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The Irish Platform for Patients’ Organisations, Science and Industry (IPPOSI) is pleased to submit a consensus response to the Expert Group on Resource Allocation and Financing in the Health Sector.

IPPOSI welcomes the establishment of an Expert Group to examine this important issue. It is pleased that the Group has recognised the importance and value of extending an invitation to stakeholders, partners and the wider general public to put forward suggestions for improving resource allocation and financing in the Health Sector.

Composition of the Expert Group

The Minister for Health, Mary Harney TD was clear at the announcement of the establishment of  the Group that she “want[ed] to see greatly improved links between resources and patients’ interests. “ I want to make the money follow the patient, that is, to better support each person’s health status and outcomes from healthcare”.  

IPPOSI is neither a patient group nor a lobbying organisation but a patient-led platform for patients’ organisations, science and industry.   IPPOSI brings these three separate, yet highly interdependent entities - important stakeholders in the health sector – together, providing a structured way to facilitate interaction and dialogue on policy, legislation and regulation issues relating to unmet medical need.  Through expertise, dialogue, consensus building and networking IPPOSI has, in the last 18 months, dealt with important challenging issues for its three constituent member groups. These include; access to medicines and new medical technologies in the era of health technology assessments, orphan drugs and rare diseases, patient registries, the Health Information Bill and clinical research infrastructure.  IPPOSI addresses issues that affect all three member groups and not one group in particular.  This is a unique platform in Ireland. 

Given this unique position to reflect the views of such a broad, important and inter-dependent group of stakeholders in the health sector, IPPOSI believes that it would therefore be an invaluable addition to the Expert Group.  Through our work and the recommendations from our events it is clear that there is a willingness among science, industry and patient groups to engage and to work as one unified entity to tackle the challenges facing these three stakeholders.

Addressing Efficiency and Effectiveness of Resource Allocation

Access to Medicines and New Medical Technologies

IPPOSI is aware that the HSE has already begun to examine the efficiency and effectiveness of resource allocation.  Having debated the issue of Access to Medicines and New Medical Technologies with our members at a large conference in Dublin in November last year, and again at a recent lunchtime talk (May 09), we understand the increasing challenges facing the health sector.  At both of our events, national and international experts spoke of the challenges faced and how these are being addressed in different jurisdictions, whilst putting forward recommendations for action.  

We were pleased to have Mr Ross Hattaway (HSE) to speak at both events as well as representatives from NCPE, HIQA, NICE and others. IPPOSI would like to draw attention to a number of key issues raised:  

· High cost medicines or those with significant budget impact on the healthcare system are subject to assessment.  IPPOSI members urge that new technologies be evaluated via a process that examines not only information about medical and economic consequences but also looks at the social and ethical issues in relation to the use of a health technology in an unbiased, robust and systematic manner.  

· Health Technology Assessments are triggered by budget impact, clinical innovation and benefit for patients.  The key to informed and effective decision making processes is in deciding whether a treatment is more effective than existing treatments. Information on price, effectiveness and impact on quality of life all influence that decision.  The combination of all three factors must continue to influence the decision and not one isolated aspect alone.  

· Reimbursement decisions can be enhanced through early dialogue and engagement between industry and the HSE.  IPPOSI understands that increasingly industry are approaching the HSE indicating that they will be introducing products and seeking advice regarding next steps.  In such instances the HSE has been in a position to suggest that the industry dialogue with NCPE to establish if experts feel a PEA/HTA will be required and if one is likely industry can start to prepare for this.  Patient involvement in HSE reimbursement decisions would also be welcomed.

· The integration of mini-HTA to a clinical setting will be a significantly new skill required from clinicians. IPPOSI Members from industry have suggested that they could have a role in integrating this into the healthcare setting.  Global pharmaceutical companies have extensive experience in this area as many countries have been involved in HTA for some years, so they could provide support to the HSE in developing this policy and implementing it so that it can be developed as a tool which is practical and achievable.
· At the IPPOSI conference our members called for a consensus based approach to the development of PEA/HTA rather than a prescriptive based approach.  Stakeholder participation, communication of HTA/PEA results, sharing of HTA/PEA reports and opportunity for redress were all seen as essential and need to be made available for all HTAs including mini HTAs.  This has not always been the case – as highlighted in our Nov 2008 meeting, for example, the mini HTA/PEA for the Cystic Fibrosis Therapy Vest were not made public and some key stakeholders were not involved in the process.

· IPPOSI sees value in the introduction of budgets for disease areas. If budgets were to follow patients this would be welcomed.  There are a number of instances where savings could be made and IPPOSI would suggest that serious consideration be given to rolling out, on a national scale, pilot projects that appear to be working well.  For example, arthritis patients under pilot projects are safely receiving infusions and care in community settings rather than hospital settings.  IPPOSI members have indicated strongly that if patients could receive the treatment that they need, where they need it rather than where the budget resides, considerable savings could be made.

· IPPOSI members feel that it will be important for Ireland going forward that multiannual budgeting is introduced in healthcare as a key part of reform.  Central to this process will be Industry’s willingness to share pipeline and horizon views.

· The absence of good cost databases and quality direct information is problematic and is impacting negatively on HTA/PEA strategies. Enhancing the availability of high quality, nationally representative cost data to enhance the quality of information to decision makers is crucial.  

Patient Registries

IPPOSI met in September 2008 to develop consensus around the issue of Patient Registries and Health Information.

· Patient registries are a health information tool. If properly developed and supported, they will enhance patient care by providing invaluable information on safety and efficacy of treatments, enhancing knowledge and understanding and also by facilitating clinical trials.  

· Registries are also valuable resources both for informing service planning and for health funding accountability. They provide robust sources of data for outcomes research and disease management, comprehensive, longitudinal information on diagnosis, treatment, course of illness/disease, outcomes and quality of life. Healthcare professionals, researchers, industry, patient organisations and patients themselves all support the development and maintenance of patient registries. They look forward to the Health Information Bill which will give good legislative support, safeguards and structure to the development of a workable, effective and efficient system which will benefit all users – especially patients themselves
· IPPOSI welcomes a unique health identifier and Electronic Health Records but calls for much more to be done to ensure that strong IT platforms are in place and proper management and governance systems developed.  A proper information culture needs to be developed in Ireland and partnerships to this end will be essential.  

Clinical Research

There are significant investments made by government and others in clinical research infrastructure in Ireland. Clinical Research Centres (CRCs) are under development in the major academic teaching hospitals in the country.  These can now form a critical building block for the formation of a clinical research network. 

Developing a strong research culture in Irish Hospitals will increase opportunities for patients to participate in clinical trials. This would be particularly beneficial to patients with unmet medical needs in delivering enhanced patient care and access to new innovative treatments. The establishment of a research unit within the HSE with a high level leader would be one key step to taking this possibility a step closer to reality.  Patient groups, science and industry would all be very supportive of the development of such a unit.

Rare Diseases

Rare Diseases is an important issue in Ireland and in the EU. The EU estimate 6-8% of the EU population has a Rare Disease.  The recent European Council Recommendation on European Action in the Field of Rare Diseases which was published earlier this month (9 June 2009)  calls upon national member states to draw up national plans, to promote research into rare diseases and to identify centres of expertise.  
· Diagnosis

Patient Group Members of IPPOSI believe that disease-management for rare disease patients are largely unavailable in Ireland. Some patients have waited up to eight years to receive a proper diagnosis, many are still waiting. While they wait they can be admitted to hospital to undergo often painful and expensive procedures unnecessarily. Rare disease patients are usually seen by clinical teams in several departments, taking up beds and costing the state significant sums over sustained periods before they receive an exact diagnosis.  In this context, access to and provision of Genetic Testing facilities for patients and their families is an important addition to any plan for effective diagnosis of patients with a rare disease. 

· Orphan Drugs

IPPOSI is clear that with the increasingly tightened economic climate, rare disease patients continue to receive access to medications.  Therapies are often life saving. In other instances they are life enabling i.e. a rare disease patient can continue working and to contribute to society. Failure to receive treatments increases dependence on State supports, health care systems and decreases quality of life.  HTAs for orphan products must continue to examine quality of life and life gain as well as cost implications, but not cost implications alone.
· Research

For many patients with a rare condition there is no cure and research for innovative treatments must be supported. The economic benefit of sustaining state funding in the area of Rare Disease Research are well documented. The implementation of the European Orphan Drug legislation in 2000 resulted in a dramatic 30% increase in new Biotech companies. Jobs related to orphan medicinal products increased at a quicker pace than general industry trends increasing 43% the period between 2000/2004. 

· National Plan

IPPOSI argues that it is now timely for the State to introduce a coordinated system to address service provision, research and medications/therapies for rare diseases, including inherited diseases.  The development of a comprehensive rare disease plan is integral to this, as is the designation of a unit within the Department of Health to progress the Council Recommendations.  Sufficient funding must be made available to ensure the sustainability of a national plan and its constituent elements.   A central fund for rare diseases which is not tied to particular hospitals would enhance equitable access to treatment for rare disease patients.  Supporting a thriving clinical research infrastructure would also provide rare disease patients with access to clinical trials and this is to be welcomed.
In conclusion

Ireland needs a mechanism for allocating funding for health services based on measurements of the health and disability of the population. 

IPPOSI favours a fair and transparent system for the allocation of health service funding, provided the formula agreed takes into account the needs of people with rare diseases, the benefits of new medical technologies and the need to invest in building clinical research capacity, including patient registries. 
