machine starts and stops you should detect changes in sound pitch and vibrations of the machine.
· When the power is off but the machine is still coasting there may be little detectable noise or vibration.  You may have to determine motion by touching the end of the lathe or drill press or other moving part.  It is recommended this be done with a piece of scrap stock when the only edge available is a cutting edge.  In the case of machines such as a band saw or jointer this becomes an absolute necessity.
· Prior to examining any other portion of the machine you should determine the state of rest or motion.  This can be transferred to other machines that do not rotate such as a laundry press or hot water boiler.
Safe Paths

· Safe paths to follow (usually for hand and arm movements) should be determined when the machine is not in motion.

· Switches, levers and all controls can be located by following from the initial point of contact along the edge of the work table until a familiar spot or part is reached and then following it to the desired control.

· Ask a sighted friend or family member to guide your hand by your wrist from the initial point of contact along a safe path to and from the desired point of control.

· Approximate heights such as your shoulder or head are helpful in estimating locations.  Do not reach at random for controls or other objects about the work area.

· Following the paths of safety must become a HABIT!

Progress of the Work

· Observation points for the progress of the work being done by the machine are located by following the same procedure as that for locating controls.
· Observe someone sighted demonstrating the process of work you wish to undertake.  You can observe:
· Sound, such as that of a hacksaw cutting a steel rod.  This is a sound that constantly changes in pitch as the cut is being made.  Several complete operations should be performed so that you can observe the changes in sound as the cut progresses.
· Touch, such as the resistance exerted on the feed lever of a drill press that decreases as the point of the drill breaks through the material.  Place your hands on the hands of a sighted person performing the particular work to feel what they feel when using a machine.  Ensure you complete all steps of an operation to identify the progress of the work being done by the machine.
· Enhance your remaining vision through lighting, contrast and magnification if possible.
Top Ten Shed Tips for People With Low Vision

1. Network with other practical people that have similar eye conditions as yourself

2. Ensure easy and safe access to benches, tools and equipment

3. Use quality lighting, both natural and artificial, including task lighting for specific jobs

4. Make use of colour contrast-use light coloured matt surfaces to see dark and shiny tools

5. Always use safety equipment, including safety glasses, and always use the correct tool for the job

6. Arrange a suitable place for all tools and equipment and organize them according to their use

7. Use alternative working techniques that compensate for vision loss, for example, measuring with a tactile ruler

8. Use jigs and guides for consistency and good work quality

9. Use a systematic approach to work that allows you to progress through the work without creating a mess.  For example, put tools away when you have finished working with them

10. Always focus on safe practice from the moment you enter the workshop

And please remember the correct way to use a tool is the safe way and the greatest safety precaution is common sense!

Downloaded from Vision Australia www.visionaustralia.org.au

9. Woolcraft
Here are some hints for knitting and crochet when you are blind or vision impaired.  The emphasis is on using your sense of touch rather than relying on sight.  However, if you do have some useful vision, you can also apply the bigger, bolder, brighter principles to your wool craft.  

Bigger

Use thicker ply wool or larger hooks and needles until you get used to knitting or crochet again.  Enlarge your knitting patterns to make them easier to see.  Use a tape measure with large numbers on it.

Bolder

Make sure you have good colour contrast between the hook or needle, and the wool.  Use coloured needles that contrast with the colour of your wool.  Coloured hooks and needles are available at most craft shops.  Also, think about the surface on which you are working.  If you have light wool put a dark towel over your lap to enhance the contrast and vice versa with dark wool.

Brighter

Make sure you have good, direct lighting over your work.  This could be an adjustable desk lamp focused directly on your knitting or crochet.  To reduce the glare make sure the light is directed below your eye level.  You could also make use of natural light by working near a window, but keep your back to the window to minimize glare.

Hints

· Take time to learn the feel of your stitches.  Identify them by where the loops are for each type of stitch.  ‘Knit’ stitches have the loop on the side away from you,  ‘purl’ stitches have the loop on the side closest to you
· When you knit hold the needles close to the point as this gives you more control over your work  

· Needles that have a good point on them reduce the problem of splitting yarn and missing stitches
· Avoid using mohair wool or any yarn that splits easily
· Avoid lacey patterns.  Dense patterns such as aran are easier to feel and keep track of in your garment
· Keep your ball of wool in a container or bag to stop it from tangling or running away
· Steel bent cable needles are useful for any cable knitting
Keeping Count of Rows and Stitches

As each row is completed place a counter, for example  buttons or matches, inside a container and then count them when needed.  Some people use a cribbage board to keep track of rows, others use a small abacus

Identifying Different Plys and Colours

· Keep all wool of one particular ply in one bag

· Put different shaded or textured indicators eg. safety pins on the wool labels to verify the colour of the wool you are using

· Keep different coloured wool in different textured bags. For example red wool in a plastic bag, blue in a paper bag and so on

· Some knitters decide to work in just one colour so they don't have to worry about changing colours 

· People with some remaining vision use sharply contrasting colours, white and black or red and white so it is easier to tell where they are up to

· If you drop a stitch unpick your work stitch by stitch back to the dropped stitch, don't undo whole rows at a time

Adaptive Equipment

1. Rubber stoppers are available from wool shops which stop your stitches falling off the point of your needle and hold them in place when putting work away

2. Purchase a needle gauge and put identifying marks on the sizes you use most often.

3. You could choose to use just two needle sizes for all your work and only two wool thicknesses

4. Tactile tape measures in either imperial or metric are available for purchase

5. Safety pins or large coloured-head pins are easy to feel when placed as line markers or for tacking

Downloaded from Vision Australia www.visionaustralia.org.au
10. Quotes

If you have built castles in the air your work need not be lost, that is where they should be.  Now, put the foundations under them (Henry Thoreau)

A pessimist sees the difficulty in every opportunity, an optimist sees the opportunity in every difficulty: Sir Winston Churchill

One forgives as much as one loves!
11. Conference: Retinal Dystrophy Research: By Professor Alan Bird 
Fifty years ago little was known about retinal dystrophies except they were genetically determined and a small number of individual disorders were recognized on the basis of their distinctive phenotypes.  The complex nature of RP was recognized when it was found that in some families visual loss occurred with cell death and in some with cell dysfunction.  The genes responsible for this were found, and the respective proteins and their function were identified.  

Three biological approaches to the treatment of retinal dystrophies have been developed in the last few years.  The use of growth factors, gene therapy and cell transplantation.  A large, well documented patient pool is necessary to realise the full benefits of treatment and should be introduced into clinical practice.  Certain attributes of disease had to be established prior to initiating therapeutic studies. 

1. Identification of the causative genes: It should be possible to identify the responsible gene in about 50% of families with autosomal dominant disease, and most if not all x-linked disease.  To achieve this objective genotyping laboratories are required.

2. Knowledge of the disease mechanisms: Whether disease is due to haplo-insufficiency or gain of function will determine a suitable approach to gene therapy.  Equally important is the identification of the cell that expresses the mutant gene.    

3. Temporal profile of functional loss and cell death: In some disorders cell dysfunction may precede cell death by several years, and in others loss of function is due to cell death.  In the first case gene therapy may bring recovery of function and cell transplantation would be unsuitable.  In the second cell transplantation would be appropriate and gene therapy may slow the degenerative process.  

4. Detection of the therapeutic effect: Techniques such as electroretinography, psychophysics and specialised imaging must be available to record the treatment effect.        

Therapeutic trials have been initiated for growth factors in advanced RP, and gene therapy for  a rare form of Leber Amaurosis.  It is too early to draw any conclusions about their efficacy.  It is hoped these treatments will be proven and extended and that an impact on blindness is achieved.  
12. Living Remotely Possible With Poor Vision: By Anthony Haas
As I went about daily life in the remote Marlborough Sounds I pondered what Retina NZ members could usefully come to know about how people like us coped in such environments.

When the editor’s request came for my story I had to look at my reality.  My wife and I live in Northwest Bay, Pelorus Sound, Marlborough, at a place we call Salem-peace.  There is only one other permanent resident on this side of NW bay, no road, no power lines, no shops, no public health or related services.  We built Salem house on our one acre on the coast in 2007 and sold our inner city Wellington house I had bought in 1974.  Our portable publishing business came with us, and typically once a month we visit our Wellington and other worlds.  People visit us.  The email readily connects us.  We will live at Salem in the Sounds for as long as it works, and the big variable influencing us will probably be health.

How does this agreeable life work?

The new information and communication technologies (ICT) are the decisive element making it possible for this person with low vision to operate.  I recall when I ended my active role in Retina saying I would shift my focus away from the search for a medical breakthrough that might end my dry macular degeneration to ICT.  Instead I would focus on managing what sight and other senses I have.

I concentrated on building up my computer hardware, software and personal skills in digital publishing.  I diversified away from eye intensive word based communications into web, video and audio.  I built relationships with others, particularly younger people and supportive institutions who could compensate for my sight loss, but valued my publishing experience.  

With modernised publishing skills I was better equipped to work remotely. I could collect, evaluate and disseminate information related to updates of some of the 600 books, magazines, radio and film programmes I have published or produced, and the thousands of articles I have written.

It has been a small leap into some of the other technologies that make living remotely possible.  We generate our own power and that forces us to study alternative energies.  We benefit from improvements in broadband, in mobile phone and in battery technologies.  The wind up radio, solar torch, the rechargeable batteries are part of our lives.  In this era of miniaturized technologies we can do so much more ourselves, easily and affordably.  Some things cost more, some less.

There is one key personal discipline all this requires.  It is to be well organised.  If something does not work, fix it or get it fixed.  If something has to be maintained, maintain it.  If something has to be understood, study it.  If something has to be tidied up, tidy it up.

Today I walked into a stick and hurt my leg.  It was a stick left on the path after we tidied up a stretch of bush alongside our entrance way.  Lesson!  Tidy up as we go.  I have, metaphorically speaking, walked into other challenges a sighted person with comparable capacity may not have tripped on.  ICT, self management and good people make a great difference-support systems could do better.

There are still fine points my eyes do not pick up, and this leads to difficulties.  Tackling the fine points remains a work in progress.   

13. Quotes
Example is a great teacher, in fact it is the only teacher.  You teach every day through your thoughts, your words, your actions…..what examples are you teaching?

Once stretched the mind never reverts to its former size again
14. Notices
Retina NZ Annual General Meeting and Conference

Our Annual General Meeting and conference will be held in Hamilton at the RNZFB Recreation Centre, Liverpool St, on the 27th of September at 10.30am.   Following the election of officers we will be ratifying our new constitution.  There will be four speakers; Fraser Alexander and Susan Mellsopp will speak on their attendance at the Retina International Conference, Dr Stephen Guest from the Hamilton Eye Clinic will speak about new advances in the treatment of retinal disorders, and Mark Anderson will be our lifestyle speaker.  Lunch will be provided, as will drinks and nibbles at the conclusion of the speakers.  There is some limited accommodation available at $40 per night. If you would like more information about this please contact Susan Mellsopp on 07 8533 612.

Vegetables for Vision by Ian Grierson

Please check your bookshelves to see if you took this book home from the Wellington AGM in 2006.  It is very disappointing that despite several requests no one has returned this to Retina NZ.  It was purchased at considerable expense for use by our members but cannot be circulated until it is returned.  Please return this book to the membership officer. 

15. Book Review
A Sense of the World: How a Blind Man Became History’s Greatest Traveller by Jason Roberts. Simon and Schuster, 2006. TB7621

A Sense of the World tells the story of James Holman, a Royal Naval officer who had joined the navy at the age of 12 at the height of the Napoleonic Wars. When he was 20 he contracted a mysterious illness that left him in debilitating pain, and later completely blind by the age of 27.  He was honoured as a war hero, and joined the Naval Knights of Windsor where he was given lifetime lodgings.  Holman went to Edinburgh University to study medicine in the hope of finding a cure for his illness. When its permanence became clear he found that the only way to minimize his pain and depression was to build himself a life of adventure.  

Travelling entirely alone, he traveled first to Europe, and then to Russia, he crossed almost the entire continent to the Pacific Ocean. When Czar Alexander heard of the blind Englishman he had him removed by one of his elite bodyguards and returned to Poland.  Eventually Holman traveled to every inhabited continent of the world. The Holman River in Africa was named in his honour, he was one of the first Westerners to warn of growing class conflict in China, and his accounts of indigenous cultures in Zanzibar, the Seychelles and Madagascar are still prized by modern day anthropologists.  In Africa he tried to stop the slave trade, in Ceylon he hunted elephants on horseback, and he visited Buenos Aires and Australia. 

He knew no foreign languages, carried little money-his poverty dictated his itinerary, and he only had a primitive writing machine on which to record his adventures.  His prodigious memory saw him write seven volumes of travelogue and he was made a fellow of the Royal Society.  Holman’s books fell out of print, new writings went unpublished, but he always kept going, trusting in fate and the innate benevolence of humanity.  

Holman died alone in London in 1857 at the age of 70, a week after completing his autobiography.  It was never published, his heir lost the manuscript. He provided inspiration to the likes of Queen Victoria, Charles Darwin, and Sir Richard Burton.  Charismatic and witty, Holman was one of the most accomplished travellers of his time, a record that would stand until well into the 20th century.      
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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  and requesting the ones you require.  A charge of $5 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 or 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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