Lysosomal Diseases New Zealand
Annual report to LDNZ Trustees’ Annual Meeting – 12 February 2009
The report covers matter related to the 2007-08 financial year, and discusses events through to the end of the 2008 calendar year.

Overview:
This was another very successful time for LDNZ on many fronts. We raised substantial funds, had a very successful conference, and continued to provide information and support to families. We have also made quite a bit of progress with policy issues about clinical service delivery and access to the new treatments for some our diseases, but there is still a lot of work to be done before we can claim success on those two very important matters. 
We now face considerable work to follow through on these clinical care and treatment issues, as well as a need to raise more funds to sustain our activities. The financial crisis looms large in the background and we are uncertain at this stage as to the direct impacts it will have on our ongoing operations and our special projects. 
Income: 
Grant income for 2007/08 exceeded $195,000. This was much higher than usual because of substantial income related to the conference we hosted in November last year. When those funds are set aside, the funding for our core operations was achieved from a variety of regular funding sources, as well as two special events, a charity dinner which brought in over $42,000 during the financial year reported on, and a charity golf tournament after the close of those accounts which delivered us approximately $20,000. 
We are now in a strong financial position and have discretionary funds available, but a lot of work needs to be done which will make rapid demands on those funds. Apart from funds generated for the conference, and continued valuable support from Lottery Grants Board, JR McKenzie Trust and Trust House charitable trust, a significant boost was received from the Todd foundation with an increased grant of $15,000 towards the secretary’s salary, with a commitment of an equal amount in 2008/09.
Additional special income of $60,000 was raised by Jenny through receipt of an AMP scholarship in the second half of 2008. This tremendous achievement recognised her considerable knowledge and work on bone disease in Mucolipidosis. The funds contributed to the consensus meeting held in conjunction with our November conference. More of the funds will be used to gather data for an international natural history study of glycoprotein storage diseases.

Support for families:
Specific help to families is one of our prime objectives and having Jenny in a paid role helped ensure we were able to provide this when necessary. During this time most of the support was provided by phone and email contacts, with some of these taking up a considerable amount of time. We have learnt from these experiences and taken the systemic issues forward in our discussions with officials about service delivery and design.

Family contacts:
Referrals of new families to LDNZ remain low in number. We remain concerned that families may not know about the information and support we can offer, and we have engaged in some formal communication with the Metabolic service to ensure that families can benefit from referrals to LDNZ.
Access to quality services:
The referral of a large number of complaints back in 2007 to the Health and Disability Commissioner about disability support services and clinical care issues, lead to specific investigation continuing into 2008 of one case by an appointed mediator, and referred the rest to the Director General of Health to look at the systemic issues involved. 
The individual case was resolved in a way that assists our goal of improved clinical oversight of Lysosomal patients, and the Ministry of Health had accepted the task of investigating a systems improvement to clinical care for all our patients. The outcome of this has been considerably delayed but we understand a process will soon be put in place to work on these issues. We look forward to further engagement with Ministry officials about how they will ensure improvements are made to health care delivery for our families.
Publicity material: 
Our brochure was updated during this time to ensure quality material for publicity opportunities as well as material to provide for genetic services and clinics to hand out to patients and families.
Medicines strategy: 
A very disappointing aspect of 2008 was the way in which the new Medicine strategy was so rapidly sidelined by Pharmac and other officials. We had a big hand in developing this strategy through John’s role as spokesperson for the Access to Medicines coalition. It had potential as a platform for significant policy change but there was systematic betrayal of its intent in very quick time. The change of government, with its promise of increased funding for medicines and an improved way of dealing with high cost specialised medicines, maintains some hope for us that our strong interest in enzyme replacement therapies might remain on the agenda and be adequately responded to. 

Our hopes for access to subsidy of ERTs has received a boost as a result of Pharmac gathering data on them late in 2008 and referring them to its expert committee, PTAC, for a recommendation on the clinical benefits. This indicates that the time is right for concerted effort on our part to ensure all possible levers are used to gain access to these treatments for our patients.
Carers Strategy:
LDNZ was a key supporter of the development of a Carers Strategy for New Zealand, with John filling the role of chair of the Carers Alliance. This work resulted in a Carers Strategy and Action Plan being announced by government in April 2008. This has potential to improve supports for our families over the medium term through improved recognition of the role of family carers, better respite care options and other proposals such as carer payments. However this will depend on commitment from the new government to implement that strategy, and currently their intentions are not known. The financial crisis may make it harder to achieve progress on getting the strategy and action plan implemented. We will continue our role in the Carers Alliance and do what we can to progress these important objectives.
Maintaining our organisation and its activities:
As in the recent past, our ability to secure Jenny’s continued role has certainly contributed hugely to the total activity of LDNZ and the immense value we can bring to affected families and to the health and disability system. Our ability to generate large sums through our fundraising activities has been the major factor in that, due to the huge organizing effort Jenny especially, plus other family members and volunteers, put into those charity events. As a result we can look forward with some confidence to maintaining this role and the bulk of our other activities over the next year to 18 months, but it’s difficult to project further forward than that in the current economic climate.
Trust accountability: 
The trustees met in person in January 2008 for the Annual Meeting and to plan activities 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 email for decisions. Jenny and John have also organised work planning meetings by phone or in person approximately every three months, with many extra conference planning sessions during 2008.

We now have a new arrangement for managing our books. The firm of Hannagan and Devereux in Dunedin are providing pro-bono preparation of our books. This is a significant improvement on previous years and the accounts are now being independently audited by a firm in Tauranga. We are also now registered for GST and have been granted registration with the Charities Commission. 

Conference 2008:
The crowning achievement for 2008 was the very successful and well attended Lysosomal conference that we hosted in Christchurch in November, along with the consensus meeting on treatment of bone disease that drew in many world experts the day before. Both meetings proved a very substantial organising task for LDNZ, and Jenny in particular, and there was very positive feedback from families and professionals alike, to confirm the success of the events.  
Other items of note: 
· The 2010 international MPS conference will be held in Adelaide and jointly hosted by LDNZ, LDA and the Australian MPS Society. Substantial organising work has already been done and more will be needed in the coming year.
· We joined with the NZ Organisation for Rare Disorders and several other small groups to win funding from the Digital Strategy fund and set up videoconferencing equipment in our office, linked to the TelePaediatric network. This proved extremely useful for conference planning and other networking activities through the year, but future use compared to likely costs will need careful evaluation soon.
· Our newsletter production was again down to two issues for 2008, as a result of extensive work needed for the charity fundraisers and the conference organising.

· Discussions have continued with a range of people and organisations about newborn screening for Lysosomal diseases. We have made presentations to the National Screening Unit and the National Screening Advisory Group arguing for a review of screening criteria and how they are applied to the newborn period. These bodies have referred the issue to the National health Committee to consider.
Challenges for the future:
2009 will be a very busy year with the following topics at the top of our agenda:
1. Pursuing medicines subsidy for therapies for Lysosomal diseases, and working closely with Pharmac, politicians, health professionals and officials in our efforts to achieve this.

2. Promoting newborn metabolic screening of lysosomal diseases.

3. Follow-up of numerous service access and clinical care issues that are under review and need some priority given to them.
4. Another charity dinner planned for this year.

5. Organising for the 2010 conference in Adelaide, with John and Jenny both on the planning committee.

6. Giving our website a much needed facelift and content review.

7. Plus the crucial tasks of family support and communications with our networks.

Thank you to LDNZ trustees for your continuing support and special thanks to Jenny Noble who works so hard for us.
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