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Update NZ Health Strategy Consultation meeting November 2015. 

Thank you for the opportunity to provide feedback and input on this strategy. 

On reading the updated version of the strategy, we notice that the Tiriti has less priority and presence in this document than its predecessor. For example the Tiriti principle has dropped from first to nearly last in the list of principles. This strongly signals a reduced priority that the Ministry of Health has for Te Tiriti and its special relationship with tangata whenua. 

Furthermore, other than this principle there is scarce meaningful expression of Te Tiriti throughout the document. We aspire to a time when the Ministry of Health will embrace Te Tiriti in its entirety and be open to and action the advice and input of its own tangata whenua advisors and experts. 

As a reminder the Crown, Government and Ministry of Health approach to Te Tiriti are described well in the Principles:
Treaty of Waitangi principles
The principles of partnership, participation and protection underpin the relationship between the Government and Māori under the Treaty of Waitangi. 
· Partnership involves working together with iwi, hapū, whānau and Māori communities to develop strategies for Māori health gain and appropriate health and disability services.
· Participation requires Māori to be involved at all levels of the health and disability sector, including in decision-making, planning, development and delivery of health and disability services.
· Protection involves the Government working to ensure Māori have at least the same level of health as non-Māori, and safeguarding Māori cultural concepts, values and practices.
Recommended Changes:

In order to provide a more balanced document with adequate priority and meaningful engagement with Te Tiriti and tangata whenua we recommend:

1) Return the principle for Te Tiriti to its position as the first principle of the Strategy.

2) Change the wording of the principle referring to Te Tiriti to:

Acknowledge and action the special relationship between tangata whenua and the Crown under the Treaty of Waitangi

3) Provide an explanation of the principle within the document. The last document said:

This principle recognises that the Treaty of Waitangi is New Zealand’s founding document
and the Government is committed to fulfilling its obligations as a Treaty partner. This special
relationship is ongoing and is based on the underlying premise that Mäori should continue to
live in Aotearoa as tangata whenua. The nature of this relationship has been confirmed through interpretations of the Treaty of Waitangi, which stem from decisions of the Waitangi Tribunal, the Court of Appeal and the Privy Council.

Central to the Treaty relationship and implementation of Treaty principles is a common
understanding that Mäori will have an important role in implementing health strategies for
Mäori and that the Crown and Mäori will relate to each other in good faith with mutual respect, co-operation and trust.


4) Refer to Mäori as tangata whenua within the document. 

We are ethnically Mäori and from our world view we are tangata whenua and mana whenua. This recognises our unique position as the indigenous people of Aotearoa New Zealand and the partner to Te Tiriti.

5) Work with your tangata whenua experts within the Ministry to demonstrate your acknowledgement of Te Tiriti from start to finish within document. 

This requires that every section and strategy of the document is explicit in providing the tangata whenua viewpoints and themes. There needs to be an expressed tangata whenua lense throughout. This includes specific tangata whenua actions and strong alignment with He Korowai Oranga. Tangata whenua acknowledge that mainstream has much to offer us in terms of health development in Aotearoa. 


6) Add one more Strategy Area called Actioning Te Tiriti in the New Zealand Health Sector. 

Again work with your expert staff and take on board input from iwi and Maori sector. Actions could include:

Evaluate and Invest
In my view an honest evaluation is required to ascertain how well Te Tiriti is being acknowledged and actioned in the New Zealand Health sector. Anecdotally it appears that while we are making some gains in some areas, tangata whenua partnership, participation and protection in many areas in being eroded and diminishing. Just look at this strategy and ask yourself if this document a true reflection of the intention of Te Tiriti o Waitangi? There are many threads to this work and much of it is sitting ready to be brought together in a single picture. Other areas may need some work. 

Investment based on te Tiriti is needed. We can see that the Maori health sector appears to be shrinking and investment in whānau (due to Maori population being younger) is low and at the current rate of trajectory will reduce more over time. We know that currently the health sector by default invests in the last two years of life and that costs are increasing and are unaffordable. The Ministry needs be transparent with its investment approach to all including tangata whenua. A change of philosophy and courage is needed in order to make real change. For example respect elders to die well so that they are not subjected to multiple procedures that cause them trauma and reduce quality of life and resulting in little funding available to invest in babies, children and youth. 





Comments during our group session:

· They talk about people powered but not whanau and not iwi. Sees the person as an individual. When they talk about long term conditions they are setting up our people to be in rest homes. But in our communities we have Maori supporting our old people with no money. Health system did not invest $1 for the wellness of our kaumatua and kuia. That’s what close to home is for us. 

· NZ Public Health and Disability act – Te Kete Hauora went to great lengths to include te tiriti in health system strategy. Te Tiriti is still our founding document. 

· We cannot see ourselves in this document – save for the disparity statements which talk about Maori inequalities. There is no proactive response to improving Maori health. Our people and our way of wellness is still considered alternative health as rongoa. What is the health sector doing to retain and support Maori traditional wellness enhancing rongoa?

· Talk about the TOW as guiding principle only - but no teeth.

· Talks about HKO and the concept of Mauriora to reflect a focus on individual people- as a lone token paragraph the meaning of this is lost. 

Instead use the NZH&D Act wording and acting apply the principles of Te Tiriti which are detailed and more appropriate. This should lead the MOH approach in the document. 

· Start with Te Tiriti and incorporate what it means for Maori under each strategy and road map area and also with actions.

· Draw upon and recognise traditional Maori wisdom and frameworks as valued as part of the body of knowledge of wellness in Aotearoa NZ. 


· They talk about the one team and how requires coordination and sharing of power. Again where is Maori in that? Where is the Maori participation in the decision making. 

· There is a real conflict between devolving responsibility to ‘consumers’ so all about making sure individuals are health literal. This is a concern because our reality is not individuals – we are part of a whanau. We manage our health together. What that does is particularly those who are individuals it clises them in so as they get older they can become isolated which is a huge risk for our people.

· How can we start working on a whanau basis?

The strategic themes
· The closer to home theme offers some opportunities for recognition of how we need to be working. Good example of ngati hine health. There are great examples of this around the country. 

· It would be innovative and showing leadership if the MOH was able to acknowledge and highlight the successes and the attributes of iwi and Maori approaches that are a lesson to mainstream. He Korowai is much more visionary than the NZ health strategy.

The Strategy areas: 

· Engage is better than inform – this is our strength. 

· People Powered – People are our priority as Maori 

· Closer to home – We focus on who we are with and how we support each other

· One Team – recognise the whanau as a team 

· Value for Money – we do more with less just look at what Maori providers achieved on very little funding 

· Smart systems we are less resourced but examples like Waipareira show what tangata whenua can achieve in terms of smart systems. 

· Sharing our innovations and evidence of Maori health gains. They are only giving us the deficits in this document. 

· Where are iwi in this document? 

· Look at Kai Tahu who are giving all of their new babies a kickstart pack – wellness for piripoho. This strategy offer us more generic mainstream thinking and solutions to progress our wellness. It makes you question who is the audience – who is it for? 

Actions

· We note that there are no actions focusing on whanau 

· That smart technology if we can get agencies talking to each other then it can benefit our whanau as long as it is strengths based and not whanau blaming and shaming. We can have hope in all our people and the whole whanau can be supported to a more Mauriora whanau ora and pae ora.
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[bookmark: _Toc433207223]Consultation questions
These questions might help you to focus your submission and provide an option to guide your written feedback. They relate to both parts of the Strategy: I. Future Direction and II. Roadmap of Actions.

Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	We would encourage the Strategy to specifically recognise the challenges and opportunities for patients with rare disorders. While much of our health system is well organised and of a high standard, the provision for the needs of rare disorders is an area where significant improvements can be achieved.

This submission is from NZORD, the New Zealand Organisation for Rare Disorders, a charitable trust set up in 2000 to represent the interests of those affected by rare disorders (prevalence less than 1 in 2,000). We seek to improve information, prevention, diagnosis, clinical care, community disability support, income support and research, for the benefit of patients with rare disorders and their families.

We do this because these individually rare disorders (about 7,000 of them) collectively impact on 6-8% of the population (see http://www.eucerd.eu/upload/file/Reports/2011ReportStateofArtRDActivities.pdf), and many of them represent high levels of mortality, morbidity, and chronic health and disability among New Zealanders. 

Patients with rare disorders span all ages, but most conditions appear in childhood and result in high mortality and morbidity.  Patients with rare disorders are often high users and very often expensive users of health, disability support and social services.  Recent research by NZORD shows the actual spend from the health vote for 9 selected and broadly representative rare disorders, averages more than 7 times the Treasury estimates of average health care costs.

We acknowledge up front that New Zealand has a generally good range of healthcare, disability support services, and other social services in New Zealand, with generally good access to them across most regions and health conditions. But there are gaps. Those with rare disorders (including disease, syndromes, conditions, etc) are among the most vulnerable. Some feel neglected by the system in terms of prevention, diagnosis, clinical care and disability support for their disorders. It is often difficult for patients and families to find knowledge. In addition to being high users of health services, many are also very high users of community support, disability support and social welfare benefits (whether access via Ministry disability systems, DHB programmes, or income support via Work & Income) but there is often insufficient coordination between these services.

We believe the specific inclusion of rare disorders within the strategy could achieve significant and achievable opportunities for New Zealand to reduce health costs and flow-on social service costs.  Too often health policy development focuses only on the direct health costs and benefits.  This is a narrow perspective.  For example, when a patient is diagnosed with a rare disorder this places a number of significant direct burdens on the patient and their family including significant economic impacts. (The arguments for the wider benefits to the whole population from a specific focus on rare disease management are compellingly made by Jules J Berman, in his book Rare Diseases and Orphan Drugs: Keys to Understanding and Treating the Common Diseases.)

In summary there is an estimated 370,000 New Zealanders with a rare disorder, together with family and whanau who also live with the condition, who consume a significantly disproportionate share of health and social services resources. Rare disorders impact on a significant proportion of the population, and yet, precisely because they are rare and therefore not well understood, people with these conditions often are, and feel, neglected by New Zealand’s health services.  NZORD submits that because people with them are a particularly vulnerable population group, and at high risk of not being able to live well, stay well and get well,  rare disorders should be identified in Action 5 of the Road Map as a specific area where increased effort is required



The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	In general terms the statement of future direction does capture what NZORD  wants from the New Zealand health system, and we  particularly like the inclusion of the word “all”.  

However, we are concerned about how this will become a reality for the often neglected and marginalised population of people who either have or live with a rare condition. It is evident from NZORD’s recent Patient Support Survey (attached) that there is, for example, a real lack of any nationwide collaborative approach being given to rare disorders compared to other areas of health e.g. ACC, Oncology, Elderly Care, IHC, Wellness Child, Obesity Campaign etc. NZORD therefore submits that the final version of the Health Strategy document should include very strong statements as to how New Zealand’s health services will be required to ensure that the document’s statements of intent are realised in practice in regards to people with rare diseases.

Other jurisdictions have systems that better recognise the needs of patients with rare disorders e.g. the US, EU, Japan and Taiwan. In general terms, these jurisdictions recognise that rare disorders are together a significant public health problem that requires organised efforts to address them. 

Public health policies and action plans are the principal approach adopted to address the needs of rare disorders. New Zealand needs a rare disease policy and action plan, as advocated by international rare disease organisations, to address the significant impact on social services that rare disorders represent. This is set out in the table at the end of this submission.



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	NZORD supports the proposed principles, but once again wishes to be convinced that they will apply in practice to people with rare disorders. With reference to the list of proposed values NZORD notes that people with rare conditions typically do not experience: 

The best health and wellbeing possible throughout their lives

Rare conditions are often chronic, incurable, require considerable support from family and whanau, and are typically associated with both increasing disability and reduced life expectancy. This makes it incumbent on health and social services to offer as much coordinated best practice support as possible. However, people living with rare disorders experience a “post code lottery” approach to service delivery (where people in the main centres have better services than those in provincial areas, and health professionals in the provinces and elsewhere are generally not very good at communicating with those who have expertise in a particular condition. In countries overseas where people experience better access than New Zealanders to coordinated wrap-around services, people with rare conditions may experience increased longevity and improved quality of life (eg Danish people with Duchenne muscular dystrophy routinely live into their fifties, whereas the life expectancy for New Zealanders is about thirty)

Improved health status

People with rare disorders typically experience a decline in their health status. While this is often as a direct result of their condition, the decline can sometimes be ameliorated or reversed through access to specialised pharmaceuticals, and through requiring clinical practice to adhere to recognised condition specific standards of care. Neither of these two preconditions for improving the health status of people with rare disorders exist to any significant degree in the New Zealand health care system

Disease prevention

Rapid advances in genetic diagnoses and screening are creating new opportunities to reduce the incidence and prevalence of rare conditions, often by giving people early opportunities to make informed family planning decisions.  

Timely and equitable access to a comprehensive range of health and disability services, regardless of ability to pay

As stated above the post code lottery approach to delivering health services to people with rare disorders militates against equitable access. Moreover, enhanced access to effective pharmaceuticals is sometimes available to those who can pay for them privately, whereas those who cannot afford them do not receive them. 

Timely access to health services could be improved with improvements to diagnostic services. Recent rapid advances in genetics makes it possible for definitive genetic diagnoses to be made quickly, thus alleviating the “diagnostic odyssey” experienced by many people with rare disorders, and allowing them timely  access to therapies and interventions tailored to their particular condition.

A high-performing system in which they have confidence

Many people with rare disorders do not consider the current system to be high performing, especially compared with other OECD countries, for the reasons mentioned above. Furthermore where specialised expertise for a particular rare disorder is available (eg in a main centre with tertiary facilities), the employing DHB often puts limits on how that expertise can be shared with other clinicians beyond the DHB’s boundary, and is under no obligation to replace the clinician with the expertise with a similarly experienced clinician if he or she ceases to be employed by the DHB. This erodes confidence in the health system’s capacity to reliably and consistently deliver required and necessary health services.

Active partnership with people and communities at all levels
People with rare conditions are often their own best expertise and frequently know considerably more about their condition, diagnostic options and potential therapies than their clinicians. This expertise is often not acknowledged by treating clinicians. Similarly, disease specific support groups and organisations, which often have a wealth of information which could assist clinicians in supporting their patients with rare conditions, are also often overlooked.


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	NZORD supports the five themes, provided they are implemented in practice.  In particular we note that:
The “one team” theme would be significantly enhanced if managed clinical networks were required for the management of all rare conditions. This would involve designating a single lead DHB for every rare condition, which would be required through its funding agreement to ensure both continuity of expertise and making that expertise available to all other DHBs’ clinicians as required.

The “smart system theme” would be significantly enhanced with better utilisation of existing IT networks to collect information and share between health service providers nationally thus obviating requirements for rare disorder patients to repeat themselves when accessing or requesting medical support/information.  



Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	As stated above NZORD submits that because people with rare disorders are a particularly vulnerable population group, and at high risk of not being able to live well, stay well and get well, these conditions should be identified in Action 5 of the Road Map as a specific area where increased effort is required. 

The adoption by the government of a rare diseases policy would ensure that the desired goals of prevention, early intervention, best care, and best support, will help towards goals of reduction in incidence, severity and costs. A suitable action plan would include the following:
	Areas of action
	Details
	Driving principles

	Primary prevention
	Ensure best antenatal care.
Folic acid fortification of food.
Preparing for life initiatives.
Best practice antenatal and newborn screening.
Better information for those at risk.

	Reduce and minimise the incidence and severity of rare disorders.

	Early and accurate diagnosis
	Boost genetic and paediatric services capacity.
Ensure adequate budgets for testing.
Establish timeframes for diagnosis.
Review access and funding for pre-implantation genetic diagnosis.
Ensure screening from sequencing technology is implemented when clinically validated.

	Early intervention saves lives and reduces costs.
Test sooner with a lower threshold for action.
Trust mum when she says “something seems wrong with my baby”.

	Optimal clinical care
	Establish national services where appropriate.
Ensure cross-boundary access to clinical expertise.
Strengthen clinical networks nationally.
Establish an orphan drugs access scheme.
Improve transition planning between child and adult services.
Ensure palliative care provision for children.

	Quality of care and access to care should be determined by need, not by where you live.
Equitable care for those at significant disadvantage because of rarity.
DHB silos and professional roles should not impede delivery of optimal care.

	Improve social, community and income support
	Urgently review carer payments policy.
Review respite care system.
Aim to significantly reduce bureaucratic requirements of disability support systems.
	Respect and trust those who care for disabled family members.
Give real choice and flexibility in support systems such as carer support.


	Recognise and include patient advocacy groups.

	Support their role as sources of information and peer support for patients and families. 
Include advocacy groups in service design, policy and research priority advice.
	Patient/family advocacy group can play a valuable role in assisting patients and informing policy. They should be financially supported to fill these roles.

	Give an appropriate priority to research into rare disorders.
	Analyse and review research funding criteria.
	Rare disease research has much wider societal benefits.
The solutions and the benefits are often counter-intuitive.
Beneficial results can have exponential benefits beyond the disorder studied.






Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	NZORD submits that because those with rare disorders represent a uniquely vulnerable and neglected population group the roadmap makes a specific requirement for there to be a NZ Rare Diseases Strategic Framework for 2016-2018. This could be based on the well regarded Western Australian framework (http://www.genomics.health.wa.gov.au/wardsf/index.cfm) 

Other developed nations have moved to recognise and respond to the needs of rare disorders with specific policies and action plans. New Zealand is failing to keep up with best practice by not addressing these issues in a systematic way.

It is important a national coordination approach be taken to implement the strategy, and it’s for this reason that NZORD recommends identifying existing examples of networks which have been instituted and work well.  
There are multiple examples, such as the provision of the NZ national metabolic disease services which runs in a consultancy based fashion that enables and potentiates local physicians to provide timely and accurate management locally simply because the lines of communication are well established and clear.  
NZORD sees this coordinated and consultative approach as being paramount to turning strategy into action.

NZORD would be happy to assist with a NZ Rare Diseases Strategic Framework for 2016-2018 as part of the New Zealand Health Strategy Update.






Any other matters
7	Are there any other comments you want to make as part of your submission?
	Research

NZORD believes that the important role of research should be addressed within the Health Strategy. However we note that in establishing priorities for health research, Ministers and funding bodies such as the Health Research Council seem to be unduly persuaded by the importance of investing the bulk of funds into conditions that take up the bulk of expenditure or affect the greatest numbers. Although this approach is valid in terms of public health outcomes such as reduction in smoking, achieving a healthy diet and exercise, and avoiding harmful exposures to reduce the onset of heart disease, cancer, respiratory disease, etc., it has significant limitations in respect of understanding the underlying biological and genetic drivers of disease. 

Much of what we now know about common diseases has been achieved by studying rare diseases. Future advances in the prevention, diagnosis, and treatment of common diseases, and the consequent reduction in demand on social services will come as a consequence of accelerating progress in the field of rare diseases, and research priorities should be adjusted to reflect this reality

A whole family/whanau approach to support

It is important to remember that the diagnosis of a rare disease affects not just the individual, but the entire family as a whole. 
Families who have had traumatic diagnosis of children with very complicated and/or rare diseases, often express their lives as 'living in a war zone' and there is research that says Post Traumatic Stress Disorder (PTSD) is common in these families - particularly mothers.  
It is therefore important to consider the impact of rare disease diagnosis on families/whanau, and the vulnerability of siblings and the implications of that within the mental health sector.
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Feedback on the New Zealand Health Strategy – December 2015

The 5+ A Day Charitable Trust wishes to commend the Ministry of Health on the new draft Health Strategy and for the way in which the future plan for ensuring the health and well-being for all is so comprehensively covered. In doing so, The 5+ A Day Charitable Trust would also like to make the following comments:

1. We recognise the complexities involved in meeting the needs of those with ongoing health concerns, The 5+ A Day Charitable Trust feels that it is important that the role of prevention is not underrated and in fact that increased emphasis is placed here. The 5+ A Day Charitable Trust is therefore pleased to see that the strategy includes the need for interventions to prevent long-term conditions and obesity. With the levels of obesity rising the long term impact on the individual and on the health system is one which is unsustainable especially considering the large number of associated Non Communicable Diseases that need to be addressed by what is pointed out as being an ageing workforce. Funding of increased needs if numbers of obese and overweight continue to rise is also of concern and will only add to the pressures and costs of caring for the unwell.
2. We are strongly in agreement with the need for a simple integrated system where relevant partnerships can be forged, knowledge shared and best practices implemented.
3. We agree that increased capacity and unification of the workforce is needed. This of course will require bringing a younger, skilled workforce online and therefore produce the need to attract new blood in to the health system sooner rather than later. We feel this increase in capacity will play a major role in strategic outcomes. 

The 5+ A Day Charitable Trust is strongly invested in prevention of long term ill health and wishes to reaffirm its commitment to this end. 

In light of the Ministry’s new Nutrition Guidelines for adults and the WHO report on obesity highlighting the role that fresh fruit and vegetables and the associated industry can play, we will seek to work in partnerships - both those already established and those yet to be highlighted by the Minstry – as outlined by the draft Health Strategy as a member of the vision of one team working to ensure that all New Zealanders live well, stay well and get well.

The 5+ A Day Charitable Trust, PO Box 66047, Beach Haven, Auckland 0749
Ph: 09 480 5057 Fax: 09 482 3314 Web: www.5aday.co.nz
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Consultation questions
These questions might help you to focus your submission and provide an option to guide your written feedback. They relate to both parts of the Strategy: I. Future Direction and II. Roadmap of Actions.

Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	The strategy background should include an explicit statement about utilising proven evidence based methods employed by researchers in the health and education sectors. These methods should be implemented nationally and continually evaluated to ensure the best delivery of health opportunities for all New Zealanders. 




The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart evidence-based system. 



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	One missing component from the principles was a lack of reference to the evidence underlying policy and health care decisions. The evidence should be generated via well designed research. 
Goal 3 change to 
3. Collaborative evidence based health promotion and disease and injury prevention by all sectors 
Goal 6 change to 
6. A high-performing evidence based system in which people have confidence 


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	Themes 3, 4 and 5 all refer to the use of information, collaboration with researchers and evidence based decisions. These are all key concepts to deliver an effective health system. However, in the “what great might look like in 10 years” there is not enough clarity around how this interaction with the research and health evidence production will happen. The themes instead suggest that the system will be relying on identified leaders. We suggest that in addition the strategy should incorporate the identification and support of potential evidence production partners that would play a key role in achieving the themes. These partners should involve researchers and policy makers who might be external to the health providers. 



Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	The action items as laid out are very broad. The items that we would like to comment on are part of themes 3, 4 and 5. 
Theme 3 Value and high performance 
Action item 11 
This discusses the health investment approach. There needs to be more clarity around how the standards and guidance will be developed and if they are going to have longer term investment for NGO’s based on which are offering the highest potential health returns. There is a tension between organisations offering a long term view compared with those focussing on short term gains. A transparent process is needed, conducted by an independent group looking at the evidence supporting proposed population based interventions. 
Developing and disseminating practices is an excellent action goal but only if those practices have been shown to be effective. 
Action item 12 
We would like to see an additional action item here to discuss the development of national evidence based guidance, pathways and advice. At the moment there are many disjointed efforts to improve the quality of healthcare delivery throughout the DHB sector. A health strategy aiming to bring the country together as a whole highlights the need for a national evidence group to collect and appraise evidence and inform health system decision making. 
Theme 4 One team 
Action item 16 
In addition to clinical leadership we would like to see an emphasis on the need for a comprehensive evidence based program led by a national team with expertise in assessing evidence available around health strategies and interventions. 
Action item 17 
In this statement we would like to see the change 
 Share best practices and identify, publicise and spread examples of innovation that have been shown with best evidence to demonstrate improved equity of health outcomes, efficiency, quality and safety, and reduction of harm. 

Theme 5 Smart system 
Action item 20 
This item discusses the impact of health research 
We would like to add an item here to promote the establishment of a New Zealand based evidence capability to inform all health services as to the most effective new technologies by rigorously assessing all the available evidence to determine efficacy and applicability. 



Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	Measures need to be auditable and this process needs to be made part of the road map of actions when it is finalised. 



Any other matters
7	Are there any other comments you want to make as part of your submission?
	The vision promoted in this document is admirable. However, we need to careful to avoid the trap of listening to a limited range of opinion leaders about what is best for the country (top down approach). The health system needs an evidence based approach as a fundamental principle in order to identify and deliver health improvements. We want to make sure our health system is not only supported by extraordinary people but also by organisations that that work together as ‘One Team’ to provide the best, most effective healthcare interventions and systems. At the moment the document lacks clarity on how the vision will be supported by the wealth of evidence available and produced internationally and nationally. 
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[image: ]30 NOVEMBER 2015
New Zealand Health Strategy Update Consultation
New Zealand Health Strategy Team
Ministry of Health
PO Box 5013
Wellington 6145

To whom it may concern,

Background
We were excited to read the Ministry of Health's (MoH's) Update of the New Zealand Health Strategy. 
The documents for consultation were inclusive, relevant, clear and contained ambitious objectives. They would give many a reason to be optimistic about the direction of our healthcare system. 
It is encouraging that our services are performing well relative to other OECD countries and that 80% of adults are satisfied with the care they receive. It was also pleasing to hear Ron Dunham, the Chair of DHB CEOs state:
“We need to understand our population. We need to understand their needs. We need to understand what it takes to make an improvement to the health of the people in our community and we can only do that together”
We agree. 
In the spirit of understanding our population, we would like to highlight the needs of 6,000 Aucklanders who are suffering from a chronic illness. These patients are currently falling through the cracks of New Zealand's healthcare services. Addressing their needs will support the MoH's progress towards the objectives in the New Zealand Health Strategy and we would like to work with you to that end.

ME/CFS
ME/CFS Support (Auckland) Incorporated is a registered charity established to help Aucklanders suffering from Myalgic Encephalomyelitis (ME/CFS). Around 1/250 New Zealander's suffer from this illness. 
ME/CFS is twice as prevalent as Parkinson's and four times as prevalent as Multiple Sclerosis, so it is by no means a not a rare illness. New Zealand research finds that the average patient is in the bottom 10% of the population on a physical health scale and international research supports this finding,  suggesting ME/CFS can be very severe and disabling.
The MoH described that:
 “New Zealand’s health system needs to do better for the populations that do not enjoy the same health as the country as a whole. These include... people with disabilities"
We believe ME/CFS sufferers fall firmly under this statement and note that MoH's 2012 briefing to the Health Select Committee stated there was "considerable scope for improvement" in regard to education around ME/CFS.
Improving the management of patients is in some ways simple, and many initiatives could be costless. We outline one such initiative below and are eager to engage with the Ministry of Health further on this, and other initiatives that could support the direction outlined in the New Zealand Heath Strategy.

Pathways
The MoH identified the need for "well-designed and integrated pathways" and how "our system needs to be aware of developments and effectively draw on and absorb global ideas and evidence.” It is our view that current pathways for ME/CFS are murky and could do more to embrace the latest international evidence. We explain below.
We understand ME/CFS pathways are developed by DHBs and have a significant impact on the nature of care received by patients. Though DHB pathways go by a number of names (for example, Health Pathway, Kupe Navigation, Map of Medicine), we understand that most, in relation to ME/CFS, seem to be informed by the PACE trials. 
These trials are the subject of much scrutiny and controversy in the community at present. Whilst this in itself is not a reason to reconsider policy based on these studies, we would like to take this opportunity to make your analysts aware of some recent developments:
· A number of methodical flaws have recently been exposed in the trials. We note the flaws are not trivial and experts believe they undermine the conclusions of the trial. We attach a recent letter to The Lancet which accurately articulates these flaws

· Whilst PACE was a large and well-funded trial, it is only one study out of 9112 published papers on ME/CFS since 1950. A comprehensive literature review was conducted by the USA's Institute of Medicine (IoM) and its finding conflicted with PACE. The National Institute of Health (NIH) commissioned a report in parallel which supported the IoM's conclusions and conflicted with PACE. Given these reviews are the most up-to-date, expert, comprehensive, well-reasoned and independent studies on ME/CFS, we would have thought they would form a much more defensible basis for policy than PACE

· The PACE trials were predicated on the theory that ME/CFS is the result of patient's flawed beliefs about being ill and their illness is perpetuated by deconditioning. This theory is the foundation for the Cognitive Behaviour Therapy and Graded Exercise Therapy treatment approaches employed by DHBs today. We attach research that strongly refutes any notion of a psychological or deconditioning origin to this disease (slides 6-8). We note that expert opinion suggests ME/CFS has a neuro-inflammatory / auto-immune cause

· The authors of the PACE trials have been accused of a violation of the Declaration of Helsinki, by failing to disclose conflicts of interest

· Queen Mary University of London has been reluctant to release the PACE trial's data. In the last month, the UK's Information Commissioner had to order the university to release the trial data under the Freedom of Information Act. If Queen Mary University is unsuccessful in its appeal, the study is likely to undergo even more scrutiny early next year
We consider the IoM guidelines to be a much more robust basis for DHB Health Pathways. We have enclosed a copy of the guidelines for your reference. 
Adopting the guidelines is a free initiative that would vastly improve the way patients are diagnosed and managed. 

Thank you
Thank you for considering our response. We are optimistic about the Update to New Zealand's Healthcare Strategy and would like to collaborate with MoH to ensure the needs of ME/CFS sufferers are met in a way that supports your Health Strategy.
Yours sincerely,
[redacted]

Vice President
ME/CFS Support (Auckland) Inc.
manager@meauckland.org.nz
http://www.meauckland.org.nz/

Enclosures:	Letter to the Lancet regarding the PACE trials
		ME/CFS in New Zealand
		The IoM's guide for Clinicians

cc:		Dr Don Mackie
		Dr David St George
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Submission on:  Update of the New Zealand Health Strategy
                               All New Zealanders live well, stay well get well
                               Consultation draft.

This submission was complete by   Ann G. Shaw 
                                                       [redacted]

I am a public health practitioner who has worked and volunteered within communities, within government and non- government organisations for the past 56 years. I have worked as a rural and urban Plunket nurse in Wellington, Manawatu and Gisborne
Was assistant matron at Dannevirke Hospital when it introduces its Multiple -handicapped unit involving the community and hospital partnerships
 Worked within the Gisborne Priority Area Programme Intermediate Schools as a  Public Health Nurse. PAP also helped develop the first Maori Community Health workers under the guidance of Dr Pat Ngata.
Was Principal Public Health Nurse in Tairawhiti for 10 years, during which time the region led the country in Smoke-free and sun safety strategies and in which role I  worked inter-sectorially with local government, social welfare, justice, education, sporting groups, Council of Social Services and Maori Women’s Welfare League
Assisted with the formation of BreastScreen Coast to Coast, covering Tairawhiti to Taranaki within BreastScreen Aotearoa and maintained their community development community partnership in promoting population screening until retirement.
I am a registered General and Maternity Nurse with post-graduate qualifications from
Plunket, Victoria University ( SANS, Public Health Administration, & Social Studies Extension);  QUT (Health Promotion Mapping)
I have been actively involved within both Health Promotion Forum and Public health Association since 1986 and had terms on both executives as well as being active in working towards multi-disciplinary health throughout my total career as well as being involved with many NGOs, community, sporting and family oriented groups in a variety of roles.
Most importantly to me I am the mother of 3 adopted multi-cultural children 
( a nurse, a medical specialist and a teacher) and 9 grandchildren.
That is why I submit this feedback.
While the strategy update is timely it is not practical and will only join the tons of previous data unless it jolts into action those who prevent its outcomes now .
There is nothing new in this document; in fact most of it can be found in the Health Development Policy of the 1980s
It mirrors the health Communities Strategies of the 1990s; and those regions which established multi agency relationships then have flourished, often despite natural disasters eg Canterbury.
The determinants of Health need to be concise and spelt out to all; but especially to national and local government members and policy makers:
· An Up to date Global version of the definition of HEALTH
· What multi-disciplinary means in the wider health field
· What Inter-sector means in the community
· The history of health related documents such as Alma Ata Declaration of Primary Health Care, Ottawa Charter, Te Whare Tapa Wha.
· An understanding of the holistic nature of health as outlined within the Whanau Ora and Te Pae Mautonga strategies
· Health is an aspect of every- day living and does not exist in silos
· The majority of health issues ( positive or negative) exist outside what is now the health sector covered by vote health.
· Be brave, revisit where NZ has led the world in the past and don’t be misled by overseas experts who have no idea of NZ conditions nor their ability to work together.
 
My answers to your Challengers and Opportunities:
1. Re-visit the history of Health ( as well as beyond the illness services to people in NZ)
Agree on a holistic definition of Health which includes the continuum of health and illness and disability, provide workforce updating to all national, local government personnel, and ensure that this definition must be in all strategies, legislation which covers the wider field of health.

2.  Start with Ministry of health itself. Where are the silos?
What is the ratio of prevention to treatment?
Which other Ministries should also assist with multi-disciplinary care with people, eg in the field of mental health and illness?
How many current workers were born/grew up in NZ and know the health system history?
What percentage of vote health goes into prevention /sustainability and what to treatment?
How much inter-sector input is encouraged/shared within health policies?

3. Engage health and community organisations to participate before any new strategy is developed; even if it results in much the same outcome the community  will then own it and in the process you might also upskill those who stand for office without prior awareness of the difference between ‘doing to or for ’  and working with.
Unless all understand that health includes all aspects of everyday living, including the environment and not just hospital services and contestable budgets this document will not improve the current situation.

4. No. There was wide spread consultation when Area health Boards were formed but not  much action survived.  Most of what was agreed to was lost with CHEs and although some ‘reinvented strategies survived  Add on charges  have resulted with money from specific taxes going , not to conditions identified, but to consolidated funds.
 When ‘market forces and increased surcharges are now an aspect of every- day living because of silos between the various businesses in the health field people just remain confused. 

Inequalities will only increase when those with the least control over their lives also cannot afford to seek preventive or early health care, rural communities not only have added costs accessing services but also suffer from environmental damage to their health through wide spread use of chemicals and damage to water supplies.
Many of the causes of inequalities lie with health issues which are not improved by a multitude of agencies all only covering one aspect.
Nothing will happen until it is fixed from the beginning with a sustainable inter-sector working force not subject to constant changes.

5. Part of the organisation education must ensure that outputs from many health related issued may well be inter-generational. Therefore stability of service and expectations is essential. I suggest policy advisors visit what has been successful in the past in universal services, with ability to provide extra help in crises, but with emphasis on being active before problems arise.
It is important that such services be nationally resourced and have national standards as DHBs will often use preventive finance to balance budget and this emphasises the need for clearly identified preventive budgets.
It also means universal multi-skilled practitioners with ability to be involved before problems are identified, not problem oriented such as with many social worker roles.


6. Honesty and transparency at all levels.
Start with the strategy. No window dressing. No party politics. Educate all Government ministries, especially Treasury about The Determinates of Health, and encourage them to work together. 
Encourage long-term strategies which can be agreed to by inter-party workshops and involve key community organisations, (these will probably cost less than the flag with far greater outcome)
Hurry Slowly. Much damage has already been done with the abolition of working parties not responsible to the Minister which occurred when Department of Health,                        
(which had ability to plan in an  inter-sector manner,) became a Ministry , responsible to the Minister who is mainly interested in short-term 3 year cycles which are not appropriate to Health


7. Embrace Whanau Ora and Te Pae Mahutonga as a specific way of living   Health in Aotearoa/ New Zealand.
      Ensure that Vote health has adequate prevention budget which is accountable to the community, now and in the future
     Educate all national and local government workers to work together at all levels with understanding of a wider vision of health.
   Involve individuals, community groups, non-government organisations from the beginning and above all listen to them.
   Value children.  They are the future.


Thank you,

[redacted]
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Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	Although the Future Direction includes the objective for everyone to be more involved in their own healthcare, it is not clear how this will be achieved when many people show little interest and wait until they are unwell before visiting a doctor. Often Prevention and Participation do not happen until it is too late.
We know there are two certainties in life - death and taxes. However there is a third certainty combining these two - healthcare! We will all need healthcare services at various stages in our lives. It is significant that both death and taxes involve a formal reporting system directly related to the individual via a death certificate and an annual tax return.
So my suggestion, for consideration and further discussion, is that some type of annual health return needs to be introduced into health systems to ensure that everyone does indeed take responsibility for their own healthcare. This of course is a very sensitive area and such a return is unlikely to be accepted by the people. However we already use various types of health return data in studies of health sector demographics for safety and quality improvement purposes. Please note that I am not suggesting an IRD equivalent as all the data will be available and people will not have to submit a separate return as it is already in the system.
There are many factors surrounding my suggestion but it seems inevitable that with the rapidly increasing use of IT systems and data handling capabilities it will be relatively easy to monitor the health status of everyone in NZ. If we expect to enjoy low-cost healthcare services into the future, we must accept that there will be certain obligations and consequences that will influence our behaviours.
Health systems around the world are under increasing pressure to provide services without further drains on the public purse. We all need to play our parts in minimising healthcare costs and take more responsibility for our own health. As we all have to comply with tax rules, often with little benefit, we should be able to comply with health rules which will be of direct benefit to everyone. 
Please contact me if you wish to discuss my above suggestions. Thank you.



The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.
2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	I have contributed to all six sectors of the Health Strategy covered in the Forum.
I prefer the suggested “Start well, Live well and End well” system motto.
I’m not sure “people-powered” is the intended/correct term ? We are all people so I assume this should identify a certain sector - maybe consumer-powered?



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	These are all good principles and should help to implement the Strategy.  
I think “easy interaction with the system” and “free exchange of information” needs to be included somewhere in the principles.
Health literacy needs to be highlighted as a major area for future development.


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	As mentioned above, I feel “People-powered” is too vague a term  here and goes without saying as we are all people. So what else powers the system - wellness?
Perhaps “Well people” could be the main strategic theme?
Although good, the 10 year goals need clarity and health literacy needs emphasis.


Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	A suggested method to progress each  strategic theme is START which is:
S = Strategy, T = Tactics, A = Actors + Actions, R = Rules and T = Tools.
This is part of the overall objective of HEALTH  START  where  HEALTH is:
Help Everyone Achieve Long Term Health.
The 20 action areas could be the Tactics so each will need  A R T s to succeed.



Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	A suggested method of measuring progress is ROAR as in this AJHP article:
http://www.ajhpcontents.com/doi/full/10.4278/ajhp.30.2.v
Once the main Asset, Resource and Work Breakdown Structures have been developed then a standard project management approach can be used.



Any other matters
7	Are there any other comments you want to make as part of your submission?
	Thank you for the opportunity to provide input into our new Health Strategy.
As I indicated above, I do not wish this submission to be published due to the sensitive nature of my suggestions in Question 1.
I would be pleased to discuss any of my comments above and those in the on-line Forum and I look forward to further participation in the new Health Strategy.
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Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	In Northland we are aware of the significant inequities experienced by tamariki Maori (at least double ASH rates).  Considering the evidence of the importance of the early years on whole of life outcomes we support a focus on the early years and particularly on the conditions that determine and contribute to health status e.g. housing, child poverty, maternal wellbeing and education, smoking, alcohol, mental health, obesity, breastfeeding, family violence.  We believe a greater focus on the socio-economic conditions and how they shape our health needs to be strengthened throughout the strategy.  
There is also no mention of child poverty in the document. Considering the national focus on this and the contribution to child health inequities this needs to be the forefront of our thinking.  
We note there is little if any mention of tobacco use within this section or indeed throughout the document.  In Northland the burden of disease and death from tobacco use is widespread and falls disproportionately upon Maori whanau.  
Tobacco use is the most important preventable cause of death, disability and health inequalities in NZ.  Reducing tobacco use should be central to the new strategy.  Current projections show that the Smokefree 2025 goal is not going to be met on current trends and will be missed by a long way for Maori.  The Government has agreed to the SF2025 goal, yet it is not mentioned in the Strategy.  This surely is a major oversight?




The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	We do not consider that this statement adequately addresses the issue of inequities in health status among our population.  Although the statement says all New Zealanders there should be an explicit mention of addressing inequities.  A vision that promotes health for all, without an explicit focus on inequity, is likely to maintain or increase inequities.  We suggest the following wording: 
“So that all New Zealanders, live well, stay well, get well, we have a health system that is focused on reducing health inequities, people powered…etc



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	We generally support these principles.  We would like to see more action in the strategy in regards to public health and health promotion which is largely invisible throughout the document. 
Considering the huge body of work over the last 15 years regarding an early years investment approach we suggest this be added as a principle to guide the strategy:
“Promoting the best start in life”.  The addition of this principle would emphasise the importance and prioritisation of babies and children.  
We support the inclusion of the new principle in regards to a broad definition of health and collaboration.  We are involved in the Northland Intersectoral Forum which is a model that can be supported nationally.  Northland PHOs have a myriad of collaborative projects with other sectors (councils, housing, education).  Collaboration with other sectors is often led by public health practitioners.  We would like to see more in the strategy about tangible actions and resources that support public health and collaboration.  


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	Considering the huge inequities in health status experienced by Maori, Pasifika and other marginalised and disadvantaged groups in our society we suggest that there is a strategic theme dedicated to reducing inequities in health.  This could include actions to address institutional racism in the health sector (something which we note is not mentioned once in the strategy despite considerable evidence that racism is a significant contributor to ongoing health inequity), a focus on the determinants of health (particularly housing) and the early years.  There are several great models supported by the Ministry of Health including The Equity of Healthcare for Maori Framework and the Health Equity Assessment Toolkit.  The Equity of Healthcare for Maori framework nominates action points for the whole health system, health organisations and practitioners under the domains of leadership, knowledge and commitment.  Reducing health inequities needs resources to ensure it is well operationalised, monitored and evaluated.  Having a theme dedicated to addressing health inequity will ensure its priority in the overall strategy.  
Below are some specific comments on each theme.
People powered.  The second bullet point (p.11) states “…helping to make healthy choices easy”.  The most effective way to do this is to change the environment through national policy levers e.g. taxation on tobacco is one of the most effective tobacco control strategies.  This approach can be applied to our obesegenic environment e.g. taxation on sugar laden drinks, removal of GST on fresh fruit and vegetables, creation of walkable / cyclable environments.  
The use of digital technologies are welcomed however the implementation of this needs monitoring to ensure equitable access.  Will these technologies simply enable those who already engage well with primary care to be further advantaged or will they make a difference for those currently not accessing care equitably? 
We support the location of health services in the community – particularly in communities of need e.g. schools.  
The section on what great might look like in ten years time is largely individual focused. In order for people to take greater control of their health they require more than the ability to access relevant information when they need it.  They also require access to resources and to live in environments that are health enhancing.  This socio-ecological approach needs to be incorporated more into the strategy. 
Closer to home. 
We strongly support the investment early in life and a focus on children, young people and families / whanau and a focus on wellness and prevention.  Northland are working on developing Neighbourhood Healthcare Homes.  This work has an explicit goal to address health equity.  We think this is where Northland can take some leadership in the redesign of primary health care.  We support the endorsement of Maori health providers and agree they are uniquely placed to respond to Maori health need.  
We think the approach to long term conditions including obesity is poor and inadequate to address the burden of disease facing our country.  We find it incredulous that the burden of ill health from tobacco smoking is not mentioned and the suggested population based strategies to prevent and manage long term conditions does not include reference to the Smokefree 2025 plan nor mention evidence based public health actions e.g. taxation / policy change. 
Value and high performance
It is good equity of health outcomes is discussed in this section but we think the What great might look like in ten years time needs actual equity measures – lets put some lines in the sand e.g. our health system should name an expected reduction in the life expectancy gap between Maori and non-Maori. 
One team
In this section workforce is discussed and the importance of having a workforce whose size and skills match New Zealand’s needs.  We would add that the health workforce also needs to reflect the demographics of the populations served.  For Northland primary health care this requires significant investment in training, and retaining, Maori health and allied health professionals.   
The other omission in this section is related to Nurse Practitioners.  There are numerous barriers to be overcome to enable the role of the Nurse practitioner to reach it’s full potential.  Resourcing is required. We see particular opportunities within aged care and primary health care (including Maori health providers) for nurse practitioners to contribute to reducing health inequities. 
Smart system.  
We are strongly supportive of a national electronic health record.
Any further work that occurs on the national Child Protection Alert system (not mentioned in this section but relevant) needs to include primary health care.


Roadmap of Actions
5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	There are several actions in regard to tobacco control that need to be included in the plan: the move to standardised plain packaging, ongoing and large tax increases on tobacco, specific action focused on supporting pregnant woman (particularly Maori women) to quit smoking, a licensing system for retailers, and legislation to support smoke free cars.

The obesity action plan is very limited and could be strengthened through the adoption of public health actions such as taxation on high sugar drinks, prohibiting junk food advertising to children, limiting junk food sponsorship – particularly connected to children’s sport and physical activity.

There is little if any actions in regard to alcohol named in the strategy.  Again there are opportunities for further supportive legislation.  We support the 5+ Solution to Action on Alcohol: 
1. Raise alcohol prices
2. Raise the purchase age
3. Reduce alcohol accessibility
4. Reduce marketing and advertising (including sponsorship by alcohol companies)
5. Increase drink-driving counter-measures
PLUS: Increase treatment opportunities for heavy drinkers

We support all the actions under a great start for children, families and whanau however we believe these could be strengthened with the addition of the recommendations from the Child Poverty Action Group:
1. Advocate to Government for a comprehensive plan to reduce child poverty that includes actions, targets, measurable outcomes and regular reporting requirements. 
2. To improve the outcomes for children in poverty, provide universal healthcare services and targeted extra services based on assessment of further need. 
3. Increase health funding for children to a level that achieves equal child health outcomes for all ethnic groups. 
4. Provide effective and universal antenatal care/maternity services that include national targets and ensure all pregnant women are enrolled with maternity services as early as possible in their pregnancy. 
5. Develop and share across all health service providers a universal common assessment plan and pathway for all children, starting antenatally and including universal enrolment at birth with primary care, national immunisation register, well child /tamariki ora providers and dental provider. 
6. Make primary health care services free for all children from maternity through to age 18, including general practice services, prescriptions, dental and optometry care. 
7. Develop and fund programmes to ensure all homes are adequately insulated over the next decade; and develop a ten year national plan to overcome the shortage of healthy affordable housing. 
8. Develop a national child nutrition strategy, including a ‘food in schools’ programme. 
9. Establish youth-friendly health and social services in all low decile secondary schools, with sustained Government funding.



Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	     



Any other matters
7	Are there any other comments you want to make as part of your submission?
	We note that there was no mention in the document about child poverty or racism.  Both of these are significant contributors to ill-health.  Institutional racism in the health sector must be acknowledged and particular strategies developed to overcome this.  
Ignoring child poverty and its impact on the health of our children is irresponsible.  The health sector has a responsibility to advocate for action on poverty. 
Overall there is a lack of visibility of public health approaches, and where health promotion is mentioned it is a reductionist approach, largely individualistic, and ignores the role of healthy public policy (where health can take a significant leadership role).  
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Ministry of Health - New Zealand Health Strategy – Consultation

The National Hauora Coalition (NHC) is a Māori-led and culturally driven organisation that supports solutions for all whānau, especially those communities that are not well served by health and social services. 
NHC is a charitable social enterprise focused on improving outcomes for whānau.  NHC brings innovation and greater effectiveness to health and social programmes. It is an experienced thought leader in the outcomes commissioning market and an early adopter of impact investment in New Zealand.
NHC believes that whānau who are healthy, engaged, knowledgeable and prosperous are positioned well to succeed, to the benefit of New Zealand. 
NHC have a significant alignment to the Government’s vision and reform programme.  The NHC has a strong appreciation and understanding of the intent by government to create opportunities that will drive this reform programme.
Since ‘culture eats strategy for breakfast’ then we should focus on nourishing our national collective culture with appropriate strategy.  
Thank you for the opportunity to provide feedback on the draft update of the NZ Health Strategy.  We commend the Minister on the decision to update the existing Strategy.  We have used the consultation submission form to frame our feedback as follows:


	Challenges and Opportunities: 
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system.  Some of these are outlined in 1.  Future Direction on pages 5-7.

1. Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?

Inequity.  Persistent inequity is a prominent characteristic of our current health system and overcoming it should be the key challenge 



	The future we want 

The statement on page 8 of 1. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.
2. Does the statement capture what you want from New Zealand’s health system?  What would you change or suggest instead?

The vision of NHC is expressed as mana whanau, whanau ora – prosperous whanau living well. 

NHC asserts that these high level outcomes statements can be aligned

We need to be explicit that “all New Zealanders”¹ [footnoteRef:1]does unambiguously include us all.  Those who are currently under-served and those who are currently well-served both need to see and support the egalitarian ‘fairness’ objective.  To this end, achieving health equity needs to be explicit and elevated in the strategy.  This is consistent with a national culture that values fairness, that acknowledges and values the indigenous peoples of Aotearoa/NZ, and values practical problem-solving approaches  [1: ¹ Update of the New Zealand Health Strategy p8 
² Update of the New Zealand Health Strategy p7] 


Since a “key factor in this evolution will be our ability to work together”² then we need to be open and consistent about showing that we will achieve better outcomes for those who have the greatest need.  The strategy should explicitly speak about the contribution of the Maori health workforce, and the contribution to equity that is to be achieved by the broader health workforce – through a focus and an explicitly equity reporting regime, and through developing the cultural competency of the existing workforce. 


	A set of eight principles is proposed to guide the New Zealand health system.  These principles are listed on Page 9 or 1.  Future Direction and page 31 of II.  Roadmap of Actions.
3. Do you think that these are the right principles for the New Zealand health system?  Will these be helpful to guide us to implement the Strategy?

The Treaty needs to be elevated in the list of principles.  The strategy can clearly align to the principles of the Treaty, and this alignment should be explicit

	Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10) 

4. Do these five themes provide the right focus for action?  Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?

Equity should explicitly underpin these five themes.  Each theme can explicitly describe how it aligns with and contributes to health equity: 
· Whanau centred care
· High performance delivers equitable care 
· Maori health workforce and Maori provider organisations and key contributors to the team 
· Maori IP, Maori ICT and Maori data analytics are delivery contributions to our system

What great looks like in ten years needs to describe improved health equity in ways that make sense for Maori – in ways that Maori are likely to ‘see’ and value.  NHC expects that this should include statements about health system performance delivery equity (say in nursing workforce participation or in access to dental care for school aged children) and in health outcomes  

	Roadmap of Actions 
II. Roadmap of Actions has 20 areas for action over the next five years 
5. Are these the most important action areas to guide change in each strategic theme?  Are there other actions that would be better at helping us reach our desired future?

The roadmap of actions should clearly identify achievable milestones in the correct direction.  In the very first opportunity to demonstrate a clear understanding of the journey the strategy must be credible, must make sense to whanau and to providers.  It does not. 

Each area has huge potential to delineate specific actions that must be achieved sequentially to contribute to the achievement of each theme and ultimately of the overall goal – Maori and all New Zealanders live well, get well, and stay well.   The most challenging area is ‘one team’.  Currently we have 20 district health boards acting autonomously, and a central Ministry of Health with multiple divisions – including the National Health Board, Health workforce NZ.  Each procuring or commissioning according to its own intention.  In fact, it is much worse than this, each DHB, and the Ministry is deeply soloed.  The NHC has a successful track record in creating a range of innovative services, programmes and interventions that improve outcomes for whanau.  Yet any given DHB can reject an application for a primary care practice to join our Primary Care Network, any given DHB can reject a proposal for NHC to deliver our results driven, evidence informed and proven programmes because NHC does not have a track record or a footprint in that DHB.  This is a circular argument, virtually incontestable and nearly impossible to overcome.  In fact it is worse still, within each DHB the siloes can prevent visibility of the contribution to outcomes that we have delivered:  Mana Kidz has achieved a remarkable, in fact an extraordinary reduction in the ‘intractable’ rate of Acute Rheumatic Fever through leadership, disruptive innovation and sheer persistence, yet it is seen as challenging and difficult because we demand an equivalent approach in addressing similarly ‘intractable’ health inequities in Primary Care.  The siloes exist inside DHBs, and within the Ministry.  If we are to deliver transformational change, we need to become ‘one team’ and the milestones should describe how the DHBs and MoH will become team players, and demonstrate fair play.  The roadmap should detail timeframes for DHBs to devolve funding and planning to primary care teams – in school-based health care, in sexual health services, in mental health, in District nursing and other services.  The roadmap should detail how the Ministry will demonstrate devolution of its own service contracting or procurement, and how it will support devolution of services provision by DHBs. 

Maori health leadership and Maori-led organisations such as NHC can contribute to achieving the five strategic themes, but Maori-led organisations and our evidence informed models of care, service delivery models and technology must feature in the roadmaps.

	Turning strategy into action 

6. What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions?  Do you have ideas for tracking and reporting of progress?

The key opportunities are solutions that will address the complex needs of vulnerable children and their whanau.  The key success features of these interventions must include Collaborative Accountability, an Outcomes based approach that will provide evidence over a longer term:  Commissioning and Investment Planning:  Child and Whanau Centre: and Growing Innovative Solutions to these complex needs. 

The NHC have developed a comprehensive and advanced business platform which is the Whanau Ora Social Technology.  This approach has enabled NHC to rapidly design and deploy the intervention that deliver quantifiable results within short time frames.
  

	Any other matters
7. Are there any other comments you want to make as part of your submission?


808
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New Zealand Health Strategy 
Consultation on Strategy Update, December 2015


Health Action Trust (Nelson) welcomes the opportunity to review and provide feedback on the Ministry’s update to the New Zealand Health Strategy. Health Action Trust supports an environmental approach to mental health and wellbeing which recognises that people’s decisions are affected by many factors, and that many determinants of health are out of the control of the individual. Building resilience both individually and collectively forms the basis of sound health promotion principles and practices and is in line with the World Health Organisation’s Ottawa Charter which is the basis upon which Health Action Trust (Nelson) was founded and operates. 

Affirming the Strategy’s core values

Health Action Trust strongly supports the values set out for the strategy - in particular the underpinning aim that “‘all New Zealanders live well, stay well, get well’ [which is] is central to this Strategy.” As the Strategy makes clear, this “statement also highlights wellness as a goal. This acknowledges that people want not just long life, but also quality of life, which maximises years of wellness.”

The Strategy goes on to identify eight principles “that reflect the values of New Zealanders and their expectations of the [health] system.” A number of important goals are listed here, such as seeking the best ‘health and wellbeing possible for all New Zealanders throughout their lives’, a focus on ‘those currently disadvantaged’ and on ‘equitable access’, ‘collaborative health promotion’ and ‘thinking beyond narrow definitions of health and collaborating with others to achieve wellbeing.’ We particularly note the explicit valuing of wellbeing and not just treatment of illness, the population-wide approach to maintaining health, and reference to the role of health promotion.

In respect to  health promotion, we are pleased to see that one of the seven ‘refreshed guiding principles for the system’ is “collaborative health promotion and disease and injury prevention by all sectors.” As the Strategy observes, "a focus on prevention and making healthy choices easy, through approaches at both population and individual levels, can help stop or slow the occurrence of some health conditions.” 

This life-long focus on health, and on wellness rather than just addressing illness, comes with an encouraging openness within the Strategy to a long-term view of investing in health (and thus investing in maintaining good health) through the ’investment funding’ model, which aims to give “providers an incentive to focus on …long-term impacts and value them alongside immediate, short-term gains.” This is an encouraging approach and one that is consistent with a central tenet of health and mental health promotion.

Linked to this approach are repeated references to building our population’s health literacy. We see that as a necessary step in being able to progress another major theme of the Strategy; “encouraging and empowering people to be more involved in their health, by engaging with them about their wellbeing and helping to make healthy choices easy.”

There are some ambitious goals laid out above, and in the full Strategy, so it is reassuring to see that not only are “government agencies ..working in coordinated and effective ways to respond to priority issues” but that the focus of the Ministry will “include strengthening the capability of NGO providers — not only the capability of their people but also their access to technology infrastructure to allow them to work to their full potential.” This approach will have many areas of benefit to NGOs; one is that as an evidence-driven organisation committed to best-practice delivery, Health Action Trust would benefit from access to online research databases such as MEDLINE and PsychINFO. Having such resources available across community providers would be one relatively simple step towards ‘strengthening the capability of NGO providers’.

Gaps and recommendations

Moving beyond the Health Strategy’s high-level, more philosophical scene-setting, Health Action Trust sees several areas of concern in the Strategy as it stands; the apparent absence of health and mental health promotion as the Strategy moves closer to detailed actions, what appears to be a light focus on mental health, the risk of simply moving the same (predominately treatment) services to different locations through ‘Close to Home’ actions, and recognising and addressing the barriers to health literacy.

Mental health (and health) promotion

The initial statements in the Strategy, some of which are quoted above, suggest an awareness of the value of whole-of-life, population-wide and targeted promotion of mental health (and health) if the desired level of wellness across the NZ population is to be achieved. Despite this, there is no specific mention of mental health or health promotion in any of the actions listed in the Roadmap of Actions. The Strategy separately refers to prevention and promotion, so it seems reasonable to assume that promotion is not subsumed under ‘prevention’ in the bulk of the Strategy and its actions.

In action five, for instance, the Strategy states that “the Ministry of Health and DHBs will increase the effort on prevention, early intervention, rehabilitation and wellbeing for long-term conditions such as diabetes, cancers, cardiovascular disease, chronic respiratory conditions, mental health conditions, musculoskeletal disorders, and for obesity, addressing common contributors or risk factors of these conditions and focusing efforts on points in the lifecourse with the greatest opportunity for success.” 

This focus on long-term conditions (including mental health) is welcome, as is the reference to prevention, but absent is an acknowledgement of the critical role to be played by health and mental health promotion in creating a population-wide level of wellness. Health and mental health promotion would similarly be a key content component of the ‘health literacy’ the Strategy values, and a primary mechanism in moving people towards taking responsibility for the ‘healthy choices’ - the good-health and wellbeing habits the Strategy is seeking.

This absence of a clear emphasis on health and mental health promotion is both surprising and disappointing. In May 2014 fifty attendees, including leading academics, economists, public and private healthcare providers - including the Ministry - and politicians, including the then Minister of Health attended a ‘think tank’ in Auckland to discuss a looming ‘healthcare funding blowout.’ Prior to the meeting most of the attendees were interviewed and their key issues of concern and proposed solutions were distilled into clustered themes. The single dominant theme that emerged from this exercise was the need to modify and if possible reduce the demand for healthcare,[footnoteRef:2] with a particular focus on “keeping people well to begin with – investing in and improving public health education, health literacy and preventative behaviours.”[footnoteRef:3] [2:  Auckland Knowledge Exchange Hub. Tomorrow’s Healthcare: Delegate Survey. Survey Report. Auckland; Massey University, College of Health and Auckland Knowledge Exchange Hub. 2014.]  [3:  McPherson, I. Our Health Needs Immunity From politics; Opinion Editorial published in the New Zealand Herald Tuesday 6th May, 2014.] 


In recent times the funding of prevention and public health services has made up as little as 5.9% of total health and health-related expenditure in NZ.[footnoteRef:4] One result of this institutional orientation is “a paucity of mental health prevention initiatives,” so that while “some [District Health Boards] are managing to undertake and successfully implement prevention programmes in mental health.… generally prevention in New Zealand is in its infancy.”[footnoteRef:5] The results of this under-resourcing within the prevention and promotion area are evident in the risk factors relevant to many of the long-term conditions identified in the Strategy; the Ministry’s 2002/03 Health Survey revealed that only 13.1% of NZ adults met the classification of living a ‘healthy lifestyle’. The next survey, five years later, showed this figure to have barely changed (13.5%).[footnoteRef:6]  [4:  Richardson, A. Investing in Public Health: A briefing Paper for the Canterbury District Health Board. Canterbury District Health Board, 2009.]  [5:  Mental Health Commission. A literature review: Prevention and possibilities. A focus on children and youth. Wellington, 2011. p. 6.]  [6:  Statistics New Zealand. Measuring New Zealand’s Progress Using a Sustainable Development Approach: 2008. Wellington: Statistics New Zealand, 2009.] 


This ‘umbrella’ measure of healthy lifestyle (involving non-smoking, safe drinking, sufficient physical activity, eating adequate amounts of fruit and vegetables, maintaining a healthy weight) is no longer being used by the Ministry, but two of these basic healthy lifestyle indicators - eating five or more servings of fruit and vegetables per day and having sufficient physical activity - are not only the least practiced healthy behaviours[footnoteRef:7] but have remained essentially unchanged over the 2002/3, 2006/7 and 2011/12 Health Surveys.[footnoteRef:8] [7:  Statistics New Zealand. Measuring New Zealand’s Progress Using a Sustainable Development Approach: 2008. Wellington: Statistics New Zealand, 2009.]  [8:  Ministry of Health. New Zealand Health Survey: Annual update of key findings 2012/13. Wellington: Ministry of Health, 2013.] 


It is difficult to see a clear commitment in the Strategy to alter this situation through any strengthened emphasis on health and mental health promotion, but if the goals of the Strategy are to be realised that commitment will be necessary.

Shifting treatment services, or shifting health service focus

Related to the health promotion point above is the Strategy’s intention to reorientate health services towards being more people-focused rather than institution- or deliverer- focused. Much of this appears under the ‘Close to Home’ sections and actions, and is welcome. Less reassuring are indications in the Strategy that this might primarily involve moving the same (predominately treatment) services to different locations, such as “providing access to health services in community settings such as schools or churches rather than in a clinic.” We would hope to see the Strategy highlight the opportunity to use any shift to community settings as a time to strengthen community linkages and engagement in order to develop stronger health and mental health promotion programmes and impacts. 

Some similar thinking could be applied to the Strategy’s good intentions to support health providers. In its One Team section, the Strategy notes that “there is an ongoing need to ensure the sustainability of our health and disability workforce to meet changing population needs and new models of care. This needs to include building the capability and diversity of the workforce to meet the demands for more integrated health care, prevention, self-care and care closer to home, and could include developing and drawing on skills in the wider NGO and volunteer communities” (emphasis added). ‘Self-care’ in this instance needs to be extended to the health and disability workforce itself, not just its clients and patients. There is an evident need for the systematic promotion of wellbeing, and an increase in applied health literacy, across our health and disability workforce if sustainability is a goal.

The focus on mental health

As with the distinction between prevention and promotion, the Strategy separately refers to health and mental health, so it could be assumed that mental health is not subsumed under ‘health’ in the bulk of the Strategy or its actions. If the Strategy’s focus is on wellbeing in its full sense then the Strategy’s references to health throughout the document may be inclusive of mental health, but this needs to be made explicit. 

As it stands that approach is not evident, and specific references to mental health are limited. One area where mental health is cited is illuminating; the Strategy’s focus on long-term conditions explicitly refers to mental health conditions. This is unsurprising since many of the physical conditions identified co-exist with mental health disorders. In addition, “almost one in five adults (18 percent) report that they have been diagnosed with a mood or anxiety disorder at some time in their life, which is over a third more than in 2006/07 (Ministry of Health, 2015, emphasis added). The same Ministry of Health report[footnoteRef:9] notes that while “health loss related to cardiovascular disease has fallen steeply over the last 20 years, [and ] health loss from cancer and injury has also decreased over this period, …health loss from mental and musculoskeletal disorders has remained stable over the last 20 years.” [9:  Ministry of Health. 2015. Health and Independence Report 2015: Ministry of Health. Wellington: Ministry of Health. ] 


Given this level of mental ill-health, and the pattern where mental health conditions coexist with many chronic conditions, mental health conditions should surely be a priority. In the relevant Strategy action however, District Health Boards will be required to “reorient planning guidance and performance management to outcomes for long-term conditions, starting with a focus on one of these; for example, diabetes or mental health conditions or cardiovascular disease” (emphasis added). Targeting mental health conditions is therefore optional.

In the same Strategy action District Health Boards will be required to “implement a package of initiatives to prevent and manage obesity in children and young people up to 18 years of age that combines targeted interventions for those who are obese, increased support for those at risk of becoming obese, and a broad base of population-based strategies to make healthier choices easier for all New Zealanders.”  Given that New Zealand’s youth suicide rate is the highest in the OECD, a similar prioritising of the development of an effective ‘package of initiatives to prevent and manage’ suicide and suicidality for young people would be timely, and the omission of this focus would seem illustrative of a wider lack of prioritising for mental health within the strategy.

Health literacy; delivery, content and barriers

There is a strong theme in the Strategy of the role to be played in increasing our population’s awareness and understandings around health. The goals here are greater effectiveness and engagement in treatment services, but also to foster personal responsibility in the ‘self-management of health’ and making healthy choices that will support whole-of-life wellbeing. The role of health promotion in that process might be more explicitly recognised in the Strategy, as noted above.

Beyond that, there are some concerns over the way health literacy is framed in the Strategy. One is that as the Strategy moves into specific actions much of what is listed relates to the methods of delivery (e.g. ‘digital technologies’), rather than the challenge of presenting information that people can and will engage with. There needs, for instance, to be a recognition of the critical role of basic written literacy as a barrier for a large subgroup in our communities to both health literacy and to engaging with services. 

Different populations and subgroups in the community also have variable or ill-informed approaches to medical/health literacy, and cultural preferences for how information is best presented and engaged with. While having better health information available across the community will be important there appears to be an assumption implicit in the Strategy that providing information about health will itself lead to behaviour change (healthy choices). Such an assumption is not well supported by the research, and this is likely to be especially the case for the individuals and sub-groups most likely to be in need of making the changes required.

The Strategy’s coverage of this area therefore gives the impression that the emphasis is on the means for delivering and exchanging information, with a reliance on digital technologies to enhance this. The risk in this focus is that it will cater to the already health-literate and well-resourced part of the population, and so perpetuate the inequities across our population that are intended to be addressed by the Strategy.


Health Action Trust hopes that its review of and feedback on the Ministry’s update to the New Zealand Health Strategy will be constructive and useful. In looking ahead five years, the Strategy expects to see “population health management is improved through..looking at the population carefully and then focusing on high-risk individuals or other groups; developing multi-sector partnerships, using key stakeholder resources and aligning our policies to provide community-based support for all who wish to make health-related behaviour change; and striving for a fair system.” Health Action Trust will seek to work with the Ministry wherever possible to assist with those goals.

December 2015
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Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	PSNZ applauds the recognition at the beginning of the Health Strategy review that every New Zealander is supported by our health and disability system at times in their life. As a longstanding social and health service provider in new Zealand providing services that cover the whole of life, we are keen to see people move in and out of health and social services as their needs fluctuate. PSNZ supports the targeting of services for those with identified need and vulnerability while using new technologies to empower all people to take control of their health and wellbeing. Along with this support we urge the Ministry of Health to be aware of the issues of low income and poverty that prevent people from accessing new technologies and health services as they develop the new health strategy further.

PSNZ feels the challenge of the increasing population of older people has not been clearly identified in the new strategy and back ground information. While many of the action points in the new strategy will be of benefit to services for older people, we would like to see more specific actions relating to targeting and improving services for older people.



The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	PSNZ supports this statement as a vision for health and wellbeing in New Zealand. 
We suggest that this statement does not just reflect the health system we want but rather the health and social service system we want in New Zealand. It will take the contribution of many agencies and ministries and needs to be shared by all of them.



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	Yes. PSNZ thinks all of these are the right principles for New Zealand and commend particularly principles 2,5 & 8.


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	     


Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	           PSNZ commends the life course approach and specific targets for vulnerable children, in Action 6. It clearly identifies the interagency partnership required and the targeted population. We are able to recognise how this action point relates to strategies of other Ministries while maintaining the focus on health.

	           PSNZ would like to see ‘older people’ included in the new health strategy more. We are concerned that Action 5 (p38) does not include any specific mention of health conditions associated with older people. Given New Zealand’s aging population is set to increase, it is critical that the health system includes in its planning specific actions to manage this demographic change. 
            PSNZ would like to see added to Action 6 the inclusion of long-term conditions that are specific to older New Zealanders. 
           In the development of the new Health Strategy. PSNZ supports NZCCSS in their wish to see similar action points developed for older people’s health that targets the most vulnerable older people as has been for vulnerable children, young people and high needs populations.

	           PSNZ agrees that good health begins at home and supports an approach that increases the availability of services, information and support as close as possible to home as outlined in Actions 3 and 4. 
           For the vulnerable families our members walk alongside, travelling to different service for treatment can present a significant barrier to accessing health (and social) services. The provision of health services ‘closer to home’ is also essential for the elderly who live in the community and are reliant on public transport. This is especially relevant for those living in provincial centres where public transport options are very limited or non-existent.

	            The cost of implementing new IT systems and reporting systems is likely to present a financial burden to some community-based providers. PSNZ supports the NZCCSS view that some recognition of the cost of introducing new IT and reporting systems in contracts should be understood, to ensure the quality of service delivery is not compromised.
            Consideration of the  impact of multiple databases/recording and reporting systems community-based providers are already required to use across government contracts (up to 5 or 6 in many cases currently) is also needed. All government Ministries are currently grappling with the same need to provide more robust data to meet population health, social and welfare targets set by government. It is critical that the Ministry of Health works in partnership with other Ministries to develop common reporting mechanisms (reporting measures and portals) whenever possible to reduce the administration burden for community organisations and practitioners.

	           PSNZ agrees that the health system requires a more integrated system that supports the change of focus set out in the strategy. The Review of the Health Strategy ‘One Team’ video of Robyn Scott speaking of ‘seamless integration’ resonates well with PSNZ. We know of many isolated initiatives where this occurs across the country and would like to see such integrated practice becoming the norm. This will require more integration of tertiary, secondary and primary health provided by DHB’s and NGO’s. This seamless integration is implied but not clearly defined as a goal or action point in the review of the health strategy. We do not feel the Action points 13,14 or 17 reflect this seamless approach and integration of services. We would encourage the ministry to develop these action points further to do so.



Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	     



Any other matters
7	Are there any other comments you want to make as part of your submission?
	Presbyterian Support New Zealand is a member of New Zealand Council of Christian Social Services and has contributed to the development of the NZCCSS Review of the Health Strategy submission. 
We would like to support that submission and have made this separate submission to emphasise four main points.

PSNZ has welcomed the opportunity to think about and contribute to the new Health Strategy for New Zealand. Please contact us if you would like any further in put or clarification from our organisation.
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Intensify Primary care, set up community test station, reducing waiting time from primary care to specialist hospital care-
earlier test, earlier diagnose, earlier cure

In the principle “Timely and equitable access for all New Zealanders to a comprehensive range of health and disability services, regardless of ability to pay.” we strongly care about the waiting time from GP (primary care) to specialist (hospital) is too long, specially for the patient with potential serious disease which will bring to some unrecoverable results or death (such as cancer, immunity, retinopathy etc.I have some examples).
Most times, GP only can get the results from Labtests ( the organization working very well and effectively, it’s a very successful system) but if GP wants to make a further test ( X-ray, Ultrasound test, ECG, CT etc.) for a further diagnosis need, they have to send and transfer the patient to hospital (out patient for specialist). There are criteria for the transition but it is according to the capability of the hospital and the emergency degree of patient condition. It couldn’t make an earlier test, earlier diagnose and earlier care. Sometimes the delay makes an unrecoverable result.
We suggest set up a public community test station between primary care and hospital, just like Labtest for Primary care, there are some middle stage test machines (X-ray, Ultrasound, ECG, CT etc.) and GP could get some further test results quick and effectively. It will reduce the pressure of hospital and hospital can concentrate to care the patients who are send by the GP with more clear diagnosis and results as they really need to be sent to hospital. Most patients through the test results from the community test station their GP can make a cure for them but need not sent them to hospital again.earlier test earlier diagnose and earlier cure can be completed at the primary stage.
That is also align with the health strategy “ closer to home” and “ One team” strategy themes.

Raise up quality and efficiency
1.Hospital test machines are not be used efficiently even there are a long waiting list. At 
Some hospital and clinic ( North Shore Hospital, Greenlane Eyeclinic…) there are many test machines but most of them are not in service. Once I was at North Shore Hospital there were more than 3 CT machines but in one afternoon only 1 machine be used only 4 patients be tasted.( In China Beijing Hospital one patient only use not more than 20 min.and get the results in 30 min. automatically).We have to get the CT results from GP at least 1 week later.
2. Hospital specialist in some area is not professional especially in some new health disease area as immunity disease. I have a friend who has taken about 2 years but hospital couldn’t confirm what kind of immunity disease he have gotten. 
My husband from 2014-2015 in 3 months period at North Shore Hospital but the specialists confirmed he was not getting in immunity disease ( Our GP suggested it was immunity disease), we finally had to come back to China and the results were the same as our NZ GP doubted. Now he is in good recovery. Immunity disease is a new area in health and it happened in many older people but the specialist in North Shore Hospital only knew the symptom of immunity disease is only happened as ankle swelling totally no knowledge of that at all. Also my husband  had been tested as eye retina problems  in China and we transfer the results to Greenlane Hospital but the specialist didn’t pay any attention to that , because the delay of diagnose and cure in 2 years my husband right eye almost sightless.That is an unrecoverable sad result.

There are no any figures about how many patient because of the delay of long waiting in hospital test and diagnose and because of quality and efficiency problems causing serious unrecoverable results ( compare to normal process and be cured).Even there are only few of examples but also need to be aware and be solved in the coming days.

Financial input resources
1.Government put in big investment in public health every year but we also can save some money in some area. We can learn from Australia and  I think their public health system is more efficient and equitable.
About medicine payment we can change the criteria of whenever in one year every family take more than 20 times/types medicine then they can take medicine free in that year later. I think this rule can be canceled because it cause medicine waste and the payment regulation of every medicine item only need to pay 5 dollars is reasonable. If anyone is no ability to pay, apply for funding can solve the problem.
2. setting  up Public health insurance system
Private insurance company asks very high premium for older people and many of them are unaffordable. Some private insurance company even rejects older people to join.
Older people is a high need group in health care and we suggest government could set up a public health insurance with reasonable premium for older people, it will improve health accessing more timely and equitable.
Australia also ask patient for some test to pay a small amount of money if that could solve long waiting for test, diagnose and cure process that will be fine too.

I am the chairperson of “ New Zealand Rights and Policy Concern Inc.” a Chinese community charitable organization, concerning about older people rights and policies in New Zealand. Set up and registered in 2007.This year we will concern and concentrate  on New Zealand health policy. We are pleased to have the chance to send this submission and wishing we can have further chance to discuss together in the coming days.

Thanks and Regards!

Contact details:
[redacted]
Chairperson of “ New Zealand Rights and Policy Concern”
[redacted]
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Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	An additional challenge that are not fully mentioned is provision of service into provincial vs urban areas. The challenges faced within specialist services, and particularly from our Addiction Treatment purview, are multifaceted. They range from an ability to attract and retain workforce capacity and capability (which is true in urban but more prominent in provincial), geographic reach and adequate infrastructure to reach those most vulnerable. In a treatment sector that has a significant proportion of NGOs this also contributes to a high level of variability. 



The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	The statement does adequately capture what we are seeking in the New Zealand Health Sector.



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	The principles of the system will be helpful in guiding the system. The principles of improvement in health status of those currently disadvantaged as well as health promotion are particularly important for the Addiction Treatment Sector. Timely and equitable access is an area of particular concern due to difficulties people currently encounter in accessing Addiction Treatment, with high numbers of wait lists throughout the country. The aim of timely and equitable access is one that the National Committee on Addiction Treatment has been pursuing, and would particularly endorse.



Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	Overall the five themes provide the right focus. Regarding the identification of ‘what great might look like in 10 years, there are some potential considerations:

Closer to home- there may be times where people would like to choose to be away from home. This is sometimes the case with Alcohol and Other Drug Treatment, especially residential, where there are times that people feel like they need to be in a different environment for a time.

Value and High Performance – quality and lowest cost are mentioned, but there is a concern that cost drivers will outweigh efficacy and quality.

One-Team Approach – Research should be accompanied by evaluation, as they are not one in the same and especially within an Addiction Treatment context, evaluation of treatment modalities is often more relevant and constructive than pure research. We would not like to see evaluation excluded as it has proven to be an extremely useful tool in our sector.




Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	Potential areas of consideration for the Roadmap include:

People-Powered –We suggest that ‘people powered’ ought to include employing and using skilled service user leaders and advisors at all levels of health service delivery, and particularly in mental health and addiction services. 
Consideration should be given to the inclusion of health literacy, with a focus on disadvantaged populations or those who may have lower levels of health literacy.

Closer to home - We agree that health starts at home and local service delivery is sensible for many health services, and certainly those that focus on wellness and prevention. 
Well-co-ordinated health and social services are certainly important for long-term health conditions, including mental health problems. There is a need for greater recognition of mental health conditions associated with long-term physical health problems and disabilities.
We strongly support the publicly funded provision of universal health services for children and young adults, and more investment in this population, including effective early intervention services for mental health and addiction conditions
Action 5:  We strongly support an increase in efforts on prevention and early intervention, and the inclusion of mental health and addiction conditions as a priority in this section on long-term conditions 
We support the application of the WHO’s principle of “proportionate universalism” (Marmot et al., 2012[footnoteRef:10]) – to both improve overall population health, and also reduce inequities by attempting to bring the health of everyone up to levels achieved by the most advantaged. Proportionate universalism involves the development of universal policies that are implemented at a level and intensity of action that is proportionate to need. [10:  Marmot, M., Allen, J., Bell, R., Bloomer, E., Goldblatt, P., Divide, C. et al. (2012). WHO European review of social determinants of health and the health divide. Lancet, 380, 1011-1029.] 


Value and high performance- an additional action that would enable value and high performance within the Addictions Treatment Sector would be the ability to create more flexible arrangements within existing contract allocations. This will assist in the development of the sector while commissioning programmes are developed.
Action 10: We would like to have transparency about the application of the population based funding formula (PBFF) for DHBs, so that everybody is assured that they are getting a fair share of the available resources. We understand that this is not currently the case, with Auckland DHBs in particular not receiving their population share of Vote Health resources.
We support improvements in the quality of commissioning of health services, and would support a review of the funding model for primary care.

One team - with the Addictions Treatment Sector comprised of a high percentage of NGO providers with a significant clinical workforce, the need to accelerate the development of the NGOs should be in the earlier stages of implementation as opposed to the latter stages. This includes both leadership and governance areas.
We welcome the ‘system leadership’ role of the Ministry of Health as outlined on p. 22. We caution that being flexible about how health services are delivered ought not to result in significant variation in people’s access to and the quality of service around the country. We support the Ministry’s leadership role to focus on national consistency, alongside flexibility in response to local need. National consistency ought to include the Ministry being responsible for the oversight of clinical guidelines across all parts of the health sector the health sector where clinical guidance is required. 

	
Action 16 - We support the actions outlined in this section, especially those related to quality improvement and clinical leadership. However we note that there is no specific menti0n of clinical guidance, and strongly recommend that the Ministry of Health provide national leadership in this area, and across all components of 
Action 17 - We support the idea of whole-of-system forums in principle, but question how much can be achieved through bringing together very large groups of individuals for a short time once a year. This will only be workable if there is a lot of ongoing preparatory work done with stakeholders. Multiple forums with a very focused agenda may be more effective. 
We support the sharing of examples of good practice and innovation. 

Smart System – the inclusion of evaluation approaches would be of great benefit to the Addiction Treatment sector. Additionally, including this in procurement of treatment services would drive uptake. We support the use of digital technology to provide encouragement for self-management and note that there are several good examples of how this has been utilised, developed in New Zealand over the last ten years, eg apps for smoking cessation, and computer-based self-management of depression (The Journal, SPARX).




Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	     



Any other matters
7	Are there any other comments you want to make as part of your submission?
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Feedback on the NZ Health Strategy

Mihi
Thank you for the opportunity to provide feedback on the draft update of the NZ Health Strategy. This submission is from a group of Maori public health physicians. We discussed ideas with peers and colleagues and this submission includes both our ideas and those of our peers and colleagues. 

We commend the Minister on the decision to update the existing Strategy. We have used the submission form to frame our feedback below.

Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	Health inequities are a challenge which many have called a ‘wicked problem’. Although health inequities have multiple causes, solving them, or achieving equity does not require overly complex solutions. 
Examples of where inequities have been eliminated exist across all sectors. Consistent application of learnings from equity success stories will require government leadership and the setting of clear expectations. Those expectations need to be laid out in our national health strategy.
The good news is that we know much about how to achieve equity in outcomes. Several key principles should guide efforts to reduce inequities. First, we should look for inequities by reporting performance data stratified according to parameters of equity e.g. ethnicity, socioeconomic status. Change cannot occur if the health system believes that health care is optimal and that inequities are just society’s problem. 
We should track outcomes that matter to patients, such as quality of life and the ability to function. To reach adequate outcomes, we must talk to patients and their whānau in order to meet their needs. Successful health services tailor care to patients, their whānau and communities.
We should align incentives to reduce inequities and address social factors, because a business case to achieve equity motivates and sustains improvement. Health organisations are more likely to implement interventions to improve equity if those efforts are paid for. The health system has largely been silent with regard to creating incentives explicitly to reduce inequities. We should pilot interventions that specifically provide incentives for achieving equity and reward both high levels of quality and reductions in inequities.
Finally, payment systems should support approaches to public health that create healthy communities, provide equitable population health and primary care, and prevent costly hospitalisations



The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.


2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
The statement does not capture what we want from New Zealand’s health system. We find the statement extremely problematic, specifically the “all New Zealanders” statement and the lack of focus on achieving equity as a priority. 
Our vision is for a health strategy that encourages and requires providers to focus on equity as well as improving the health of the total population. This will only become a reality if there is a mind-set change all throughout the system so that a focus on equity becomes the norm rather than the exception.
The term ‘all New Zealanders’ has been and continues to be problematic for Māori. In te ao Māori, ‘all New Zealanders’ can be a bit of a red rag statement. We get lost in the ‘all New Zealanders’ paradigm. We are Treaty partners. And we are an unfairly disadvantaged minority. Some may think that “all New Zealanders” has an implicit focus on equity. However, the implicit focus has not worked in the past and we do not trust that it could work in the future. We must have an explicit focus on equity in order to change the status quo.
The 2003 New Zealand Cancer Control Strategy has dual equity and total population health goals. Benefits of the NZ Cancer Control Programmes equity focus are reflected in NZs narrowing cancer survival equity gap - with survival improving for Māori by 13% since 1999 versus 10% for non-Māori 
Thinking about a future where ‘all New Zealanders’ are well is quite frankly alarming and distressing. We know that ‘all’ is really only ‘most’ and that we are not counted in the most category. In the past and in the present, Māori have been and continue to be a buffer that ensures the most get the best. 
Initiatives that promote equity invariably lead to improved health for all. But initiatives aimed at improving health for all customarily either maintain or increase inequities. For example, it is well established that despite higher levels of need, Māori are less likely to access health services than non-Māori. Analysis of prescription data shows that, even when need is accounted for, Māori are less likely to have prescriptions filled for most medications including those to treat and prevent cardiovascular disease, diabetes and most other conditions.   
Equity gap in dispensed medication between Māori and non-Māori adjusted for age and relative disease burden (DALY loss)



This phenomenon is recognised worldwide and has been named ‘the inverse care law’, where those who have the greatest need for health services have the lowest lower access to those services.    

We recommend that the first part of the statement be changed to;
“So that all New Zealanders equitably live well, stay well, get well”,

The term ‘all New Zealanders’ undermines the already weak commitment to equity reflected in the document.
A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	
Many of our colleagues and peers gave very strong feedback given on the position of the Treaty of Waitangi in the list of 8 principals. The Treaty is New Zealand’s founding document and is fundamental to the relationship between Māori and the Crown. The Treaty must underpin the New Zealand Health Strategy and inform all activity across health and related sectors to address the diverse needs of Māori and all New Zealanders.
Of note, the first principle of the New Zealand Cancer Control Strategy, under which cancer survival inequities have reduced, is to work within the framework of the Treaty of Waitangi to address issues for Māori. 
Many of us want the Strategy to reflect up to date thinking on equity that includes recognition that the determinants of health, including timely access to quality care are not equitably distributed, with some groups being unfairly privileged and others unfairly disadvantaged.  
In light of the impetus to have a greater focus on equity and to give the Treaty primacy, we recommend that the draft principles be rearranged and re-worded as follows; 
1. Acknowledging the special relationship between Māori and the Crown under the Treaty of Waitangi
2. Achieve health equity and the best health and wellbeing possible for all New Zealanders throughout their lives
3. A focus on  improving health for those currently unfairly disadvantaged
4. Collaborative health promotion and disease and injury prevention by all sectors
5. Timely and equitable access and quality of care for all groups of New Zealanders to a comprehensive range of health and disability services, regardless of ability to pay
6. A high-performing system in which people have confidence
7. Active partnership with people and communities at all levels
8. Thinking beyond narrow definitions of health and collaborating with others to improve access to the determinants of health for the unfairly disadvantaged and achieve wellbeing for all 



Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).
            

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?

	
Given the previous comments about the need to focus on equity, we recommend that and equity focus is woven through the 5 themes; Possibilities for doing this include; 
1. People powered, equity focussed 
2. Closer to home
3. High quality and value
4. One equity focussed team
5. Smart system
Note that equity is a component of quality. 



Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
We recommend that an action focussed on equity and an action focussed on Māori health be developed and that all actions are reviewed to strengthen their focus on equity and Māori health.  

Given limited time available for feedback we have only been able to provide the following specific feedback on actions.  In addition, we recommend that actions on the following points be strengthened/developed;
· Māori clinical workforce development
· Clinician health literacy and cultural safety, 
· As a Treaty of Waitangi partner, Māori health needs and data must be considered independently.
· population based strategies – obesity, tobacco, alcohol harm, family violence, childhood hospitalisations with diseases of poverty (diseases with a social gradient), and housing. 
· Research – require HRC funded research to consider equity in all research proposals to decrease the potential for increasing inequities and increase potential to achieve equity
· Action six; A great start for children, families and whanau.
· 
· We recommend that this action be scoped out to include youth. 
· 
· Further, more support is required for pregnant women who smoke to have a smokefree pregnancy and motherhood. We recommend;
· •	Including the following action; Ensure pregnant and postnatal women who smoke are support 	to be smokefree by providing ready and free access to nicotine replacement therapy and 	support to quit services 
· •	Developing a Health Target measuring the percentage of hospitalised pregnant women who 	smoke who are provided with cessation support. 
· 
· Data for the smokefree pregnancy hospital target could be readily accessible with the new Maternity Information System. (If this were mandated.)
· 
· Smoking during pregnancy is one of the most important causes of avoidable illness and death for unborn children, infants and their mothers in New Zealand. Over 50% of pregnant Māori women in the Waikato smoke during pregnancy. (Vs 17% of non-Māori women.). It is clear that pregnant women are not currently getting the services and help they need to be smokefree. 
· An audit of hospital services (who are meeting the >95% Hospital Brief Advice to Quit Target), found that only 21% of hospital admitted pregnant women who smoke were charted nicotine replacement therapy (NRT) and only 8% were referred for smoking cessation support. Cost is a big barrier for pregnant women and we have had trouble accessing the NRT inhalator and spray for pregnant women in the community. (These two are the most popular quit products according to women, their midwives and smoking cessation providers). We have found that incentives to quit work. We achieved a 70% quit rate (3 months Co2 validated quits, Māori women); however national funding is not available to continue with this initiative.

· Action 13	
· Improve governance and decision-making processes across the system, through a focus on capability, innovation and best practice, in order to improve overall outcomes.
· a.	* Review governance arrangements across the system, including those of the Ministry of Health and ministerial advisory committees.
· b.	Develop and implement a regular review of DHB governance performance.
· The Ministry of Health Intervention Framework to Improve Health and Reduce Inequalities in Health is a recent publication which provides detailed guidance on actions, starting at the governance level, that health sector and other organisations should be taking to achieve equity.

We suggest Action 13 be re-written as;
· Action 13	
· Improve governance and decision-making processes across the system, through a focus on equity, capability, innovation and best practice, in order to achieve equity and improve overall outcomes.
· a.	* Review governance arrangements across the system, including those of the Ministry of Health and ministerial advisory committees.
· b.	Develop and implement a regular review of DHB governance performance.
· c.	Require DHBs and governance bodies to self-audit against the Ministry of Health Intervention Framework to Improve Health and Reduce Inequalities in Health.

	Action 14
	The Ministry of Health will work with leaders in the system to improve the cohesion of the health system, including by clarifying roles and responsibilities/accountabilities across the system as part of the planning and implementation of the Strategy.
a.	* The Ministry will review its structures, processes and culture to ensure it is well positioned for its stewardship role in the system and its leadership role in implementing the Strategy, including ensuring good-quality policy and legislative/regulatory advice, and monitoring of performance.
b.	DHBs will carry out their roles and responsibilities at national, regional and local levels, including any changes to these as a result of implementation of the Strategy.




· We recommend that Action 14 be revised as follows; 
	Action 14
	The Ministry of Health will work with leaders in the system to improve the cohesion of the health system, including by clarifying roles and responsibilities/accountabilities, including for achieving health equity across the system as part of the planning and implementation of the Strategy.
a.	* The Ministry will review its structures, processes and culture to ensure it is well positioned for its stewardship role in the system and its leadership role in implementing the Strategy, including ensuring good-quality policy, a strong equity focus and legislative/regulatory advice, and monitoring of performance.
b.	DHBs will carry out their roles and responsibilities at national, regional and local levels, including any changes to these as a result of implementation of the Strategy.



Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
As discussed below, we recommend mandating equity focussed reporting, ensuring that targets can only be counted as being met if it is met for key demographic groups, including Māori.
There is a growing call for equity focussed health reporting. An approach that mandates equity focussed reporting will best support an ongoing focus on achieving health equity. 
Currently, service providers can reach health targets for ‘all New Zealanders’ while failing to reach the same target for Māori. 
For example a provider may ensure that 80.9% of New Zealand Europeans access a service, but only 61.5% of Māori, resulting in a total population result that nearly reaches the 70% target. 
These data for cervical screening can be reported either in an equity focussed or total population manner. Both methods send very different messages to the reader; one; equity is the focus, the other; equity is not the focus. 
An example of equity focussed reporting is the Trendly report on cervical screening for Waikato DHB shown below.

Equity focused report
Quarter one Waikato DHB Cervical Screening Coverage.  Target 80%
[image: ]

An example of total population/all Nzers focussed reporting is the Ministry of Health primary health organisation performance against the health targets.[footnoteRef:11] [11:  http://www.health.govt.nz/new-zealand-health-system/health-targets/how-my-pho-performing/how-my-pho-performing-2014-15] 


Total population/all NZers report
[image: ]
The Trendly report gives data by ethnicity, reports the equity gap and makes equity the focus of the report. In contrast, the Ministry of Health report is focussed on data for the total population hides inequity and does not give results for Māori. 
We have anecdotal evidence that providers are focussing on recruiting ‘easy’ women (NZ Europeans) for cervical screening, and actively stopping trying to recruit Māori women (because it takes more effort), in order to ensure to reach the 80% total population target.

Any other matters
7	Are there any other comments you want to make as part of your submission?
	We would like to see a stronger focus on the responsibilities of health services for achieving health equity. Currently, it seems that many organisations view health equity goals as optional extras. The focus on individual responsibilities and a victim blaming mentality support this approach and absolve health sector for its equity responsibilities. 
We recommend that New Zealand’s Māori Health Strategy, He Korowai Oranga be referenced in the actions for the revised Health Strategy. 

We would like to see the Ministry of Health demonstrate leadership regarding a stronger accountability focus on health services to achieve health equity. Currently, it seems that many organisations view health equity goals as optional extras despite their statutory obligations under the NZ Health and Disability Act 2000. This focus serves to absolve the health and disability sector from its responsibilities toward improving health for ‘all New Zealanders’.

Additionally we would like to see acknowledgement of the ‘special role’ of the Māori health workforce as detailed below:
· The role of the Māori health workforce is much more than just an advocacy role, and certainly more than a symbolic role as a “visible reminder that Māori are represented as health practitioners”. There is limited explanation of the additional responsibilities that our health system places on Māori health practitioners. For example, Māori health improvement is the responsibility of the health system, not just that of Māori health practitioners. However, Māori health practitioners are expected (both by their own communities as well as by non-Māori) to work over and above their professional obligations in order to mitigate the negative impacts of the inequities that Māori patients experience with respect to health determinants and the access to resources needed to improve their health outcomes.
· Additionally, despite Ministry of Health documented discourse around obligations to the principles of the Treaty of Waitangi, Māori health practitioners have held disproportionately less power and influence at governance and policy level within the health sector. This current situation has not redressed the historical imbalance (which precluded a genuine Treaty partnership), and instead has privileged those belonging to the dominant culture at the expense of Māori and other minority groups.
· The Strategy must acknowledge and respond to the additional expectations placed on Māori health practitioners by ensuring that the health system supports and maintains their additional training and ongoing cultural and other professional development needs.
· In addition, it is imperative that the Strategy focuses on the non-Māori health workforce and the role of the heath system in ensuring that the health workforce is high quality, culturally competent, health literate and therefore fit-for-purpose to meet the needs of the Māori population and all population groups within New Zealand.

Many of those who we talked with felt that the strategy is unacceptable and misses the mark in terms of what is required to improve health in Aotearoa. There was a strong feeling that the revised Strategy is underpinned by a neoliberal ideology that fails to engage seriously with the social determinants of health, structural inequalities, or indeed pretty much anything that shapes health at a population level.

The Strategy was likened to a bigger version of the childhood obesity strategy – ignores all the things that need to happen and instead focuses on namby-pamby approaches that we know won’t work.

The fact the climate change is mentioned (seemingly as an afterthought) in a list of global issues, with no actions attached to it was noted as a huge missed potential for health gain. The Lancet commission names climate change as a medical emergency, and noting that tackling climate change could be the greatest health opportunity of the 21st century. One respondent summarised the approach and lack of emphasis on climate change, as being “symptomatic of the whole strategy – it tinkers around with marginal issues while completely missing the big picture.”
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ABOUT PATU PUAUAHI
This submission is on behalf of Patu Puauahi Tai Tokerau a group of organisations all working within the Tobacco Control sector in Northland.   Stakeholders include Ki a Ora Ngatiwai, Ngati Hine Health Trust, Hauora Te Hiku, Hokianga Health Enterprise Trust, Te Ha Oranga, Cancer Society Northland, Northland DHB, Manaia Health PHO, Whangaroa Health Trust and other community groups.
Patu Puauahi was established to have a voice for Northland and to think and work regionally together to promote Auahi kore/Smokefree within the communities of Tai Tokerau.
Patu Puauahi welcomes the opportunity to contribute to the Update of the New Zealand Health Strategy.


Consultation questions
These questions might help you to focus your submission and provide an option to guide your written feedback. They relate to both parts of the Strategy: I. Future Direction and II. Roadmap of Actions.
Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	Patu Puauahi Tai Tokerau strongly believes that the Government goal of a Smokefree Aotearoa by 2025 be included as a key opportunity within the  New Zealand Health Strategy (NZHS) to reduce tobacco related harm and disease across our communities.


The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	Tobacco use is the leading cause of preventable death and disease in New Zealand, accounting for around 4,300 to 4,700 deaths per year.[footnoteRef:12] [footnoteRef:13]  When the deaths caused from exposure to second-hand smoke are included, this estimate increases to around 5,000 deaths per year. [footnoteRef:14] [footnoteRef:15]  Smoking cigarettes continues to be the most important preventable cause of death, disability and health inequalities in NZ. [12:  	Peto R, Lopez AD, Boreham J, et al. 2006. Mortality from smoking in developed countries 1950-2000. Second edition. www.ctsu.ox.ac.uk/~tobacco/, retrieved 24 June 2009. ]  [13:  	Public Health Intelligence. 2002. Tobacco Facts May 2002 (Public Health Intelligence Occasional Report no 2). Wellington: Ministry of Health]  [14:  	Ministry of Health. 2004. Looking upstream: Causes of death cross-classified by risk and condition, New Zealand 1997. Wellington: Ministry of Health.]  [15:  	Tobias M, Turley M. 2005. Causes of death classified by risk and condition, New Zealand 1997. Australian and New Zealand Journal of Public Health, 29, 5-12. ] 

Currently, tobacco smoking is a leading cause of preventable death for Māori in New Zealand, with approximately 800 Māori dying every year from smoking-related diseases.[footnoteRef:16]  A third of Māori deaths each year are attributed to tobacco-related disease and illness. One study showed the life expectancy for Māori men to be 69 years, compared to 73 years for non-Māori. For Māori women life expectancy was 74 years, compared to 77 years for non-Māori.[footnoteRef:17]  [16:  	http://www.ash.org.nz/wp-content/uploads/2013/01/Factsheets/09_Māori_smoking_ASH_NZ_factsheet.pdf.]  [17:  	Blakely, T., Fawcett, J., Hunt, D., Wilson, N. 2006. What is the contribution of smoking and socioeconomic position to ethnic inequalities in mortality in New Zealand? Lancet 368, 44-52.] 

Smoking is responsible for around 10% of the gap in health disparities between Māori and non-Māori.[footnoteRef:18]  We are now faced with a greater proportion of Māori dying from smoking and the effects of second-hand smoke compared to non- Māori.[footnoteRef:19] [18:  	Peto, R., Lopez, A.D., Boreham, J., Thun, M. Deaths from smoking, Mortality From Smoking In Developed Countries 1950-2000 (2nd edition, revised June 2006)]  [19:  	Carter, K.N., Blakely, T.,  Soeberg, M. 2010. Trends in survival and life expectancy by ethnicity, income and smoking in New Zealand: 1980s to 2000s. N Z Med J 123, 13-24] 

Current projections (BODE modelling etc) show that SF2025 goal is not going to be met on current trends and will be missed by a long way for Maori.
To ensure that New Zealand reaches its goal of being Smokefree by 2025, it is vital that reducing tobacco use be central to the New Zealand Health Strategy.
The statement ‘live well, stay well, get well’ would resonate clearly if the Government’s Smokefree 2025 goal included in the New Zealand Health Strategy.



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	The principals outlined are aspirational and require clear outcomes to identify meaningful change that can be achieved and sustained.
Reducing tobacco use, youth initiation and tobacco supply should be central to the New Zealand Health Strategy.


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	In March 2011 the New Zealand Government committed to a goal of New Zealand becoming smokefree by 2025, yet it is not mentioned in the New Zealand Health Strategy in any detail.
“Great” in 10 years’ time would mean:
· our children and grandchildren will be free from tobacco and enjoy tobacco-free lives
· almost no-one will smoke (less than 5% of the population will be current smokers)
· it will be very difficult to sell or supply tobacco
Clear reference should be made to the government Smokefree 2025 goal and the Smokefree 2025 Road Map[footnoteRef:20] [20:  	Smokefree 2025 Roadmap http://www.sfc.org.nz/documents/the-roadmap.pdf] 



Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	The New Zealand Government has committed to a goal of New Zealand becoming smokefree by 2025, yet it is not mentioned in the Strategy in detail.
Action 6: The 2013 NZ census informed us that 600,000 children in NZ are exposed to smoking in their homes.[footnoteRef:21]. There is one reference to Smokefree homes on point c but this needs to be developed to reflect a comprehensive tobacco control response. [21:  	Six out of 10 kiwi kids exposed in their home, Smokefree Coalition media release 10 February 2014.] 

Action 8: The recognition of tobacco related harm and an effective response needs to be developed as part of the health outcomes framework.
A number of tobacco control measures to reduce tobacco supply and demand of  tobacco (continued tax increases, retailer licensing), legislation (in particular the introduction of plain packaging in NZ for tobacco products and Smokefree cars) and reduce uptake etc, need to have clearly identified and measurable health targets within the framework.


Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	The actions to achieve Smokefree 2025 are already outlined in the 42 recommendations made by the Maori Affairs Select Committee and the Smokefree 2025 Road Map[footnoteRef:22].  [22:  	Smokefree 2025 Roadmap http://www.sfc.org.nz/documents/the-roadmap.pdf] 

These include, but are not exclusive:
· standardised packaging, 
· regular and substantial tax increases, 
· targeted media campaigns, 
· licensing system for retailers,
· smoke free cars etc.
Consultation with the Tobacco Control sector, National Smokefree Working group and regional coalitions.


Any other matters
7	Are there any other comments you want to make as part of your submission?
	The New Zealand Health Strategy needs to address tobacco, that it is not highlighted in the strategy is a serious oversight.
Tobacco use is the leading cause of preventable death and disease in New Zealand, accounting for around 4,300 to 4,700 deaths per year.[footnoteRef:23] [footnoteRef:24]  When the deaths caused from exposure to second-hand smoke are included, this estimate increases to around 5,000 deaths per year. [footnoteRef:25] [footnoteRef:26]  Smoking cigarettes continues to be the most important preventable cause of death, disability and health inequalities in NZ. [23:  		Peto R, Lopez AD, Boreham J, et al. 2006. Mortality from smoking in developed countries 1950-2000. Second edition. www.ctsu.ox.ac.uk/~tobacco/, retrieved 24 June 2009. ]  [24:  		Public Health Intelligence. 2002. Tobacco Facts May 2002 (Public Health Intelligence Occasional Report no 2). Wellington: Ministry of Health]  [25:  		Ministry of Health. 2004. Looking upstream: Causes of death cross-classified by risk and condition, New Zealand 1997. Wellington: Ministry of Health.]  [26:  		Tobias M, Turley M. 2005. Causes of death classified by risk and condition, New Zealand 1997. Australian and New Zealand Journal of Public Health, 29, 5-12. ] 

Smoking in Northland is related to 25% of all deaths (47% of all Māori deaths, and 18% of non-Māori deaths).  Smoking related hospitalisations in Northland (1,161 per 100,000 hospitalisations) are 1.5 times higher than the national rate.
The development of a New Zealand Tobaco Control Strategy/Action Plan within or aligned to this New Zealand Health Strategy, the Maori Affairs Select Committee’s 42 recommendations and the existing Smokefree 2025 Road Map must be a priority.
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Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	Primary Health Organisations have been a feature of the New Zealand health system since 2002/2003.  Most are now stable and relatively capable organisations with significant untapped potential to contribute much more to the NZ Health System.  
General practice and PHO enrolment (introduced as a consequence of the New Zealand Health Strategy in 2000) is a choice of each individual patient to entrust their care to a specific nominated general practice.  This is a unique relationship in that no other sector in our society enjoys these long term relationships of trust and caring with such a large part of our society (over 98% of New Zealanders are enrolled with a general practice).
The contracted general practice and PHO workforce is highly skilled and offers significant opportunities for improved allocation and use of health system resources in a model of shared responsibility for commissioning of health services. 
In the past, much of the potential of PHOs and general practice has been stifled through the predominant use of short term transactional contracts focused on process and output and rarely, if ever, based on health outcome.  




The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	Yes, ProCare supports the statement, although the wording to include the five themes tends to remove some of the meaning for use with the general public.

ProCare supports the five strategic themes outlined in the draft health strategy document.



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	ProCare supports the eight principles as written.
However we suggest that there is an important additional principle which states that:
“The health system values, respects and supports the health care workforce.”
Given the aging workforces we currently have, there is a need for health to be seen as a desirable career for more young people.  
Similarly we need to recognise the crucial roles of health care support workers and carers to ensure they feel valued and strong contributors to the overall health system.  
Others invest personally in facilities, businesses and other infrastructure to support the delivery of accessible care for New Zealanders and often without the sense of support (including contract certainty) from the health system.  


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	At face value the themes do create the right focus for action, however in some instances the ‘What great might look like in 10 years’ seems to lack some of the specific practical details.  We have some suggestions below.
The ‘closer to home’ theme needs to include statements about when certainty of care is communicated to patients, and an aspirational statement about access and timeliness of services for people, such as: 
· First contact / front line clinicians will be empowered to provide certainty about each individual’s eligibility for care, including when and where the care will be provided.  This would be provided through transparency of clinical pathways and clinical eligibility criteria as well as explicit sharing of resource availability based on equitable distribution of resources.
· No individuals will wait more than (x) weeks for care and no individual will have to unnecessarily travel long distances for care.
· Link to smart systems and telehealth to enable more flexible ways of interacting between individuals and the health system to access more convenient care and advice.
The ‘one-team’ theme needs to set an aspiration of the breakdown of professional silos and ensure from each individual person’s perspective the health system appears cohesive, consistent, coordinated and responsive.  
There should be a strong focus on facilitating the development of strong positive relationships between different clinical disciplines and other health and social support services, which is likely to be reflected in shared information systems, stronger contract alignment, increased interdisciplinary and multidisciplinary working.




Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	General practice capacity and the Health Care Home
ProCare (along with three other large PHOs) has previously proposed a model (the Health Care Home™) for dramatically increasing the capacity and capability of general practice in order to meet the increasing needs of our population as well as to support the movement of care into community based, closer to home and often better value settings.  We believe the introduction of this as a national construct with consistent standards and clear opportunities for practices meeting the agreed standard is an important part of ensuring New Zealand has the primary care capacity to meet the needs of our health system over the next 5 to 10 years.  We propose that the strategy aims for 50% of practices to meet this new standard and take up the new opportunities over the next 5 years.  This action could exist on either or both of the ‘Value and High Performance’ or ‘Care Closer to Home’ axes of the Roadmap.

Use of inter-sectoral information
ProCare is aware of the work undertaken by Government in the establishment of the Integrated Data Infrastructure by Statistics New Zealand.  We think this is already demonstrating incredible potential to understand more about our population and what happens to them over time.  However we believe there needs to be more health data incorporated into the data set and we need a mechanism to identify those individuals most at risk of not achieving the ‘Live well’ component of the vision, so that we can support them to access the necessary care and support.  Deputy Prime Minister Bill English frequently asks the question “Which people where?” as an important first step in knowing who to work with to get the best results of people in our society, and the IDI potentially creates one of the best templates to date to begin to answer that question.  Clearly there are a significant number of hurdles to overcome to achieve identification of individuals to support through a system that combines data such as the sets combined in IDI, but we believe it is terrifically advantageous for the efficiency of care delivery and further we believe settings with existing high trust relationships with large segments of the population (such as general practice) are ideally placed to work on this approach.

Services closer to home
ProCare has been consistently disappointed over the last 5 or more years with the lack of progress in moving services into the community either under the previous ‘Better, Sooner, More Convenient’ policy or in the current ‘Closer to Home’ ambition.  We want to see real progress in the shifting of services and budgets into integrated community based settings.  The list of services has been reported elsewhere and is defined by services that are delivered to significant proportions of the population, where safety is not a significant concern and especially where the services can either prevent hospital admission or where the absence of the services is effectively delaying treatment and contributing to pain, discomfort, anxiety or worsening of conditions.  Specific examples of services include district and community nursing, direct access to diagnostic investigations, community mental health services, community rehabilitation services.  An example of the Roadmap wording might be “All GPs have direct access to core diagnostic services based on agreed clinical criteria, using systems cognisant of resource constraints and governed by a sound local clinical governance structure.  Through this, wait times for treatment for individuals will be reduced and unnecessary hospital outpatient appointments will be avoided”

Electronic Health Record
ProCare sees the potential benefits of an electronic health record that is person centred and provides access to a comprehensive record of patient health across hospital and community settings as well as being accessible to patients themselves.  We see patient safety, patient empowerment, clinical efficiency and potential improved provider access to services and advice as benefits of such a system.  We understand there are concerns and risks, but would like to see continued strong leadership and support from MoH for considering such comprehensive systems.

Targeting
ProCare members have noted that the current system of targeting funding to support access to primary care is not working.  Despite very low cost access and the under 13s fully subsidised care programmes, financial barriers to accessing timely and appropriate care remain for a significant number of our most deprived patients.  Conversely we can see increases in funding being applied to populations where there is no evidence of a lack of access to health care.  We see the lack of appropriate targeting as a missed opportunity to tackle one important component of health inequality.  We understand that any change to the system needs to be carefully considered for unintended consequences, and are willing to work with Government on alternative better targeted solutions.  We would note that it is not just access to timely general practice that concerns us, as access to prescription medication and community allied health services such as community mental health, physiotherapy and other allied services often carry even greater financial access barriers. 

Investment Approach to Health
ProCare members would like to see more investment in good preventative care funded through general practice.  We have examples of excellent programmes and approaches including risk stratification, care planning and self-management that can be undertaken in general practice and result in reductions in longer term consequences of long term conditions in particular.  However at present these are not universally implemented and supported by all DHBs and even those that do support these approaches seem unable to realise the benefits of the approaches as they either accrue outside of the financial period for investment or they accrue in a manner more likely to benefit central Government than the local DHB.  We suggest this approach needs to be considered for more of a centrally funded and increasingly outcomes focused investment model.  ProCare would support taking an investment approach to Long Term Condition management across the sector where preferential investment in planned proactive care would demonstrate a return on investment but DHBs inability to understand or implement a programme budgeting approach means that these investment decisions are not made.  It could perhaps be undertaken through additional investment and reconfiguration (towards a mix of service and outcomes payments) of the Care Plus funding stream.
	
Health and Social Service Integration
ProCare supports the proposal in the recently published “From Cost to Sustainable Value” report on health funding in New Zealand to establish a social investments fund designed to “encourage better integration of health, education, welfare and justice services to address complex problems of specific population segments that would have otherwise required substantial remedial social services over time”.  General practice is very well placed to play a leading role in supporting individuals and families who face these complex problems.  We are present in virtually all communities and typically have relationships based on care, support and trust with some if not all members of the families involved.  We have models of care that support individuals and families determining their own goals, skills in care provision and patient advocacy and infrastructure to support management of access to services and even to manage individualised packages of care to enable fair and transparent allocation of resources to support each family or individual.  We understand the evidence base and can create integrated solutions to support people back to independence.  Many of our practices work with patients who have these complex social problems every day and are only too aware and frustrated at their inability at present to make a meaningful difference to the social problems that substantially contribute to poor health outcomes for these individuals and families (the impact of the social determinants of health).

Reducing clinical and business bureaucracy
Many ProCare members continue to raise concerns around the large and increasing burden of compliance and bureaucracy that adds both direct and indirect costs to their businesses, increasingly compromises the time they can spend on clinical care for their patients and erodes the attractiveness of entering general practice, especially as a potential clinician / owner of the practice.  We have seen significant increases in the burden of compliance and essentially no significant benefit to the individual practices from these changes.  We believe we need a higher trust environment to reduce some of the bureaucracy associated with getting access to treatments or funding for patients and a better and clearer return on investment from additional business compliance measures imposed on practices.  It is important to realise that general practice, unlike many other small businesses, has significant contractual impediments to simply raising fees to cover additional costs.

Moving towards meaningful, sustainable change
In the recently released “The New Zealand Health System Independent Review into Capability and Capacity Review” the authors note “It appears that DHBs apportion the flow-on funding to third parties, such as PHOs and NGOs, not with a view on long term sustainable relationship but rather as a short-term contractor transaction”.  We would fully concur with this view and add to it that the funding available typically lacks the ability to provide the services at scale in response to the needs of the population and rarely focuses on a joint / partnership approach to the achievement of outcomes, but rather on transferring risk and responsibility fully to the contractor.  In part this seems to be driven by a desire to be seen to be doing something across an impossibly large range of different and very specific activities.
ProCare would favour a much more systematic, scaled and long term approach to implementing key systems and cultural changes that will influence clinician and patient behaviours and choices towards a more sustainable and equitable health system.  For example ProCare has established a set of five principles which define the systems and cultural changes we believe will underpin a truly high performing and sustainable health system.  These are

· Putting patients first
· Patients as partners
· Evidence based care
· Resource stewardship
· One team

Our self-management strategy effectively sets out how we will achieve the shift in attitudes and investment necessary to effectively ‘live out’ our ‘patients as partners’ principle.  Our long term goal is less about numbers of people completing group self-management courses (although this is important) and more about establishing an enduring culture of encouraging and empowering patients to make more informed, active and explicit choices about their health care and about clinicians ensuring patients are presented clear unbiased advice and that the aspirations and wishes of patients are well respected in clinical decision making.  This is a long term goal and starts with relatively simple things like enabling patients to access their own health records through patient portals.  We would like to see stronger commitment (funding) to these types of long term changes in the way our health system functions.
We could equally quote examples for each of our five principles listed above.

One team
The One Team theme outlined in the draft Health Strategy has some merit, but could be enhanced with a significantly increased focus on the ‘One Team’ approach to individual patient and local community care.  Care delivery remains very fragmented at a patient care level, this is apparent through for example the negotiation of the long term conditions contract with community pharmacy, where general practice or PHOs were not involved in the service specification or contracting and yet we most likely share every patient enrolled in the community pharmacy service in common.  Similar concerns are regularly raised about the fragmented nature of maternity and well child care.

IPIF and Outcome and Quality Frameworks
ProCare strongly supports genuine quality improvement frameworks and has been disappointed that the proposed multi-tiered integrated performance and incentive framework has not developed significantly beyond the previous PHO Performance Management Programme.  We would like to see a clear and aspirational quality improvement framework that has defined and substantive opportunities for greater autonomy and greater direct access to resources to support expanded and enhanced patient care the more practices and PHOs demonstrate their ability to improve quality and consistently achieve high standards of care.



Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	Risk sharing / Investment approach
We believe there is a substantial missed opportunity to engage PHOs better in achieving meaningful outcomes in the current health system because of the typical short term and process focused contracting method.  ProCare is keen to see more outcomes based contracting and a greater degree of risk sharing and investment approaches where return on investment is clear provided outcomes are achieved.  





Any other matters
7	Are there any other comments you want to make as part of your submission?
	No
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Consultation questions
These questions might help you to focus your submission and provide an option to guide your written feedback. They relate to both parts of the Strategy: I. Future Direction and II. Roadmap of Actions.

Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	[bookmark: Text3]     



The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	What does ‘people powered’ actually mean? 



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	The wording of Principle 3 needs more ‘teeth’, more emphasis eg is measurable, visible and not just by a tick box because you spoke to them in passing… 


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	Workforce capability continues to cause concern – long lead-in times eg a student commencing nursing training in 2016 working to completion of Nurse Practitioner qualification would take a minimum of 7-8 years; issues of backfill staff (and their funding)to do this will lead to a wide variance in services capacity and capability between rural and urban providers.



Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	Action 3a – with its let out clause of ‘clinically and financially’; this effectively means there will be no change or progress – there are no examples of clinicians “changing their day “ to coincide with another clinician, to reduce the number of appointments for the benefit of people, it makes a mockery of closer to home or people centeredness.
Action 4 - Considering how many of the stated actions have a population health or health promotion context there needs to be a re-evaluation of decision to not allow nurses to be supported to do public health related papers, either that or make sure population health and health promotion content is offered in nursing post-graduate study programmes.
Action 6d - Ministry of Education currently doing review on services for children with learning needs but haven’t liaised with the health services yet health works with education services every day…B4 School checks and referrals are being done but then end up waiting months to be seen by Paediatrician or child development services



Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	Rheumatic fever – diagnosis child or adolescent, primary, secondary and tertiary services, nationwide, nursing medical and social – should all use the same map!!!
Unacceptable that adult services at tertiary hospital level being tardy in diagnosing adolescent, then not referring for Bicillin and follow-up in the community or medical follow-up, when quantities of this work has been done in paediatric wards of regions; particularly when the families, schools and communities have taken on sore throat messages and been for throat swabbing and so on.  



Any other matters
7	Are there any other comments you want to make as part of your submission?
	People-powered has the potential to compromise reinforce inequalities; the powerless, the vulnerable will not make complaints, the elderly, mental health issues, children; the health services have a duty of care to lookout for the vulnerable.   The articulate and vocal have to potential to clog services and systems.
We’ve had potential to do clinics on maraes etc but the key words like “financially” end up limiting what actually happens.  Communities have requested Saturday services and clinics so people don’t need to take time off work, or as a way to reduce Did Not Attend incidence….doesn’t happen because of financial reasons, or the health staff won’t work Saturdays; actually no one has the guts to have clinics open into evenings or even to try a Saturday option (which is what men particularly say) and no one really wants to listen to what communities require to meet their needs and constraints.   
What happened to re-orienting services to need???
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[bookmark: _Toc436314367]Overview

Overall the Nelson Marlborough Iwi Health Board (IHB) believes that the NZ Health Strategy is too heavily weighted towards Information Technology and less about people and their interaction with the health system.  We strongly believe that the revised strategy should:
· Give greater recognition to health inequalities and make strong statements toward achieving parity between Māori, Pacific and NZ European populations.
· Lessen the emphasis shown in the plan toward technology and have greater emphasis towards connections, partnerships and relationships with the people who are the users of the service.
· Ensure that between the theme headings and the actions there are direct correlations to the 10 year outcomes.
· Demonstrate and show the direct link between the NZ Health Strategy and He Korowai Oranga.  This is absent in the document.  
· Include a section on the Crown treaty obligations and make clear statements on what the strategy wants to achieve.

The IHB is very supportive of the strategic themes and the general intent that sits behind them. However the IHB does not want Māori health and health inequalities to be lost amongst the general text of the strategy

[bookmark: _Toc436314368]Submission

This section provides a more detailed IHB review and submission for each of the sections headings as per the consultation form.

[bookmark: _Toc436314369]Challenges and opportunities and the future we want
We offer the following summary covering pages 5 - 10:
· The five strategies set out in the NZ Health Strategy are too focussed on technology and not about people or equity of access.
· The strategy needs to focus on the  patient journey first with the supporting infrastructure then support aligned to these pathways.
· There is little reference to the Treaty of Waitangi, and infrequent commentaries about the most vulnerable communities which includes Māori, Pacific and Asian.
· One observed gap in the strategy is that it does not link between specific section descriptions and the 10 year vision.  For example, equity is talked about and yet there are no specific actions addressing this?
· Collaboration was noted as a major gap but the strategy doesn’t go beyond the traditional thinking and barriers.
· There does not appear to be a link between He Korowai Oranga and the aspirations of Pae Ora. It is noted that there are one or two comments made but nothing detailed.
· One question that needs further thought is ‘how will the Ministry and DHBs bring to life the intent within the strategy? There was no clear obvious link or pathways to enable this although reference is made to Annual Planning.
· Under the heading ‘people power’ the language and themes were good but the actions lack connection and content to the core intent of this strategy.

[bookmark: _Toc436314370]Five strategic themes

We make the following submission under each of the themes:

People Powered
· On page 11 and under the heading ‘this theme is about’ and referring to bullet 3 the IHB does support this. However, this focus was not translated into the proposed actions.
· We also recommend that there are actions that support how the sector and government will move toward achieving parity for Māori and Pasifika. We need to stop reporting the deficit and start saying when the equity gap will be closed.
· On page 13 there is too much emphasis on technology. It assumes many things eg such as people in the community having access to WIFI or internet.  The IHB  recommends that there be greater emphasis on outlining how patients will be enabled to make informed choices about their health care of which patient portals may be one avenue.
· Again, there needs to be strong actions that link the vision for people powered health.  These are absent.
Closer to Home
· On page 14 there is a paragraph that provides examples of integrated services closer to home. The comment is made that ‘Māori and Pacific models and approaches are among these’. However when the Board referred to the actions section we were unable to see visibly any series of actions and changes to the way the system is structured so that these models of care are actually implemented.  Actions relating to the sharing and transfer of these approaches need to be incorporated in to the strategy.
· There is reference on page 17 to Māori and Pacific health models and reference to marae, churches and local authorities, however no comment is made about Iwi or the treaty based relationship. The IHB recommends that more is said about this relationship and what it means in concrete terms.
Value and High performance
· On page 19 there is a comment about the need to define the processes and culture that allow us to work as a team.  We recommend that the strategy include specific actions on this to determine what skills are needed within organisations to build effective integrated partnerships and models of care.
One Team
· Overall, on page 22 the IHB agrees with what has been proposed. In the opening paragraph there is a comment made that ‘it is also important that we foster the next generation of leaders’.  The document currently does not read like that and feels more about maintaining what we have built. What we recommend is that this section places greater emphasis on balancing out the aging workforce and how we recruit younger people. It would be a good to have an action around co-design with young and old so that we are able to achieve this balance.
· In the blue box on this page we believe that by emphasising disease condition, the strategy minimises the critical importance of having an integrated and personalised approach for patients or populations i.e.  a disease based focus continues to support the medical model that is already in place (vs. being patient centred) and we recommend this changes.
· In the same blue box there is a comment about integrated care for a disease condition or population. We believe this incorrectly places emphasis and misses the mark in terms of ensuring that there is a focus on the person at the centre of this.  Surely the reason for combining services under one roof is to ensure that a patient has everything that they need in one place?  The IHB therefore suggests that this statement is re-written.
Smart System
· The IHB strongly agrees to what is proposed under this heading (page 26).  The only recommendation made is under the heading ‘what great might look like in 10 years’. Our comment relates to the fifth bullet point and we recommend that the use of wearable devices, associated real time analysis of data and sharing of this data electronically be incorporated.  We consider this important particularly as it relates to adherence, emergency management and personalised care / management plans.  It also connects strongly with the people powered theme as it allows the wearer to better understand their condition and its triggers.

[bookmark: _Toc436314371]Roadmap of Actions
· Our earlier comments have highlighted gaps between statements made in early sections of the draft strategy and the lack of or absence of clear connected actions. The Board make the following recommendations:
· There is reference on page 31 to the Treaty of Waitangi guiding the design of training.  We believe this is a weak statement and that there should be more about Māori competencies using a treaty framework. All professional groups have the expectation of showing competence and the sector now needs to move into a system that demonstrates delivery and competence through performance. This would be achieved through the key principles of partnership, participation and protection. Otherwise we are repeating again what has previously happened.
· In the blue box that talks about ‘refreshed guiding principles for the system’ we suggest that there should be clear strategies and actions covering items 2 and 4 in the NZ Health Strategy. They are silent or absent from the conversation.
Section A: Action Areas
· We recommend that this section be restructured so that the reader is easily able to see how the suggested actions relate specifically to each of the ‘where we want to be’ statements.  They need to be forward thinking with actions that support ‘where we don’t want to be in 10 years’.
People Power
· On page 33 and under the heading ‘what do we want in 5 years’ and referring to bullet four, we believe this is a good objective and recommend there is an action to back this up. Otherwise it becomes an empty statement.
· Under action 1 on page 34 we believe this is about people, and so there needs to be more recognition of this.  In reality these actions are about information technology and best practice.  Where are the actions to improve understanding and health literacy for example?
· Under the heading - action 2, we recommend that there is a strong emphasis on co-design with community in particular Māori and Pacific.
Closer to Home
· Under action 3 on page 36 we believe the description should give recognition to the right people in regards to equity and sustained clinical pathways.
· We believe under action 3 (a) if you are to also promote integration across the sector this action needs to include Non-Government Organisations and other organisations, not just DHBs. 
· There needs to be additional actions (4 (b)) around ensuring that poor rural communities actually have access to appropriate information technology facilities.
· Under action 5 the IHB noted that although Pasifika are specifically mentioned earlier in the strategy with respect to obesity there is no action targeting Māori or Pacific as high-risk groups.  It is recommended that a specific action/s are incorporated.
· The IHB recommends that for action 6 partnerships funding for school meals for deprived schools and families is included or as a minimum reference this as an initiative and priority.
Value and High Performance
· On page 40 under action 10 (a) the IHB believes that providing advice doesn’t take this far enough and will have limited impact, there needs to be work on actually developing and implementing the most appropriate funding models, including the direct involvement and funding of iwi initiatives.
One Team
· Under action 15 (page 43) in the description it talks about ‘input from the system’. The IHB suggests that the meaning behind this needs clarification. Are you talking about an inter-sector approaches for example?
[bookmark: _Toc436314372]
Turning strategy into action/Any other matters
Our final comments are summarised:
· The NZ Health Strategy needs to be provocative and make some very strong statements about the future.  If the country is concerned about poverty and health inequality then let’s say we are and what will happen to make the change.
· The NZ Health Strategy is more about managing the growth in the NZ European population. It does not factor in natural changes in the NZ population. One potential concern is over commitment of health funding and there being no opportunity to redirect resources to other population needs.
· More definition and clarity is needed on how the NZ Health Strategy will measure population and service outcomes. There is much talk about results based accountability. If we are to measure outcomes then the process must be from a whole of government approach.
· The document does not make explicit the direct relationship between health, social and education and how the sector as a whole influences overall health outcomes ie health determinants.
· There is no mention to the Whanau Ora direction and in particular the relationship with the Whanau Ora Commissioning Agencies.
· The strategy does not answer the question ‘How do we know we have succeeded?’  Although there are 10 year descriptions, what will be the overall markers for success?
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4 December 2015

Submission on the Update of the New Zealand Health Strategy

End Smoking NZ is an independent unfunded charitable trust. Our members collaborate to conduct research and provide up-to-date information to inform public health policy and practice about more rapidly reducing the harms caused by tobacco smoking in New Zealand. 

We are concerned that there is no reference within the draft Health Strategy to the government having any goal or ongoing commitment to reducing tobacco smoking or the harms caused by exposure to tobacco smoke.  

Tobacco smoking still presents the biggest threat to health and remains modifiable. It is also a major contributor to health disparities between Māori and non-Māori. Over 600,000 people in New Zealand still smoke. However, this figure is likely to be under-estimated as worldwide population surveys are reporting much lower smoking prevalence rates than their tobacco consumption figures suggest is true. New Zealand is likely to be the same with the strong stigma attached to smoking increasing the likelihood of social desirability bias undermining the validity of the health behavior and census surveys. 

Many of the selected health problems given a focus in the draft Health Strategy are exacerbated by tobacco smoking or exposure to tobacco smoke (e.g. rheumatic fever, respiratory conditions, poor educational progress, behavioural problems in children and criminality; diabetes, cardiovascular disease and many cancers; mental health and drug and alcohol misuse; cot death).

The Health Strategy talks about shifting to a focus on prevention. Preventing the uptake of smoking by children and young people is important and preventing their exposure to tobacco smoke is also important but the priority for tobacco control must be to assist current smokers to quit. Current smokers include the parents who are exposing children to secondhand smoke. Children of parents who smoke are more likely to take up smoking than children of parents who do not smoke. The pre-eminent strategy for reducing uptake of smoking among children is parental smoking cessation and regular, at least, annual increases in the excise tax on tobacco. 

Helping Māori women quit smoking, especially those of child-bearing age and those who are pregnant or already mothers should be the upper-most priority. Forty two percent of Māori women still smoke! There has been a very slow (1% per annum drop) change for them. Current strategies are not working for them. New research and new interventions that will work are desperately needed. 



Electronic cigarettes for vaping nicotine

Electronic cigarettes (e-cigarettes) were designed to help people stop smoking tobacco. Many smokers have heard about e-cigarettes and are interested in trying them. Vaping, even with nicotine, is around 95% safer than smoking tobacco1. This is an important message as people are being led to believe that vaping is just as harmful as smoking. For example, by banning vaping wherever smoking tobacco is banned. Vaping is not a form of smoking. If a person is vaping and not smoking they have given up smoking. Stopping smoking, no matter how they achieve that, is the best thing they can do for their health. 

The draft Health Strategy envisages a future health system which enables people to “access practical evidence-based health advice that makes it easier for them to make healthy choices and stay well. Technology tools such as mobile devices, smartphones and wearable devices are options for everyone.” 

End Smoking NZ would like to see a future where other new technologies and devices, perhaps developed outside of ‘health’ such as, electronic cigarettes for vaping nicotine are an option for every smoker. This future could be now, but the current Ministry of Health and District Health Boards’ position on electronic cigarettes is antithetical to the Health Strategies vision. There are other new non-combustible less harmful nicotine products available and there will be new nicotine delivery devices developed. We would like to see New Zealand use the latest and most effective cessation methods to reduce smoking prevalence. 

Tobacco control needs to stay firmly fixed on reducing tobacco smoking (the harmful behaviour) among current smokers and desist from blocking people's choice to use innovative harm reduction approaches such as vaping nicotine. The health system should remain open to opportunities to retract from intervention when a consumer alternative begins to do the job more effectively such as electronic cigarettes could do. The savings would be huge, enabling health dollars currently spent on less effective tobacco control programmes to be redirected to other more urgent needs.

Very Low Nicotine Cigarettes

The Health Strategy expresses an openness to innovation and an urge to adopt emerging technologies and processes to improve efficiency and effectiveness within the health system. 

Regulating the level of nicotine in smoked tobacco to a sub-addictive level, we believe, offers a radical untried but promising approach to rapid reduction in smoking prevalence. The change could be revolutionary with a programme of initiatives that coupled easier access to a satisfactory and appealing alternative for smokers (e.g. nicotine eliquid for vaping) and ever increasing prices on tobacco. 

Increasing the Price of Tobacco

Further tobacco excise tax increases are needed. We recommend that a further round of tobacco excise tax increases should commence on 1 January 2017 until 2022, and should be substantial - readjusted to a new rate of 20% per year. 

Research conducted by two of our Trustees, Professor Randolph Grace and Adjunct Professor Murray Laugesen2 shows that the tax rise studied appeared to affect all smokers regardless of their income levels. Notably, they found that Māori and Pacific smokers reported significantly greater reductions in cigarettes smoked per day (an average of 5 cigarettes per day) than European/other (average of 2 cigarettes per day). This suggests that continued tobacco excise tax increases are pro-equity and will continue to be vital for reducing much of the unacceptable gap in life expectancy between Maori and non-Maori New Zealanders.


References
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Thank you for seeking our views on the 2015 Update of the New Zealand Health Strategy.  

The Office of the Privacy Commissioner has a keen interest in, and long history of involvement with, the flow of health information within the sector.  The Health Information Privacy Code 1994 provides a robust and effective framework for safe sharing of health information in a way that supports existing trust networks between providers and consumers and scaffolds new technologies as they are developed.  

We are keen to see the very high level of public trust in how the health sector collects, uses and discloses health information maintained and even increased in the face of demands from the social sector and government more widely for access to New Zealanders’ health information.

Accordingly while we support the twelve key Actions in the Update, we have the following brief comments and cautions:

Action 1:  Inform and involve people

We are pleased to see the idea of partnerships including the individual concerned; many significant benefits to information privacy result from giving patients direct access to their health information, including improved accuracy, increased trust and greater involvement in care.  

However the wider the net of access to information is spread, the greater the potential for error and mishap.  Robust assessment of privacy impacts is vital, as are clear governance structures that allow concerns to be promptly and effectively addressed.  A particular concern is the potential for regionally delivered services that use locally collected information to ‘fall between the stools’ and aggrieved individuals to have diminished recourse or avenues for complaint.  

Action 2: Promote people-led service design 

We support this action and note that information privacy is fundamentally a tool for increasing people’s control over their information in the face of technology that tends to lessen that control. Where engaging directly with individuals about their own care increases individual control over health information then a related result will be increased trust and better clinical outcomes.

Action 6: Collaborate across government agencies

We support the safe sharing of information where necessary and appropriate to accomplish defined goals, and have been working with government agencies to help them achieve information sharing goals in a way that complies with the law and maintains public trust in government handling of personal information.  

We note that any information sharing solutions should be viable both in the context of the current high level of public trust in government and in the event of that level of trust being lost.  Assessing and mitigating privacy impacts of information sharing schemes in a robust best practice way continues to be the best way to achieve this.

Action 7: Implement service user experience measures

We support the development and implementation of ongoing anonymous service experience measures and have been working with HQSC to help them assess and mitigate privacy risks arising from these measures.  We also support the continued utilisation of the Integrated Data Infrastructure as an accurate and privacy-protective way of obtaining reliable and detailed data on public benefit and service utilisation.

Kind regards, 

[redacted]
[bookmark: _GoBack]Senior Policy Advisor (Health)

Office of the Privacy Commissioner  Te Mana Matapono Matatapu
PO Box 10094, The Terrace, Wellington 6143
Level 8, 109 Featherston Street, Wellington, New Zealand
[redacted]
www.privacy.org.nz   
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Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
	Challenges:
New Zealanders generally have low levels of health literacy - people with good health literacy are better able to make informed and appropriate decisions and better manage their own health. 
Increased poverty and deprivation of all ethnicities, in particular Māori, Pacific and Children  across all ethnic groups- Children should have the best start in life and grow up healthy, confident and resilient 
Aging population is identified and this need to be expanded to include the trend for specific populations i.e. Maori and Pasifika have high birth rates and a younger population.  Overall there will be a high number of dependants and a small working population to support them.
Partnerships with our patients/Whanau /community to plan services that matter to them - difficult to measure community engagement and ensure the population is fairly represented. 
High quality end of life care offered to those dying or with life limiting disease
Managing the increasing burden of Long term conditions – supporting people to self-manage their own health with good services for  health prevention and education
Working with other public services to optimise health expenditure - working together on the social determinants of health such as Housing, Education and Employment against other govt agencies social welfare/ justice/ defence etc. 
Rural health - workforce requires strategic focus
Reducing waste to maximise productive use of health funding 
Achieving equity of access to services (as well as improving equity of outcomes)
Family Violence
Diversity: it is an opportunity, using cultural values and strengths to build wellbeing is effective and sustainable. The challenge is a lack cultural knowledge in services and a one size fits all system.
Opportunities:
Development of  Health & Social care networks 
Inter sectorial groups - leading and championing health , social welfare and education within a locality, 
Agility amongst  government agencies to collaborate quickly and effectively, reduce bureaucracy and barriers 
Identifying what matters to patients and measure whether this is being addressed
Innovative health pathways will improve model of care and accessibility for all.
Empower and recognition of “lay carers” to support people at home.
Health promotion and messaging accessible to all cultures and communities.
Empowering community champions and leaders in health by investing in these key people
Coordination across influencers in health
Consistent IT systems to ensure accurate and timely information sharing around the patient
Development of Health and Social Care networks – DHBs, PHOs and other partners establishing GP led, multi-disciplinary networks based around specific populations with patients and whanau at the centre.  



The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	To an extent. However, the responsibility that people have for their own health needs to be clearly stated and in addition there is no reference to those people who will not be able to live well, stay well or get well. 
Consider change to New Zealanders share in the responsibility for living well, staying well, getting well, with a health sector which is people-powered, providing services closer to home, designed for value and high performance and focussed on removing health inequities.
People powered could be better phrased to have more meaning to the consumer - people focused or consumer led or owned instead of people powered
It would also be useful to clarify the audience for this strategy. What would this mean to consumers? It would be good to get their feedback on the statement.
More focus on community i.e. community powered and all New Zealander communities live well….



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	Collaboration is included in principles 3 and 8 but this could be more explicate, especially how policy and activity across government will support health outcomes.  For example Local Government and Land Transport Act changes have reduced health and wellbeing requirements.  There is potential to share goals and aims with other parts of the sector.
More emphasis required on women, children and elderly Principle 2 could read ‘An improvement in health status of those currently disadvantaged, particularly women, children and the elderly’
Number 4 needs to note the need to more effectively engage with Maori
Suggested principles:
· Reduce harm, waste and variation
· Choose the most Prudent Care, openly together with the patient
· Consistently apply evidence based and knowledge based clinical practice-reduce unwarranted variation
· Co-create health with the public, patients & partners
· Wellbeing starts with the whanau and community – through people power and being one team services empower whanau to remain well, manage ill-health and engage with services.


Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	1) People Powered
Needs political and population commitment to people, whānau and communities taking responsibility for their own health and that of whānau and community. More emphasis on self-management and health literacy
More emphasis on resilient communities - Wellbeing comes from resilient communities who have the economic, social and cultural capital to support their own wellbeing . There is potential to deliver services and support to whole families and communities i.e. whole families quitting tobacco together, communities supporting a community garden to supply them with healthy food
Incorporate the principles of Maori Health – consider cultural impacts of empowering people

2) Closer to home
Not necessarily care closer to home as delivery in the ‘home’ is not always the most efficient or effective. There could be better wording as it is about the best location for the whole system, community and whānau.  As local as possible as specialised as necessary perhaps describes it better
Part of achieving health and wellbeing in communities is to support healthy environments, so not just about “care closer to where people live” it about supporting health environments where people live, work and play i.e. healthy home, smokefreee environments, active alcohol bans, safe roading and access to health food choices.
Needs a focus on building relationships between health providers, people, whānau and communities with the objective of improving community resilience.
Systems approach for the delivery of change, services and investment at the point or setting with the most influence i.e. Rheumatic Fever warm dry homes prevent, clinics in school intervene and education support behaviour change.
Health literacy is a critical tool in supporting families to manage their care and wellbeing in their home and community.

3) Value and high performance
The following themes are important :
1. Do only what is needed to achieve the desired outcomes and no more - reduce waste
2. Choose the most Prudent Care, openly together with the patient
3. Consistently apply evidence based and knowledge based clinical practice-reduce unwarranted variation
4. Co Create health with the public, patients & partners
With regard to reducing health disparities, the direction is not clear enough. Achieving equity and supporting vulnerable people needs clearer direction. Setting core health outcomes that are worked toward by all part of the health “system” (so including cross sector approach), these need to long term and be positive.
Term used in this theme need to be defined what is “commissioning” and “investment approach”
The sharing of information including research is very important to support value and high performance

4) One Team
The concept of ‘one team’ is pleasing to see and we support the collaborative and supportive ethos that is implicit within it. However, To be one team this needs to look at cross sector engagement and partnership with community. High performing leaders are critical in the various sectors. We need to invest in the development of leaders, be supportive of each other and see wellbeing as a priority and act on it. 
To do this we need to understand the talent at each level that can be developed to lead on a bigger stage and ensure that succession plans are in place for all key or critical roles.  It is critical that the strategy supports
1. The implementation of the leadership domains across the NZ health sector starting with the 20DHBs
2. The mapping of our talent at executive, management and emerging talent levels.
3. The development of nationally consistent leadership development interventions for our operational and clinical leaders delivered with a mix of International / National, Regional and local delivery mechanisms.
Within the health sector, greater collaboration between primary and secondary care is required and also within public and private settings. He Korowai Oranga covers this well, acknowledging the need to remove barriers to health and other sectors working together.
With regard to workforce, breaking down professional boundaries and extending scope of practice should be a focus.

5) Smart System
Would like to see more aspiration with regard to IT. Technology in health does need to be addresses and for those engaging in services the lack of cohesion undermines their ability to support customers and for customers to have the information needed to manage their own care.  At a population health level systems are needed to support information sharing, engage with communities and measure effectiveness. Intersectoral collaboration where systems operate and communicate with one another allow for more coordinated multidisciplinary care. 
This seems like more of an action area than a strategic theme and could be associated with people powered or care closer to home as it is an enabler to these. 
Smart System as a theme is greater than this. For example the Kaiser Permanante triangle is a smart system. Another example of a system based approach to health and wellbeing is Health Together Victoria 
Possible concept of a health and social care manager working across health, social and other needs.  This requires one patient centred information management system where key patient, family and whanau information is located in one system accessible by team members of various agencies consistent with privacy laws and protocols.
We need to articulate how we see the NZ health system moving to more of a commissioning model and an approach were we have single points of contracting with NGOs and not multiple contracting NGOs by DHBs and MoH.
Suggest :
1. People Powered
2. Reducing Inequities - This is the most effective tool in improving health
3. Working across sectors  - One of the four pathways in He Korowai Oranga 
4. One high performing team
5. Smart systems



Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	Given the suggested changes to the strategic themes above some change in actions is implicit.
Investment in the development of clinical leadership needs to be stronger
1) People powered
The actions are focused on health services in the sense of managing ill-health, their needs to be actions that support people in communities to improve wellbeing through healthy environments and supporting healthy lifestyle choices.  For example communities choosing to have no alcohol outlets, developing a community garden, having their school be SSB free and promoting active transport.  This means that community development needs to be added along with the service design models.
2) Closer to home
Currently focused on services design and access to care, add in health literacy to support families to manage their care in the environments they live, work and play in.  Also link to “Smart Systems” as there are a wider range way technology (as well as telehealth) can be used to deliver services in a timely manner, reduce barriers and support wellbeing.
Could include activities which support healthy settings and environments- school have been very effect setting for promoting health and supporting wellbeing, also workplaces (i.e. supporting screening, health messages, some are supporting smokefree and SSB free practises) and homes (reducing cold damp homes will have huge impact on reducing ill health).  These have more sustainable impacts on preventing and managing long term conditions.
4) One Team
There should be actions which support cross sector approaches- education, housing and employment have more impact on health than access to health services 




Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	Co-design with Consumer group input and governance 
Inter sectoral leadership and guidance 
Robust public engagement- yearly forums 
Across government work
Community development, which builds on the strengths of a community and the whanau in it, so they have control over their wellbeing and health.
Clearly led, collaborative actions.  Leverage the work and innovations locally to regionally and nationally
Tracking & reporting progress:
Simple reporting which can be easily understood by the public and more importantly easily accessed 
Clear dashboard KPIs that are maintained with agreed definitions and ability to interrogate locally, regionally and nationally



Any other matters
7	Are there any other comments you want to make as part of your submission?
	More focus on prevention and promotion 
More direction for working with other 
Consistent use of “equity”.  We note the use of “disparity” and “equity”.
It is not clear who the audience for this strategy is.  
More consultation, especially with consumers, should have taken place prior to draft release. Consumers found the document difficult to read with a lot of jargon and repetition. More input from consumers at an early stage may have shaped the strategy differently. 
He Korowai Oranga is still relevant but is not evident in this strategy. The four pathways, especially working across the sector. 
Work need to be included in the Strategy on retaining NZ trained staff and building the Maori workforce in all areas of health.
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Challenges and opportunities
The Strategy reflects a range of challenges and opportunities that are relevant to New Zealand’s health system. Some of these are outlined in I. Future Direction on pages 5–7.

1.	Are there any additional or different challenges or opportunities that should be part of the background for the Strategy?
LTCs

We consider that the increase in the number of people living with long term conditions (LTCs) is the major challenge facing the New Zealand Health System in the 21st century. The presentation of this challenge could be enhanced in the strategy by modelling and presenting the predicted growth in key conditions and disabilities and the future costs associated with those conditions.

It should also be acknowledged that the New Zealand and other comparable health systems are considered by many to be poorly designed for managing LTCs as their present design is based on 20th century models for managing acute and treatable conditions rather than chronic need. In his paper for Treasury Professor Nicholas Mays noted the paramount importance of this issue and its implications for how the health system is designed and operated[footnoteRef:27]. We suggest this or other similar discussions be referenced in the strategy as a basis for setting the scene for discussions of the need for adapting the system over a relatively short period of time.  [27:  http://www.victoria.ac.nz/sacl/about/cpf/publications/pdfs/Nick-Mays-Revised-Conference-Paper-Jan-2013-website-version.pdf] 


In 2009 the Ministry of Health referenced studies suggesting that LTCs account for approximately 75% of system expenditure[footnoteRef:28], this figure or a similar reference might be worth quoting to give context to the importance of LTCs in future system design and planning. [28:  https://www.health.govt.nz/system/files/documents/publications/nz-cost-of-illness-jul09.pdf] 


In recognising the challenge the strategy needs to acknowledge both the size of the problem in terms of demand and fiscal cost as well as the urgency of the issue. The later requires an attempt at modelling demand. This will then inform the urgency of change. 2020 is a relatively short amount of time away but the demographic changes in those five years are significant.  

LTCs connect the ageing population with the fiscal challenge. An ageing population has more LTCs, LTCs are expensive and difficult to manage which leads to increase demand which leads to fiscal pressure. The expected increased fiscal pressure caused by an ageing population on government spending from other age related services like NZ super should also be noted. Demand for other non-health related government services will have an effect on the availability of funding to cover expected increased health services demand in the near future.[footnoteRef:29] [29:  The Treasury, 2013., Affording Our Future: Statement On New Zealand’s Long-Term Fiscal Position (July 2013). http://purl.oclc.org/nzt/b-1581. Pp 3-10. ] 




Other challenges of importance include:
· Difficulty innovating and spreading innovation – The pace of innovation remains relatively slow (compared to the size of the problem and the level of change being experienced by other industries) and the sector struggles to change in meaningful ways on national basis. Rather than embracing disruptive change (with long term benefits), the New Zealand health sector as a whole appears to be attempting change without changing the actual design of the system. This is a barrier to realising the required benefits of innovation and adaptation to new challenges. To address this we need a more rapid and deliberate process of trying ideas, identifying what works, and spreading that innovation. At the moment, some ideas that work don’t continue, some ideas that work remain trapped in their area, and ideas that gain national traction take a long time to spread and can be diluted. This theme is addressed in the opening sentence of the funding review From Cost to Sustainable Value “Current funding and accountability arrangements work to perpetuate the status quo in healthcare when we know that significant changes in service mix and design are required to meet on-going changes in disease burden without creating unsustainable financial pressures that crowd out other social spending.”[footnoteRef:30] [30:  http://www.health.govt.nz/system/files/documents/pages/from-cost-sustainable-value-oct15.pdf] 

· Difficulty achieving productivity savings – health and other labour intensive service industries tend to achieve relatively low productivity gains (NZ Treasury, Health Projections and Policy Options for the 2013 Long-term Fiscal Statement). If we are to do more with the same budget to meet greater need, the sector needs to achieve meaningful productivity improvement.
· Workforce – We agree that an ageing workforce is a challenge.
· Increasing expectations – We agree that rising expectations are a challenge and note that Treasury provide a useful discussion of why there may be a causal relationship with incomes which means these expectations cannot be met solely through economic growth (NZ Treasury, Health Projections and Policy Options for the 2013 Long-term Fiscal Statement)
· We do not believe ethnicity is a challenge in the way presented in the strategy, however, it may be if presented differently and with evidence. It is possible that the health needs of groups that are growing do present a system challenge. The discussion needs, at minimum, some evidence of the different health needs of ethnic groups that are experiencing significant change, and consequentially in what ways the current system will be challenged by this change e.g. Asian groups (the group referred to in the draft strategy).
In terms of opportunities we see the following as being important:
· Shifting the location of care to the community and closer to home for more services – improved models of support and greater investment in community based support has the potential to improve the management of LTCs and reduce pressure on scarce resources.
· Strengthening the relationship between health and social services, creating joint and meaningful accountability for system outcomes and removing artificial barriers and silos that don’t reflect people’s lives. 
· Using workforce diversification to tackle workforce supply issues and to recognise the different strengths of workforce roles. The challenge of long term conditions management in particular necessitates a different engagement with people. Workforce diversification is an opportunity to spread the load across a wider range of roles and to have a range of different flexible options for engaging with people about their health.
· Greater integration– the opportunity and importance of greater integration is well covered in the literature. The strategy could aid the sector in understanding integration in the context of the challenge faced and in terms of system change.
· Technology driven efficiency – Rapid technology change is occurring and this creates opportunities for improved methods of working. These methods may include greater systematic use of data to inform decision making, new clinical treatments, and improved structures and access for personalised medicine[footnoteRef:31]. [31:  Personalised medicine in the context refers to an emerging practice of medicine that uses an individual's genetic profile to guide decisions made in regard to the prevention, diagnosis, and treatment of disease] 

· The use of ‘big data’ created knowledge to better target resources/interventions and measure the success and value added by innovations. As the amount of computation power and data available has increased in other industries, big data analysis has been used to identify non-obvious opportunities for improvement. There is considerable opportunity to use and extend this approach in the New Zealand health system.
The future we want
The statement on page 8 of I. Future Direction seeks to capture the future we want for our health system:
So that all New Zealanders live well, stay well, get well, we will be people-powered, providing services closer to home, designed for value and high performance, and working as one team in a smart system.

2.	Does the statement capture what you want from New Zealand’s health system? What would you change or suggest instead?
	The statement lists a series of good things that few would disagree with. However, it fails to acknowledge the issue of system change, highlight how much change is required, and how fast that change needs to occur. We would like to see both a measurable commitment to change and a future direction that is able to be differentiated from the present state.



A set of eight principles is proposed to guide the New Zealand health system. These principles are listed on page 9 of I. Future Direction and page 31 of II. Roadmap of Actions.

3	Do you think that these are the right principles for the New Zealand health system? Will these be helpful to guide us to implement the Strategy?
	We wouldn’t disagree with the desirability of these principles but we are concerned about their measurability/suitability in an environment with inevitable resource constraints. For example:
· The best health and wellbeing possible for all New Zealanders throughout their lives 
· Timely and equitable access for all New Zealanders to a comprehensive range of health and disability services, regardless of ability to pay 
It may be more useful to establish the characteristics of a high performing health system with some measure of our present state and desired future state. For example, Professor Nicholas Mays includes a table in his report assessing the New Zealand health system’s alignment with Chris Ham’s characteristics of a high performing chronic care system (Ham, 2010)[footnoteRef:32]. While the content is not a direct match for what you are trying to show the idea of having measures that we can measure progress against is useful as is having a scale measuring completion beyond yes/no. [32:  http://www.victoria.ac.nz/sacl/about/cpf/publications/pdfs/Nick-Mays-Revised-Conference-Paper-Jan-2013-website-version.pdf] 



Five strategic themes
The Strategy proposes five strategic themes to focus action – people-powered, closer to home, value and high performance, one team and smart system (I. Future Direction, from page 10).

4	Do these five themes provide the right focus for action? Do the sections ‘What great might look like in 10 years’ provide enough clarity and stretch to guide us?
	The high level words are good and cover the right themes. However, the detail doesn’t provide enough direction. The content is very high level, difficult to measure present and the future states and does not necessarily provide practical guidance to inform sector discussions and planning.
  
The present day examples are confusing in that they conflate what is evident now with what might be desirable in 5-10 years. By citing existing examples the draft strategy anchors the imagination to what is good today, rather than challenging the reader to consider what good might look like in the near future. This limits the ambition of the draft strategy and makes it harder to imagine a future state 5-10 years hence.
 
For each theme we would prefer an approach that recognises the challenges associated with the present state and a discussion of the change needed to address these in the future. The risk with the themes as they are presented is that providers/entities could easily claim the existing system achieves these. This undermines the urgency to implement and the overall measurability of any improvement.

The question should be asked – how will we know when this theme has been achieved or when the desired level of improvement has been made?



Roadmap of Actions
II. Roadmap of Actions has 20 areas for action over the next five years.

5	Are these the most important action areas to guide change in each strategic theme? Are there other actions that would be better at helping us reach our desired future?
	As discussed in our earlier feedback, the desired future state isn’t well described by the document and therefore it is/will be difficult to measure achievement against this future state.

We recommend the roadmap of actions include groups of sequential actions that are shown to lead to the desired state. This may be what is attempted in Figure 11. However, the graphic is difficult to understand, including the dimension of time, and the significance of some actions being relatively further from the intersection of the axis is unclear.

We would like the actions to have a clear sequential order and to be book ended by a present and desired future state. The sum of the actions can therefore be demonstrably shown to lead to the future state. In many cases the phasing of the actions should follow structures such as scoping, planning, experimentation, review, national implementation. The last of these is very important since one of the past challenges has been the difficulty translating local success into national excellence.
  
Our key concern is that the actions in the roadmap:
· give a clear sense of change towards the objectives of the strategy
· demonstrate how the present state will evolve over a series of actions
· discuss how the issues with innovation and incentives discussed in the funding review From Cost to Sustainable Value are to be addressed
· show that the change will be national and that innovation will evolve beyond regional pilots
· demonstrate ambition in terms of the scope of the change relative to the defined principles
· ensure the improvements are measurable in terms of clearly defined actions with an end state.




Turning strategy into action
6	What sort of approaches do you think will best support the ongoing development of the Roadmap of Actions? Do you have ideas for tracking and reporting of progress?
	The first priority should be addressing our comments above in terms of moving the roadmap to a sequential plan of actions that is shown to transition the health system between a present and future state that is defined. It may be helpful to focus on a few action categories and less actions that have a bigger impact.

Once there is a clear national roadmap of actions, work is needed to translate a national programme of work into national and regional accountability. In particular we are interested in the components the Ministry of Health and other entities will deliver nationally and how regional experimentation (with a view to national application) will be managed. Milestones for progress and performance measures will also be helpful.

One of the challenges we face is that it is difficult to measure system performance in terms of efficiency, prevention, effective use of information etc.

The roadmap will need to be flexible, and not everything will be able to be achieved in five years but we need to have a clear view of what must be achieved in the next five years. 

Areas like improving incentives, creating structures for whole of system collaboration, greater and more effective use of technology and shared accountability for outcomes are urgent and require explicit planning.

Twenty action groups with sub actions is a lot of information to absorb, consider, and comment on in this exercise. As the roadmap evolves, we would welcome further opportunity to comment on specific elements.



Any other matters
7	Are there any other comments you want to make as part of your submission?
	Thank you for the opportunity to comment on these documents. We are interested in continuing to work with the Ministry of Health on these issues in line with our comments above. Particularly in our area of expertise which is community based service delivery.
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An open letter to Dr. Richard Horton and The Lancet
Source: http://www.virology.ws/

13 NOVEMBER 2015
Dr. Richard Horton
The Lancet

125 London Wall
London, EC2Y 5AS, UK

Dear Dr. Horton:

In February, 2011, The Lancet published an article called “Comparison of adaptive pacing therapy,
cognitive behaviour therapy, graded exercise therapy, and specialist medical care for chronic fatigue
syndrome (PACE): a randomized trial.” The article reported that two “rehabilitative” approaches,
cognitive behavior therapy and graded exercise therapy, were effective in treating chronic fatigue
syndrome, also known as myalgic encephalomyelitis, ME/CFS and CFS/ME. The study received
international attention and has had widespread influence on research, treatment options and public
attitudes.

The PACE study was an unblinded clinical trial with subjective primary outcomes, a design that
requires strict vigilance in order to prevent the possibility of bias. Yet the study suffered from major
flaws that have raised serious concerns about the validity, reliability and integrity of the findings. The
patient and advocacy communities have known this for years, but a recent in-depth report on this
site, which included statements from five of us, has brought the extent of the problems to the
attention of a broader public. The PACE investigators have replied to many of the criticisms, but their
responses have not addressed or answered key concerns.

The major flaws documented at length in the recent report include, but are not limited to, the
following:

— The Lancet paper included an analysis in which the outcome thresholds for being “within the
normal range” on the two primary measures of fatigue and physical function demonstrated
worse health than the criteria for entry, which already indicated serious disability. In fact, 13
percent of the study participants were already “within the normal range” on one or both
outcome measures at baseline, but the investigators did not disclose this salient fact in the
Lancet paper. In an accompanying Lancet commentary, colleagues of the PACE team defined
participants who met these expansive “normal ranges” as having achieved a “strict criterion
for recovery.” The PACE authors reviewed this commentary before publication.

— During the trial, the authors published a newsletter for participants that included positive
testimonials from earlier participants about the benefits of the “therapy” and “treatment.”





An open letter to Dr. Richard Horton and The Lancet
Source: http://www.virology.ws/

The same newsletter included an article that cited the two rehabilitative interventions
pioneered by the researchers and being tested in the PACE trial as having been
recommended by a U.K. clinical guidelines committee “based on the best available
evidence.” The newsletter did not mention that a key PACE investigator also served on the
clinical guidelines committee. At the time of the newsletter, two hundred or more
participants—about a third of the total sample—were still undergoing assessments.

— Mid-trial, the PACE investigators changed their protocol methods of assessing their primary
outcome measures of fatigue and physical function. This is of particular concern in an
unblinded trial like PACE, in which outcome trends are often apparent long before outcome
data are seen. The investigators provided no sensitivity analyses to assess the impact of the
changes and have refused requests to provide the results per the methods outlined in their
protocol.

— The PACE investigators based their claims of treatment success solely on their subjective
outcomes. In the Lancet paper, the results of a six-minute walking test—described in the
protocol as “an objective measure of physical capacity”—did not support such claims,
notwithstanding the minimal gains in one arm. In subsequent comments in another journal,
the investigators dismissed the walking-test results as irrelevant, non-objective and fraught
with limitations. All the other objective measures in PACE, presented in other journals, also
failed. The results of one objective measure, the fitness step-test, were provided in a 2015
paper in The Lancet Psychiatry, but only in the form of a tiny graph. A request for the step-
test data used to create the graph was rejected as “vexatious.”

— The investigators violated their promise in the PACE protocol to adhere to the Declaration of
Helsinki, which mandates that prospective participants be “adequately informed” about

G

researchers’ “possible conflicts of interest.” The main investigators have had financial and
consulting relationships with disability insurance companies, advising them that
rehabilitative therapies like those tested in PACE could help ME/CFS claimants get off
benefits and back to work. They disclosed these insurance industry links in The Lancet but
did not inform trial participants, contrary to their protocol commitment. This serious ethical
breach raises concerns about whether the consent obtained from the 641 trial participants is

legitimate.

Such flaws have no place in published research. This is of particular concern in the case of the PACE
trial because of its significant impact on government policy, public health practice, clinical care, and
decisions about disability insurance and other social benefits. Under the circumstances, it is
incumbent upon The Lancet to address this matter as soon as possible.

We therefore urge The Lancet to seek an independent re-analysis of the individual-level PACE trial
data, with appropriate sensitivity analyses, from highly respected reviewers with extensive expertise
in statistics and study design. The reviewers should be from outside the U.K. and outside the
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domains of psychiatry and psychological medicine. They should also be completely independent of,
and have no conflicts of interests involving, the PACE investigators and the funders of the trial.

Thank you very much for your quick attention to this matter.

Sincerely,

Ronald W. Davis, PhD
Professor of Biochemistry and Genetics
Stanford University

Jonathan C.W. Edwards, MD
Emeritus Professor of Medicine
University College London

Leonard A. Jason, PhD
Professor of Psychology
DePaul University

Bruce Levin, PhD
Professor of Biostatistics
Columbia University

Vincent R. Racaniello, PhD
Professor of Microbiology and Immunology
Columbia University

Arthur L. Reingold, MD
Professor of Epidemiology
University of California, Berkeley
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ME/CFS in New Zeala

ME/CFS is a significant burden to New Zealand

18,000

New Zealanders
have ME/CFS
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Nervous system
& sense organ
disease in New
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25%
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“Tapanui Flu”
outbreak in 1984,
Otago
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What 1s ME/CFS?

Labelling this illness “Chronic Fatigue Syndrome” is like renaming Dementia

“Chronic Forgetfulness Syndrome”. There is much more to ME/CFS than fatigue

Fatigue

Cognitive
< impairment

- Impaired executive
functioning

- Memory
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- Slowed mental
processing

- Attention deficits
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psychomotor fnc.

Post-exertional
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- Physical &
cognitive function,
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Orthostatic
intolerance

- Exacerbated
symptoms on
standing

- Objective heart
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H hypotention

Other
- Pain

- Immune
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cell function)

— Infection
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external stimuli
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Substantial burden

ME/CFS is not a rare illness and has a profound effect on sufferers

ME/CFS sufferers outnumber Multiple ...and experience a high level of functional impairment

Sclerosis suffers by 4x...

35-69% unemployed

“The average respondent [with
ME/CFS] was in the bottom 10 per
cent of the population for measures
such as the NIH PROMIS physical
health scale... this group reported
worse scores than those with other

Lower functioning (SF-36 scores)
than people with congestive heart
failure, type Il diabetes mellitus,
acute myocardial infarction,
multiple sclerosis and depression.
The pattern of impairment was
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Global paradigm shift

Around the world, ME/CFS is undergoing a shift. Embracing the latest
developments could improve patient outcomes and healthcare efficiency

Medically unexplained Biomedical / physical origin. Many

believe neuro-inflammatory / 'Strong evidence indicates
autoimmune origins lmmunolgglc and mﬂammatory
pathologies, neurotransmitter

signalling disruption, micorobiome
perturbation, and metabolic or
mitochondrial abnormalities in
ME/CFS”

Cause

Often researchers who have a study Research organisations and patient

interest in biopsychosocial aspects of groups. Many high profile (e.g. Institute of - NIH P2P report 2014
this illness Medicine, National Institute of Health, World
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v
-
c
[
c
o
Q.
o
f
o

organisations, Professor Tate in NZ), IACFS

CBT & sometimes GET (where " Many health care providers are

appropriate) as part of a package of skeptical about the seriousness of

strategies. Aim is management, not ME/CFS, mistake it for a mental

9 0 9 ! i health condition, or consider it a

cure. Nutrition & supplements, pacing, figment of the patient’s imagination.

pharmacological treatments Misconceptions or dismissive
attitudes on the part of health care
providers make the path to

Based on empirical evidence from diagnosis long and frustrating for
many patients.”

CBT & GET as primary strategies. Aim is
sometimes curative in approach

Treatments

View is based on the lack of an
objective biomarkers, making ME/CFS
default to a behavioural explanation. A
number of possible biomarkers have
since been identified

recent studies. E.g. VOZ2 testing,
Rituximab trials, infectious etilogy, - Institute of Medicine 2015
immunological abnormalities, brain

imaging studies. More on pages 6-8
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Research

Compelling research is being released constantly, changing the way we think

about ME/CFS

ER I T S TS T S
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VO2 studies 2014 - Utilises Cardiopulmonary Exercise Testing used to - ME/CFS patients cannot replicate initial - The studies find objective, biological,
provide objective evidence of post-exertional malaise  performance 24 hours later evidence of biologically abnormal
(PEM) B response to exertion. Likely this explains

- These tests are the 'gold standard' for measuring
physical capacity, and rely on objective biomarkers
(e.g. VO2 threshold) rather than subjective self-
reported scores

- If patients cannot replicate initial results after 24
hours of rest, there is strong evidence for delayed
recovery and post-exertional malaise

- See chart - day 1 blue, and day 2 grey.
Controls on left and ME/CFS on right

- Prenominon not present in healthy,
chronically ill, or sedentary controls

/v Threshold Workioad (W)

1L

the PEM that patients experience

- Potentially important in defining or
diagnosing the illness, as the
phenominon appears unique to ME/CFS
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Research cont)

Recognising a vast opportunity for breakthroughs, Stanford & Columbia
University have implemented biological ME/CFS study programmes

R P N S S

Gene expression 2011 - Sensory and adrenergic receptors play a key rolein - Gene expression of many of these [Research under publication] - More evidence the hallmark symptom
after exercise sensing pain and fatigue receptors increases dramatically in of PEM results from biological
response to moderate exercise in abnormalities
- Test whether the expression of these genes changes  ME/CFS patients
dramatically in ME/CFS patients in response to
exercise - Does not occur in Multiple Sclerosis
Patients or healthy controls
Brain imaging 2014 & - Aimed at identifying Neurological abnormalities in - Microglia levels significantly higher in oy - Indicative of an organic/biological
2015 ME/CFS patients. Note a small sample size (nine ME/CFS than controls ZE cause to cognitive impairment and other
patients) o problems
- Postive correlation between reported
- Use of a radioactive tracer to 'light up' activated cognitive problems and Microglia ﬁl - Supportive of the name 'ME' as studies
Microglia (effectively measures inflammation) activation ; H demonstrate low-grade encephalitis
'
- A 2015 study at Stanford also attempted to find - Stanford study finds small reduction in - Potential for a diagnostic test
brain abnormalities white matter, and structural abnormality e
in right arcuate fasciculus tract - Abnormality in right arcuate fasciculus
tract correlates with disease severity
Cytokine changes 2015 - Arecent study conducted by leading scientists - Statistically significant differences in ILATA - New study may change how ME/CFS is

including world renowned virologist, Ian Lipkin

- The studies examine a range of immune functions,
and compare differences between patients who have
suffered from ME/CFS for <3 year and >3 years
(~300 patients)

cytokine levels between <3 years and
>3 years patients

Mean £ SEM, paiml

15 20 25 30

Shert

Leng  Control

studied and understood, revealing
opposite patterns in cytokines between
recent onset and more established cases.
Might explain mixed results for
cytokines in the literature to date.

- The study is from Columbia University
& Ian Lipkin - high profile researchers
who are devoting a lot of resources to
ME/CFS
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Research cont)

R N T S S

Natural Killer Cell
activity

2010 &

- Test natural killer cell activity relative to healthy
2012

controls

- Much lower rates of Natural Killer cell
cytotoxicity in patients. Under half that
of healthy controls over three time
points

- Replicated in several studies

INonFatigue Control
EECFSNE

NK Activity (SLysis)

™ T2 T

- Not a biomarker but consistent

abnormality points to immune system
problems

PACE trials 2011

- PACE was based explicitly on the assumption that
CFS is perpetuated by flawed patient beliefs and/or
behaviours that could be corrected by CBT and
Graded exercise

- The PACE trial underpins the NICE guidelines

- Mediocre results using self-report
measures in an unblinded trial without
an adequate placebo control

- Objective measures (such as
employement & fitness) largely negative

Self-reported physical function

healthy scores

score (sf-36)
583882

o

- Strongly indicates that a psychosocial
model fails to explain the illness
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Myalgic encephalomyelitis/chronic fatigue syndrome, commonly referred to as ME/CFS,
is a disease characterized by profound fatigue, cognitive dysfunction, sleep abnormalities,
autonomic manifestations, pain, and other symptoms that are made worse by exertion of
any sort. ME/CFS can severely impair patients’ ability to conduct their normal lives, yet
many struggle with symptoms for years before receiving a diagnosis. Fewer than one-third
of medical school curricula and less than half of medical textbooks include information
about ME/CFS. Although many health care providers are aware
of ME/CFS, they may lack essential knowledge about how todi- ME/CFS is a serious,
agnose and treat it. chronic, complex,
systemic disease that
The Department of Health and Human Services, the National often can profoundly
Institutes of Health, the Agency for Healthcare Research and gffect the lives of
Quality, the Centers for Disease Control and Prevention, the  patients,
Food and Drug Administration, and the Social Security Admin-
istration asked the Institute of Medicine (IOM) to convene an expert committee to exam-
ine the evidence base for ME/CFS. In Beyond Myalgic Encephalomyelitis/Chronic Fatigue
Syndrome: Redefining an Illness, the committee proposes new diagnostic criteria that will
facilitate timely diagnosis and care and enhance understanding among health care providers
and the public. These criteria, based on expert analysis and the most up-to-date scientific
literature, are streamlined for practical use in the clinical setting. The IOM committee also
recommends that the name of the disease be changed—from ME/CFS to systemic exertion
intolerance disease (SEID)—to more accurately capture the central characteristics of the
illness.

The following guide, derived from the IOM report, is intended to help primary and special-
ty care clinicians better understand this complex, debilitating, and often-misunderstood
illness.





Symptoms can persist
for years, and most

ME/CFS affects 836,000 to 2.5 million Americans. patients never regain

An estimated 84 to 91 percent of people with ME/ their pre-disease level
CFS have not yet been diagnosed, meaning the Of functioning.

true prevalence of ME/CFS is unknown.

ME/CFS affects women more often than men. Most patients currently diagnosed
with ME/CFS are Caucasian, but some studies suggest ME/CFS is more common in
minority groups.

The average age of onset is 33, although ME/CFS has been reported in patients young-
er than age 10 and older than age 70.

At least one-quarter of ME/CFS patients are bed- or house-bound at some point in
their illness.

ME/CFS patients experience loss of productivity and high medical costs that contrib-
ute to a total economic burden of $17 to $24 billion annually.

The cause of ME/CFS remains unknown, although symptoms may be triggered by
certain infections, such as Epstein-Barr virus (EBV).

There are therapies available for the management of symptoms of ME/CFS, but their
efficacy is not well understood. There is no existing cure for ME/CFS.

There is an urgent need for more research to discover what causes ME/CFS, under-
stand the mechanisms associated with the development and progression of the dis-
ease, and develop effective diagnostic markers and treatments.

A new name for ME/CFS

Several studies have shown that the term “chronic fatigue syndrome” affects patients’
perceptions of their illness as well as the reactions of others, including medical per-
sonnel, family members, and colleagues. This label can trivialize the seriousness of
the condition and promote misunderstanding of the illness.

The IOM committee recommends a new name to replace ME/CFS: systemic exer-
tion intolerance disease (SEID). This name captures a central characteristic of the
disease—the fact that exertion of any sort (physical, cognitive, or emotional)—can ad-
versely affect patients in multiple organ systems.





Diagnostic Criteria for ME/CFS (SEID)






e ME/CFS (SEID) is a serious, chronic, and systemic disease that frequently and dra-
matically limits the activities of affected patients.

* A thorough history, physical examination, and targeted workup are necessary to deter-
mine a differential diagnosis and are often sufficient for diagnosis of ME/CFS (SEID).

e Physicians should diagnose ME/CFS (SEID) if diagnostic criteria are met following
an appropriate history, physical examination, and medical workup, including appro-
priate specialty referrals.

e It is essential that clinicians assess the severity and duration of symptoms over the
past month or more. Chronic, frequent, and moderate or severe symptoms are re-
quired to distinguish ME/CFS (SEID) from other illnesses.

e The proposed criteria require symptom duration for 6 months to make a diagnosis in
light of evidence that most other causes of similar fatigue do not last beyond 6 months.

e Patients who do not meet the criteria for ME/CFS (SEID) should continue to be di-
agnosed by other criteria as their symptoms and evaluations dictate. These patients
should also receive appropriate care. (Conditions that may approach but not meet
the criteria for ME/CFS [SEID] include, for example, protracted recovery from EBV
mononucleosis or gradual emergence of a different chronic illness, such as multiple
sclerosis, colon cancer, or a primary sleep disorder.)

e Comorbidities such as fibromyalgia and irritable bowel syndrome are common in
ME/CFS (SEID) patients. These comorbidities should be diagnosed and treated
when caring for patients. The presence of other illnesses should not preclude pa-
tients from receiving a diagnosis of ME/CFS (SEID) except in the unlikely event that
all symptoms can be accounted for by these other illnesses.

“When | do any activity that goes beyond what | can
do—I literally collapse—my body is in major pain. It hurts
to lay in bed, it hurts to think, | can’t hardly talk—I can’t
find the words. | feel my insides are at war.”

—Patient communication to IOM committee





Fatigue and impairment

There is sufficient evidence that fatigue in ME/CFS (SEID) is profound, not the result of
ongoing excessive exertion, and not substantially alleviated by rest. This fatigue must be ac-
companied by a substantial reduction or impairment in the ability to engage in pre-illness
levels of occupational, educational, social, or personal activities and persist for more than
6 months. Fatigue, and particularly the impact of illness on function, should be assessed in
making a diagnosis of ME/CFS (SEID).

Post-exertional malaise (PEM)

PEM is worsening of a patient’s symptoms and function after exposure to physical or cogni-
tive stressors that were normally tolerated before disease onset. Subjective reports of PEM
and prolonged recovery are supported by objective evidence in the scientific literature, in-
cluding failure to normally reproduce exercise test results (2-day cardiopulmonary exercise
test) and impaired cognitive function after exertion. There is sufficient evidence that PEM
is a primary feature that helps distinguish ME/CFS (SEID) from other conditions.

Unrefreshing sleep

Despite the absence of a specific objective alteration in sleep architecture, the data are strong
that the complaint of unrefreshing sleep is universal among patients with ME/CFS (SEID)
when questions about sleep specifically address this issue. While polysomnography is not
required to diagnose ME/CFS (SEID), its use to screen for treatable sleep disorders when
indicated is appropriate. Diagnosis of a primary sleep disorder does not rule out a diagnosis
of ME/CFS (SEID).





Cognitive impairment

Cognitive impairment in ME/CFS (SEID) includes problems with thinking or executive
function exacerbated by exertion, effort, or stress or time pressure. There is sufficient evi-
dence that slowed information processing is common in patients with ME/CFS (SEID), and
a growing body of evidence shows that it may play a central role in overall neurocognitive
impairment associated with the disease (memory impairments, attention deficits, and im-
paired psychomotor function). Such a deficit may be responsible for disability that results in
loss of employment and loss of functional capacity in social environments.

Orthostatic intolerance

Orthostatic intolerance is a general term that implies worsening of symptoms upon as-
suming and maintaining upright posture. Symptoms are improved, although not necessar-
ily abolished, by lying back down or elevating the feet. Sufficient evidence indicates a high
prevalence of orthostatic intolerance conditions in ME/CFS (SEID) as measured by objec-
tive heart rate and blood pressure abnormalities and physical findings during standing, bed-
side orthostatic vital signs, head-up tilt testing, or by patient-reported exacerbation of or-
thostatic symptoms with standing in day-to-day life. These findings indicate that orthostatic
intolerance is a common and clinically important finding in ME/CFS (SEID).

“My personal experience of having

ME/CFS feels like permanently having the
flu, a hangover, and jet lag while being
continually electrocuted (which means that
pain plays at least as much of a role in my
condition as fatigue).”

—Patient communication to IOM committee
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Minimum Drained after Soreness after Dead feeling Mentally tired
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tired

FIGURE 1 Percentage of ME/CFS patients and healthy controls reporting PEM symptoms of at
least moderate severity that occurred at least half of the time during the past 6 months.

NOTE: See complete report, Figure 4-1, for note and source information.

92%

m Controls
= CFS

Unrefreshing Problems Need to nap Problems Waking up Sleeping all
sleep falling asleep daily staying early day/awake
asleep all night

FIGURE 2 Percentage of ME/CFS patients and healthy controls reporting sleep-related
symptoms of at least moderate severity that occurred at least half of the time during the
past 6 months.

NOTE: See complete report, Figure 4-2, for note and source information.

7





98% 97%

95% 94% %
° 93% 90%
56%
49% 51%
37%
= ME/CFS
21% B Controls
9%
Problems Difficulty Difficulty Slowness Absent Difficulty
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FIGURE 3 Percentage of ME/CFS patients and healthy controls reporting neurocognitive
manifestations of at least moderate severity that occurred at least half of the time during the
past 6 months.

NOTE: See complete report, Figure 4-3, for note and source information.





The committee found evidence of other manifestations of ME/CFS (SEID):

Pain

Pain is common in ME/CFS (SEID), but highly variable in presence, nature, and severity
(with a higher prevalence in more severe cases). However, there is no conclusive evidence
that pain experienced by ME/CFS (SEID) patients can be distinguished from that experi-
enced by healthy people or those with other diseases. Pain associated with ME/CFS (SEID)
can come in many forms, including headaches, arthralgia, and myalgia.

Immune impairment

Sufficient evidence supports the finding of immune dysfunction in ME/CFS (SEID). Specifi-
cally, the committee’s literature search yielded data demonstrating poor NK cell cytotoxic-
ity (NK cell function, not number) that correlates with illness severity in ME/CFS (SEID)
patients and could serve as a biomarker for the severity of the disease, although it is not
specific to ME/CFS (SEID).

Infection

There is sufficient evidence to suggest that ME/CFS (SEID) can follow infection with EBV
and possibly other specific infections, but there is insufficient evidence to conclude that all
cases of ME/CFS are caused by EBV or that ME/CFS (SEID) is sustained by ongoing EBV
infection. There is also insufficient evidence for an association between ME/CFS (SEID)
and bacterial, fungal, parasitic, and other viral infections.

There are several other symptoms that are reported less frequently but may support a diag-
nosis of ME/CFS (SEID). These include

* Gastrointestinal impairments

e Genitourinary impairments

e Sore throat

e Painful or tender axillary/cervical lymph nodes

e Sensitivity to external stimuli (e.g., foods, drugs, chemicals)





Diagnostic Algorithm for ME/CFS (SEID)
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Symptom

Impairment in function
with profound fatigue

Post-exertional malaise

Patient descriptions

» “flu-like fatigue/
exhaustion”

« “| feel like a battery
that is never able to be
recharged fully despite
resting a lot and limit-
ing my activities to
only the bare essen-
tials needed to get by”

e “Thinking takes a lot
more work than it
used to”

e “My arms, legs, body
feel heavy and harder
to move”

* severe limitations in
personal and house-
hold management

* |oss of job, medical
insurance, and career

* being predominantly
housebound

» decreased social inter-
action and increased
isolation

e “crash,” “relapse,”
“collapse”

* mentally tired after
the slightest effort

* physically drained or
sick after mild activity

* the more demand-
ing, prolonged, or
repeated the activ-
ity, the more severe
and prolonged the
payback

Questions to ask (all
questions should
explore frequency and
severity)

* How fatigued are you?

¢ What helps your
fatigue the most
(resting, lying down,
quiet situations, not
exercising or avoiding
exercise)?

* What makes the fa-
tigue worse?

¢ What are you able to
do now? How does it
compare with what you
were able to do before?

e Think back to what you
were able to do before
you became sick. How
much has this illness
affected: (a) your abil-
ity to work? (b) your
ability to take care of
yourself/your family
and to do chores?

*« What happens when
you try to push
through the fatigue?

*« What happens to you
as you engage in nor-
mal physical or mental
exertion? Or after?

¢ How much activity does
it take you to feel ill?

¢« What symptoms
develop from standing
or exertion?

¢ How long does it take
to recover from physi-
cal or mental effort?

¢ |f you go beyond your
limits, what are the
later consequences?

*« What types of activi-
ties do you avoid be-
cause of what will hap-
pen if you do them?

PEM may be delayed

related to the trigger.

Consider asking patients

to keep a diary for a

week or two, docu-

menting activities and
symptoms.

Observations to make;
tests to conduct

Observe for progres-
sive fatigue (physical or
mental), need for help or
need to lie down during
a prolonged exam.

Using two cardiopul-
monary exercise tests
(CPETs) separated by 24
hours, look for marked
inability to reproduce
maximal or anaerobic
threshold measures on
the second day (note
that this test may induce
severe exacerbation

of symptoms in these
patients).





Questions to ask (all
questions should

explore frequency and Observations to make;

Symptom Patient descriptions severity) tests to conduct
Unrefreshing sleep « “feeling like | never * Do you have any prob- There is no evidence
slept” lems getting to sleep that currently available
e “cannot fall asleep or or staying asleep? sleep studies contribute
stay asleep” ¢ Do you feel rested in to the diagnosis of ME/

Cognitive impairments

Orthostatic intolerance

e “After long or normal
hours of sleep, | still
don’t feel good in the
morning”

e “pbrain fog”

* “confusion”

» “disorientation”

* “hard to concentrate,
can’t focus”

e “inability to process
information”

e “can’t find the right
words”

e “inability to multi-
task”

e “problems with deci-
sion making”

» “absent-minded/
forgetful”

* lightheadedness

e dizziness

* spatial disorientation
or imbalance

« fainting

» feeling unwell, dizzy,
or lightheaded when
sitting up or standing
still for extended peri-
ods (note “extended”
can mean a few min-
utes for the severely
affected)

the morning or after CFS.

you have slept?

Tell me about the qual-
ity of your sleep.

Do you need too much
sleep?

Do you need to take
more naps than other
people? (There may be
other sleep disruptors
as well)

Do you have problems
doing the following
activities: driving,
watching a movie,
reading a book/
magazine, completing
complex tasks under
time constraints, fol-
lowing/participating
in conversation, doing
more than one thing
at a time?

Compared with before
your illness, how is
your performance at
work or school now?

How do you feel when
you have been stand-
ing still for more than
a few minutes?

What happens to you
after you get up rapidly
after lying down or sit-
ting for a long time?
How long can you
stand before feeling ill?
For example, can you
do the dishes? Can you
stand in line for a bus
or movie? Are you able
to grocery shop or go
to a mall?

How does hot weather
affect you?

Do you study or work
lying down, in bed or
a recliner? Why?

Do you prefer to sit with
knees to your chest or
legs under you?

NOTE: See the complete report, Table 7-1, for source information.

* Observe for difficul-

ties with thinking
during the clinic
visit—unusual trouble
remembering medica-
tions, relating details
of history or under-
standing questions/
recommendations,
expressing self.

Using formal neuro-
psychological testing,
observe slowed infor-
mation processing,
memory impairments,
reduced attention,
impaired psychomo-
tor function

Severely affected pa-
tients may need to lie
down while they are
being interviewed.
Using a standing test
or tilt test, evaluate
for postural tachycar-
dia syndrome, neurally
mediated hypoten-
sion, and orthostatic
hypotension.

Other signs include:
pallor, general dis-
comfort, blue discol-
oration of extremities,
cold hands and feet,
diminished peripheral
pulses, sway, efforts to
compensate by mov-
ing around.





Questionnaires and Tools
That May Be Useful for Assessing
ME/CFS (SEID)Symptoms

Fatigue

Substantial decrease or
impairment in function:
adults

The Chalder Fatigue
Scale?

Multidimensional
Fatigue Inventory?

Fisk Fatigue Impact
Scale?

The Krupp Fatigue Se-
verity Scale?

Checklist of Individual
Strength?

DePaul Symptom
Questionnaire®*

CDC Symptom Inventory
for CFS»e

NOVA form¢?

Work and Social Adjust-
ment Scale (WSAS)?®

Energy Index Point
Score?

SF-36° (RAND-36 is
available as a free ver-
sion of SF36)

The Lawton Instrumental
Activities of Daily Living
(IADL) Scale®

Katz Index of Indepen-
dence in Activities of
Daily Living?

FIQR (Fibromyalgia
Impact Questionnaire
Revised)?
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http://www.goodmedicine.org.uk/files/
assessment,%20chalder%20fatigue%20scale.pdf

http://www.cdc.gov/cfs/pdf/wichita-data-access/
mfi-doc.pdf

http:/www.actaneurologica.be/acta/download/2003-
4/01-Kos%20et%20al.pdf

http:/www.abiebr.com/set/17-assessment-outcomes-
following-acquiredtraumatic-brain-injury/177-fatigue-
severity-scale-fss

http:/www.ncbi.nlm.nih.gov/pmc/articles/
PMC1739950/pdf/v057p00353.pdf

http://condor.depaul.edu/ljason/cfs

http:/www.institutferran.org/documentos/cdc_full_
symptom_inventory.pdf

http:/www.nova.edu/nim/patients/forms/fatigue-
scale.pdf

serene.me.uk/tests/wsas.pdf
http://www.treatmentcenterforcfs.com/energy_
index_score
http://www.sf-36.org/tools/pdf/SF-6v1_Standard_

Sample.pdf

http://consultgerirn.org/uploads/File/trythis/try__
this_23.pdf

http://clas.uiowa.edu/socialwork/files/socialwork/
NursingHomeResource/documents/Katz%20ADL_
LawtonlADL.pdf

http://figrinfo.ipage.com/FIQR%20FORM.pdf



http://www.goodmedicine.org.uk/files/assessment,%20chalder%20fatigue%20scale.pdf

http://www.actaneurologica.be/acta/download/2003-4/01-Kos%20et%20al.pdf

http://www.cdc.gov/cfs/pdf/wichita-data-access/mfi-doc.pdf

http://www.abiebr.com/set/17-assessment-outcomes-following-acquiredtraumatic-brain-injury/177-fatigue-severity-scale-fss

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1739950/pdf/v057p00353.pdf

http://www.nova.edu/nim/patients/forms/fatigue-scale.pdf

http://www.treatmentcenterforcfs.com/energy_index_score

http://www.institutferran.org/documentos/cdc_full_symptom_inventory.pdf

http://www.sf-36.org/tools/pdf/SF-6v1_Standard_Sample.pdf

http://consultgerirn.org/uploads/File/trythis/try_this_23.pdf

http://clas.uiowa.edu/socialwork/files/socialwork/NursingHomeResource/documents/Katz%20ADL_LawtonIADL.pdf

serene.me.uk/tests/wsas.pdf

http://condor.depaul.edu/ljason/cfs

http://fiqrinfo.ipage.com/FIQR%20FORM.pdf



Symptoms/
Manifestations

Substantial decrease or
impairment in function:
children

Post-exertional malaise

Sleep problems

Cognitive symptoms

Orthostatic intolerance

Pain

Tools or Questionnaires

Short form of the Child
Health Questionnaire®

Pediatrics Quality of Life
Inventory (PedsQL)?

Functional Disability
Inventory (FDI)?

CDC Symptom Inventory
for CFSpe

DePaul symptom
guestionnaire®<

Sleep Assessment
Questionnaire?

Pittsburgh Sleep Quality
Index (PSQI)?

PROMIS sleep
questionnaire?

Wood Mental Fatigue
Inventory?

Checklist Individual
Strength Questionnaire®

The Cognitive Failures
Questionnaire®

Orthostatic Grading
Scale?

COMPASS 319

PROMIS?

SF-36°

McGill Pain Question-
naire?

Brief Pain Inventory?

Pain diagram?

Access Link

http://jech.bmj.com/content/59/1/75.full.pdf+html

http:/www.pedsql.org

http:/www.actaneurologica.be/acta/download/2003-
4/01-Kos%20et%20al.pdf

http:/www.institutferran.org/documentos/cdc_full_
symptom_inventory.pdf

http://condor.depaul.edu/ljason/cfs

http:/www.completehealthsleep.com/
DesktopModules/DocumentViewer/
Documents%5CDocumentld5_%5CSleep %20
Assessment%20Questionnaire.pdf

http://consultgerirn.org/uploads/File/trythis/try__
this_6_1.pdf

http:/www.ncbi.nlm.nih.gov/pmc/articles/
PMC3261577/pdf/nihms335121.pdf

http:/www.pubfacts.com/detail/7902751/A-brief-
mental-fatigue-questionnaire

http:/www.ncbi.nlm.nih.gov/pmc/articles/
PMC1739950/pdf/v057p00353.pdf

http://www.yorku.ca/rokada/psyctest/cogfail.pdf

http:/www.thestudentroom.co.uk/attachment.php?
attachmentid=139109&d=1333233284

http:/www.nymc.edu/fhp/centers/syncope/
COMPASS%2031.pdf

http:/www.assessmentcenter.net

http:/www.sf-36.org/tools/pdf/SF-6v1_Standard_
Sample.pdf

http:/www.ama-cmeonline.com/pain_mgmt/pdf/
mcgill.pdf

http:/www.npcrc.org/files/news/briefpain_short.pdf

http://alaska.providence.org/locations/pvmc/
Documents/Pain%20Diagram.pdf

2 Questionnaires used or tested in SEID patients that may be useful tools in a clinical setting.
5 Questionnaires used or tested in SEID patients that may be difficult to apply in a clinical setting.

¢ Questionnaires that evaluate the full range of SEID symptomatology (fatigue, decrease in function, post-exertional
malaise [PEM], sleep problems, cognitive symptoms, pain).
9 Questionnaires not formally tested in SEID patients that may be useful tools in a clinical setting.



http://www.actaneurologica.be/acta/download/2003-4/01-Kos%20et%20al.pdf

http://www.institutferran.org/documentos/cdc_full_symptom_inventory.pdf

http://www.completehealthsleep.com/DesktopModules/DocumentViewer/Documents%5CDocumentId5_%5CSleep%20Assessment%20Questionnaire.pdf

http://consultgerirn.org/uploads/File/trythis/try_this_6_1.pdf

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3261577/pdf/nihms335121.pdf

http://www.pubfacts.com/detail/7902751/A-brief-mental-fatigue-questionnaire

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1739950/pdf/v057p00353.pdf

http://www.thestudentroom.co.uk/attachment.php?attachmentid=139109&d=1333233284

http://www.nymc.edu/fhp/centers/syncope/COMPASS%2031.pdf

http://www.sf-36.org/tools/pdf/SF-6v1_Standard_Sample.pdf

http://www.ama-cmeonline.com/pain_mgmt/pdf/mcgill.pdf

http://alaska.providence.org/locations/pvmc/Documents/Pain%20Diagram.pdf

http://jech.bmj.com/content/59/1/75.full.pdf+html

http://www.pedsql.org

http://www.yorku.ca/rokada/psyctest/cogfail.pdf

http://www.assessmentcenter.net

http://www.npcrc.org/files/news/briefpain_short.pdf

http://condor.depaul.edu/ljason/cfs/



For more information

Visit www.iom.edu/MECFS for more resources, including

* Free PDF download of the complete report
* 4-page lay summary
e« ME/CFS fact sheet

» Downloadable files for diagnostic criteria and diagnostic
algorithm

» Other key figures
 PDF version of the Report Guide for Clinicians
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Foreword

It is with great pleasure that | present to you the WA Rare (" R A
Diseases Strategic Framework 2015—-2018. As the first :
strategy for rare diseases in Australia, it is a significant
landmark for WA Health and for Western Australians living
with a rare disease, their carers, families and the clinicians,
researchers and policy-makers who support them.

EL
| hope this framework will give you an insight into the broad g—- y
scope of work being undertaken by WA Health to contribute to
the best possible health and wellbeing of Western Australians p /
living with a rare disease. More importantly, | hope it will
show you that every effort is being made to ensure people
living with a rare disease receive timely, accurate diagnosis
and appropriate, coordinated and integrated care. Initiatives \
such as the creation of local-level patient registries should
enhance patients’ access to clinical trials, and therefore new treatments. Data collected on
their healthcare experiences and service use will help better inform policy-makers, service
providers and researchers, enabling them to further plan and refine services to ensure they
best meet the needs of the rare diseases community.

Under this framework, Western Australians living with a rare disease — along with their
carers and families — are at the centre of health care delivery and decision-making and are
set to benefit from the provision of information and connections to networks of people and
organisations that can support them and help them to access appropriate services. This
framework acknowledges the importance of family members and carers in the provision of
rare disease care and recognises the unique knowledge, experience and perspective they
can bring to the development of services and policies.

Health professionals will similarly benefit from the WA Rare Diseases Strategic Framework
2015-2018, particularly through measures designed to raise their awareness of rare diseases
and the issues and challenges they pose to patients and those who care and support them.
These professionals will be encouraged to consider the potential of a rare disease diagnosis
for the patient who displays symptoms for which no other explanation can be found. To assist
in this process, they will be given access to information and best-practice guidelines that

can support them to make referrals to services and specialists, and to diagnose, treat and
manage rare diseases.

Encompassing more than 50 initiatives, the WA Rare Diseases Strategic Framework 2015—
2018 is an outstanding accomplishment that unites the many activities being undertaken
throughout WA Health in responding to the needs of people living with a rare disease.

Tarun Weeramanthri
Assistant Director General, Public Health
WA Health
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Executive summary

Introduction

The purpose of the WA Rare Diseases Strategic Framework 2015—-2018 is to provide a
framework for the coordination of WA Health initiatives for rare diseases.

Rare diseases are a public health priority. There are approximately 190,000 Western
Australians living with a rare disease, including 63,000 children. Rare diseases are commonly
life-threatening or chronically debilitating, cannot be prevented, are incurable, have no effective
treatments and are associated with significant pain and suffering. People living with rare
diseases are likely to have multi-systemic dysfunction and hence require complex health care
and access to a wide range of health services across tertiary, secondary and primary sectors.

This strategic framework draws together a range of initiatives for rare diseases that WA
Health intends to deliver in 2015-2018. It provides coordination, coherence and a clear
direction for activities that WA Health will undertake in the area of rare diseases. As such it
is an opportunity to benefit the health and wellbeing of Western Australians living with rare
diseases, their carers and families, and to support clinicians, researchers, policy-makers and
WA Health to respond effectively to rare diseases.

Strategic framework development

The Office of Population Health Genomics (OPHG), Public Health Division, Department of
Health WA led and coordinated the development of this strategic framework. A WA Rare
Diseases Advisory group was established to provide advice to OPHG on the structure and
content of the strategic framework. A series of stakeholder consultations were undertaken
involving the advisory group and broader consultation open to all stakeholders in the rare
diseases sector. These consultations directly and substantively informed the development of
the strategic framework.

Strategic framework structure

The WA Rare Diseases Strategic Framework 2015-2018 is structured around four priorities,
12 objectives and over 50 initiatives that are intended to respond to the needs of Western
Australians living with rare diseases and support clinicians, researchers and policy-makers.
The strategic framework is founded on the recognition that further evidence, in the form of
up-to-date, relevant data and information, is needed about rare diseases in Western
Australia. The four priorities of the strategic framework are:

1. To advance rare diseases planning in WA and Australia. This strategic framework
represents a coordinated approach to rare diseases planning and is the inaugural state
strategic framework for rare diseases in Australia.

2. To promote a person-centred approach throughout WA Health for people living with
rare diseases. This requires being respectful of and responsive to the needs of people
living with rare diseases, actively involving them in decision-making, promoting their care
coordination and providing access to information and support.

3. To contribute to a high quality health system for people living with rare diseases.
This involves progressing equitable and integrated health care for people living with rare
diseases and supporting health professionals to deliver quality care for rare diseases.

4. To foster world class research on rare diseases. This will provide much needed
evidence for rare diseases in areas such as epidemiology, health system use, clinical and
translational research.
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Section 1: Overview

-_—

Vision
The best possible health and wellbeing for Western Australians living
with rare diseases (RD)

Aim of the WA Rare Diseases Strategic Framework

Provide a framework for the coordination of WA Health initiatives
for rare diseases for 2015-2018

Priority 1
To advance RD planning in
WA and Australia

Objectives

. Adopt a coordinated, collaborative
approach to RD planning.

Priority 3

To contribute to a high-quality health
system for people living with RD

Objectives

Champion integration and
partnerships in the delivery of
healthcare for RD

Build on existing WA Health services
for screening and diagnosis of RD

Encourage the use of evidence-
based, best-practice guidelines
to deliver healthcare for RD

Identify emerging technologies to
enhance the delivery of health care
for RD

10. Facilitate access by health

professionals to information, education
and training on RD.

Priority 2
To promote a person-centred

approach throughout WA Health
for people living with RD

Objectives

2. Engage with people living with RD,

their carers and families

3. Promote active participation of people

living with RD in their healthcare

4. Promote care coordination for people

living with RD

5. Facilitate access for people living with

RD, their carers and families to support
networks and information on RD.

Priority 4

To foster world-class research on RD

Objectives

11. Build epidemiology and health
system evidence for RD

12. Strengthen clinical and translational
research in RD.






Section 2: Background

Rare diseases (RD) are a public health priority. In WA they collectively affect up to 190,000
people, including 63,000 children. There are common features across the range of RD and
common health care needs expressed by those living with RD. There is a significant need for
more evidence to demonstrate the impact on Western Australians living with RD, their carers
and families, the wider community and the healthcare system [1].

Definition of a rare disease

Countries have different definitions of a rare disease, although most definitions refer to low
prevalence in the population. It has been proposed by the rare diseases community that
Australia adopts the European Union consumer endorsed definition which refers to both
prevalence and severity of burden [2]. This definition indicates that RD are “life-threatening
or chronically debilitating diseases which are of such low prevalence (1 in 2,000 people) that
special combined efforts are needed to address them” [3, 4].

There are 5,000-8,000 known RD which when combined are estimated to affect up to 6-8%
of the population [5]. This equates to 1.2 million Australians and is the best available estimate
of the prevalence of RD in Australia. There is little data in Australia to accurately identify the
number of new cases (incidence) and proportion of people living with a RD (prevalence).

Common features of rare diseases

Many RD onset during childhood and continue throughout life, although some do not become
evident until adulthood. Around 80% of RD have a known genetic association. Most cannot
be prevented, are complex with multi-system dysfunction, disabling, incurable and have no
effective treatment [6, 7]. European studies show that 50% of RD are associated with motor,
sensory or intellectual impairment, 30% of RD lead to an incapacity which reduces autonomy
and 35% of deaths that occur before the age of one year can be attributed to RD [8].

RD are often associated with significant pain and suffering. Studies from Europe and the
United States (US) show that people living with rare diseases, carers and families experience
the burden of RD in terms of an impact on health, social, financial and emotional states [7, 9,
10]. Further investigation is required into the experiences of people in WA, which anecdotally
are described as similar to experiences internationally. An increase in local evidence will
inform the further development of health and social policy for RD.

Common health system needs

Consultation with the RD community indicates that common features across the range of RD
lead to common needs from the health system [11]. People living with RD are likely to require
complex case management and access to a range of government and non-government
services and programs. This includes allied health professionals, clinical specialists, general
practitioners, and disability and social support services. People with rare diseases want to be
partners in the provision of care and want services to be patient-centric, flexible, integrated
and coordinated to provide “seamless” care across the whole-of-lifetime. This includes
transitions from paediatric to adult to aged care and changes in location of residence which
result in services being accessed in another region (e.g. patients who move interstate or from
rural to metropolitan settings or vice versa).

People living with RD have reported experiences of a diagnostic journey involving delayed
or inaccurate diagnosis and treatment. An early, accurate diagnosis can impact on disease
progression, reduce complications and co-morbidities and improve quality of life [12, 13].
Once diagnosed, patients, carers and families need useful, reliable and timely information to
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inform their decision-making about ongoing care and treatment. Health professionals need
access to information about RD to support them to provide early and accurate diagnosis.
They also need best practice guidelines, such as models of care and/or clinical pathways that
focus on the commonalities across RD.

People living with RD want their information shared among health professionals and
others involved in their care, using modern technologies. They also need access to health
professionals who are aware of, experienced with and knowledgeable about RD. They
need health professionals to question whether the people they see, whose symptoms they
can’t explain, have a rare disease and to have a good understanding of the services and
specialists to which they may refer patients. This requires that health professionals are
supported and provided ongoing access to information, education and training about RD.

Most RD have no effective treatment [14]. Hence many people living with RD want access

to clinical trials of drug treatments and other therapies that are being developed. Because
there are relatively few people with each rare disease in Australia, as in other countries,

there is a need for people with RD to gain access to multi-country, international clinical trials.
Infrastructure, such as patient registries, is required to facilitate the involvement of Australian
patients in such trials. Research to investigate the causes of and treatments for RD is also
critical to enhancing healthcare and outcomes for people living with RD. Local and national
partnerships are needed to facilitate research opportunities that translate to benefits in clinical
care and public health.

Impact on the health system

While evidence is limited, the complexity of care requirements means it is likely that RD have
a significant impact on the health system. This claim is supported by a Western Australian
study that shows rare genetic disorders result in increased hospital admissions and longer
lengths of stay, for both adults and children [15, 16]. This suggests that the economic burden
of RD on the health system is disproportionately high compared to other patients.

Process of strategic framework development

The Office of Population Health Genomics (OPHG), Public Health Division, Department of
Health WA led and coordinated the development of this strategic framework. The phases
involved in strategic framework development included:

e a comprehensive review of international and national literature relating to RD

e the establishment of an expert advisory group to provide advice to OPHG on the
structure and content of the strategic framework

e stakeholder consultations, including:

® a workshop with the expert advisory group to explore key strengths, opportunities,
aspirations and potential results for a state RD strategic framework.

® broad consultation on a draft strategic framework through a stakeholder survey
and call for written submissions on the strategic framework. These avenues of
consultation were open to all stakeholders in the RD community.

e final input to the strategic framework from the expert advisory group, following
updates being made to incorporate feedback from the earlier stages of consultation.

The strategic framework has been endorsed by the WA State Health Executive Forum
(SHEF) and the Director General of Health.

OPHG will coordinate the implementation, monitoring and evaluation of this strategic framework.
Evaluation will occur mid term and at the end of the four year period of the strategic framework.

4





Section 3: The strategic framework

Vision
The vision of the WA Rare Diseases Strategic Framework 2015—2018 is to facilitate the best
possible health and wellbeing for Western Australians living with RD.

People living with RD typically have severe conditions with complex care requirements and
as such are a population with a great need for care. One of the four pillars of WA Health’s
Strategic Intent 2010-2015 is caring for those who need it most. This involves working to
ensure that health services are available as needed and serving to improve the health and
wellbeing of those for whom need is greatest [17].

This strategic framework expresses WA Health’s intentions for specific measures in relation
to RD. As such it is an opportunity to benefit the health and wellbeing of the estimated
190,000 Western Australians living with RD, their carers and families, and to support
clinicians, researchers, policy-makers and WA Health to respond effectively to RD.

Aim

The aim is to provide a framework for the coordination of WA Health initiatives for RD for
2015-2018.

WA Health already delivers a range of initiatives for people living with RD and further
initiatives are planned for the next four years. This strategic framework enables these
initiatives to be drawn together into a cohesive framework, and promotes the coordination of
activities for RD across the Western Australian health system.

This strategic framework builds on what already exists and provides a clear direction

and coherence to the different initiatives that are being and will be undertaken. It also
acknowledges what currently works well in the health system and identifies opportunities for
the future. It enables a collective view to be taken of the commonalities among RD which is
more efficient and effective than individual strategic responses to the 5,000-8,000 RD that
are known to exist.

A coordinated approach to RD, through this strategic framework, is desired and has been
informed by people living with RD, their carers, families and support organisations, clinicians,
researchers and policy-makers.

Priorities, objectives and initiatives

This strategic framework is structured around four priorities, 12 objectives and over 50
initiatives that are intended to respond to the needs of Western Australians living with RD.

Recognition of the need for evidence

To provide policies, programs and practices that effectively respond to the needs of Western
Australians living with RD, it is imperative that these be built on a solid foundation of evidence
and be monitored and evaluated. Evidence-informed decision-making is a structured,
objective way to build a holistic understanding of the context in which relevant, efficient,
cost-effective policies, programs and practices can be developed and implemented. It

helps ensure that policies, programs and practices are responding to the real needs of the
community and that improved health and wellbeing outcomes are being achieved.
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At present, there are gaps in the evidence related to RD in WA (as in the whole of Australia).
Baseline data and information on the RD landscape is required, which includes the need to
systematically assess the healthcare experiences of Western Australians living with RD and
the impact of RD on the health system. A greater understanding of existing and potential
policies, services, programs, research, resources and organisational structures for RD

will provide a more comprehensive picture of the way in which WA Health can and does
respond to the needs of Western Australians living with RD. This will identify elements of the
healthcare system that support RD, areas of strength and opportunities for improvement and
a better understanding of the interactions of system components. Mechanisms are needed to
record and report epidemiology and economic burden of disease, health outcomes and the
quality and equity of access to clinical services.

This strategic framework is built on the recognition of the need for more up-to-date, relevant
data and information about RD in WA. Building the evidence base will improve the visibility
of RD in the health system and improve the ability of policy makers, service planners and
service providers to make evidence-informed decisions in relation to RD. The data and
information gathered through the initiatives of this strategic framework will be analysed and
integrated to inform the direction of future planning for RD in Western Australia. The evidence
accrued as a result of this strategic framework will:

support the government and healthcare system to plan and respond to RD

support those living with a rare disease, their family and carers

strengthen data available on RD

provide the basis for an evidence-informed approach to RD in WA and Australia
enable more accurate service planning and policy development

support clinicians providing care

identify best practice approaches.





Priority 1: Advance RD planning in
WA and Australia

WA is the first state in Australia to develop a RD strategic framework. This provides the
opportunity for WA to lead the way in responding to the needs of people living with RD, their
carers and families and to provide support for clinicians, researchers and policy-makers.

WA has also been integral to national efforts related to RD planning, including the
development in 2013 of a Scoping paper on the need for a national plan for RD, for the
Australian Health Minister’s Advisory Council [18]. This was preceded in 2011 by the
organisation of the first national RD symposium called Awakening Australia to rare diseases:
Global perspectives on establishing a coordinated approach to a national plan. This brought
together nearly 200 stakeholders including people living with RD, their carers and families,
advocates and patient support groups, medical specialists, allied health practitioners, social
and disability services representatives, industry representatives (e.g. pharmaceutical,
biotechnology and medical device companies), researchers, and state and commonwealth
policy-makers.

During the symposium a series of stakeholder consultation workshops were conducted to
determine perspectives on a range of issues including: strategic planning for RD; patient
empowerment; patient care, support and management; research; networks; and partnerships
and collaboration. The outcomes of these workshops [2, 11] included the need for:

® a national peak body for people living with RD, which led to the establishment of Rare
Voices Australia (www.rarevoices.org.au)

® a coordinated planning approach to RD
@ collaboration and stakeholder networks within and across clinical care and research

® information, data and evidence to inform strategic planning, funding allocation and
research. This includes a standard definition of RD, publicly available information on
RD, awareness and education programs and audits that identify the “current situation”
and good practice models

e coordinated, whole-of-lifetime care where there are no gaps in service delivery across
the lifespan of people living with RD

e information sharing between patients, carers, families and health professionals, and
systems that enable the sharing of clinical and other health information within and
across health professionals and services

e support for health professionals to provide effective services, including resources and
tools (e.g. referral guidelines, education programs), primary healthcare partnerships and
access to information on RD

@ support for people living with RD and their carers and families, including access to
support groups and information on RD.

Similar views were expressed by the WA Rare Diseases Advisory Group and other
stakeholders during consultations specifically for the development of this strategic framework.
As such the majority of these issues are addressed by the priorities and objectives of this
strategic framework.
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Objective 1: Adopt a coordinated, collaborative approach

This strategic framework brings a range of WA Health initiatives for RD together into a single
framework. It aligns with other WA Health documents which have elements relevant to RD
planning. These include the WA Chronic Conditions Framework 2011-2016, Our Children
Our Future — A Framework for Child and Youth Health Services in Western Australia 2008—
2012 (currently being updated) and Palliative Model of Care. It is important to encourage
future WA Health policies, strategies, frameworks and models of care to consider RD and
align with this strategic framework.

Coordinated planning for RD begins by taking a collective view of RD. This recognises that
RD have commonalities and in total affect up to 6—-8% of the population, thus representing

a significant proportion of Western Australians who use WA Health services. A collective

view should raise the profile of RD in a health system that is oriented towards more common
diseases and is more efficient than if planning efforts were duplicated many times over for the
5,000-8,000 individual RD.

Effective implementation of the initiatives in this strategic framework must involve
collaboration, networking and partnerships with local, national and international RD
stakeholders. This recognises that links between people living with RD, their carers and
families, healthcare providers, researchers, industry and policy makers are vital to facilitate
the best possible health and wellbeing for people living with RD. National and international
collaborations and partnerships will build on strong local networks. Extending beyond local
borders enables WA Health to draw on the international experiences of countries that are
further progressed with RD planning and facilitates the coordination of local access to
national and international resources for RD.

In addition to state initiatives, it is imperative that coordinated planning for RD occurs at a
national level. This will bring Australia in line with other countries which have adopted national
plans and initiatives to respond to the needs of people living with RD. WA Health has already
made significant contributions at a national level and will continue to engage in and sponsor
initiatives that promote the need for RD planning at the national level.

4 )\
Initiatives

1. Encourage the consideration of RD in WA Health policies, strategies, frameworks
and models of care.

Represent RD on relevant WA Health Networks.

Promote a collective view of rare diseases and the adoption by WA Health of a
standard definition of RD.

Promote sustainability for RD planning in WA.

5. Foster collaboration, networking and partnerships with local, national and
international stakeholders.

6. Build the capacity of community service organisations in the rare diseases sector
to develop and contribute to networks, collaborations and partnerships, including
those with WA Health.

7. Establish a WA RD advisory group.
8. Support initiatives to advance RD planning at the national level.






Priority 2: Promote a person-centred approach throughout WA
Health for people living with RD

WA Health is committed to a person-centred approach to healthcare for all Western
Australians, including those living with RD. This means being respectful of and responsive

to the values, preferences and needs of people living with RD, their carers and families. WA
Health encourages and supports participation in decision-making and recognises that people
living with RD, their carers and families have a central role in:

® individual care, which requires a respectful and collaborative partnership between
healthcare users and providers in which both are partners in planning, goal-setting,
developing and assessing care to make sure it is most appropriate for their needs [19]

® health system and service planning and delivery, including program and policy
development, quality improvement, patient safety initiatives and healthcare design
[13, 20, 21].

There is evidence that a person-centred approach is sustainable and can lead to improved
healthcare quality and better health outcomes including improved safety, cost effectiveness
and patient, family and staff satisfaction [19, 22-25]. For example, the Australian Commission
on Safety and Quality in Health Care cites a body of evidence illustrating links between
person-centred care, also called patient-centred care, and decreased readmission rates

and healthcare acquired infections; improved delivery of preventive care services; reduced
hospital stays and enhanced compliance with treatment regimens [25].

A range of principles and practices are relevant to a person-centred approach [26-29] and
several of these are directly addressed by this strategic framework as follows:

s engagement of people living with RD, their carers and families in service and
system-level decision-making (see Objective 2)

® active involvement and choice in their own care for people living with RD
(see Objective 3)

@ care coordination (see Objective 4)

e information for people living with RD, their carers and families to make informed
decisions and access to support (see Objective 5)

® integrated care across healthcare providers (see Objective 6).
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Objective 2: Engage with people living with RD,
their carers and families

Engagement is a process by which the aspirations, concerns, needs and values of people
living with RD, their carers and families can be incorporated in WA Health decision-making
[30]. Engagement recognises that people have the right to be included in the decision-
making processes that affect their healthcare and that people living with RD, their carers
and families have unique knowledge and experiences that can contribute to health system
decision-making. Engagement with people living with RD, their carers and families should
occur in all areas of the health system including: the development of policies and strategies;
service planning, design/redesign, delivery and evaluation; quality improvement; and the
development of education resources [21, 31-33]. The WA Health Consumer Carer and
Community Engagement Framework 2011-2016 [30] establishes engagement as an
integral part of core business for WA Health. The Framework must be accompanied by the
development of a culture of engagement so that people living with RD, carers and families
are genuinely involved in decision-making.

This strategic framework commits WA Health to engaging people living with RD, carers,
families and community service organisations in the RD sector by way of: their involvement in
key organisational committees and appointments to advisory and governing structures (e.g.
the RD advisory group); partnering to implement the initiatives of this strategic framework;
and adopting mechanisms to ensure their views and needs are understood by WA Health.
Throughout these processes consideration will be given to ways of involving and addressing
the needs of harder-to-reach groups such as Aboriginal Australians, people from culturally
and linguistically diverse (CALD) backgrounds and people living in rural/remote areas.

Emerging evidence indicates that engagement contributes to improved health outcomes at
the individual, service, network and systems level [22, 24]. It results in a more responsive
and integrated health system and helps to achieve long term sustainability [34] and equitable
and effective decision-making for health services planning [35]. In general a service designed
with an understanding of the views and needs of those who use it is more likely to effectively
target these needs.

4 N\
Initiatives

1. Include people living with RD, carers, families and their representatives on the
state RD advisory group and other committees, advisory groups and working
groups that are established to implement this strategic framework.

2. Consider ways to involve and address the needs of harder-to-reach populations,
such as Aboriginal, CALD and rural/remote populations.

3. Build the capacity of community service organisations in the rare diseases sector
to investigate and represent to WA Health the views and needs of people living
with RD, their carers and families.
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Objective 3: Promote active participation of people
living with RD in their healthcare

Self-management refers to what a person living with a disease does to be actively involved
in their own healthcare [36]. It involves the person knowing about their condition, sharing
decision-making about their healthcare, following agreed care plans, monitoring and
managing symptoms of their condition, managing the impacts of their condition on physical,
emotional and social life, and having confidence to access community support services [36].

Self-management support is what carers, healthcare providers and systems do to increase
the capacity of people living with diseases to actively participate in their own healthcare.
Support can be invaluable to: link people to personal, medical, disability and community
resources, including psychological and allied health services; provide strategies for care
planning and negotiating the health system; and address medication management, pain
control, risk reduction, behaviour change and learning to interpret changes in the disease
[13, 36, 37].

Optimising self-management is considered essential for people with long term, chronic
health conditions [13]. As such, self-management is a guiding principle of the WA Chronic
Health Conditions Framework 2011-2016 [12]. Further, WA Health has developed the WA
Chronic Conditions Self-Management Strategic Framework 2011-2015 [36] which aims to:
support system and practice changes to incorporate self-management into the management
of chronic conditions; train healthcare professionals to assist people living with chronic
conditions to actively self-manage their health; and develop and implement chronic conditions
self-management programs and services [36]. RD are chronic conditions and therefore need
to be considered and included in the implementation of these activities.

For some RD, such as cystic fibrosis, there are WA models of care that incorporate principles
of self-management and self-management support [38]. However, further studies are required
to determine the relevance and effectiveness of the self management approach across

the broad spectrum of RD. There is little evidence of whether self-management for people
living with RD achieves outcomes similar to those achieved for chronic conditions such as
diabetes, heart disease and obesity. These outcomes include better health service utilisation,
uptake of behaviours that maximise health, wellbeing and quality of life [13, 26, 39], improved
quality of care and clinical outcomes and reduced health system costs [13, 36, 40—44].

( )

Initiatives

1. Represent RD in the implementation of the WA Chronic Conditions Self
Management Strategic Framework 2011-2015.

2. Investigate the relevance and effectiveness of self-management and self
management support to the care and management of RD from the perspective of
all stakeholders.

3. Map self-management supports that are being or should be implemented in the
WA health system for people living with RD.
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Objective 4: Promote care coordination for people living with RD

People living with RD often have complex and long term care needs. As such, they often
see multiple clinicians across the spectrum of primary, secondary and tertiary healthcare

in the private and public sectors, as well as accessing disability and social services [45].
Ideally their care is coordinated across this range of health and community settings [46]

so that: continuity and communication between health care providers is maintained; health
service users can navigate the system; appointments and visits are well scheduled; health
professionals are able to share information to ensure timely diagnosis, early intervention and
ongoing care; tests are not unnecessarily repeated; and patients know who to contact for
advice and the support they need.

Coordinated care has been shown to: improve disease management; improve access to
services and the quality and consistency of healthcare provision; and reduce unnecessary
hospitalisations, resulting in cost savings and a more efficient health system [12, 13, 20,
34, 42, 47-54]. WA Health has demonstrated a commitment to care coordination in the
WA Chronic Health Conditions Framework 2011-16 [12] and Our Children Our Future —

A Framework for Child and Youth Health Services in WA 2008—2012 [45] and in several
models of care developed for specific RD (e.g. cystic fibrosis, motor neuron disease and
coeliac disease).

A number of approaches to care coordination have been proposed including individualised
care plans [55, 56], care coordinators [57, 58] and having access to multidisciplinary clinics.
In Australia, general practitioners (GPs) often hold a coordinating role, particularly for people
who live further away from major centres of healthcare. The role in care coordination of
primary care providers, such as GPs, needs further exploration in the context of RD. This
should involve collaborations with relevant organisations and professional bodies such as the
Royal Australian College of General Practitioners (RACGP) and primary healthcare networks
and organisations.

Internationally, multi-disciplinary centres of expertise in RD are promoted as mechanisms for
care coordination. Such centres bring together health professionals from a range of medical
and allied health disciplines, to provide coordinated, team based care, including diagnosis,
follow-up and management. They are also a focal point for medical training, research in RD
and information sharing [5, 59-61]. The extent to which this model would be applicable in WA
is unknown and will be explored as an initiative within this strategic framework.

( )

Initiatives

1. Gather and publish evidence of the experiences of care coordination in WA among
people living with RD, identifying the core elements of care coordination and
opportunities for improvement in care coordination.

2. Map existing services that provide care coordination for people living with RD.

Scope the need for new or expanded services for care coordination for people
living with RD, across WA Health and the broader health system for RD.

4. Collaborate with relevant organisations to explore the care coordination role of
primary care providers, such as GPs, in the context of RD.

5. Develop a WA Health policy on the need for WA centres of expertise in RD.
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Objective 5: Facilitate access for people living with RD, their
carers and families to support networks and information on RD

Access to the right information at the right time is essential for effective healthcare. It enables
people to navigate the health system and to make informed decisions about how to manage
their own health [12, 13, 20, 34]. Access to information is a critical component of a person-
centred approach and self-management. It is essential before, during and after diagnosis and
should be a significant part of ongoing care. This includes access to information on support
networks and groups.

Consultations with people living with RD and their carers and families show they want
information about RD to be publicly available through avenues such as websites. They want
this information to be centralised, reliable, accurate and easy to understand [11]. The types
of information that are desired include: treatment and management options; a directory of
specialists; local medical and social services; entitlements (e.g. financial); and disease-
specific patient support groups [11].

Orphanet is a leading international web portal of information on RD and orphan drugs
(www.orpha.net). It is for all audiences and aims to help improve the diagnosis, care and
treatment of patients with RD. Orphanet contains directories of information including an:
inventory of RD; inventory of orphan drugs; assistance to diagnose tool; and directories

of national specialist clinics, medical laboratories, research projects, clinical trials, patient/
clinical registries and patient organisations. Originally Orphanet contained European
information only. In more recent years it has expanded to include information for non-
European countries and WA Health has joined Orphanet as the country coordinator to provide
Australian information to Orphanet. This will include information on clinics, laboratories,
research projects, clinical trials, registries and patient organisations in WA.

Support groups and networks typically play an important role in providing access to
information and education, for those directly affected by RD as well as health professionals
and the general public. Support groups may also encourage and fund research and
treatment, engage in advocacy and provide social and emotional support and a sense of
community through opportunities to share experiences, knowledge, coping strategies and
skills with others who are in a similar situation. In Australia there are support groups for
specific RD as well as umbrella groups for a range of diseases. Links are needed between
support organisations and people living with RD. Many RD do not have a support group and
initiatives are required to promote access to information and support for people living with
these diseases.

( N\
Initiatives

1. Raise awareness among the RD community of the internationally recognised
Orphanet web-based portal of information on RD.

2. Populate the Orphanet databases with WA content.

Build the capacity of community service organisations in the RD sector to provide
increased access for people living with RD to resources, support and information
on health and other services.
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Priority 3: Contribute to a high quality health system
for people living with RD

WA Health offers high quality universal healthcare to all Western Australians and is part of
a broader healthcare system that delivers services for people living with RD. Most people
living with RD have chronic, long term conditions with complex care requirements. As a
result, many need to access a wide range of services within WA Health, private health,
disability and non-government sectors [45]. This includes primary care (e.g. general
practitioners), secondary care (e.g. medical specialists and allied health professionals such
as physiotherapists, occupational therapists, speech therapists, podiatrists etc) and tertiary
care (e.g. hospital-based services).

Consultation with the RD community indicates a desire for features of the healthcare system
to include:

high visibility of RD in the healthcare system

equitable access to healthcare for all people living with RD

timely and appropriate diagnosis of RD

no gaps in service delivery across the lifespan of people living with RD
coordinated healthcare across the spectrum of services accessed
partnerships between primary, secondary and tertiary service providers

sharing of clinical and other health information within and across health professionals,
services, settings and locations (e.g. across States)

e development of resources and tools to support health professionals in providing care
for people living with RD (e.g. referral guidelines, education programs, access to
information on RD).

The initiatives under this priority have been developed to address the needs expressed by
the RD community. They strive to develop a clearer understanding of the range, coordination
and integration of services accessed by people living in WA, which may identify gaps in
service delivery and inform the services offered by WA Health (see Objective 6); support
health professionals to provide timely and accurate diagnosis (see Objective 7); provide
health professionals with better access to best-practice clinical guidelines (see Objective 8);
explore the use of e-technologies for innovative approaches to service delivery and the
sharing of information between health professionals (see Objective 9) and assist health
professionals with education and training in RD (see Objective 10).

Implementing these initiatives is intended to generate higher visibility for RD in the health
system and health professionals will have greater awareness of RD, a better understanding
of the services that people living with RD use and are referred to and are better supported to
provide evidence-based care. For people living with RD, it is intended that these initiatives
will contribute to progress in equitable access to healthcare and integrated healthcare for
people living with RD.
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Objective 6: Champion integration and partnerships
in the delivery of healthcare for RD

The complexity of RD means that most people living with them require access to multiple
services within the healthcare system, across the spectrum of primary, secondary and tertiary
care both within WA Health and in the private health, disability and non-government sectors.
Ideally patients experience “seamless” interfaces, that is, integrated care across the different
services, settings, agencies and sectors they access and over time [12, 13, 20, 26].

A number of ways of achieving greater integration have been proposed including integrated
care pathways, models of care and a partnership approach [45]. A key integration issue is
the need for effective transitions between care settings. This is both between health services,
such as hospital and community-based providers, and across phases of care (e.g. transition
from child to adult services and to end-of-life services). The Paediatric Chronic Disease
Transition Framework [62] provides a guide to transition planning from paediatric to adult
healthcare services in WA, which is particularly relevant for people living with RD. As such it
is important that RD are represented in the implementation of this framework.

In line with the WA Primary Health Care Strategy [63] this strategic framework recognises
the importance of partnerships and integration between public hospital services, specialist
services and primary healthcare providers (e.g. GPs) to creating a seamless care pathway
for health service users. It complements a range of frameworks and models of care, including
the WA Chronic Health Conditions Framework 2011-16 [12], Our Children Our Future — A
Framework for Child and Youth Health Services in WA 2008-2012 [45], and the Paediatric
and Adolescent Palliative Care Model of Care [64] that also recognise strengthened links
across primary, secondary and tertiary care are needed to reduce duplication, improve
efficient resource use and improve continuity of care and the management of people with
chronic and/or life-limiting conditions, including RD.

4 )\
Initiatives

1. Map existing WA Health services accessed by people living with RD and how
these interface and link with the wider health system.

2. Explore integration of healthcare services for RD from the perspective of
healthcare providers in primary, secondary and tertiary care.

3. Build the capacity of community service organisations in the RD sector to link
people living with RD, their carers and families, to existing healthcare and
other services.

4. Build evidence of the healthcare experiences of people living with rare diseases,
their carers and families in relation to integration of healthcare services.

5. Represent RD in the implementation of the Paediatric Chronic Disease
Transition Framework.
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Objective 7: Build on existing WA Health services for
screening and diagnosis of RD

Diagnosis is an important element of the patient journey. An accurate and early diagnosis
provides those living with a rare disease and their families and carers an understanding of
future healthcare requirements. In addition, early diagnosis supports early treatment, which
can improve health outcomes by delaying disease progression, reducing complications and
premature mortality, and improving quality of life [12, 13, 65]. Early diagnosis and treatment
may also avoid unnecessary hospital admissions and related complex and expensive
treatments [12, 13, 65].

There are multiple pathways to the diagnosis of RD in WA, including: the Newborn Screening
(NBS) Program; referral from a community health nurse to the Statewide Child Development
Service; and referral from a GP to Genetic Services WA or a medical specialist. Sometimes
multiple specialists, in multiple locations including interstate and overseas, must work
together to collectively arrive at a diagnosis. The full range of diagnostic options is not well
understood and initiatives within this strategic framework will enable this to be more fully
investigated. This strategic framework will also investigate a proposal from RD stakeholders
that a RD clinic is required to increase capacity in referral pathways for RD from primary and
community care providers to specialists.

NBS is an important tool that enables early diagnosis and treatment of more than 25 RD.

In Australia, NBS programs are implemented by each state/territory government. The WA
NBS program is coordinated by the Department of Clinical Biochemistry, Princess Margaret
Hospital (PMH) and publically funded. This program currently screens more than 99% of
newborns [18]. There are calls to expand NBS programs to incorporate additional RD. A
decision framework, which supports consistent consideration of the benefits and harms of
screening, is essential to informing any decisions to change the scope of newborn screening,
particularly for RD, for which there are often no cures and a lack of treatment options [18].

Screening is not available for all RD, and where it is available, requires follow-up diagnostic
testing. Diagnosis can be made through avenues including clinical assessment (e.g.

MRI scans, X-rays, dysmorphology) and diagnostic testing (e.g. genetic, metabolic and
immunological tests). Evolving approaches to testing, such as next generation sequencing,
are increasingly important for RD diagnosis. Diagnostic tests are analysed by laboratories.
It is important for clinicians to know the appropriate tests to use and which laboratories
analyse which diagnostic tests.

( )

Initiatives

1. Evaluate current referral pathways for the diagnosis of RD, including ways to
increase access to interstate/overseas experts in RD for diagnosis.

2. Scope the need for and feasibility of mechanisms (e.g. a RD clinic) to facilitate
referral pathways from primary/community care for diagnosis of RD.

3. Generate a list of diagnostic tests and Australian laboratories that perform these
tests and make information on these publicly available in Orphanet.

4. Promote a consistent, nationwide approach to the provision of NBS for RD and
the development of a decision-making framework to support the consideration of
conditions for inclusion in the newborn screening panel.

16





Objective 8: Encourage the use of evidence-based, best practice
guidelines to deliver healthcare for RD

The RD community in Australia has recognised a need to develop models of care and/or
best-practice guidelines specific to RD [11]. These guidelines should aim to increase access
to evidence-based and person-centred care for people living with RD across general practice,
acute and community care.

In the clinical context, best practice guidelines facilitate the implementation of healthcare
strategies and aid in the improvement of overall disease management as well as ensuring
consistency across the provision of clinical care [66, 67]. Guidelines are essential for effective
disease management, early identification, self-management and service integration [42].
Documented referral pathways are also important to ensure that patients requiring complex
and multidisciplinary care do not get lost in the system [33, 66]. It has been shown that when
evidence-based guidelines are available and integrated into everyday practice there are
improved health outcomes for patients [42].

WA Health has a strong approach to the development of evidence based models of care

for diseases, condition or population groups. Since its establishment in 2006, WA Health
Networks has coordinated the development of over 60 models of care. These outline the
principles and directions that apply to the provision of healthcare services to deliver the

right care, in the right place, at the right time by the right team [68]. In particular they focus
on the systemic structures and strategies to improve service delivery. There currently is no
overarching model of care for RD and the need (or otherwise) for one requires consideration.

WA Health is a collaborating partner in the RARE-Bestpractices project
(www.rarebestpractices.eu). This four year international project, which commenced in

2012, will develop a sustainable global networking platform, supporting the collection of
standardised and validated data and the exchange of knowledge and reliable information
among 14 countries. The main goal of RARE Bestpractices is to improve clinical
management of patients living with RD and to narrow any gaps in the provision of high quality
healthcare. This will be achieved by identifying, evaluating and disseminating best practice
guidelines and sharing this knowledge globally.

( N\
Initiatives

Identify best practice documents for RD (e.g. clinical guidelines, models of care).
2. Scope the need for a WA model of care for RD.

Identify mechanisms for best practice delivery of healthcare for people with RD in
rural and remote areas.

4. Contribute to state, national and international platforms to develop best practices
for RD.
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Objective 9: Identify emerging technologies to enhance
the delivery of healthcare for RD

In recent decades significant advances in the information and communication technology
sector have led to a number of emerging technologies aimed at promoting health system
improvement. Telemedicine and e-health are two areas that have the potential to significantly
impact on the delivery of equitable, cost-effective, efficient, person-centred and integrated
care for people living with RD.

e-health is defined as ‘the combined use of electronic communication and information
technology in the health sector’ [69]. In more practical terms, e-health is a means for
providing the right health information, to the right person, at the right place and time, in a
secure, electronic form for the purpose of optimising the quality and efficiency of healthcare
[69]. Implementation of various e-health solutions across the health system will help to
integrate care, reduce potential medication errors and duplication of services, support the
delivery of quality primary healthcare services and improve patient outcomes [69]. These
potential benefits are particularly relevant to people living with RD whose complex and long
term conditions require a range of health and social care delivered by a variety of health
professionals.

Telemedicine is the use of advanced telecommunication technologies to exchange health
information and provide healthcare services across geographic, time, social and cultural
barriers [70]. Telemedicine aims to improve access to medical services for patients who
have difficulty getting to a specialist and/or live in rural and remote areas [71]. Therefore
telemedicine has the potential to improve equity in healthcare access for people living
with RD, particularly those who are poorly mobile or living with a disability, are living in
outer metropolitan, rural and remote areas or who have RD for which clinical expertise is
geographically disperse.

A program currently using telemedicine technologies to improve service delivery for RD
patients is the metabolic telehealth clinic. This clinic provided by the metabolic team at PMH
allows families living in rural WA to have their appointments by videoconferencing, rather than
attend PMH in person. Since it was established in May 2011, over 80 patients have accessed
the metabolic telehealth clinic with very positive client feedback and significant cost savings
for both families and WA Health [72]. This suggests the use of e-health and telemedicine
warrants further investigation in the RD environment.

4 )\
Initiatives

1. Scope the need for and availability of e-health solutions that could enhance the
sharing of RD patient information.

2. Scope the need for and availability of telemedicine/e-health as a means of
delivering services for people living with RD, including in rural/remote settings.
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Objective 10: Facilitate access by health professionals
to information, education and training on RD

A key to the success of WA's healthcare system is that patients have access to a highly
skilled and motivated medical workforce employed in general practice, community and
hospital settings.

International evidence indicates that RD pose a challenge to health professionals across all
sectors of the health system [1, 73—76]. They can experience difficulties managing patients
with RD due to lack of opportunities to learn about the vast number of RD and lack of easy
access to information, expert advice, management guidelines and referral pathways. Primary
care clinicians and paediatricians believe there is insufficient knowledge about RD and want
access to evidence-based information for themselves and their patients about diagnosis,
management and specialised referral clinics [1, 73, 76, 77].

There is a need to provide appropriate education, training and information resources

to support health professionals to diagnose and manage RD. With more than 5,000

known RD and an estimated 190,000 people in WA living with a RD, it is likely that health
professionals will come across some patients with RD. While it is clearly not possible for
health professionals to know about every rare disease, it is possible for them to have greater
awareness of RD as a collective group and to question whether the people they see, whose
symptoms they find difficult to explain, have a rare disease. Health professionals might also
benefit from greater access to information on the services and specialists to whom they might
refer RD patients.

Education, information and training will raise awareness of RD and the issues and challenges
they pose for people living with RD, their carers and families. It will also support health
professionals to effectively diagnose and provide ongoing information, advice and clinical
management for people living with RD. It is critical that the perspectives of both health
professionals and people living with RD, their carers and families are understood during the
development of education, information and training tools.

e A
Initiatives
1. Identify specific information, education and training needs in RD among healthcare
professionals.

2. Engage with professional bodies to explore opportunities to incorporate training in
RD in professional development and continuing education programs.

3. Build the capacity of community service organisations in the RD sector to develop
and disseminate information to healthcare professionals on RD that is relevant in
the WA context.

4. Raise awareness among healthcare professionals of the internationally recognised
Orphanet web-based portal of information on RD.
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Priority 4: Foster world class research on RD

For many years WA has produced and attracted highly skilled and world class scientific and
medical researchers. This rich and successful history in medical and health research has
resulted in a healthier population and led to innovations that have boosted the efficiency and
effectiveness of our healthcare system. Yet there is more to discover and RD are one area
where new knowledge is required to improve prevention, diagnosis and treatment.

The field of rare disease research provides a multitude of opportunities. For many RD basic
knowledge, such as the cause of the disease, pathophysiology, natural course of the disease
and epidemiological data is limited [78]. Scientific and medical research is vital for increasing
our knowledge of these RD. As more is learned about the underlying biology of an iliness,
that understanding can be applied to developing diagnostic tests that help individuals and
their families who are living with RD. Research into RD can also give insights into common
conditions and health generally [79].

This strategic framework includes initiatives that look to build upon WA's high quality
academic and research sector and existing contribution to RD research on the international
stage. It will build on the foundation of successful research models and local needs,
innovation and networks. Momentum for clinical and translational research in RD has grown,
with numerous disease specific projects currently underway. Existing research projects

are located across the state in universities, hospital and health services, government
departments and in the private sector. This could potentially benefit from a more coordinated
approach to make the most impact for RD.

In addition to local initiatives, national and international research collaborations and networks
are seen as a primary enabler for progress in RD research. Such collaborations are essential
to provide adequate case numbers for meaningful studies and to bring together specialised
multidisciplinary expertise [78]. Currently, WA Health is involved in a number of initiatives
that are national or global in scope. These initiatives aim to bring about collaboration and
integration of research tasks through the provision of robust tools for large scale data and
sample sharing across multiple research projects [18].

Significant efforts are being made by state and federal governments, tertiary institutions
and industry to further the understanding of RD. However, unmet opportunities for research
remain. There is a need for concerted actions to advance the science of medicine and
improve the effectiveness of healthcare [18].

Most of the opportunities described in this section relate to the provision of integrated
platforms for connecting registries, biobanks and clinical informatics and the harnessing of
these and other platforms to deliver advances in diagnosis and treatment.
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Objective 11: Build epidemiology and health system evidence
for RD

Effective monitoring and surveillance are an essential component in health service planning
and resource allocation. Building efficient and integrated systems of care are reliant on
providing the appropriate level and mix of services to meet population needs and this
requires the availability of both population and service level data for planning, monitoring and
reporting service need, use and effectiveness [13, 20, 65].

WA has a research community well equipped to assist with and undertake epidemiological
studies and collect and analyse health service information. However data and information on
RD is limited. Studies and mechanisms are needed to record and report data on prevalence,
incidence, morbidity, mortality, economic burden of disease, health outcomes and clinical
services. This would contribute to understandings of the collective impact of RD, which would
improve the ability of policy-makers and service providers to make evidence-based decisions
and build evidence-based policies and services for people living with RD.

Coding and classification of RD have been described as a major limitation for epidemiological
surveillance and monitoring for RD. The international reference for classification of diseases
and conditions is the International Classification of Diseases (ICD), coordinated by the

World Health Organisation. The current version of this classification system, ICD-10, is used
in both public and private health settings in WA. Unfortunately, ICD-10 does not support
comprehensive reporting of RD, because currently codes exist for only about 3.5% of RD [60].

Limitations with the current coding of RD is likely to result in significant under reporting of
RD and limits the ability of WA Health to collect quality data for analyses of the: individual
and collective prevalence and incidence of RD; impact and burden of RD on individuals,
carers, families and the healthcare system; quality and equity of access to healthcare
services; and the impact of future changes in policy and service implementation on health
and societal outcomes.

Shortfalls of current coding are to be somewhat addressed through the next release of

ICD codes, ICD-11.0rphanet has developed a new set of classifications for RD that will

be formally adopted in ICD-11. This means that there will be an internationally accepted,
comprehensive data classification system that supports RD. Given that WA Health currently
uses ICD-10, it can therefore be expected, that as ICD-11 is gradually rolled-out, there will be
the capacity to more effectively record and report local RD data.

e A
Initiatives
1. Promote the use of the best available coding/classification for rare disease within
WA Health.
2. Gather evidence of health system use from the perspective of RD patients
and carers.

3. Conduct epidemiological studies to investigate health system use by people living
with rare diseases in WA.
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Objective 12: Strengthen clinical and translational research in RD

Supporting and developing capacity in clinical and translational research is critical to
providing optimal healthcare for people living with RD in WA. Clinical research focuses on
the development of diagnostic tools and therapeutic solutions while translational research
accelerates the transfer of knowledge from basic “bench-side” research into clinical “bedside”
applications resulting in the adoption of best clinical practice for RD. These studies help
enlighten solutions towards better standards of care and treatment and a higher quality of life
for RD patients.

Patient registries are sets of data collected, stored, retrieved and disseminated in an
organised, systemic manner [80]. They are important tools for: clinical planning and treatment
strategies; public health surveillance; studying disease aetiology, the distribution (for
example, incidence and prevalence) and determinants of disease; service planning, operation
and evaluation; and diagnostic classification [80]. They are also important for clinical
research, particularly since they can overcome some of the limitations of small numbers of
cases of each RD in WA, primarily by increasing access to local, national or international
clinical research trials and access to novel therapeutics. Further, research has shown that
patient registries have the potential to provide significant return on investment [81].

WA Health has a strong interest in supporting the development and maintenance of patient
registries for RD. This includes support for a national RD registry which would incorporate

all RD, since strong calls have been made in the RD community regarding the need to
develop such a registry. Registries primarily aim to facilitate the recruitment of Australians into
international clinical trials. For example the Australian Neuromuscular Disorders Registry is
an overarching database that currently includes disease-specific registries for conditions such
as Duchenne muscular dystrophy (DMD), spinal muscular atrophy and myotonic dystrophy.
The DMD Registry, launched in 2010, was the first registry that WA Health facilitated and was
driven by patient support. It is linked with the TREAT-NMD (Translational Research in Europe
for the Assessment and Treatment of Neuromuscular Disease) global network of national
registries enabling registered patients to be included in international clinical trial enquiries.

Biobanks refer to organised collections of human biological samples and any related
information stored for one or more purposes. These resources are maintained collaboratively
by clinicians and researchers and are a valuable resource for RD research. They involve a
delicate balance between health policy objectives, academic research, the public good and
community trust in the benefits of biobanks and privacy protection. International cooperation
is important for sharing limited numbers of samples from people with RD and reaching a
critical mass of patients and samples [18].

In 2010, WA Health developed Guidelines for human biobanks, genetic research databases
and associated data [82]. These guidelines provide principles and best practices for the
establishment, governance, management and use of human biobanks, genetic research
databases and associated data used for research purposes. These guidelines are due for
review in 2015.

There are various reasons that clinical and translational research on RD is difficult, namely
the: high number and variety of RD; lack of suitable experimental models for most RD; poorly
defined endpoints; small number of patients; and, above all, limited resources [83]. Therefore
in the field of rare disease research maximising scarce resources and coordinating research
efforts is a necessity. There is a strong need to foster collaborative programs at local, national
and international levels, since research, no matter where it is conducted, will ultimately
benefit people living with RD in WA. In particular, collaboration in the performance of clinical
trials is essential to reach a population size which provides sufficient statistical power to
undertake studies [83].
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WA Health is involved in a number of collaborations at a national and international level

that are aimed at building capacity in RD research. One important global program is the
International Rare Diseases Research Consortium (IRDIRC) which was launched in 2011. It
is an initiative of the European Commission and the US National Institutes of Health. The aim
is to foster international collaboration in RD research. The goal is to pool resources and work
beyond borders to get a better understanding of RD and find adequate treatments [78].

Membership to IRDIRC extends beyond Europe and the US, including Australia represented
by WA Health [18]. The IRDIRC links researchers and organisations investing in RD research.
It has two main objectives: to deliver 200 new therapies for RD; and the means to diagnose
most RD by 2020 [84].

Another international project that WA Health is a partner in is RD-Connect. This project aims
to enable progress of the IRDIRC goals by developing an integrated platform that connects
databases, registries, biobanks and clinical bioinformatics for RD research. It recognizes the
need for global collaboration and harmonized infrastructure to make optimal use of resources
for RD research.

4 )\
Initiatives

1. Investigate mechanisms that support the translation of research to clinical care
and treatment of RD in WA.

2. Investigate the priorities for clinical and translational research from the perspective
of people living with RD, researchers and funders.

3. Investigate RD that have successfully attracted research funding in Australia
(e.g. through a case study) and identify key success factors that are transferable
to other RD.

Support the development of an Australian RD Registry.

5. Generate a list of existing patient registries, clinical trials and biobanks for RD
patients in WA and make this information publicly available in Orphanet.

Develop a state policy on the development of registries by WA Health.

Support the development and integration of patient registries and biobanks for
WA patients.

8. Review WA Health’s Guidelines for human biobanks, genetic research databases
and associated data.

9. Foster linkage of WA registries and biobanks with national and international
registries and biobanks.

10. Contribute to local, national and international networks that promote research in
RD (e.g. IRDIRC, RD-Connect).

WA Rare Diseases Strategic Framework 2015-2018 | 23





References

10.

1.

12.

13.

14.

15.

16.

17.

18.

24

Zurynski, Y., H. Leonard, and E. Elliott, Rare childhood diseases: How should we
respond? Archives of Disease in Childhood, 2008. 93: p. 1071-1074.

Dawkins, H., et al., Awakening Australia to rare diseases: Symposium report and
preliminary outcomes. Orphanet Journal of Rare Diseases, 2011. 6: p. 57.

European Commission. Rare diseases — what are they? 2013 5 July 2013 [cited 2013 7
July]; Available from: http://ec.europa.eu/health/rare diseases/policy/index en.htm.

Orphanet. The portal for rare diseases and orphan drugs. About rare diseases. 2012
[cited 2012 11 Jan]; Available from: http://www.orpha.net/consor/cgi-bin/Education
AboutRareDiseases.php?Ing=EN.

Aymé, S. and C. Rodwell, Report on the state of the art of rare disease activities in
Europe of the European Union Committee of Experts on Rare Diseases — Part I:
Overview of rare disease activities in Europe and key developments in 2010. http://www.
eucerd.eu/upload/file/Reports/2011ReportStateofArtRDActivities.pdf, 2011.

Jaffe, A., et al., Call for a national plan for rare diseases. Journal of Paediatrics and Child
Health, 2009. 46: p. 2—4.

European Organisation for Rare Diseases, Rare diseases: understanding this public
health priority. 2005, EURORDIS.

Republique Francaise, French national plan for rare diseases 2005—-2008: Ensuring
equity in the access to diagnosis, treatment and provision of care. 2004.

Limb, L., S. Nutt, and A. Sen, Experiences of Rare Diseases: An Insight from Patients
and Families. 2010, Rare Disease UK.

Shire Human Genetic Therapies, Rare disease impact report: Insights from patients and
the medical community 2013, Shire.

Molster, C., et al., Key outcomes from stakeholder workshops at a symposium to inform
the development of an Australian national plan for rare diseases. Orphanet Journal of
Rare Disease, 2012. 7: p. 50.

Department of Health Western Australia, WA chronic health conditions framework
2011-2016. 2011, Department of Health Western Australia: Perth WA.

National Health Priority Action Council, National chronic disease strategy. 2006,
Australian Government Department of Health and Ageing: Canberra ACT.

Rohn, J., Billions spent on rare diseases. Nature Biotechnology, 2013. 31(5): p. 368.

Dye, D., et al., The impact of single gene and chromosomal disorders on hospital
admissions of children and adolescents: a population-based study. Public Health
Genomics, 2011. 14(3): p. 153-161.

Dye, D., et al., The impact of single gene and chromosomal disorders on hospital
admissions in an adult population. Journal of Community Genetics, 2011. 2: p. 81-90.

Department of Health Western Australia, Working Together. WA Health strategic intent
2010-2015, Department of Health Western Australia. 2010: Perth.

Department of Health Western Australia, Scoping paper on the need for a national rare
diseases plan for Australia. 2013, Government of Western Australia: Perth.



http://ec.europa.eu/health/rare_diseases/policy/index_en.htm

http://www.orpha.net/consor/cgi-bin/Education_AboutRareDiseases.php?lng=EN

http://www.orpha.net/consor/cgi-bin/Education_AboutRareDiseases.php?lng=EN

http://www.eucerd.eu/upload/file/Reports/2011ReportStateofArtRDActivities.pdf

http://www.eucerd.eu/upload/file/Reports/2011ReportStateofArtRDActivities.pdf



19.
20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.
33.

34.

35.

36.

37.

38.

National Ageing Research Institute, What is person centred care? A literature review. 2006.

National Health and Hospital Reform Commission, A healthier future for all Australians
final report 2009, Commonwealth of Australia: Canberra ACT.

Australian Commission on Safety and Quality in Health Care, Australian safety and
quality framework for health care. 2010, Australian Commission on Safety and Quality in
Health Care: Sydney.

Consumer Focus Collaboration, The evidence supporting consumer participation in
health 2001, Commonwealth of Australia: Canberra ACT.

Gregory, J., Consumer engagement in Australian health policy: Final report of the AIHPS
research project. 2008: Melbourne VIC.

Health Consumers Queensland, Consumer and community engagement: Evidence of
improved individual health outcomes, services and systems. 2012: Brisbane QLD.

Australian Commission on Safety and Quality in Health Care, Patient-centred care:
Improving quality and safety by focussing care on patients and consumers. 2011,
Australian Commission on Safety and Quality in Health Care: Sydney.

The King’s Fund, From vision to action — Making patient-centred care a reality. 2012,
The King’s Fund: London.

The King’s Fund, Seeing the person in the patient. 2008, The King’s Fund: England.

Australian Commission on Safety and Quality in Health Care, Patient-centred care:
Improving quality and safety by focusing care on patients and consumers — Discussion
paper. 2010, Australian Commission on Safety and Quality in Health Care.: Sydney.

Bensberg, M., Patient centred care — Literature review. 2007, Dandenong Division of
General Practice: Dandenong.

Department of Health Western Australia, WA Health consumer carer and community
engagement framework: For health services, hospitals and WA health following
consultation across WA Health. 2007, Department of Health Western Australia: Perth WA.

Health Consumers Queensland, Consumer representative program: Consumer
handbook. 2009, Queensland Government: Brisbane QLD.

Queensland Health, Disability Service Plan 2011-2014. 2011.

NSW Health, NSW Health Policy 2011-2016: Healthy bodies, healthy minds, vibrant
futures. 2010.

Queensland Health, Queensland strategy for chronic disease 2005—2015. 2005,
Queensland Health: Brisbane QLD.

Alexander, K. and N. Hicks, Sailing without radar: An excursion in resource allocation.
Australian Health Review, 1998. 2(2): p. 76-99.

Department of Health Western Australia, WA chronic conditions self-management
strategic framework. 2011, Department of Health, Western Australia: Perth WA

Holman, H. and K. Lorig, Patients as partners in managing chronic disease - partnership
is a prerequisite for effective and efficient health care. British Medical Journal, 2000. 320:
p. 526-527.

Department of Health Western Australia, WA cystic fibrosis model of care. 2013, Health
Networks Branch, Department of Health, Western Australia: Perth.

WA Rare Diseases Strategic Framework 2015-2018 | 25





39.

40.

41.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

55.

56.

o7.

58.

26

Centre for Research into Disability and Society, Scoping document. Western Australian
state wide chronic disease self-management strategy: Implementation and evaluation.
2006, Curtin University of Technology: Perth WA.

Lambert, S., Chronic condition self-management: A primary health care change
management problem. Australian Journal of Primary Health, 2005. 11(2): p. 70-77.

Williams, A., et al., Sustaining chronic disease management in primary care: Lessons from
a demonstration project. Australian Journal of Primary Health, 2007. 13(2): p. 121-128.

South Australian Deptment of Health Statewide Service Strategy Division, Chronic
disease action plan for South Australia. 2009.

Chodosh, J., et al., Meta-analysis: Chronic disease self-management programs for older
adults. Annals of Internal Medicine, 2005. 143(6): p. 427—438.

Zwar, N., et al., A systematic review of chronic disease management. 2006: Sydney NSW.

Department of Health Western Australia, Our children our future: A framework for child
and youth health services in Western Australia 2008—2012. 2008, Department of Health
Western Australia: Perth WA.

Ouwens, M., et al., Integrated care programmes for chronically ill patients: a review of
systematic reviews. Int J Qual Health Care, 2005. 17(2): p. 141-6.

Battista, R.N., et al., Genetics in health care: an overview of current and emerging
models. Public Health Genomics, 2012. 15(1): p. 34—45.

Rajgopal, R., et al., Cost-benefit analysis indicates the positive economic benefits of the
expanded food and nutrition education program related to chronic disease prevention.
Journal of Nutrition Education & Behavior, 2002. 34(1): p. 26-37.

Bjornson, C.L. and I. Mitchell, Congenital tracheoesophageal fistula and coordination of
care: Expectations and realities. Paediatr Child Health, 2006. 11(7): p. 395-9.

Bembi, B., et al., Management and treatment of glycogenosis type Il. Neurology, 2008.
71(23 Suppl 2): p. S12-36.

Australian Health Ministers Advisory Council, National framework for universal child and
family health services. 2011.

Leutz, W.N., Five laws for integrating medical and social services: Lessons from the
United States and the United Kingdom. Milbank Quarterly, 1999. 77(1): p. 77.

Axelsson, R. and S.B. Axelsson, Integration and collaboration in public health — A
conceptual framework. The International Journal of Health Planning and Management,
2006. 21(1): p. 75-88.

Hofmarcher M, Oxley H, and E. Rusticelli, Improved health system performance through
better care coordination, in OECD Health Working Papers. 2007, OECD.

National Health Service UK, Improving care for people with long term conditions:
Information Sheet 1 — Personalised Care Planning. 2011, National Health Service UK.

Russell, G., et al., Beyond fighting fires and chasing tails? Chronic illness care plans in
Ontario, Canada. Ann Fam Med, 2008. 6(2): p. 146-53.

Goodwin, N., Taking integrated care forward: the need for shared values. Int J Integr
Care, 2013. 13: p. e026.

Wissel, J., J. Olver, and K.S. Sunnerhagen, Navigating the poststroke continuum of care.
J Stroke Cerebrovasc Dis, 2013. 22(1): p. 1-8.





59.

60.

61.

62.

63.

64.

65.

66.

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.

77.

European Union Committee of Experts on Rare Diseases (EUCERD), EUCERD
workshop report: National centres of expertise for rare diseases & European
collaboration between centres of expertise. 2011, EUCERD.

Simerka, P., Council Recommendation of 8 June 2009 on an action in the field of rare
diseases, in 2009/C 151/02, Official Journal of the European Union, Editor. p. 7-10.

Houyez, F. and S. Lynam, 5th European Conference on Rare Diseases.
EURORDIS, 2010.

Department of Health Western Australia, Paediatric chronic diseases transition
framework. 2009, Health Networks Branch, Department of Health, Western Australia:
Perth, Western Australia.

Department of Health Western Australia, WA primary health care strategy. 2011, Health
Networks Branch, Department of Health, Western Australia: Perth.

Department of Health Western Australia, Paediatric and adolescent palliative care model
of care. 2009, WA Cancer and Palliative Care Network, Department of Health, WA: Perth,
Western Australia.

Council of Australian Governments (COAG), National disablity strategy 2010—2020.
2010, http://www.fahcsia.gov.au/our-responsibilities/disability-and-carers/publications-
articles/policy-research/national-disability-strategy-2010-2020.

Northern Territory Government, Northern Territory chronic conditions prevention and
managment strategy 2010-2020. 2009.

Department of Health and Human Services, Connecting care: Chronic disease action
framework for Tasmania 2009-2013. 2009.

Department of Health Western Australia, Model of care: Overview and guidelines. 2007,
WA Health Networks: Perth.

Victorian Department of Human Services, National e-Health strategy. 2008, Australia
Health Ministers’ Council: Melbourne VIC.

Department of Health and Ageing. Telehealth 2012 17 April 2012 [cited 2013 12
November]; Available from: http://www.health.gov.au/internet/main/publishing.nsf/
Content/e-health-telehealth.

Carati C and Margelis G, Towards a national strategy for telehealth in Australia
2013-2018. 2013, Australasian Telehealth Society.

Allen, C., Moving with the times — The impact of a metabolic telehealth clinic, in WA
Health Conference and Awards 2013. 2013: Perth WA.

Knight, A. and T. Senior, The common problem of rare disease in general practice.
Medical Journal of Australia, 2006. 185: p. 82-83.

Zurynski, Y., K. Reeve, and E. Elliott, International conferences on rare diseases:
Initiatives in commitment, patient care and connections. Medical Journal of Australia,
2007. 187(10): p. 597.

Le Cam, Y. Patients’ needs and expectations concerning access to health services —
Eurordiscare 3 study. in 4th European Conference on Rare Diseases. 2007 .

Phillips, W., Zebras on the common: Rare conditions in family practice. Journal of the
American Board of Family Practice, 2004. 17: p. 283-286.

Dan, B., The paediatrician’s role in support groups for rare diseases. Acta Paediatrica,
2008. 97: p. 1510-1511.

WA Rare Diseases Strategic Framework 2015-2018 | 27



http://www.fahcsia.gov.au/our-responsibilities/disability-and-carers/publications-articles/policy-re

http://www.fahcsia.gov.au/our-responsibilities/disability-and-carers/publications-articles/policy-re

http://www.health.gov.au/internet/main/publishing.nsf/Content/e-health-telehealth

http://www.health.gov.au/internet/main/publishing.nsf/Content/e-health-telehealth



78.

79.

80.

81.

82.

83.

84.

28

de Vrueh, R., E. Baekelandt, and J. de Haan, Background paper 6.19 rare diseases:
Update on 2004 background paper written by S. van Weely and H.G.M. Leufkens, in
Priority medicines for Europe and the world: “A public health approach to innovation”.
2013. p. 46.

Rare Disease UK, Funding support for rare disease research: Raising awareness and
increasing transparency. 2010, Rare Diseases UK London

Richesson, R. and K. Vehik, Patient registries: Ulility, validity and inference. Advances in
Experimental Medicine & Biology, 2010. 686: p. 87—104.

Evans, S., et al., Development of clinical-quality registries in Australia: The way forward.
Medical Journal of Australia 2011. 194(7): p. 360-363.

Office of Population Health Genomics, Guidelines for human biobanks, genetic research
databases and associated data. 2010, Department of Health WA: Perth.

Europlan. Recommendations for the development of national plans for rare
diseases — Guidance document. 2010 10 Jan 2012]; Available from: http://www.
europlanproject.eu/public/contenuti/files/Guidance Doc EUROPLAN 20100601 final.

pdf?bcsi scan 2C647EB3599034DE=0&bcsi scan filename=Guidance Doc

EUROPLAN 20100601 final.pdf.

IRDIRC. Goals. 2013; Available from: http://www.irdirc.org/?page id=9.




http://www.europlanproject.eu/public/contenuti/files/Guidance_Doc_EUROPLAN_20100601_final.pdf?bcsi_s

http://www.europlanproject.eu/public/contenuti/files/Guidance_Doc_EUROPLAN_20100601_final.pdf?bcsi_s

http://www.europlanproject.eu/public/contenuti/files/Guidance_Doc_EUROPLAN_20100601_final.pdf?bcsi_s

http://www.europlanproject.eu/public/contenuti/files/Guidance_Doc_EUROPLAN_20100601_final.pdf?bcsi_s

http://www.irdirc.org/?page_id=9








This document can be made available
in alternative formats on request for
a person with a disability.

Produced by the Office of Population Health Genomics
© Department of Health 2015

Copyright to this material is vested in the State of Western Australia unless otherwise indicated. Apart from any

fair dealing for the purposes of private study, research, criticism or review, as permitted under the provisions of the
Copyright Act 1968, no part may be reproduced or re-used for any purposes whatsoever without written permission
of the State of Western Australia.

POP-012843 MAY’15



http://www.health.wa.gov.au/




