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1. From the Editor

It was wonderful to meet so many members of Retina New Zealand at the AGM and Conference held in Hamilton on the 27th of September.  47 people from Hamilton and the surrounding areas who have a visual impairment also attended, and several people joined as a result of hearing what Retina NZ can do for them.  We also welcomed staff from the RNZFB, and the Chairman of the Board, Don McKenzie.  

We were able to ratify our new constitution, our thanks must go to our Treasurer Kiran Valabh and those members of the executive who spent many hours working towards this.  Fraser Alexander and I gave reports on our attendance at the Retina International Conference in Finland.  Fraser’s  abbreviated report is included in this newsletter along with his President’s report.  

I would particularly like to thank  Hamilton members Lynette and her mother Anne as well as Alison and Maraenui who gave up their weekend to help with our AGM.

Mention was made at the AGM of Community Radio.  Do any of you listen to ‘A Blind Bit of Difference’, a programme dedicated to the blind and vision impaired run by Ron McColl which is broadcast weekly from the Hamilton Community Radio Station.  It is well worth listening to for the interviews and information which are included each week.

Do you have skills you could offer to Retina NZ? Perhaps you are retired and have IT skills, business acumen, or would just like to help organize a meeting in your local area.  Please feel free to contact any of the executive to offer your services.

I have received several requests to publish recipes related to eye health.   I have included the first of these on page 17, I hope many of you will try it.  Please let me know if you think this is a suitable inclusion for our newsletter. 

This newsletter, as is usual for the November issue, includes reports from the conference and also an article about the speakers. Dr Stephen Guest was a very popular speaker and a report on his talk is included on page 7. I have included some of the abstracts from the Retina International Conference, an article about gene testing for inherited retinal disorders in New Zealand, and a coping article about power points and inserting keys in locks.  

Please feel free to contact me if you have any suggestions for the newsletter.

Susan Mellsopp 

editor@retina.org.nz
2. From The President’s Desk

I want to take this opportunity to thank you all for the support and ongoing interest you have demonstrated throughout what has been a year of change for our society.  Re-writing and adopting our new constitution and moving away from our traditional branch structure has been a pathway along which we have had to take considerable care and we thank you for supporting the executive throughout.  

Our recent annual general meeting in Hamilton was a heartening reminder to me of the caring and sharing approach we seem to naturally take when we meet up with our sight-impaired peers and their families.  For all those able to attend, the universal feeling was that our first large meeting in Hamilton will have to be emulated in the very near future.

Over the next few months your executive will be working on lobbying for public funding of treatments, providing succinct, pragmatic information and advice for the newly diagnosed, ensuring a friendly peer is available to take your 0800 233 833 call, and making sure we put together an interesting and informative programme for a public meeting in Auckland on March 16th 2009.

For all the exciting news from the many laboratories and clinics across the globe that are committed to finding treatments and cures for retinal disorders, I encourage you to read the report I have included in this edition of our internationally acclaimed newsletter.

Best wishes,

Fraser Alexander: President

fraserale@xtra.co.nz
3. Snippet

Oral Retinoid Enters Trials 
A synthetic retinoid has begun a Phase 1 safety study.  The orally administered compound is designed to replace 11-cis-retinal, a part of the retinoid-rhodopsin cycle that is essential for visual functioning in Lebers Congenital Amaurosis sufferers.  

The hypothesis of synthetic retinoid replacement therapy has been proved to be sound in earlier trials in rodent models. 

The open-label single centre study will assess the safety and tolerability of the compound when administered multiple times to healthy adult volunteers. The trial will examine six separate dose strengths. QLT hopes to announce preliminary data from the trial in the first quarter of 2009. 

Ophthalmology Times Europe

October 2008
4. Gene Testing in New Zealand For Inherited Retinal Disease: 2008 Update By Dr Monika Pradhan, Alcon Ocular Genetic Fellow, University of Auckland and Dr Andrea Vincent, Consultant Ophthalmologist, Greenlane Clinical Centre and Senior Lecturer, Opthalmologist, University of Auckland.

There has been an exponential increase in the number of genes implicated in inherited retinal disorders in the past decade; but technology, costs and accessibility have meant that gene testing, particularly in New Zealand, has not been a practical or feasible option.  There are currently 142 genes identified to cause retinal disease alone, with at least another 40 known to exist but not yet identified. Recent developments, in particular diagnostic gene chips, have enabled genetic testing to become a part of the routine work-up of inherited retinal dystrophies and degenerations.  These chips are either disease-specific or gene-specific, and are used to screen for hundreds of known mutations in genes that have been identified to be associated with the disease.

The Genetic Eye Clinic in the Eye Department at Greenlane Clinical Centre in Auckland, run by Dr Andrea Vincent, incorporated genetic testing for investigation of inherited retinal disorders with the assessment made on a case-by-case basis.  Patients are referred to this service by other Ophthalmologists and a thorough clinical history and evaluation is made.  This incorporates previous examinations and electrophysiology tests to arrive at a presumptive genetic diagnosis.  If an appropriate test for the disease/disorder is available genetic testing is initiated after a thorough discussion with the patient and/or family members regarding its implications. The DNA is extracted from a blood sample by the local laboratory and sent to a selected lab in either Europe or the USA, or even locally, for genetic screening using the selected test. 

Recently we performed an audit of the genetic tests done at our service since November 2006 when genetic testing using commercial laboratories was first initiated.  Of the 24 results we have to date we have identified 16 patients with disease-causing genetic mutations.  If the initial testing has been negative, depending on the situation, we are re-testing the DNA for mutations in other genes known to be associated with the disease.  We are also collaborating with research labs to try and identify novel mutations or genes.  The results are usually available within 3-6 months so that the results can be discussed with patients at their follow-up appointments.  

The patients with positive results are referred to the Northern Regional Genetic Service at Auckland City Hospital or the genetic service at their local centre for further counselling and work-up of family members where appropriate.  The implications of genetic testing include discussion regarding the potential to test other family members prior to onset of symptoms (pre-symptomatic testing) and the availability to make informed future reproductive choices such as pre-natal diagnosis (where the foetus can be tested while still in the mother’s womb), or pre-implantation genetic diagnosis (where IVF can be used to test embryos prior to implantation in the mother’s womb).

Perhaps one of the most compelling implications for genetic diagnosis has arisen from  recent gene therapy results.  Although most inherited retinal disorders have no cure at present, gene therapy trials are underway for one gene variant of Lebers Congenital Amaurosis (LCA), a very early onset and severe retinal dystrophy.  Two recent Phase 1 trials in humans at Moorfields Eye Hospital, London, and Children’s Hospital of Philadelphia have shown the safety of injecting recombinant RPE65 genes with the use of an apparently harmless virus vector under the retina of young adults with LCA due to mutations in the RPE65 gene.  The main aim of the Phase 1 trial is to ensure the agent being tested is safe and non-toxic to the patient.  Therefore, one of the more surprising outcomes was the finding that 4 of the 6 participants of these studies also had some improvement in their vision.  Phase 2 trials will be performed on younger children who may have more visual potential.

If a patient wishes to have genetic testing, it is important to be referred to an Ocular Genetic Specialist or the Clinical Genetic Service as there has to be an assessment made of the clinical characteristics of the disease (phenotype), the inheritance pattern, and the particular gene that may be responsible for it (genotype).  Although the availability of disease chips and some not-for-profit labs have greatly reduced the cost of genetic testing, these are still relatively expensive tests.  The decision to perform genetic testing is only made after a considered and thorough examination and discussion with the individuals and families to determine whether the consequences and implications of genetic testing are sufficient to proceed.  
5. Quote

Light tomorrow with today

6. Retina NZ AGM and Conference Hamilton 27th September 2008 

A very successful AGM and Conference was held in Hamilton at the RNZFB Social Centre.  47 members and interested observers attended, making this one of the biggest AGMs held in recent years.  Our new constitution was passed unanimously, thus bringing us up to date with the requirements of the Charities Commission.  Fraser Alexander and Susan Mellsopp gave reports on their attendance at the Retina International Conference in Finland. 

The newly elected Retina New Zealand Committee is:

Fraser Alexander (President)

Susan Mellsopp (Vice President)

Kiran Valabh (Treasurer)

Elizabeth East (Membership Officer)

Executive Committee: Denise Keay, Petronella Spicer, Alan Jones and Sue Emirali.

Camille Guy, a long serving executive member and previous vice-president indicated that she now wished to stand down from the executive.  Camille is continuing to support Retina NZ in her role developing a new members pack for newly diagnosed patients with retinal disorders.

A presentation was made to guide dog Chocolat for her patience and fortitude in allowing me to attend the Retina International Conference and helping with the arrangements for the AGM. A further presentation was made to our President, Fraser Alexander, of a bust of Socrates whose wisdom is to guide Fraser in his role as President.

Conference Speakers

Dr Stephen Guest

Dr Guest spoke first about the gene therapy clinical trials being carried out on patients with Lebers Congenital Amaurosis at Moorfields Hospital in London.  Explaining what genes were, Stephen Guest said it was easy to manufacture DNA, but not as easy to put DNA into abnormal cells, in the case of the trial this has been done with a virus vector.  He also explained how the replacement gene was inserted into the retina.  There is a greater chance of improvement if these trials are done on young people, and he also noted there had been one death due to an immune response to the viral vector injected into the eye.

Dr Guest then spoke about intra-ocular magnification aids.  These are based on the Galileo telescope and have two concave and two convex lenses.  The amount of magnification achieved depends on the power of the lenses.  Three options are being considered.  The first involves a plus contact lens and a strong minus lens placed inside the eye which offers a magnification of 2.  This version allows for the retention of peripheral vision.  The second option is an IMT-an implanted miniature telescope.  One portion of the lens is implanted where the eye’s lens should be, and the other inside.  Only one eye can be implanted.  With this option some people have gained three lines of vision but it is not yet available as there are some reports it may be damaging the cornea.  The Federal Drug Administration is considering an application for this version.  

The third option is an intra-ocular lens with the plus lens placed just in front of the iris and the minus lens just behind the iris.  This results in 2 lenses inside the eye with the result of 1.3 magnification.  The magnified image is put to one side of the retina rather than onto the macula.  Patients use eccentric fixation to see.  They must first try this option out in a simulator before having the surgery.  This method has been trialled on 40 patients whose vision has improved 2-3 lines. It appears that reading distance doubles and little damage is done to the cornea.  

Toni Sharp

The Chairman’s Award winner for 2007, businesswoman and parent, Toni opened her talk explaining that she lost her sight when she was kicked in the head by a horse when she was 13.  After spending some time at Homai she returned to school in Taupo attending school camps and taking part in all school activities.  She applied to become an AFS scholar and spent the 1986-87 school year in Indiana in the United States.  On her return to New Zealand she underwent plastic surgery and then enrolled at Waikato University.  

In 1987 she also received her first guide dog named Penny who soon learnt to escape from the special run which was built for her at Waikato University.  

Married for 20 years, Toni is now separated.  She has an 18 year old daughter and a 15 year old son.  Singing is one of her great passions and now that her children are older she is getting more involved with it again, she particularly enjoys karaoke. Toastmasters is another of her interests, particularly working through the challenges presented by the Toastmaster manuals.

Toni runs two businesses, one part time, and she is the office manager of a joinery factory which manufactures kitchens, staircases, or anything that can be made of timber.  They undertake work contracts from all over the North Island. Toni is also involved with the guide dog society and the 2020 project.               
7. Report on Retina International Conference 2008: Helsinki, Finland: Fraser Alexander

It was again an honour to represent Retina New Zealand at the 15th Biennial Retina International General Assembly and World Congress held in Helsinki, Finland, in early July.  My effective participation was made possible, in no small part, by the assistance of Susan Mellsopp and my wife Christina.

Professor Ali’s presentation on the replacement of the defective RPE65 gene that causes Lebers Congenital Amaurosis was the highlight of a great conference-a conference remarkable in being the first congress dominated by human clinical trials as opposed to previous conferences dominated by basic science and animal studies.

Professor Ali demonstrated with an exciting video the remarkable improvement in night vision achieved by a patient within six months of receiving the gene therapy.  This success was the result of 15 years of research.  Proof of principle that the replacement therapy worked in animal models was already established in 1999.  The planning of the trials started in 2004 and involved a significant group of researchers from across many clinical fields.  The focus thus far has been to determine safety factors and further trials will involve higher doses and younger patients in the hope the therapeutic effect will be greater.  The findings of this trial will fast-track other gene replacement trials.  Professor Ali said that the trial had demonstrated that we can deliver genes safely to the retina but significant levels of investment are still needed to move the research forward.

Professor Jerry Chader stressed the estimation that only half of the genes for RP have been identified and probably most of the genes for AMD.  There were five important areas of research where clinical trials are in progress or are being planned:

Gene Therapy-3 clinical trials for RPE65 in LCA by Ali, Bennet and Jacobson were underway and reports by Ali and Bennet showed great early results.

Gene therapy trials to deliver growth factors for wet AMD were also underway.  Gene therapy trials for Stargardts and Ushers Syndrome are in the planning stage.

Pharmaceutical intervention– encapsulated cell technology: to deliver growth factors for dry AMD and RP were in clinical trials.

Nutritional Studies-the AREDS study had shown the importance of anti-oxidants in AMD and the AREDS2 trial is testing the effectiveness of Lutein and Zeaxanthin in AMD.  The patient trial to test anti-oxidants in RP was underway.

Artificial Retina-many different centres were investigating this and results of 2 trlals were both showing great promise. 

Photoreceptor cell transplantation trials have not been that successful.  Stem cell research offers a great hope for the future but some challenges remain.  Both of these areas and the artificial retina would hopefully one day replace dead or non-functioning photoreceptor cells.  

Dr Weng Tao presented the results of the Phase 2 and 3 studies of neurotrophic growth factors (RP and dry AMD).  Therapy is not gene dependant and some patients had experienced a significant improvement in visual acuity level.

Dr John Flannery presented a ground breaking technique for possibly restoring vision in advanced retinal degenerations.  His approach involves biochemical manipulation of retinal ganglion cells to restore light sensitivity.  The identical cells are the ones being used in the prosthetic retinal implant research projects.  Dr Flannery’s research is a very promising avenue of treatment in the advanced stages of retinal degeneration.

Two different projects to develop an artificial retinal implant were updated at Helsinki.  Professor Eberhart Zrenner from the world famous team in Tubingen, Germany, presented results of his sub-retinal chip.  The chip is stimulated in various patterns and patients could distinguish horizontal lines from vertical lines and their positions.  They could also detect dot alignment and direction of movement.  With the correct stimulation patients could also find a white plate on a black background.

Professor Mark Humayun explained the epi-retinal prosthesis.  The project is called Second Sight and the implants were tested on 4 patients blind from end stage retinal degeneration.  They were assessed in 4 different tasks and scored significantly better than chance in 83% of the tests.  They had to locate and count objects, differentiate between 3 objects, determine the orientation of the capital L, and judge the direction of a moving object.  His conclusion was that using the device blind subjects can differentiate and localize objects in their environment.

Professor Theo Van Veen gave a summation to date on the effect of anti-oxidants.  Studies in 9 different mouse models of retinal degeneration have shown oxidative damage in the photo receptors that is probably due to the hyper-oxic environment created by the progression of the disease.  The two studies in animal models showed that the use of a combination of high levels of anti-oxidants delayed photoreceptor cell death.  Ophthalmologists have generally been reluctant to advise RD patients to use these anti-oxidants due to the lack of a patient trial.  The results of a patient trial in Spain into the effect of these anti-oxidants are expected by the end of 2008.  The Retina International Scientific and Medical Advisory Board issued the following statement on the use of anti-oxidants for RP: “independent evidence from well respected laboratories agrees that combinations of antioxidant supplements are successful in slowing retinal degeneration in RD animal models.  Positive effects in all these animal models may indicate that such treatment could be effective in most or all forms of RP and allied diseases irrespective of molecular diagnosis.”

Safety seems assured from the animal testing done to date and from the fact that the supplements used are known to be well tolerated in humans and are not controlled substances. The control of risk factors for AMD such as blood pressure, obesity, smoking, exposure to sunlight and nutrition were also highlighted.  Genetic counselling and the importance of patient registries were the focus of numerous papers.  

Professor Joe Hollyfield’s success in the development of a mouse model for MD was a most valuable new development reported in Finland.  

8. Research: Abstracts of Papers Presented at the Retina International World Congress Helsinki Finland July 4-5 2008

Clinical Diagnosis of Retinal Dystrophies and its Value for the Swedish RP Registry: Professor Sten Andreasson

The Swedish RP registry is linked to the Department of Ophthalmology at the University of Lund.  It comprises over 2700 patients including pedigrees from patients examined at the unit in Lund with electrophysiology and a thorough ophthalmological investigation.  As the Committee of Ethics also has approved obtaining DNA samples in a BioBank numerous molecular studies have been completed and the gene defects in more than 250 families with different mutations in 30 genes have been identified.

Full field electroretinography is the method of choice for objective evaluation of the total retinal function, and has been used widely in experimental and clinical research for characterization of retinal degenerations.  During recent years new electrophysiological techniques have enhanced our possibilities to better investigate and understand the function in separate areas of the retina and the visual pathway.  The Department of Ophthalmology in Lund was the first clinical unit in Scandinavia to use multifocal ERG for further studies of localized dysfunction in the retina.  A further development of multifocal ERG is multifocal VEP which reflects the cortical response to a localized stimulation of the eye.  Multifocal VEP continuously improves and seems to be of most value for an objective way to further investigate the visual pathway.  Recent development of clinical electrophysiology and molecular genetics has led to a radical improvement in understanding etiology and pathophysiology of hereditary retinal disorders.

Is It Possible To Avoid Age-Related Macular Degeneration? Professor Lotta Salminen, University of Tampere, Finland

Over the past 40 years epidemiological studies have illuminated the incidence, prevalence and exposure of AMD within various populations and confirmed hypothesis on etiology.  All studies show the increased risk of the disease with increasing age.  People aged 90 years and above have an 8 to 10 fold increased risk of developing AMD compared to people aged 50 years.  In addition to the age risk of developing AMD ‘inborn’ risks are a family history of AMD, light skin, and female gender.  However, studies on the distribution of AMD within the population have shown that there are several external and behavioural risk factors of AMD.  Social class is reported to have an inverse risk of AMD.  Cardiovascular disease, hypertension, carotid atherosclerosis, high intake of saturated fat and cholesterol, smoking and excessive alcohol consumption have all been shown to be associated with increased risk of AMD.

There are several studies reporting of lifetime light exposure as a risk factor of AMD.  The oxidative stress throughout life due to combined exposures to light and oxygen of photoreceptors in the retina and the generation of free radicals may be an essential mechanism for AMD.  It is thought that AMD might occur in individuals that have received excess light stimulation, particularly at vulnerable times, or who do not have enough protective antioxidant micronutrients in the serum or retina.  Biomarkers of oxidative damage have been demonstrated in post-mortem eyes from patients with AMD.

Consequently, the control and treatment of the external and behavioural risk factors of AMD like high blood pressure, excessive weight and obesity, smoking, excessive sunlight exposure may proactively reduce the risk of AMD.  The impact of nutrition on manifestation and progression of AMD has become an important controversial topic within recent years.  The results of the only prospective, controlled clinical trial providing proven benefit of antioxidant supplementation for AMD (AREDS) and the role of lutein and zeaxanthin and various fatty acids were discussed during the presentation.

To avoid AMD further research on the interactions between genes and environment is likely to be the most productive way together with a balanced, low-fat diet with vitamin supplementation and cessation of smoking.   

Stem Cells: Renewed Vision by Maria-Thereza Perez, Associate Professor, Lund University, University of Copenhagen.

Stem cells and progenitor cells can be programmed to generate multiple cell types.  Several reports suggest also that cells with regenerative potential may be isolated not only from the inner cell mass of blastocyts (embryonic stem cells), but also from adult tissues (adult or somatic stem cells).  Successful approaches based on the use of such cells would thus offer enormous possibilities to treat a vast range of diseases.

In the area of retinal degenerations however, the work is not quite ready to be tested on human patients.  Experimental studies have shown that stem cells and some ocular progenitor cells are capable of differentiating into specific retinal cell types both in vitro and following transplantation.  However, a number of technical obstacles need still to be resolved before stem cells can be safely used for therapeutic purposes.  In vitro manipulations are necessary in order to derive and maintain stem cells and involve at present the use of protocols that limit the clinical use of these cells (e.g. contamination with animal pathogens).  The potential uncontrolled growth of cells after transplantation needs also to be carefully assessed.

Another approach involves promoting an in situ expansion of the small existing pool of endogenous retinal stem or progenitor cells.  It would not only eliminate the need to harvest and transplant the cells, but also circumvent the immunological challenges associated with transplantation.  This approach requires a better understanding of the mechanisms controlling normal cell development and thereby of exogenous factors that can be used to boost neurogenesis, since the existing pools appear unable to contribute spontaneously to any degree of repair.  Whether or not application of exogenous factors will also be able to drive the migration of these cells to affected areas and to promote their functional integration with the rest of the tissue also remains unknown.

Nevertheless, despite practical and ethical issues and the fact that many optimistic reports have been refuted, the stem cell field is evolving rapidly, engaging social and technical interests.  It has certainly challenged the old dogmas stating that regeneration and repair of the human CNS are not viable.  

Efforts need to be intensified in order to improve the prospects of developing effective therapies based on the use of stem and progenitor cells, but avoiding at the same time uncritical enthusiasm and views which will ultimately delay the advancement of this promising research area.

9. Other Research News

Ranibizumab (Lucentis)

The National Institute for Healthcare and Clinical Excellence has said Ranibizumab is recommended as a possible treatment for people with wet AMD if the following apply to their eye condition: the best possible visual acuity after correction with glasses or contact lenses is between 6/12 and 6/96, there is no permanent damage to the fovea, the area affected by AMD is no larger than 12 times the size of the area inside the eye where the optic nerve connects to the retina, and there are signs that the condition has been getting worse.

Treatment should be stopped if a person’s vision gets worse and there are changes inside the eye which show the treatment is not working.   

Neurotech Granted Fast Track Designations from the FDA for NT501 in Two Indications for RP and Dry AMD

The United States Food and Drug Administration has fast tracked the designations for NT501 for the treatment of visual loss from RP and dry AMD.  NT501 is an intra-ocular cell containing polymer implant designed to provide continuous, long-term release of the therapeutic protein Ciliary Neurotrophic Factor (CNTF) directly into the back of the eye by means of encapsulated cell technology.  CNTF, a well established neurotrophic factor, rescues dying retinal photoreceptors and protects them from degeneration.  

We remain on track to announce top line results from our two Phase 2/3 studies in RP and our Phase 2 study in dry AMD in early 2009 said Ted Danse, President and CEO of Neurotech.  “The receipt of Fast Track designations for NT501 is an important component in our ongoing product development strategy...as we seek to provide much needed treatment options for patients facing these devastating diseases”.

Downloaded from a media release from Neurotech Pharmaceuticals Inc                       

10. Coping: Using Power Points and Key Locks 

People who are blind and vision impaired may have trouble fitting plugs into power points and keys into locks.  This article will offer suggestions for doing both.

Power Points

Familiarise yourself with the power points around your home.  Are they upside down, the right way up, or even on their side?

If some of your power points are too hard to reach or are in dark or low spots, try using a power board.  The power board can sit at a height or location that is more accessible for you.  Use one that has separate switches for each plug. 

Before using the following suggestions please check that the switch is OFF.  For most switches, this means that the button is pressed in at the top so that the red dot cannot be seen or felt.  If in any doubt get someone to check it for you before continuing.  People who are left handed may need to reverse the left and right instructions.

Three Pronged Plugs

1. Hold the plug so that the earth pin is at the bottom and your right index finger is on the tip of the earth pin.

2. With your left index finger or thumb locate the bottom hole, the earth socket, on the power point.  It is straight, on its own, and sits below two slanted holes.  Place your fingertip over the earth socket.

3. Bring your right finger towards your left thumb/index finger and use your left finger to guide the earth pin to its socket.  The top two pins will line up with the power point holes.

Two Pronged Plugs

On a two-pronged plug the pins are angled towards each other.

1. Hold the plug the right way up by checking that the narrowest gap between the prongs is at the top.  Place your right index finger above the left prong. 

2. With your left thumb feel for the power point holes.  The hole you are looking for is slanted in towards a second hole and will be above and just to the left of the earth pinhole.

3. Plug in by guiding your right finger towards your left thumb and using your thumb to guide the pin into the hole.

Keys

A similar method to the one described above is used for fitting keys into locks.  Most household keys are serrated on the top and have a flat edge on the bottom.

1. Ensure the key is right way up.  Hold the key so that your right index finger lies along the side of the key.  Your fingertip should protrude beyond the tip of the key. 

2. Use your left index finger/thumb to locate the keyhole.  Place your fingertip over the hole.

3. Guide your right fingertip towards your left thumb.  Slowly move your left thumb or index finger away and the key should slide right in.

Identifying Keys

1. Separate the keys you don’t use from the most used ones.  This narrows the number of keys you have to sort through to locate a specific one.

2. Mark your keys with Velcro, coloured tape, highlighters or dots (available from RNZFB). 

3. Key caps can help you feel for different keys.  These are available from locksmiths.

4. Locksmiths also sell different coloured blank keys.  You might like to get a specific key copied onto a colour you can easily identify. 

5. You can file one, two or three notches in the round edge of the key block to help identify different keys.

Downloaded from Vision Australia  

www.visionaustralia.org.au
11. Hearing Aid Subsidy For SuperGold Card Holders Aged 65 And Over 

If you need a hearing aid the Ministry of Health can provide a subsidy of up to $500 including GST per hearing aid.  This replaces the existing subsidy of $198.  If you need two hearing aids the total subsidy will be $1000 including GST.  

If you are aged 65 or over, or hold a SuperGold card, you will be able to get this increased hearing aid subsidy from 1st October 2008.  It is not means or asset tested.

What Are The Main Features

Your hearing must be assessed and hearing aid/s fitted by a qualified Audiologist.  The Audiologist can work in either private practice or based at your local District Health Board Audiology clinic.  You will need to show your SuperGold card to your Audiologist to be able to get the increased subsidy.  The subsidy can only be used towards the purchase of new hearing aids.  It cannot be used to buy second-hand hearing aids.  The subsidy is available once every five years.  

If you already have a hearing aid and it needs replacing the subsidy can be used to purchase a new hearing aid after your existing subsidy has expired.  Your Audiologist can advise you which hearing aids qualify for the subsidy.  If your hearing aid costs more than $500 the subsidy will be deducted from the total cost of your hearing aid.  There may be other costs you have to pay such as assessment and fitting fees.  The subsidy cannot be used towards these additional charges.  You do not need to visit a service that is listed in the SuperGold card directory in order to receive this subsidy.  

How Do I Get The Subsidy?

Both you and the Audiologist who fitted your hearing aid must fill out an application form.  The Audiologist’s invoice for the subsidy must be attached to the application.  The Audiologist will send the application form and the invoice to Enable New Zealand, the organization which administers the subsidy on behalf of the Ministry of Health. This new subsidy will be available for people who have their hearing aid fitted from 1st October 2008.  You can get more information from:

Enable New Zealand Phone 0800171981 or at mohprocessing@enable.co.nz
or www.disabilityfunding.co.nz 
12. Quantum Technology and Adaptive Technology Solutions      

Quantum Technology, Australia’s leading manufacturer and distributor of products for people who have low vision or are blind are holding a free information and demonstration day in conjunction with Adaptive Technology Solutions.  The latest equipment will be on display.

Christchurch: Monday 10th of November 2008 10.00am-3pm at Christchurch Latimer Hotel, 30 Latimer Square, Christchurch.

Dunedin: Wednesday 12th November 2008 10.00am-3pm at Scenic Circle, Southern Cross Hotel, Cnr Princes and High St, Dunedin

Speakers: 10.00am-12.00 noon Low vision equipment and demonstration: 1pm-3pm Employment and Education.

Alternative Format, Software and Equipment Demonstrations. If you would like to attend either of these days could you please phone 04 528 7600 to register for this event. 
13. Notices

Yates Cosmos Seeds

Retina New Zealand recently received a cheque for $497.70c from the sale of Yates Cosmos Bright Eyes seeds.  Yates give 40 cents from the sale of each packet to Retina New Zealand so please continue to support us by purchasing packets of these seeds, they make great presents!!

Parents Group

An informal get-together was held at the AGM/Conference of parent’s whose children have a retinal disorder.  Email addresses and other contact details were exchanged.  Our Peer Support Coordinator, Elizabeth East, had contacted several other parents who were interested in being part of this group. Unfortunately, due to a computer crash, this list of names was lost. Could anyone who contacted Elizabeth and is still interested in being put in touch with other parents please ring her again on 04 299 1801 or through our peer support number 0800 233 833.   

Hamilton Meeting

Following on from the successful AGM in Hamilton several members have expressed a wish to meet informally. The first get-to-gether will be held in mid-November.  If you are interested in joining us please phone Alison and Maraenui on 8559554 or Susan Mellsopp on 8533612.  

14. Recipe

Salmon and Spinach Quiche

210g canned salmon

250g light sour cream

1 small bunch spinach

4 eggs

100g cheddar cheese

1 bunch chives

Black pepper

2 sheets frozen puff pastry, thawed

Drain and mash the salmon.  Lightly steam spinach, leaves only. Beat the eggs, grate the cheese and chop the chives.

Preheat the oven to 180C.  Combine the salmon, sour cream, spinach, eggs, cheese, chives and black pepper, and stir gently.  Line 4 individual serving size springform pans with pasty cut to size.  Pour in the quiche mixture, bake for 20 minutes.

15. Snippet

 Researchers in Europe have found that people who ate oily fish at least once a week had half the risk of developing wet AMD compared with people who ate oily fish less often. This research appears to support the theory that long chain omega-3 fats found in fish oils (EPA & DHA) may influence the development of AMD.  Over 2000 people aged 65 or older were involved in this study: American Journal of Clinical Nutrition, August 2008   
16. Book Review  
Sasha and Olga: A True Tale of Survival by Eva Maria Chapman, Lothian Books, 2006. TB7969

This is the story of Eva’s journey to trace and heal her roots.  She was the child of East European immigrants who had survived World War Two, Stalin, and the SS. Her mother, with a young Eva in tow, meets Sasha on the boat on which she travelled to a new life in Australia.  They marry and have other children. Olga, so very deeply affected by her experiences in war time Eastern Europe, soon descends into a mental illness from which she never recovers.  Eva, whose mother beat her  mercilessly, attempts to live the life of a normal Australian teenager.  She is constantly thwarted by  an angry and bitter Sasha who eventually banished her from both his and her sister’s lives for 33 years. 

This book details with great emotion her search to discover the details of her parents stories, to reconnect with surviving relatives in the Ukraine, to heal wounds which could be healed, and to bear witness to the human tragedy in the aftermath of war.  

In writing this book Eva Chapman hoped to face and transform the famines, genocide, social experiments and battles that raged around her parents.  Her father took a huge step in allowing her to become a part of his life for the two years before he died, his constant statement of “Eva you do not understand” providing the catalyst for her to try and understand. With Eva’s help Sasha unravelled a huge ball of suffering and fought to live long enough for his story to be told. 

Eva’s journey to meet with her mother’s relatives in the Ukraine is described in great detail; how one contact led to another, how she and her mother had been searched for and had remained in the hearts of this family through decades of poverty and political upheavals. 

To listen, to receive, to allow people to let go of a terrible past full of suffering Eva Chapman had to give up her own sense of injury.  She had to put aside her own attachment to grievance, of not being understood, her own catalogue of heartbreak.    

This book is a remarkable story of courage, wisdom, suffering, it is cathartic.  While a long book, the tape runs almost 16 hours, I highly recommend it.  One cannot help but be moved by the story of Sasha, Olga, and their daughter Eva  whose life has been so deeply affected by the tragedy of Eastern Europe.   
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