This report covers the financial year July 2008 – June 2009, and includes some commentary up to the date of our meeting in March 2010.

Overview:

2009 was a particularly difficult year for LDNZ, due to the world financial crisis, which in turn affected our ability to secure a good level of grant funding to run our organisation. Lottery community who has been one of our main sources of funding granted just $4,000, however JR McKenzie increased their support to $10,000.  A number of grant funders who have funded us in the past did not do so during 2009. In contrast to the difficulty getting core funds for LDNZ operations, we had a large inflow of funds for special projects held during this time.

Our viability and continued survival as an organisation was maintained by two key fundraisers: Ra Timms held a very successful Charity golf tournament raising approx $20,000. We held our 3rd Annual Charity dinner in September 2009 and again this was another successful event raising $28,000.  These events are a good fundraiser for LDNZ but are not on the agenda for 2010 or 2011. Organising such event is becoming more difficult, and we feel we are unable to sustain the effort required to keep those special fundraisers going. The ability of the community to support them is also restrained by the economic environment.

We had great success in 2009 with Pharmac agreeing to fund Elaprase for Hunter Syndrome, and although this was a good break through it will be more difficult to achieve funding for Pompe, Fabry and MPS6 as we don’t have the impact on young children that we can push forward as an example of urgent need to access these therapies. Pursuing approval for ERT funding is high on LDNZ’s priority list, and we have plans to continue our lobbying about that.

Finances:

During the 2008 – 2009 financial year we had quite a lot going on which saw a large amount of funds go through our accounts.

· November 2008 we held our 1st Asia Pacific Lysosomal Conference which saw delegates attend from all over the world.

· Jenny Noble won a scholarship from the AMP foundation worth $60,000.  This scholarship came in 3 parts.

$10,000 to support the 1st International Bone Consensus meeting.

$20,000 to support families to the 2008 conference

$30,000 for New Zealand and Australian families with Glycoprotein Storage diseases to be included in a Natural History Study.

· In February 2009 we took 15 Lysosomal families to Wellington to meet all the political parties to outline the issues they faced in not being able to access specialised medicines.

· In March 2009 Jenny and I travelled to Massey University to meet the research team there, learn about their plans, and to present a cheque to Bob Jolly to help support his research project for Sanfilippo Disease.

These activities resulted in income for the year ended 30th June 2009 of $242,475 but with expenditure exceeding $286,000 our funds were considerably depleted down to $113,862.  A good portion of the remaining  funds are tagged for supporting families to attend the Batten and 2010 MPS meetings in Adelaide, Targeted research projects, and work on our Managed clinical networks project, the re-branding of LDNZ’s publicity materials and our special family support grant. 

So in spite of the bank balance at the end of the year, we have a significant challenge in maintaining enough income to keep our organisation running.

Managed Clinical Networks:

NZORD held a special workshop in Wellington in November with patient support groups and the National Health Board. There were several presentations by patient groups outlining the issues they face in trying to access appropriate specialist services.  LDNZ was able to outline the extreme issues our families faced with getting appropriate access, and we were able to provide the meeting with the very helpful comments of the Health & Disability Commissioner advising the Director General of Health that current arrangements were not acceptable, and asking him to give some urgency to resolving these issues.

Especially pleasing was a commitment made by the chair of the National Health Board, Murray Horn, that he would consider two proposals for networks for rare diseases. NZORD has decided to submit proposals for Lysosomal/Metabolic Diseases and Epidermolysis Bullosa, and a lot of work will be required in preparation of those cases during the year ahead.
Genetic Services:

LDNZ is concerned that diagnosis of our diseases is difficult and perhaps not getting done due to cost. Getting improvements to Genetic services is difficult as many reports on the need to improve these services have been shelved over the years.  In 2009 the review of genetic services was finally revived and the case for a single national service, with secured funding, is now under consideration by the National Health Board. 

Family Support:

Family support for Lysosomal families continues on a case by case basis, and is driven by the need of the families.  Referral of new families to LDNZ continues to be a problem. We are still not sure how well our organisation’s details are being given to new families on diagnosis.  We often don’t get direct contact about newly diagnosed families, and learn about them sometimes when they are in crisis and need help. LDNZ needs to look at how we can raise our profile and improve the way information about LDNZ is supplied to new families.

Publicity Materials:

The re-branding of LDNZ began in 2009 with a new banner, business cards and letterhead. We still need to revamp our brochures and A4 handouts but this will now be dependent on finding appropriate funding to complete this task.  The website has had its makeover and is in a new content management system, and we are working on a project to update the content on the website.  Jenny will be working on this with Ben who manages the NZORD websites, through which the LDNZ site is provided.

Medicines Strategy:

After many years of lobbying on improved access to medicines, and high cost, highly specialised medicines in particular, there is now some real progress happening with a significant boost to medicine funding in the 2009 budget, and a Ministerial panel set up to  review access to high cost and specialist medicines.  It is hoped that new funding will be available for these drugs.

At the date of our meeting in March 2010, the panel has produced an interim report in response to the Minister’s request for a mechanism on how to get high cost medicines funded.  There is concern that the panel has taken an approach of trying to fix the whole of the medicine system in the hope that some efficiencies might release funding for high cost medicines, and that this approach will not produce real changes in the short term. We have suggested that a more practical approach is needed with specific funds allocated. This should make some real difference if the panel’s proposal to use the exceptional circumstances scheme is used, but will not provide a solution if the existing EC criteria and budget are relied on.

The Minister is due to get his report soon and his response to that will tell us how it is going to work If the proposed mechanism does not solve the problem of medicine access for our families, we will still have our strong moral arguments to use in promoting access, but getting a good mechanism in place will make it much easier for us to achieve our aims.

Carers Strategy:

This strategy says good things about government recognition and support for carers, but is a high level document that needs some serious work to implement the principles in it. Although the new Government supports the strategy they have taken few initiatives to move forward with any of the main objectives in the strategy. In fact, the Social Development Minister has instructed officials to cease work on scoping a payment for carers. In addition, the government has appealed against the Human Rights Review Tribunal decision that the Ministry of Health had unlawfully discriminated on the basis of family status, and that family carers should be paid for the care they provide, in circumstances where the government would otherwise have to pay for that care. The decision to appeal is a serious blow to the interests of carers and the disabled people they support.

Trust Accountability:

The trustees met in February 2009 for the Annual Meeting and to plan activates for the year ahead. Activities based on that plan have been carried out mainly by Jenny with regular reporting to the chair of the Trust, with additional issues being referred to the trustees by e-mail for decisions. This continues the pattern from past years where we meet face-to-face once a year for a full day of review and planning, and deal with all matters in between times by phone and email.

Keeping our books in order is very ably supported by Tim Hannagan through his accounting firm and this help is much appreciated, especially as the volume and complexity of transactions has grown in recent years, 

Much of Jenny’s time throughout 2009 and the early part of 2010 has being taken up with planning for the 2010 International MPS symposium which takes place in June this year in Adelaide. LDNZ is an equal partner with the Australian MPS society and the Adelaide Lysosomal Research Unit, in hosting and organising the meeting. My grateful thanks to trustees Dianne Webster, Dave Palmer, and Philip McKinstry for their support throughout this time, and in particular to Jenny for the significant commitment she makes to ensure the success of LDNZ’s day-to-day operations. 
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