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Executive summary

People living in Paritutu have been concerned for a long time about dioxin exposure from the Ivon Watkins-Dow (IWD) plant.  A recent serum dioxin study showed that some residents have TCCD at levels significantly above those of the general New Zealand population.  The Ministry of Health has asked Allen and Clarke Policy and Regulatory Specialists (Allen & Clarke) to identify options for a proposed health support service for people who lived in Paritutu between 1962 and 1987 and who may have been exposed to higher levels of dioxin than other New Zealanders.  
Following a review of research and other information, and discussion with various agencies, in July 2007 Allen & Clarke released a discussion paper, Health Support Services for People Exposed to Dioxin, setting out options for health support services and requested that interested parties consider whether the proposed options would meet their health needs and expectations.
This report:
· Summarises the views of submitters on the options set out in Health Support Services for People Exposed to Dioxin, and the feedback received at a public meeting and meetings with various groups on the same options (all held in July or August 2007);
· Sets out Allen & Clarke’s initial analysis and preliminary thinking on each of the proposed options in the health support service; and
· Outlines the work that Allen & Clarke intends to undertake to finalise recommendations on the proposed health support service for the Ministry of Health’s consideration.
Guiding principles

Stakeholders were asked to consider a range of potential principles that could be used to guide the design and implementation of a health support service (i.e., effectiveness, sustainability, accessibility, equity, acceptability, population-based, and co-ordinated).  Stakeholders and submitters generally supported the application of these principles, and raised a small number of points to clarify support or for further consideration as policy work progresses.  Our preliminary thinking is that the proposed principles provide an appropriate framework and that these should continue to guide the remaining design and implementation work.
Monitoring and evaluation, including maintaining a watching brief on new research on dioxin and health, will be a critical component of any option provided as part of the health support service.  This will help to ensure that the health support service is a responsive, effective, and efficient mechanism to support improvements in, and maintenance of, the health of eligible people.

Eligibility criteria

Stakeholders were asked to consider a set of proposed criteria for identifying who would be eligible to access the health support service.  The criteria covered people who lived and worked within certain time periods and in certain locations in Paritutu.  People were also asked whether they felt other groups should be eligible for the health support services.
Almost all submitters had views on the eligibility criteria and there was no clear consensus.  Some felt that the proposed criteria were about right.  A number of people felt that that other groups should be included, particularly timber workers, spray contractors and descendants of people exposed to dioxin.  A few suggested focusing on exposure from the IWD plant, and other potential exposures should be considered separately.  Most people appear to be happy with restricting eligibility to those who worked or lived in the area between 1962 and 1987.  Most people also appeared comfortable with the duration criteria, although a number suggested that the duration should be shorter for people who were in the area at the time of an explosion at the plant in 1972.  
People were less comfortable with the spatial criteria with a number suggesting the area was too small, particularly the proposed southern boundary (at 400m).  A number of people commented on the need for flexibility in applying the criteria while a small number suggested that eligibility should be on the basis of individuals having raised serum dioxin levels.
The proposed eligibility criteria were developed based on advice from a group of toxicologists and epidemiologists with specialist knowledge of dioxin and health.  We consider that we need to take this advice seriously and substantially deviate from it only if there are robust arguments for doing so.  Our preliminary thinking is to ‘stick to our brief’ by focusing on people who lived or worked in Paritutu but to share the lessons in developing a health support service with those responsible or advocating for health services for other groups exposed to dioxin.  Our thoughts on the provision of services for descendants of exposed people are discussed later.
We think that the proposed temporal parameters are justified but, as with all the eligibility criteria, we plan to ask the technical group to review these in light of people’s submissions.  We agree that there is a need to review the proposed spatial parameters and think this could be done by either undertaking further serum dioxin tests of people who lived around the margins of the proposed boundaries, or by incorporating a ‘buffer zone’ around the proposed boundary.  We do not agree that people should have to prove that they have elevated levels of serum dioxin to be eligible for the health support service.  We continue to believe that eligibility should not be based on people having to have existing health conditions, whether those are conditions that the Institute of Medicine lists as associated with dioxin exposure, or otherwise: the focus of the health support service needs to be on supporting people to keep well, and speedily identifying any conditions should they develop.  Flexibility in applying the criteria would appear sensible, but we also feel the need to ensure the criteria are clear and precise.  Whatever criteria are proposed, we firmly believe there will be a need to periodically review the criteria if new evidence arises.
In order to advance our preliminary thinking we need to assess the different options for reviewing the spatial parameters, identify the addresses in the exposure area, estimate the size of the eligible population, and determine processes for assessing eligibility, including the level of evidence that would be required to prove someone meets the criteria.
Foundation option: A health check 
Stakeholders were asked whether the health support service should begin with a health check from a GP, and what the health check should look like.  
Almost all submitters agreed that some form of health support service is needed. Most submitters agreed that the service should begin with a health check by the GP, although a significant number of respondents queried whether all GPs have enough understanding about the relationship between dioxin exposure and health.  While there was no clear consensus, a significant proportion of submitters and meeting participants agreed that the visit be regular, ongoing, and promote initiatives to improve health.  No submitters wanted a single standard visit to the GP.  There was no agreement about how often the health check should happen: approximately half of the submitters wanted one visit per year, and the rest wanted a different frequency of visits.  Although some services were identified, most submitters appear to be happy to let clinicians decide what should be included in the health check.  Some submitters expected that access to treatment or management services would be made available through the health check.  A small number of submitters proposed that a dedicated clinic be established in Paritutu.

Our preliminary thinking is that eligible people should receive an annual health check by a primary care provider like a GP or a nurse.  This visit could result in the development of individualised care plans that reflect both the health needs of the eligible person and clinical best practice.  These plans would guide the content of future annual health checks.  People could be referred to further support services (see later discussion).  No person would have to use any referred service if they did not want to.  The capacity and expertise of GPs or other health providers would be supported through the provision of information and advice on dioxin exposure and associated health effects (see later discussion). 
We also think that the health check should be free to eligible people but that any health issues identified during the health check or via subsequent tests would be referred through the public health system for further diagnosis, treatment, or management (as currently happens).  Because of the significant ethical issues posed by any approach that prioritises one individual’s access to treatment services over another’s simply based on how they have become unwell, we consider that there would be no short-cuts to treatment available.  This means that all New Zealanders would continue to have equal access to services based on clinical need.  

Before our preliminary thinking can be finalised, we need to develop the content of the health check, discuss who should deliver the check, its frequency, and work out the practicalities of delivering the service.  This work will ensure that an appropriate, sustainable, and effective service that meets health needs is developed.

At this stage, we do not support the establishment of a dedicated permanent health or information clinic in Paritutu.  The disadvantages of such a clinic include that people may need to see more than one primary care provider for their health needs (thus interrupting continuity of care), concerns that it may not add sufficient value compared to other service options, because it may be hard to get to for people who live outside of New Plymouth, and that it may mean a lot more paperwork for health practitioners to make sure that people get the health care they need.  In addition, we think that the perceived benefits referred to by those supporting a dedicated clinic may be best delivered in other ways.  We are continuing to consider whether a lead health provider might meet some of the submitters’ expectations about what a ‘dedicated’ clinic approach might deliver.
Access to health-promoting activities and education 
Stakeholders were asked whether health-promoting services should be included in the health support service, and if so, which services would be acceptable.
The majority of submitters and meeting participants agreed that health promoting interventions be included.  Specific interventions included targeted nutrition advice, opportunities to be more physically active, access to smoking cessation interventions, and weight management support.  A small number of submitters proposed that eligible people access existing health promotion interventions rather than establishing new or specific interventions solely for people in Paritutu.
Our preliminary thinking is that the health support service include supporting people to access existing health promoting interventions that focus on helping people to live healthy lives.  Further work is needed to decide which interventions should be included, how these should be accessed, and the practicalities and costs of accessing these interventions.

Access to general counselling
Stakeholders were asked to consider whether access to general counselling services should be provided to eligible people.  
While some submitters did not consider that there was a need for access to general counselling services, the majority of submitters and meeting participants considered that there would be some value in offering these services, particularly to address grief, anxiety and stress associated with exposure to dioxin.  Uptake intentions indicate that access to general counselling services is likely to be popular.

Our preliminary thinking is that access to general counselling services should be included as part of the health support service.  Further consideration is required to determine the range of services that would be offered, access mechanisms and referral systems to other mental health services for people presenting with more serious needs, and cost, funding, and service capacity implications.
Exposure database or registry

The discussion paper proposed that an exposure registry be established to support the implementation of the health support service.  Submitters expressed very strong support for this proposal, although there was a significant level of variation in the functions that people thought that the registry could fulfil.  Possible functions included for communicating with eligible people and other interested parties, administering the health support service and facilitating access to health care or other remedies, research and policy development, raising awareness about dioxin exposure at Paritutu, and as an acknowledgement of exposure.

Our preliminary thinking is that it would be preferable to give effect to the required functions by accessing existing databases, registries, and other sources of information rather than establishing a new, stand-alone register.  Use of existing registers would be a more efficient, timely, and comprehensive approach compared with a stand-alone database.  Work is required to determine the range of desirable functions and the best means of giving effect to these, including giving consideration to all of the relevant Privacy Act and operational considerations.

Provision of serum dioxin tests
People were asked to consider whether eligible people should be offered a serum dioxin test, and whether and why they would want a test (or not). 
The majority of submitters commented on the provision of serum dioxin tests and most of these felt that the government should fund such tests.  A majority of people indicated that they would want a test although around half as many indicated that they would not.  The most common reason for wanting a test was to bring peace of mind.  Other reasons presented in submissions included to increase understanding of health risk factors and to help explain the cause of illness.  Through the public and other meetings we held, three further reasons were suggested: to meet a previous promise from government to fund 100 tests; to motivate people to make healthy lifestyle changes; and to support the community’s healing process.  The majority of those that indicated that they would not want a test had either already been tested or did not think the result would be helpful.  A number of health practitioners were concerned about the efficacy and usefulness of serum dioxin tests, and could not see how a test result could influence the health care provided.
We continue to think that there are serious limitations with serum dioxin tests; relating to their inability to determine individual’s health risks, support disease diagnosis or predict how a disease might progress.  Our preliminary view is not to recommend a universal entitlement to a serum dioxin tests.  However, as discussed earlier, we think there may be a role for further serum dioxin tests to further define the spatial limits of exposure, or to define criteria for groups not previously tested (notably the population that worked elsewhere (ie, not at IWD) in Paritutu).  We also think there may be a role for serum dioxin tests in supporting the emotional wellbeing of individuals with particular clinical needs associated with the stress and anxiety of exposure.  Tests provided as part of a package of support to these people may bring benefits from providing a sense of closure to their dioxin exposure.
Before our preliminary thinking can be finalised we need to establish whether further serum testing is the best way to further define the eligible population and develop guidelines for referring individuals for tests on the basis of a clinical need.
Provision of DNA damage testing

The discussion paper sought people’s views on DNA damage testing.

A little under half of submitters gave views on DNA damage testing.  Most of these people were generally favourable to tests being provided with many associating their support with concerns for their children or grandchildren.  A few people opposed the provision of tests as they felt the tests would offer little benefit.  It was apparent that a number of people felt unqualified to comment on the value of DNA damage testing.  As with serum dioxin tests, a number of health professionals were concerned about the lack of evidence about the efficacy and usefulness of such tests.

We still consider that DNA damage tests are limited in terms of their ability to support disease diagnosis or for estimating health risks.  We are also concerned about the quality of tests and the ability of tests to determine causality (ie, the cause of any damage detected).  Our preliminary thinking is that it will be difficult to recommend this option.  However, in order to come to a firm recommendation, we have asked a clinical geneticist for an expert opinion on the benefits and limitations of DNA damage tests.  Regardless of the advice we receive, we expect that our final recommendation is likely to include the need to keep a watching brief on the availability of useful and reliable tests and the on any new research associating dioxin exposure with DNA damage. 

Access to genetic counselling

Stakeholders were asked for their views on genetic counselling.

Over half of submitters provided views on genetic counselling with around half of these indicating general support for such services.  As would be expected, there would appear to be a lot of uncertainty about the role and benefits of genetic counselling with a number of people simply saying that they had no view.  Participants at two meetings indicated that genetic counselling was only useful when there was an existing diagnosis of a hereditary condition for which quite detailed information is known about the risk of the condition presenting in future generations.
Our preliminary thinking is that genetic counselling services should be offered to the eligible population on the same basis as it is currently provided to the general population.  To help us develop a final recommendation, we have again asked for an expert opinion from a clinical geneticist on the benefits and limitations of genetic counselling.  Irrespective of this advice, our recommendation is likely to include the need to keep a watching brief on any new evidence on the association between dioxin exposure and hereditary conditions.
In addition, due to the uncertainties around the benefits and limitations of genetic counselling, we are also thinking that there would be value in providing guidelines to health practitioners on the role that genetic counselling might play in supporting people exposed to dioxin.
Access to complementary and alternative therapies

Submitters were asked to identify any alternative therapies that they were aware of and to consider whether any therapies should meet efficacy and effectiveness criteria before being funded.  The majority of submitters were not aware of any possible alternative therapies; however, those that were identified included a range of dietary supplements, massage therapy, hydrotherapy, acupuncture, detoxification programmes, and other unspecified homeopathic or naturopathic remedies.  There was strong agreement that any included therapies should be supported by appropriate evidence of efficacy and effectiveness.
Our preliminary thinking is that further work is needed to fully assess the range of potential complementary and alternative therapies but that this work is likely to be complicated by a lack of evidence on efficacy and effectiveness.  We will be considering mechanisms by which a watching brief on new evidence can be undertaken.  

Health support services for descendants of exposed people
The discussion document asked people whether they considered that children and grandchildren of exposed people should be eligible for health support services and why or why not.
Concern about the potential impact of dioxin exposure on children and grandchildren was reported by many submitters and the majority of these felt that services should be provided for descendants.  There was also support amongst participants at two meetings for extending eligibility to cover descendants.  However, participants at four meetings suggested that eligibility should only be provided on the basis of new and robust evidence on the effects of dioxin exposure on descendants.
In terms of the services that should be provided to descendants, the most common response was the same services that would be provided to exposed people.  A number of health professionals at two meetings were unsure what services you could usefully provide descendants that were additional to what was currently provided through the health system.  There was concern that the provision of extra support may create inequities between this group and people with a clinical need for a service that were not descendants of exposed people.
This is a very emotive issue and we have based our preliminary thinking on the need to take a precautionary approach balanced against the need to make evidence-based recommendations.  In doing so, we have also been conscious of the need to avoid creating inequalities in access to services on the basis of descent, as opposed to clinical need.  Our preliminary thinking is, therefore, to include descendants on some form of database or registry, include content on the health effects for descendants of people exposed to dioxin within information and advice materials, enable access to whanau/family based counselling services, and promote access to existing health check-up and screening programmes.  In addition we are likely to recommend maintaining a watching brief on new and robust research on the intergenerational impacts of exposure and a commitment that the health support service respond to any new evidence as it arises.
Ongoing information and advice 

Submitters were asked to consider whether health practitioners required additional information about the relationship between dioxin and health.  There was strong agreement that many GPs currently have a limited knowledge about these issues.

Our preliminary thinking is that it will be critical to provide additional technical support to health practitioners as part of any health support service.  There are a range of options for delivering this information, and further work is required to finalise what information is required by whom, when, and by which mechanism.  We also recognise that it is very important that eligible people and other interested parties be provided with information.  The content of this information and mechanisms for delivering it also require further consideration.
1
Introduction
Context for the health support project

Between 1962 and 1987 Ivon Watkins-Dow (IWD) manufactured the herbicide 2,4,5-T at its plant in Paritutu, New Plymouth.  During the manufacture of 2,4,5-T, the dioxin TCDD (2,3,7,8-TCDD) is formed and remains as a contaminant within the herbicide.  
People living in Paritutu have been very concerned for a long time about dioxin exposure from the IWD plant.  A recent serum dioxin study showed that some residents had blood serum levels of TCDD significantly above those of the general New Zealand population (ESR 2005).

In February 2007, the Ministry of Health asked Allen and Clarke Policy and Regulatory Specialists Ltd (Allen & Clarke) to identify possible health support services for people who lived in Paritutu between 1962 and 1987, and other groups, who may have been exposed to higher levels of dioxin than other New Zealanders.
In undertaking this work, Allen & Clarke has been working from the basis that:

· Significant dioxin exposure does cause harm to exposed populations;
· There has been exposure in the case of a group of people who lived in Paritutu between 1962 and 1987;
· The Ministry of Health has agreed that there will be a health service developed for these people.

Consultation on the health support project

During the period of March to June 2007, Allen & Clarke researched and prepared a detailed technical paper (Allen & Clarke 2007) on the potential range of health support services that could be made available and, from this, developed a short discussion paper, Health Support Services for People Exposed to Dioxin.  
The discussion paper, released in July 2007, set out options for health support services and requested that submitters consider whether the proposed options would meet their health needs and expectations.  Twenty-nine questions were developed to guide responses.
While we do not intend to run a further formal consultation exercise, we continue to offer submitters who feel strongly, and other interested parties, the opportunity to respond to our preliminary thinking.  People are encouraged to provide any further information that has not previously been submitted and that you feel may assist us in our consideration.

Future community engagement

Whatever the shape of services recommended to the Ministry of Health at the completion of this project, it is clear to us that there will need to be further and meaningful community engagement.

Over the next 12 months, in particular, there is likely to be an ongoing need to communicate with the eligible group over the scope of the services to be offered.  This may include communication on such matters as the scope of the annual health check, means of accessing services, etc.  There will also need to be direct engagement with clinicians and others over the practicalities of implementing and funding services.

This engagement could take various forms, including the provision of information, consultation, active participation of affected parties in discussion fora, and/or inclusion of representatives in implementation teams or future review committees.  We will explore these options further as we develop recommendations for the Ministry of Health.
We anticipate that there will need to be reviews at regular intervals in the future, most notably in the following areas:

· Future reviews of eligibility criteria: we assume that there will be a need to occasionally review the criteria for defining the eligible population to ensure we keep up with the knowledge base on exposure and are capturing the population that should be supported with health services;
· Future reviews of the scope of services to be provided: such reviews might occur, for example, at times when new research might result in changes to dioxin-associated conditions, including conditions affecting descendants of exposed people.

We will, as our work progresses, identify opportunities for engagement and recommend the form that engagement should take.

1.1
Purpose of this report

This report:

· Summarises the views of submitters on the discussion paper, Health Support Services for People Exposed to Dioxin, and comments about the proposed service options received through meetings with specific groups/agencies, and a public meeting held in New Plymouth in July 2007; 
· Sets out Allen & Clarke’s initial analysis and preliminary thinking on each of the proposed health support options, as well as related matters; and
· Outlines the work Allen & Clarke intends to undertake to finalise recommendations for the Ministry of Health’s consideration on the scope of a health support service for people exposed to dioxin in Paritutu.  
When responding in this report to issues raised by submitters (i.e., our ‘preliminary thinking’), we have not attempted to respond to every issue.  Rather, we have identified key issues around which much comment, support or opposition has circled.  The purpose of our ‘preliminary thinking’ is to give those who made submissions or attended meetings a feel for the sort of issues that we are giving further thought to, areas where we recognise further work is required, and matters that we consider submitters need to think further on as our work progresses.

The primary focus of this consultation exercise was on residents and former residents of Paritutu, and workers.  Our preliminary thinking and further work continues to focus on these groups; however, as we undertake this work, we have also been meeting or consulting with other exposed groups (veterans and timber workers) to discuss parallels of this project to desired health support services for those groups.  This work will continue as we develop the policy options and prepare final recommendations for the Ministry of Health’s consideration.

At this time, no final decisions on the shape of Allen & Clarke’s ultimate recommendations to the Ministry of Health have been made.  We continue to maintain an open mind on all possible approaches; however, we recognise that our recommendations on some of the options are likely to be significantly influenced by technical limitations and/or limited robust, scientific evidence to justify those options  .

1.2
Structure of this report

This report has five parts:
· Part 1 introduces the consultation phase of the project, outlines the structure of the report, and identifies the submissions received and meetings held.
· Part 2 describes submitters’ and other stakeholders’ comments on the principles used to guide the development and implementation of a health support service. 

· Part 3 outlines the findings on the proposed eligibility criteria for the health support service, and sets out Allen & Clarke’s preliminary thinking about the eligibility criteria and the further work needed to finalise the criteria. 
· Part 4 outlines the findings on the proposed health support service options, and sets out Allen & Clarke’s preliminary thinking about these options and the work required to further develop and finalise these options. 

· Part 5 outlines the findings of consultation on the information needs of health practitioners and of the eligible population, and Allen & Clarke’s preliminary thinking on this issue. 
This report also contains three appendices: 

· Appendix A lists the names of individual submitters.

· Appendix B contains a summary of all comments made in submissions.

· Appendix C includes a full record of the public meeting and summarises the findings of other meetings held during the consultation period. 
Percentages are applied to some key responses.   As some submitters did not respond to all questions, these are a calculated proportion of the submitters who responded to a particular issue, not as percentage of the total number of submissions received.

1.3
Methodology

All submissions were received, logged, reviewed, coded to a standard coding framework, and entered into a Microsoft Access database.  From this, specific reports on each of the proposed health support service options and individual submitters were drawn on and used to inform this report.
1.4
Submissions received

A total of 132 submissions were received.  126 submissions were received from individuals.  Five submissions were received from organisations and one from a private business.  

The individual submission classes and the number of submitters in each group
 were:

	· Individual (other or not stated)
	46

	· Lived in Paritutu for at least 1 year between 1962 and 1969
	41

	· Lived in Paritutu for at least 5 years between 1970 and 1987
	38

	· Former worker at the IWD plant
	31

	· Individual with an interest in this issue
	23

	· Child/grandchild of a person who fell under one of the above groups 
	18

	· Worked elsewhere in Paritutu for at least 1 year between 1962 and 1969 or for at least 5 years between 1970 and 1987
	18

	· Sprayer of agricultural chemicals containing dioxins
	14

	· Researcher 
	5

	· Timber worker and was exposed to PCP
	3

	· Vietnam veteran
	1

	· Health professional
	1


Three individual submitters also indicated that they were a member of an iwi/hapu group.

The organisation classes were health professional organisation (two), advocacy organisation (one), political party (one), and industry organisation (one).
The following graph identifies the location of submitters, where addresses were given.

Location of submitters
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A full list of submitters is included in Appendix A.  

Allen & Clarke also met with groups of interested stakeholders during the consultation period including a public meeting, and meetings with local primary health organisations, health practitioners, health and disability groups, the Chemically Exposed Paritutu Residents’ Association (CEPRA), and the Sawmill Workers Against Poisons (SWAP).  These meetings generally canvassed the same issues as presented in the discussion paper.  Comments made at these meetings have been included in the submissions analysis, and have contributed to each preliminary thinking section.  A full record of the public meeting discussion and summaries of the key points discussed in the other meetings are included in Appendix C of this report.     
2
Principles

The discussion paper identified seven principles to be considered for application during the development and implementation of any health support service options.  These were:

· Effectiveness 

· Population-based
· Accessibility 

· Sustainability
· Equity 
· Acceptability 
· Co-ordination. 

Part 2 of this report outlines submitters’ comments on the identified principles, and indicates Allen & Clarke’s preliminary thinking about the application of these principles.
2.1
Key findings from the consultation exercise
Relatively few submitters commented on the overarching principles identified to guide the design and implementation of health support service options.  Most of the 17 submitters and key informants who commented on the identified principles either generally agreed that these provide an appropriate basis from which to proceed, or commented positively on specific principles.  The majority of specific queries or comments were received from five standard template submissions (as indicated below).  Specific comments made about each of the principles were:

· Effectiveness: 

· The existing evidence base linking dioxin to health outcomes is limited and dioxin affects people in different ways.  As such, the Ministry of Health needs to apply concepts of effectiveness that are broader and more precautionary than current standard scientific conventions (six submitters).
· The Institute of Medicine’s list of recognised conditions
 is limited and should not be relied on as there are other lists (eg, the International Programme of Chemical Safety) (five submitters).
· Population-based:

· The health support service needs to recognise individual differences and respond to individual’s health needs (seven submitters).

· Accessibility: 

· The health support service should be available for eligible people regardless of whether they live in New Plymouth or elsewhere (including people currently domiciled in other countries) (seven submitters and participants at one meeting).

· Access to any health support should be easy (one submitter).

· Sustainability: 

· Funding for the health service should be perpetual, cost-effective, and cover the whole of an eligible person’s life (seven submitters).
· The health support service should go on for longer than the lifespan of the generation of people exposed (one submitter).
· The health support service options need to be maintained in the long-term rather than fade away after two or three years (participant at public meeting).

· Equity:
· Exposed people have priority over others in the population because the exposure was not their fault (two submitters). 
· Eligible people need to be considered separately from other population groups or risk experiencing considerable delays to accessing treatment (five submitters).
· Eligible people should not be considered or treated differently from other New Zealanders with health needs because it is not clear that exposure to dioxin has resulted in the existing health conditions and access to services should be based on health needs (two submitters and participants at one meeting).
· Acceptability

· No specific comments recorded.

· Coordination: 

· The health support service should be simple (five submitters).

2.2
Preliminary thinking about the principles

The principles identified in Section 2.1 of this report have been used by Allen & Clarke to guide the development of health support options to date.  There was little comment from submitters and key informants to suggest that the application of these principles has been inappropriate.  No other possible principles were identified.
It is proposed that the identified principles continue to guide the remaining policy and implementation work required to develop final recommendations on the health support service.  These have been considered in other sections of this report (where relevant).  Monitoring and evaluation is critical to ensuring that the health support service is a responsive, effective, and efficient mechanism to support improvements in and maintenance of the health of eligible people.  
3
Who would be eligible for a health support service?
The discussion paper proposed the following criteria for identifying who would be eligible to access the health support service:
· For people who lived in Paritutu between 1962 and 1987: those who lived for at least one year between 1962 and 1969 or for at least five years between 1970 and 1987, within an area 1,000m to the east of the IWD plant and 400m to the south;

· For people who worked at the IWD plant between 1962 and 1987: those who worked at IWD for at least six months during this period [NB: this criterion would be reviewed once the results of recent serum dioxin tests are available];

· For people who worked elsewhere in Paritutu between 1962 and 1987: those who worked for at least one year between 1962 and 1969 or for at least five years between 1970 and 1987, within an area 1,000m to the east of the IWD plant and 400m to the south [NB: within this criterion, actual access to the health support service would be determined on a case-by-case basis].

These criteria were based on advice from a technical group that Allen & Clarke consulted with in June 2007.  The consultation with the community sought views on the above criteria and asked for any suggestions for alternative criteria.  It also asked whether other groups of people exposed to dioxin should be eligible.

3.1
Key findings from the consultation exercise
Ninety-eight submitters provided views on who should be eligible for health support services.  The proposed eligibility criteria were also discussed in all of the meetings, including the public meeting.

Seventeen submitters and participants at two meetings considered the proposed eligibility criteria were about right.  Comments included:

“I’m pleased that you have gone for option 2 [from the Phase 1 report] and adopted a broader and more inclusive definition of who is eligible” 
“Do not broaden at this stage otherwise will dilute effort and increase cost and delay results.  Can broaden at later date” 
Several other submitters and participants at one meeting indicated general support with statements like: “You have to start somewhere”.

Views on each parameter for the eligible group are discussed in Sections 3.1.1-3.1.4.
3.1.1
Demographic parameters

The proposed eligibility criteria included Paritutu residents, IWD workers and people who worked elsewhere in Paritutu.  The discussion paper asked if the criteria should be expanded to include any other groups of exposed people.  Many submitters also listed the three proposed groups (Paritutu residents, IWD workers and people who worked elsewhere in Paritutu) and these are included in the analysis below; however, because of the way the question was asked, the analysis presumes that support for these groups is higher than the results below suggest.

Submitters considered the following groups should be eligible for the health support service:

· IWD workers (23 submitters and participants at public meeting);

· Paritutu residents (21 submitters);

· Timber workers (16 submitters and participants at one meeting);

· People who worked elsewhere in Paritutu, including Shell and power station workers and port workers (15 submitters and participants at two meetings);

· Spray contractors (13 submitters);

· Descendants and family of exposed people (11 submitters and participants at two meetings);

· Vietnam Veterans (six submitters);

· Farmers (six submitters and participants at public meeting);

· Fertiliser application workers (five submitters);

· People who visited Paritutu regularly, including school children (one submitter and participants at two meetings). 

Eighteen submitters and participants at the public meeting felt that anyone who has been exposed to dioxin should be eligible while nine submitters stated that eligibility should be expanded to include other, non-specified groups.  Five submitters and people at two meetings specified people who had been exposed either directly from contaminated run-off or through swimming, surfing or eating kaimoana from the neighbouring coastline. 

One submitter noted that eligibility should be expanded to include any other groups identified in the future.  Four submitters commented on a need to ensure that people who no longer lived in the area were eligible, while six submitters considered that people who were no longer resident in New Zealand should be eligible.

Two submitters felt that health support services for people exposed to TCDD/2,4,5-T should be considered separately from exposure to other dioxins (this would exclude timber workers and perhaps other groups).  One participant at the public meeting indicated that the issues for Vietnam Veterans were entirely different and should not be considered as part of the development of services for Paritutu.  Another submitter suggested focusing solely on those exposed to dioxin from the IWD plant: 
“No sidetracking.  Including veterans and all farmers is too big.  Can’t look at whether Dow has generally polluted area – concentrate on dioxin”. 
Participants at one meeting were very concerned that timber workers were not central to the proposals to establish a health support service for people exposed to dioxin.  They felt that exposure of timber workers is clearly defined and that it was inequitable and unfair that their health needs were not being considered on the same basis as for Paritutu’ residents and workers. 
One submitter considered that residents should not be eligible for any health support service as the conclusions drawn from the serum dioxin study of residents were “spurious” as, in their opinion, the study included a number of ex-IWD workers and only slightly over half had serum levels above the background level.

3.1.2
Temporal parameters
The proposed temporal criteria included the overall exposure window (1962 to 1987), and the duration of residence or work within two sub-windows (1962 to 1969 and 1970 to 1987).

Five submitters and people at two meetings considered that the criteria for the overall exposure window were too rigid:

· Two suggested exposure to dioxin occurred before 1962 from the previous plant;

· One felt that 2,4,5-T was still being made at the plant up to 1989;

· Another had no confidence in the monitoring of emissions until the Resource Management Act and, therefore, suggested that the timeframe should be extended to 1991;

· One considered that the timeframe should be extended beyond 1987 due to ongoing exposure through ground contamination and another through ongoing exposure from roof cavity dust;

· One suggested that the timeframe should be extended to the present day.

Eight submitters and participants at one meeting commented on the proposed duration criteria:

· Two felt that the duration should be shorter for those in the area at the time of an explosion (three mentioned an explosion in 1972) or other exposure event, with one of these suggesting “the effects of which may be just as serious as the cumulative effects experienced by longer-term residents”;

· One felt the duration should be shorter for people who were children at the time of exposure;
· One felt the duration for workers should be shorter for jobs where there was greater potential for exposure;

· One suggested that duration should be shorter for those who lived over a chemical dumpsite;

· One felt that the six-month duration criteria for IWD workers would create confusion as it varied from that used in the current Dow AgroSciences/Otago University study (criteria was two days) and Massey University study (one month);

· One suggested the minimum duration should be consistent with the six-month minimum for Vietnam Veterans.

Only one comment related to the proposed different duration periods within the two exposure sub-windows.  This submitter indicating that, for residents, the criteria should be at least one year over the entire exposure window (as opposed to the proposed one year over the period 1962 to 1969 or five years 1970 to 1987).

3.1.3
Spatial parameters
The spatial parameters proposed for residents and people who worked elsewhere in Paritutu are within an area 1,000m to the east of the IWD plant and 400m to the south.  Nineteen people and participants at two meetings commented on this area being too small.  The following explanations or alternative distances were suggested:

· Three submitters and participants at one meeting felt that variable wind directions led to exposure not only in an east and southerly direction and numerous other people commented that the airborne chemical smell extended well beyond the 1,000m and 400m limits;

· Three people suggested a 5,000m radius from the plant while one suggested a 1,000m radius;

· Two people were particularly concerned with the 400m boundary:

· One suggesting that it cut a community in two;

· The other because the isobars of soil TCDD concentration that form the basis for this boundary were packed in close together [suggesting that any margin for error could be significant over a short distance]; 

· One person at the public meeting felt that the area should include two nearby schools to the east and one to the south;

· One person suggested that, because of the 1972 explosion, the area should cover the whole of New Plymouth.

3.1.4
Other findings on the criteria

Seven submitters and people at two meetings commented on the need for flexibility in applying the eligibility criteria.  One person’s comment specifically related to their concern about the 400m boundary: 
“I realise that some hard line has to be drawn somewhere . . . but I do think that there might need to be some flexibility around services to people who lived just over the 400m line and are particularly worried”.  
Another provided an example of when they felt a more inclusive approach would be warranted: 
“While I understand the necessity to have some limits on exposure criteria, the Ministry should encourage the submission and review of cases that narrowly fall outside these limits on a case by case basis.  For instance, to exclude somebody who worked at Ivon Watkins-Dow in a testing laboratory for 5.5 months during the high dioxin levels of the mid-1960s and suffered a birth defect does not seem like a compassionate approach.  I would suspect that such ‘fringe’ cases would be minimal.  Even if they are abundant, providing health support and closure for all those who might have been affected is crucial, and strict distances and times of residences simply do not allow such an inclusive approach”.
Eight submitters and some participants at two meetings felt that eligibility should be based on having raised serum dioxin levels.  Five of these people indicated that eligibility should be based on both tests for dioxin levels and for DNA damage, with two commenting that the proposed criteria are “subjective and plainly best guessed theories”.  One other person suggested serum dioxin levels as an alternative to the proposed criteria and believed that, while the cost of testing would be high, the size of the eligible population “would diminish greatly”.

Two people expressed concerns that the technical or statistical nature of the eligibility criteria risked segregating the community and missing the real problem caused by dioxin.

Participants at three meetings commented on the need for criteria that were transparent and understandable, so that it was clear which groups were included and which were excluded.  The same participants felt that the process of assessing eligibility should, initially at least, be kept separate from GPs and other clinicians who provide support and care for the exposed population. 
3.2
Preliminary thinking

We expected that it would be unlikely that there would be consensus on the eligibility criteria for the health support service.  Applying parameters, particularly those as blunt as lines on a map, will always cause concern.  However, if we are to recommend the establishment of a health support service for an exposed group, then somehow we need to identify those people who will be eligible to access that service.

The criteria that were consulted on were proposed by a technical group of New Zealand researchers and others with expertise in spatial epidemiology and knowledge of dioxin exposure and health.  As such, we consider that the advice of this group needs to be considered seriously and substantially deviated from only if there are robust arguments for doing so. 

We feel that the consultation provides a certain level of validation for the criteria we proposed in the discussion paper and this gives us a good basis on which to shape our recommendations.  However, we intend to share the views of submitters with the technical group to determine whether any of the issues or arguments raised would change that group’s views on the eligibility criteria.
Over time, as knowledge of dioxin exposure and health is expanded through further research, eligibility criteria may need to be adjusted.  Accordingly, there will need to be a process established for the regular review of these criteria in the context of people’s access to the health support service.

3.2.1
Demographic parameters

The terms of reference for our work requires us to ‘stick to our brief’ in focusing on people who might be eligible as a result of exposure from the IWD plant in Paritutu.  Yet we acknowledge the concerns for other populations exposed to dioxin, particularly timber workers and agrichemical sprayers, and suggest that there are strong equity and ethical reasons for implementing health support services for these populations at the same time as for Paritutu.  We also see benefits in getting a service underway for people exposed from the IWD plant and applying the lessons from this project to developing services for these other population groups.

Within the context of exposure from the IWD plant, there does not appear to be a need for eligibility to be extended to other population groups (i.e., other than those people who worked or lived in the Paritutu area).  

The inclusion of children and grandchildren is discussed in Section 4.9.  

We agree that people who meet the eligibility criteria need to be able to access the services no matter where in New Zealand they currently live.  Further work is also required on assessing the feasibility and appropriateness of providing services for people who meet the eligibility criteria but no longer live in New Zealand.

3.2.2
Temporal parameters

With respect to the temporal criteria, we do not think there is evidence to support extending eligibility to people who lived or worked in the area other than during the period 1962 to 1987.  In considering the duration of residence or work, the main concern seems to relate to the potential for acute exposure from toxic releases following an explosion at the plant in 1972.  
We understand that the Ministry of Health has previously noted that no TCDD was reported to have been released as a result of this explosion.  In addition, the ESR serum dioxin study concluded that exposures were not the result of a single release of dioxin, although this is not to say that such events did not contribute to exposure.  
The technical group we consulted with over eligibility criteria agreed that the period 1965 to 1968 was most likely to have been significant for exposure, but did not identify any other periods.  On the basis of current evidence, we think the temporal criteria are appropriate.  However, as with all the eligibility criteria, we will share the views of those consulted with the technical group and ask for them to review them in the context of their previous advice.  We also note that this criterion should also be reviewed regularly to take into account any new evidence that may emerge.

3.2.3
Spatial parameters

It is evident that there is more concern with the proposed spatial criteria and we think further consideration of two options is warranted to help define the area with more confidence:

· Providing a limited number of additional serum dioxin tests of people who lived near (both inside and outside) the proposed boundaries, particularly the southern boundary.  This is discussed further in Section 4.5; and/or

· Including a ‘buffer zone’ around the proposed boundary, particularly the southern boundary.  People who lived within this zone (which, for example, may be a 200m extension on the southern boundary) would be eligible to access the health support service although it would be made clear that their inclusion was to add a ‘safety margin’ to the criteria as opposed to any specific concerns about exposure in this area.  To some extent, this ‘buffer zone’ concept may be addressed when it comes to making pragmatic decisions on the precise location of the 1,000m and 400m limits.  For example, the location of the boundary will need to consider patterns of residential development within the community and we would expect to adopt an inclusive rather than exclusive approach to this exercise, thus potential creating a natural ‘buffer’.

3.2.4
Other considerations

We do not think that requiring people to prove they have elevated levels of serum dioxin or DNA damage is an effective or equitable basis on which to determine eligibility for the health support service.  
DNA damage occurs naturally with age and many other factors contribute to damage.  We understand that a test cannot be used to determine the cause of any damage (see Section 4.6 for further discussion on DNA damage tests).
Serum dioxin tests show current TCDD “body burden”.  A test result that shows a person does not have elevated TCDD does not mean that that person has not historically been exposed.  Thus a result can only ever confirm exposure; not that exposure has not taken place.  A serum dioxin test therefore has the potential to exclude people from accessing services, when they might have a need for these services based on past exposure and the impact of that past exposure on their current and future wellbeing.  Limitations of serum dioxin testing are discussed further in Section 4.5.
We continue to think that eligibility should be on the basis of the demographic, temporal and spatial parameters of exposure, and not on the basis of existing or future health conditions.  While there has been much comment about which conditions are associated with dioxin exposure (for example, arguments over whether the IOM list of conditions (see Footnote 2) is inclusive enough), for the purpose of designing this health support service, the focus is entirely on supporting people to keep well, and speedily identifying any conditions should they develop (regardless of whether those conditions are on the IOM list, any other list or no list at all).
We think the eligibility criteria will need to be clear and precise but agree with those submitters who indicated a need for a flexible approach in implementing the criteria.

As indicated above, we also think there is a need to regularly review whatever criteria are finally adopted, to ensure that they reflect the latest evidence on dioxin exposure.  This will initially include reviewing criteria for IWD workers once the results of the current Dow AgroSciences/Otago University study are available.
In terms of the process for assessing individuals’ eligibility, we can see advantages in this being undertaken centrally without the involvement of GPs or other health providers.  The process would be based, initially at least, entirely on demographic, temporal and spatial criteria.  There may be a need to bring a clinical perspective in to any subsequent assessment or review of those cases that are at the margins of eligibility (noting previous comment about the need for a flexible approach).

For the group of people who worked elsewhere in Paritutu, where there is currently no exposure assessment on which to base criteria (i.e., there have been no serum dioxin studies on this population), there may be a need for a more comprehensive assessment of eligibility.  The technical group suggested that their exposure is likely to be broadly similar to Paritutu residents but that there would be considerable variation within the group (eg, someone who worked across the road from the IWD plant for 12 years might be expected to have a higher level than a postman who came in to the area for two hours a day for six years).  As a consequence, we are thinking that eligibility for this group may best be considered through an assessment panel on a case-by-case basis, taking into consideration factors such as time spent within the exposure area and distance of workplace from the plant.  An alternative would be to develop some criteria on the basis of serum dioxin testing of this group and this is discussed in Section 4.5.2.
3.2.5
Further work required
The following actions will need to be undertaken: 
· Assessment of the options proposed in Section 3.2.3 to further define the spatial parameters of the exposure area;

· Review of the criteria for IWD workers once results of current Dow AgroSciences/Otago University research are available;

· Identification of addresses in the exposure area (this is likely to require analysing aerial photographs from the exposure period);

· Estimation of the eligible population (including number, age and gender);

· Determination of the process for assessing eligibility;

· Determination of any particular processes for assessing eligibility for people who were exposed through working elsewhere in Paritutu where there is less evidence of exposure and, potentially, considerable variation in their level of exposure;

· Determination of the level of evidence that would be required to meet the eligibility assessment (eg, proof of residency/employment);

· Determination of a process for ‘registering’ eligible people so that they can be identified by GPs and other health practitioners as being eligible for services (this links to proposals discussed later in Section 4.1.1.6 on an ‘access card’ and Section 4.4 on an exposure registry);

· Development of a process for reviewing and agreeing changes to the eligibility criteria on a regular basis;

· Development of a recommendation on whether people who no longer live in New Zealand would be eligible for the health support service (and if so, how).
4
Elements of the proposed health support service
The Ministry of Health has requested that Allen & Clarke consider the development of a health support service for the exposed group that aims to address the risk factors for, and reduce the incidences of, diseases and conditions that dioxin is associated with.  This means the service would focus both on people who are currently healthy, and those people who are diagnosed with a condition or disease.

Part 4 of this report outlines submitters’, key informants’, and meeting participants’ comments on the elements of the proposed health support service, and indicates Allen & Clarke’s preliminary thinking on these.  The menu of options considered includes:   
· Section 4.1 
Health support service options:
· Option A: One-off visit to a GP for a full health check; and/or
· Option B: Regular GP visits for a standard consultation; and/or
· Option C: Regular GP visits for a full health check
· Section 4.2 
Access to health-promoting activities and education 

· Section 4.3
Access to general counselling

· Section 4.4
Exposure database or registry

· Section 4.5
Provision of serum dioxin tests

· Section 4.6
Provision of DNA damage tests
· Section 4.7
Access to genetic counselling
· Section 4.8
Access to complementary and alternative health care
· Section 4.9
Health support services for descendants of exposed people
· Section 4.10
Other non-health service remedies raised by submitters:
· Compensation
· Acknowledgement of exposure from the Government
· Research opportunities 
· Access to disability or aged care support.

4.1
Health support service options: options A, B, and C
The discussion paper proposed three foundation options for the health support service:

· Option A: A one-off visit to a GP for a standard check-up, which includes discussion on the potential health risks associated with dioxin exposure and how to reduce these risks;
· Option B: A regular GP visit for a standard consultation similar to that provided under Option A;
· Option C: An annual GP visit for a comprehensive medical assessment.

It was proposed that eligible people requiring treatment and management services be referred on to other primary, secondary, and tertiary health services as needed.  This would follow standard health referral practices.
Stakeholders were asked three questions about the proposed foundation options.  These related to whether the primary care setting is the most appropriate place to initially address health concerns, preference for one (or more) of the proposed foundation options, and the preferred frequency of attendance at a health check.
4.1.1
Key findings from the consultation exercise

In total, 107 submitters commented on the foundation options and/or the overall design and delivery of the health support service.  The foundation options were also discussed in all of the meetings, including the public meeting.
4.1.1.1
  Overall design and delivery of the health support service
Stakeholders were asked to consider three potential approaches: 

· Allow time to run its course (i.e., do nothing);
· Treat the range of conditions and diseases associated with dioxin exposure; and/or
· Promote initiatives that maintain and improve health by limiting the impact of conditions and diseases associated with dioxin exposure.

In total, 25 submitters and participants at the public meeting specifically indicated support for the concept of establishing a health support service for people exposed to dioxin at Paritutu.  No submissions explicitly disagreed with the proposals to establish a health support service, but two submitters and people at one meeting indicated unease with the concept because of the limited nature of the evidence on dioxin exposure at Paritutu or because of equity issues between the eligible population and other population groups with similar or greater health needs.  
There was no clear consensus on which general approach was preferred: five submitters and participants at two meetings indicated a preference for a preventative approach, five submitters preferred a treatment-based approach; and four submitters preferred some combination of these approaches.  Specifically, participants at one meeting agreed that the primary focus of the health support service should be to meet people’s health needs and support improvements in health: it should not focus on the role that historical exposure to dioxin may have in causing any such need(s). 
Three submitters specifically stated that the do-nothing approach was unacceptable.  As noted by one submitter:
“Early intervention will reduce overall health resource usage.  Reduction of key risk factors will reduce cancer risks. As the government has completed blood tests and given a proportion of an affected population a ‘dioxin’ result, it is ethically irresponsible not to follow with an appropriate health programme”.
Five submitters and participants from two meetings noted that, regardless of the health support services designed and implemented, there is a strong need to establish a health support service as soon as possible.

4.1.1.2
  Foundation options: which option is preferred?
Submitters were asked whether the health support service should begin with a health check by a primary care provider.  The majority of submitters responding to this question agreed that this was a good starting point for the service (40 submitters and participants from two meetings).  Few submitters identified reasons for supporting access to a health check but those who did considered that a health check would:

· Enable early identification and timely treatment of diseases and conditions, including those associated with exposure to dioxin (four submitters);
· Provide peace of mind (one submitter);
· Support primary care as the best setting in which to maintain continuity of care, especially when complex chronic conditions and co-morbidities are involved (people at one meeting).
Seventeen submitters did not agree that the health check should be the starting point for the health support service.  A further 15 submitters did not provide a clear opinion on whether the service should be delivered through a primary care setting.  One of the key reasons for disagreement with or concern about the proposed option was fear that some GPs currently have limited understanding and knowledge of or empathy for dioxin-related health issues (13 submitters).  One submitter was concerned that the services be delivered by the most appropriate practitioner and that a multidisciplinary approach could be an effective way of ensuring that this happened.   Concern about the existing level of expertise among GPs was also raised by 11 submitters who supported the health check as a starting point.  Ongoing advice needs for health practitioners are discussed in Part 5. 

Stakeholders were asked to identify which option was preferred: A, B, and/or C.  While there was a clear consensus that the health check should be both regular and ongoing, there was no consensus about the content of the health check (eg, whether Option B or Option C was preferred):

· Thirty-six submitters participants from two meetings preferred Option C;
· Fourteen submitters did not indicate a clear preference for either Option B or Option C, or provided insufficient information from which to determine a preference; 

· Ten submitters preferred Option B;
· Three submitters proposed an approach that combined Option B and C (eg, a full health check first followed by standard consultations based on health need);
· Two submitters indicated that both Option B and Option C were acceptable.
Few reasons for supporting either Option B or C were provided by submitters.  
No stakeholders preferred Option A.  Reasons provided for this included that eligible people require ongoing support to establish and maintain good health or that a general consultation may not provide much useful information to support this.
4.1.1.3
  Frequency of the health check 
There was no consensus on how frequently the health check should be completed:  

· Twenty-eight submitters and people at two meetings supported annual health checks;
· Thirteen submitters preferred a health check every two or three years;
· Thirteen submitters supported health checks every six months;
· Seven submitters indicated that frequency should be determined by health needs;
· Five submitters did not provide sufficient information to identify a preference;
· Three submitters preferred an interval of six months to one year;
· Two submitters preferred on-demand access to the health check.
Three submitters and people at one meeting commented on the period of time that the health check should be made available to eligible people: two submitters proposed that access remain open indefinitely, one submitter proposed that it be offered for up to ten years.  Participants at one meeting considered that flexibility and clinical judgement should guide the length of time that the visit is offered for.

4.1.1.4
  Content of the health check
Thirty-four submitters and people at one meeting identified specific services that could be delivered as part of a health check delivered by a GP; however, no submitters or meeting participants presented a full list of the range of services that could be provided.  Those that fall within the ambit of primary care services delivered in GP setting included:
· Access to services to treat identified health conditions or diseases, whether related to dioxin exposure or not (25 submitters and participants at one meeting); 

· Screening tests for cancers (eg, cervical screening, physical breast examination, prostate screening, etc., as well as checking to ensure that people are accessing national screening programmes like BreastScreen Aotearoa) (4 submitters and people at three meetings);
· General blood tests (participants at one meeting);
· Diabetes and renal function screening (participants at one meeting);
· General physical examination (participants at one meeting); 

· Mental health screening (participants at two meetings);
· Blood tests to determine dioxin contamination (three submitters);
· Lung x-rays (one submitter); 

· Therapies to remove dioxin from the body (one submitter);
· A full health screen (eg, such as the Well-Man or Well-Woman check) (five submitters).

Participants at three meetings proposed that the content of the visit be determined by clinical experts and that health practitioners be given a standardised checklist to guide the check.  People at two meetings noted that it is important that the visit focus only on the health check, and the completion of services required as part of this.  There are also different screening programmes that people use which may contain the same range of tests as the health check would.  Participants at one meeting considered that eligible people should only access services through these programmes based on clinical appropriateness and health need (eg, no ‘double-dipping’ for services).

Some meeting participants noted that a GP consultation is usually short, and that the length of time available would impact on the content of the health check. 

Five submitters wanted to access services delivered by other health practitioners including optical, dental, and chiropractic care, occupational therapy, mental health services, physiotherapy, podiatry, and any pharmaceutical needs that may arise.

4.1.1.5
  Payment for the health check and/or the resulting health services used
Thirty-two submitters indicated that they expected that medical care for eligible people would be free.  It is not clear from submissions whether this referred to the cost of the health check itself, or the health services that eligible people may need to access as a result of the health check.  It is likely that the majority of submitters were meaning both the cost the health check and the cost of accessing other health services (eg, 25 submitters specifically requested access to free medical or dental care and/or treatment expenses).  
Ten submitters explicitly expected short-cuts to treatment or that any delay to accessing secondary and tertiary treatment would be reduced for eligible people (eg, that eligible people be referred to treatment, private care, or specialist services without delays associated with waiting lists).  Access to private health care was also requested by seven submitters, all of whom requested that Dow AgroSciences be required to pay for the medical costs of eligible people (possibly as an alternate pathway into private care).  The concept of “polluter pays” was also raised at the public meeting.
4.1.1.6  Design and delivery of the health check
Submitters identified a small number of design and delivery issues associated with the implementation of a health check.  The issues identified did not cover all of the design and delivery issues that need to be considered. 

Few submitters indicated a preference for who should deliver the health check, although there was no consensus:

· Seven submitters who did not agree with the GP-based check preferred direct access to (unspecified) specialist services as did five supporters of the GP visit;
· Three submitters and people at one meeting wanted a GP to deliver the health check;
· Five submitters and two meetings proposed that the practitioner be selected based on clinical appropriateness, practice practicalities such as workload split between GPs, practice nurses or nurse practitioners, or selected by practitioners.  
Few reasons were provided to support preferences, although people at one meeting noted that delivery by a GP would be appropriate as the check may result in the management of chronic rather than acute illnesses.  Participants also noted that health promoting services may be best delivered by nurses, dieticians, or other specialists given the limited time available in a short consultation with a GP.
People at two meetings noted the need to consider future capacity issues associated with the ability of primary care to absorb an annual health check for the eligible population.  

Seven submitters and people at one meeting identified an ‘access card’ as an efficient means by which individuals could identify themselves to health practitioners as eligible people, especially if they seek services outside of the New Plymouth area.
4.1.1.7
  Other mechanisms for service delivery

Submitters identified a small number of other mechanisms that could be used to deliver health support services to eligible people.  Eleven submitters and participants at the public meeting proposed the establishment of a dedicated clinic at Paritutu.  Proposed functions for such a clinic included to:

· Facilitate access to services or specialist care;
· Concentrate specialist knowledge on dioxin in one location; 

· Provide access to services specifically located in Paritutu;
· Provide access to information about dioxin and health.  
Four submitters explicitly opposed this approach and participants at two meetings expressed reservations about it.  Justifications included the potential inefficiencies of this form of health service delivery, its cost compared to the delivery of other health services, access issues for people outside of the Taranaki region, and concerns about providing an adequate level of continuity of care to patients experiencing chronic conditions and diseases that require ongoing support.  
Participants at two meetings also noted that while GPs may not know everything about dioxin poisoning, it might be helpful to consider the establishment of a clinic to deliver specialist services to the eligible population (although some issues about equity of access would remain).
Other proposed mechanisms for service delivery included a free wheelchair service (one submitter), unspecified Maori health services (one submitter), and a mobile clinic (one submitter and people at one meeting). 

4.1.2
Preliminary thinking about Options A, B, and C
Submitters supported the timely establishment of regular and ongoing access to a health check undertaken in a primary care setting.  Given the strong support for this approach, we do not propose to continue consideration of Option A.  
While considerable additional work is required before final recommendations can be made about the nature of the health check, our preliminary thinking is that:

· Eligible people receive a free annual health check by a primary care provider to:

· discuss the relationship between dioxin and health (mostly at the first visit)
· review the individual’s current health status
· identify any previously undiagnosed health issues and refer for appropriate treatment or management
· emphasise the ongoing achievement and maintenance of good health with a  limited focus on previous exposure (i.e., a future-focused preventative service rather than one that focuses solely on historical exposure)
· recommend activities to support the uptake or maintenance of healthy lifestyles;
· The health check be dedicated to completing the health check only (although the full content of the health check has yet to be determined);
· The health check balance a standard range of services with individual health needs; 

· A personalised care plan be developed for each individual at the first health check, and that this care plan guide the content of future annual health checks; 

· Tests to be undertaken or ordered be guided by clinical best practice (eg, if included, screening assessments would occur more or less frequently depending on the recommended screening interval for the individual, and the individual’s previous/current status in specific national screening programmes);
· An eligible person only be able to access services under one programme (eg, a individual who has had an annual diabetes screen under the Get Checked programme would not receive those services at their dioxin health check);
· Any health issues identified during the health check be followed by referral through the usual public health systems (eg, screening, diagnostic tests, treatment, management, etc.) (also see discussion in the paragraph below);
· No person would have to use any referred service if they did not want to;  

· The health check be free to eligible people (eg, the Ministry of Health would provide funding for this visit and no co-payment be charged);
· The payment of other costs associated with the treatment or management of diseases or conditions for individuals within the eligible group be in the normal way (eg, through the public health system, out-of-pocket private expense, or through private health insurance).
While we are sensitive to the anger that many in the community feel about the fact that they have been exposed to dioxin without consent, we note that no-one chooses to become unwell.  We think that no one individual should be prioritised over another because of the way in which they have become unwell.  All New Zealanders should continue to have equal access to services based on clinical need: at this time we have not been convinced that there should be short-cuts to treatment.  This is a fundamental principle of the New Zealand public health system and one that we see no justification for changing.

Further work needed before clear recommendations can be made

Further work is needed to:

· Determine whether the preferred option is Option B or C.  Scoping the content of the health check will be done in collaboration with health practitioners, laboratories, and government agencies (eg, which general health tests, screening tests, and referral services should be undertaken as part of the health check);
· Ensure that inequity is not created between the proposed health check and what is proposed under the Memorandum of Understanding between the Crown and war veterans;
· Identify which health practitioner(s) would be involved in delivering the health check (including the option of letting individual practices to determine who should do this);
· Develop a mechanism to enable health practitioners to be made aware of individuals’ eligibility for the health check;
· Determine the length of the health check visit (eg, whether 30, 45, or 60 minutes);
· Determine how long this service should be made available to eligible people (eg, 5, 10 or 20 years or indefinitely);
· Estimate the costs to the government of funding the implementation and ongoing delivery of the health check;
· Assess the existing capacity of, and interest within, the existing primary care workforce to undertake these checks, and its future ability to deliver, and ensure that existing secondary and tertiary services are able to cope with any additional demand for services; 
· Determine the most appropriate funding mechanism (i.e., the way by which practitioners claim for and are reimbursed for their services);
· Determine the mechanisms required to effectively and efficiently administer the health support service from the practice-level through the Ministry of Health; and

· Develop appropriate mechanisms through which to monitor and evaluate the delivery of the health check.
4.1.3
Establishment of a clinic dedicated to dioxin exposure 
As indicated in Section 4.1.1.7, eleven submitters suggested establishing a dedicated health clinic in New Plymouth for people exposed to dioxin.  Submitters identified several possible desirable outcomes as justification for such a clinic.  
A fuller range of outcomes could include:

· A reduction in the perceived marginalisation reported by some eligible people in relation to accessing health services; 

· Facilitate access to health care including specialist services;
· Improved information availability about dioxin and health:

· development and maintenance of dioxin expertise in health practitioners 

· concentration of publicly available expertise and information;
· An acknowledgement of exposure.

Achieving these outcomes would dictate the form that such a clinic might take, its cost, its acceptability to the community and to health practitioners, and its ability to support the achievement and maintenance of good health on an ongoing basis.  There are also alternative models that may also meet the community’s stated desired outcomes, including the selection of a lead provider for dioxin-related care.

Both models have advantages and limitations.  These are discussed in the table below.  Providing information to health practitioners is discussed in Part 5.
	Intended outcomes
	Possible form
	Advantages
	Limitations
	Uncertainties

	To reduce the perceived marginalisation in relation to accessing health services 
To build up expertise of health practitioners on dioxin

To provide a one-stop shop to concentrate expertise and information 

To facilitate access to health care services including those delivered by specialists


	A permanent full or part-time health clinic in New Plymouth supported by improved education opportunities and support for, health providers in other regions

	· Likely to be supported by, and acceptable to, many in the Paritutu community

· May help to develop and maintain dioxin health expertise 
· May support exposed groups’ concerns that health practitioners do not always have a strong understanding of or sympathy for dioxin-related health issues

	· People may seek health care from more than one health provider (eg, continuity of care issues)

· Expensive to establish and maintain: would it add sufficient value compared to other options?
· May raise concerns over inequitable access, mainly for people in other areas of New Zealand
· Focuses on exposure rather than health 

· May require a lot of additional coordination between health practitioners to ensure continuity of care. 


	· Initial and ongoing rates of use: would it be used at enough to sustain its viability long term?

· Unclear what activities the clinic would undertake that could not be easily done by a primary care provider 
· Uncertain effectiveness at addressing health needs of eligible people 

	As above
	A lead health provider for all dioxin-related health issues supported by improved education opportunities and support for, health providers in other regions

This might include the lead provider holding a regular clinic at a regular time each week

	· Lower cost compared to establishing a permanent clinic 

· Likely to be supported by, and acceptable to, many in the Paritutu community

· May help to develop and maintain dioxin health expertise 

· May support concerns that doctors do not always have a strong understanding of or sympathy for dioxin-related health issues
· A regular clinic would give recognition to the Paritutu community’s past exposure
	· People may seek health care from more than one health provider (eg, continuity of care issues)

· Could result in a perceived reduction in choice of primary care provider 
· May raise concerns over inequitable access, mainly for people in other areas of New Zealand
· Similar structures have had mixed results in other New Zealand situations (eg, in Whakatane).
	· Requires a health provider willing to take on this role

· Potential transaction costs associated with people changing PHO
· Initial and ongoing rates of use: would it be used at enough to sustain its viability long term?


There are significant limitations associated with establishing a dedicated clinic.  It raises considerable issues about the balance between the cost of establishing and maintaining a centre and the benefits of doing this, equity issues, and important potential limitations on the ability of health care providers to deliver adequate continuity of care.  In addition, many of the health issues that people have are best managed through the primary care system.  Using a dedicated clinic to provide an information hub for exposed residents and health care providers may provide for coordination of information and be acceptable and accessible to the community, it is likely to be inefficient because it is only accessible to people in the area, is very costly to establish and maintain (in order that material does not become rapidly out of date), and may be a place that people may only visit once or twice to get the information that they need, and then not return.  We do not think that this option should be considered further.  
In our view it would be more appropriate to consider web-based information hubs or telephone services to facilitate access to information.  Such services are more easily kept up to date, more accessible across the country, and more cost-effective.  These options are discussed further in Part 5 of this report.  
Appointment of a lead health provider also has limitations.  A key driver for wanting to establish some form of dedicated service appears to be perceived attitudes of health practitioners to people presenting with concerns about dioxin exposure’s effects on health.  Establishing a lead clinic may not assist with changing attitudes; however, it may be useful in terms of concentrating expertise.    The Project Team proposes to further discuss this mechanism with primary care providers to assess the benefits and limitations of this approach in more detail before developing a final recommendation.  
In respect of the goal of recognising the community’s exposure, there are likely to be more efficient means of achieving this (if this is considered a desirable goal of itself). 
4.2
Access to health-promoting activities and education
The discussion paper proposed supporting access to health-promoting activities and education as a possible add-on option.  This included activities to reduce the risks associated with tobacco use, risky drinking behaviours, poor nutrition, overweight and obesity, and low levels of physical activity.  Stakeholders were asked to identify the kinds of interventions that they would find useful and acceptable.
4.2.1
Key findings from the consultation exercise

Eighty-two submitters commented on the provision of or access to health-promoting activities and education.  This was also discussed at six meetings.  
There was strong support for these activities.  Of those who commented on the acceptability of health-promoting activities and education:
· Eighty-four percent of submitters (59) and participants at five meetings agreed that such interventions be included in the health support service because of the health benefits accrued by using these services and because of the opportunity to promote health-promoting or risk-reducing behaviours to people and populations; 
· Fifteen percent of supportive submitters (11) were concerned that people may not access health-promoting services if they were healthy or already accessing services; 

· Eight percent of submitters (six) and participants at one meeting did not think that these services would be acceptable or taken up because of limited benefit to themselves or to people who are already sick;
· Eight percent of submitters (six) did not indicate a clear opinion noting that people are responsible for maintaining health or that health promotion would be of little value to people who do not live healthy lives, but that a focus on health was important. 
Forty-three submitters and participants from one meeting considered that the following health-promoting activities be investigated further:  

· Targeted nutrition programmes like cooking classes or nutrition consultation/ advice (15 submitters); 

· Supported or expanded opportunities to be physically active: 
· General physical activity opportunities or information on physical activity (five submitters and person at one meeting)
· Access to organised exercise classes or gym membership (10 submitters)
· Access to personal trainers (five submitters);
· Weight management support (six submitters); and/or
· Targeted smoking cessation programmes, such as motivation and support groups (six submitters and person at one meeting). 
Twelve submitters indicated that health-promoting interventions should include the provision of information about the relationship between dioxin and health and/or information on how to reduce the effects of exposure (eg, health education materials).  Two submitters and participants at one meeting requested information on services and information on how to access these services as a lack of information can be a barrier to access. 
Four submitters indicated that it is important for interventions to be effective, accountable, available, and delivered by knowledgeable practitioners.

Two submitters and participants at four meetings noted the need to use existing services rather than developing new specific services for eligible people.  Building on existing services would enable potential capacity issues to be managed, support ensuring consistent messages between primary care and population health approaches, and would enable an approach that did not solely focus on the eligible group.  Two submitters noted that eligible people may require local services, or transportation or other assistance to attend any such health-promoting activities.  
4.2.2
Preliminary thinking on health-promoting activities and education
There was strong support from submitters for including health promoting initiatives.  

Our preliminary thinking is that the promotion of, and facilitation of access to, health-promoting and education interventions be included in the health support service.  Services would be based on lifestyle factors like smoking, risky drinking, low levels of physical activity, and poor nutrition rather than on activities targeted at population groups (eg, media campaigns) or activities targeted at diseases.  This is because:

· Positive changes to lifestyle factors have broad-reaching and positive impacts on overall health as well as on the risk factors for some diseases or conditions;
· The population group has already been defined; 
· A lifestyle approach may also benefit non-eligible people who live or associate with an eligible person;
· Disease-focused health-promoting interventions may be covered during the health check (eg, blood pressure management, cervical screening, immunisation, and antenatal screening, etc.).    
It is likely that eligible people would be given information about how to access to existing services and education materials rather than establishing dedicated services (eg, access to health education materials produced as part of the Healthy Eating Health Action Strategy, or access to services through the Active Families or Mission On programmes).  This is likely to be more efficient way to deliver services given the range of options under consideration, current available services available, the likely number of eligible people and where they live, and the likely uptake of services.  
Further work needed before specific recommendations can be made

Further work is needed to:

· Consider the evidence on effectiveness, acceptability, uptake, and implementation to identify the interventions to be include, including consideration of access to:
· smoking cessation services

· nutrition advice

· weight management support

· physical activity support programmes and classes
· general health education; 
· Confirm the feasibility of connecting eligible people with existing services rather than establishing new services;
· Determine the access mechanism for each intervention (eg, group access, access to existing services without a referral from a health practitioner, etc.); 
· Estimate the cost associated with each of the interventions and the uptake; 
· Assess the capacity of, and interest within, the existing service providers to deliver services, and their future ability to deliver [NB: this will involve discussions with other agencies on their programmes including ACC, regional sports trusts, SPARC, Quit Group, district health boards, and alcohol and drug treatment providers]; 

· Determine how to fund providers for the delivery of services; and
· Develop appropriate mechanisms through which to monitor and evaluate the delivery of the health-promoting activities and health education.
4.3
Access to general counselling

The discussion paper proposed that eligible people be able to access general counselling services for issues related to mild to moderate mental health conditions, such as anxiety and depression.  Stakeholders were asked to indicate whether there is a need for services, and whether they would use these services if referred. 
4.3.1
Key findings from the consultation exercise

Eighty-six submitters and six meetings discussed general counselling.  
Although the majority of stakeholders considered that general counselling services would be needed there was no consensus: 
· Forty-four submitters and participants from five meetings thought counselling to deal with stress, grief, and/or anxiety would be helpful;
· Thirty-one submitters did not think that general counselling would be helpful;
· Seven submitters did not indicate a clear position.

Reasons for supporting the inclusion of general counselling services were that it would help to support general wellbeing and alleviate the fears, concerns, stress, and anxiety experienced by the exposed group (nine submitters and participants at five meetings).  Access to counselling would also allow people to share their stories and come to terms with exposure (nine submitters).  Other justifications included that the counselling services were overdue, and that it is important to offer counselling as stress and anxiety are part of most illnesses (three submitters).  As noted by one submitter:
“Top priority must be given to emotional support services for the community (and workers if necessary)…this is affecting their health more than dioxin. Extreme anxiety over a long period of time without the chance for outlet is destructive to health”.
The majority of submitters who indicated that they did not support counselling did not justify their opinion.  Of the two who did, one considered that it was too late for counselling and the other that counselling was not required by that individual.
Thirty-nine submitters indicated that they would take up counselling if it were offered.  Twenty-four submitters indicated that they would not take up counselling if it were offered (79 percent of these submitters also indicated that they did not support the need for general counselling).  One submitter was particularly concerned that:

“voluntary uptake for counselling in society is generally poor…the provision for access to counselling should not be based on respondents’ purported desires”.
The most common factor identified as influencing likely take-up appears to be each submitter’s understanding or acceptance of personal need or of an immediate or future potential benefit to their health or others’ health (15 submitters).  Participants at one meeting noted that there are generally significant counselling needs in the community and that inclusion of counselling must result in equitable access.  This may mean that the counselling services are limited to discussion that relates only to exposure and not other mental health needs (although it is likely that it will be difficult to disentangle these).  Participants at one meeting indicated that there may be a need for some way to refer people to other mental health services if needed. 
Two submitters indicated a preference for locally-delivered services.  Five submitters and participants at one meeting queried whether a GP could deliver counselling as part of a standard consultation.  Capacity in existing mental health services was raised at two meetings, both of which agreed that capacity is sufficient.  
Three other options were proposed by submitters: the establishment of a counselling blog (two submitters), or a dioxin-exposed support group (two submitters), or access to specific counselling techniques like Emotional Freedom Therapy (one submitter).
4.3.2
Preliminary thinking about access to counselling services
The psychosocial needs of exposed populations were a common theme in much of the literature reviewed as part of stage 1 of this project (Allen & Clarke 2007).  A significant proportion of submitters considered that there was value in making general counselling services available to eligible people.  Counselling may provide an appropriate, supportive setting where exposed people can discuss concerns relating to exposure history and health risks.  Counsellors could refer people onto other mental health services if needed.  Accordingly, our preliminary thinking on this issue is that access to counselling services provided by qualified and registered practitioners be included in the health support service. 
Within the eligible group, there is likely to be different groups of mental health need, including people experiencing relatively mild mental health conditions that can be effectively addressed through short-term counselling intervention; family/whanau groups who may like to discuss their grief, stress, and/or anxiety in a group setting; and/or people experiencing more severe or previously undiagnosed mental health issues requiring lengthier treatment or management.  For people who are experiencing relatively minor mental health issues, access to general counselling may be effective.  A range of short-term services that can demonstrably reduce stress and anxiety, and improve people’s mental health is available.  For people experiencing more severe or previously undiagnosed mental health illness, it may be more appropriate if their needs are addressed through referrals to existing mental health services.  
While the options to access counselling services require further discussion with health practitioners (including mental health providers), there are a number of potential referral models that are under consideration.  These include: 
· Under the ACC sensitive claims process, people can apply for funding of counselling services.  The form is sent to ACC for consideration.  If agreed, ACC pays for the counselling.  It is important to note that ACC only pays up to a certain amount for counselling services.  People may be required to pay any shortfall;
· Some PHOs offer parcels of care for counselling services.  A GP can give vouchers to patients who can then access mental health services up to the value of the vouchers.  This enables people to decide how best to meet their mental health needs (eg, through a counsellor or private psychiatric services).
Given the Ministry of Health’s mandate, the other suggestions for mental health support (eg, the blog and the support group) may be best established and maintained by users if there is a demand for these.

Further work needed before final recommendations can be made

Further work is needed to: 

· Identify the existing range of local counselling interventions including private care, community services care, and/or hospital in-patient and out-patient care; 
· Specifically define what is intended to be offered to people with mild mental health concerns, including the components of any counselling service and whether counselling is made available to family/whanau groups;
· Determine the mechanism by which individuals would access the counselling component of the health support service, and the mechanisms needed to enable a counsellor to refer a person on to other mental health services (if needed); 
· Estimate the likely uptake, and costs associated with the provision of services;
· Assess the capacity and interest of existing service providers to deliver services;
· Determine the mechanism by which services would be funded; and

· Develop appropriate mechanisms through which to monitor and evaluate the delivery of general counselling services.

4.4
Exposure database or registry

The discussion paper proposed that an exposure registry be established to support communications with eligible people, and to support the monitoring and evaluation of the health support service.  Stakeholders were asked what the benefits of an exposure registry could be, and to indicate whether they would want to be included on a register. 

4.4.1
Key findings from the consultation exercise

Eighty-six submitters and participants at six meetings commented on this option.

There was strong support to establish an exposure register (70 submitters and people at six meetings).  The identified benefits generally incorporated the potential individual and collective purposes that a registry could have.  Four submitters noted that there may be no personal benefit accrued from the establishment of a register, but indicated support because of the potential benefits for other people or for research purposes.

Submitters had varied ideas about the functions of the registry, including that it could:  

· Be used to communicate with eligible people and other interested parties about the relationship between dioxin exposure and health, and the health support service (19 submitters);
· Support access to health support services or treatments now and in the future (18 submitters and people at two meetings);
· Facilitate research to more conclusively determine the ongoing health effects of exposure to dioxin (eg, tracking the exposed population over time) or to establish the magnitude of exposure to dioxin in Paritutu (18 submitters and people at two meetings);  

· Provide a means to acknowledge that people have been exposed to dioxin (12 submitters); 
· Administer, monitor, and/or evaluate any health support service (six submitters and people at three meetings);

· Provide a mechanism through which people can receive compensation or other financial recompense for being exposed (five submitters);
· Provide (unspecified) benefit to the children or grandchildren of eligible people (four submitters);

· Facilitate communications between members of the eligible population (three submitters and people at one meeting); and

· Raise awareness about dioxin exposure in Paritutu (two submitters).
Sixty-seven submitters indicated that they would like to be included on an exposure register if one was established.  Few specific reasons for this were provided but it is likely that there is cross-over between the identified functions and the perceived benefits of the register.  Three submitters did not wish to be included, or were uncertain about inclusion, because of the lack of clarity about its purpose, or because of concerns about a potentially negative impact on future insurance cover.
Participants at one meeting noted that if a register is established, then there is a responsibility to make use of the information contained on the register.  Participants also noted that health practitioners may not want to enter information on a national register, and that there are a number of registers for accessing health outcome information.  One meeting also noted that the registry would need to be compatible with practice-level databases. 
4.4.2
Preliminary thinking
The submissions analysis indicated strong support for the establishment of an exposure register or database, and it appears that there would be a reasonable uptake of this component if it were offered.  Potential functions could include any or all of the following:

· To communicate with the eligible population;
· To administer, monitor, and/or evaluate the health support service; 

· To inform policy on exposure to dioxin and resulting ongoing health effects;
· To enable eligible people to communicate with each other.
There are two general ways in which these functions could be delivered:

· Give effect to the functions by using existing databases and applications; 

· Establish a stand-alone database to perform specified functions.

4.4.2.1
Give effect to the functions by using existing databases and applications 

It may be possible to manage most of the proposed functions within existing databases and software applications.  
For example:

· The Ministry of Health’s dioxin mailing list and website could continue to provide information about the relationship between dioxin exposure and health to members of the eligible group, their children and grandchildren, and other interested parties;
· A separate mailing list for eligible people only could be set up to communicate specific information about the health support service including any changes to services arising from evaluations of the service or the publication of any new research on the relationship between dioxin and health;
· The health support service may be most efficiently administered at the practice level (which would need to book appointments and deliver services): amendments to GP software may be an effective way to provide for the day-to-day management of the service;
· It may be possible to fulfil national administration requirements through existing national health information management systems (like the NHI number);
· Contractual reporting requirements may provide a sufficient level of information with which to monitor and/or evaluate the health support service;
· Research on exposure and health outcomes is probably best served by accessing existing databases or new information on an individual project or programme basis which would enable researchers to access specific relevant information as and if required and with sufficient regard to ethical considerations.

The ability to access or use existing databases is our preferred option at this point.  It has a number of advantages over the establishment of a stand-alone database including that there would be limited duplication of existing collections of personal information about identifiable people and that, in many cases, use of information to fulfil specific functions could begin almost immediately (pending consideration of any legal, operational and practical issues that must be addressed).  In addition, the use of existing databases would support the comprehensiveness of these information sources, and would not dilute the quality of information held in them.  If all relevant legal, operational and practical issues can be resolved, there would be no need to develop a new stand-alone database.  The work required to resolve these issues is likely to be able to be addressed within a timeframe acceptable to the Paritutu community.

4.4.2.2
Establish a stand-alone database

The second option would be for the Ministry of Health to establish a stand-alone database to fulfil the specified functions.  There are significant privacy considerations about data collection, access, storage, ownership, use, and dissemination, and issues of duplication of existing data sets.  This approach would require effort to specifically identify what information is required, identify where this information should come from, who can access it and when and for what purpose, and how information should be stored.  These issues would need to be decided on before the exposure registry could be established: it is very complicated to change the purpose, scope, and use of a register once it is established.

There is a considerable amount of work involved in establishing a stand-alone database, and it may not be possible to complete this work quickly given the complexity involved.  Delays to establishing the database may result in delays to service delivery, something that is unlikely to be acceptable to eligible people.  In addition, establishing a stand-alone database may result in a lot of inefficiency regarding the collection, storage, use, and dissemination of data.  Depending on the function, it may create a significant level of duplication in the information held on other national databases when access to these other sources of information may be adequate for the effective management of the health support service.

4.4.2.3
Further work needed before final recommendations can be made

While our preferred option is to explore the application of existing databases to a range of specific functions required for the health support service, we recognise that our preliminary view needs to be confirmed by a fuller exploration of the range of functions that the register could / should be used for.   The final range of functions required of an exposure registry would then determine its most appropriate form.

Following the determination of function(s), work is required to decide the best way of collecting, storing, using, disseminating, accessing, and owning this information (including the specific tasks identified previously).  These issues would need to be decided on before an exposure registry could be established or before other mechanisms were used for the functions.  Key issues that need to be considered are: 

· The range of existing databases and registries that could fulfil a specific function (eg, the Cancer Registry could be used for research purposes);

· The range and nature of information required to fulfil a specific function (eg, is it necessary to be able to identify an individual or is statistical information better);

· The best way to collect the information needed and whether it is already collected;

· Who should be responsible for collecting and storing this information;

· Who should have access to the information, what information should they have access to, and for what purpose and how this fits with existing databases;

· Whether different people need access to the same or different information to complete different components of a function (eg, there are many different people with an interest in the administration of the service and each would have different information needs and uses for this information);

· Whether there is legal mandate to access or share information with other parties;

· How long information will be needed for and what will be done with the information once it is no longer needed.

Further work is also needed to:

· Clarify the concerns and expectations of stakeholders including service providers, data users, and the individuals concerned;
· Identify and assess any legal and ethical issues associated with the establishment, operation, and maintenance of an exposure registry, including a full Privacy Act 1993 impact assessment;
· Estimate the costs of establishment and ongoing maintenance of options;
· Assess how inclusion of the descendants of exposed people could be managed so that this group is differentiated from eligible persons for the purposes of assessing eligibility to specific services (see discussion in Section 4.9); and
· Develop appropriate mechanisms through which to monitor and evaluate the performance of the registry or other mechanisms.

4.5
Provision of serum dioxin tests
The discussion paper identified the option of allowing individuals to seek serum dioxin tests to give an indication of their current TCDD body burden and allow an estimation of their historic exposure to dioxin.  However, the discussion paper also summarised the limitations of serum dioxin tests.  These limitations are presented more fully below.

Firstly, individuals’ TCDD body burdens will change over time depending on exposure and the individual’s body’s rate of removal of TCDD – which varies based, it is thought, on a range of factors including age, body mass and initial dose.  Given this differential rate of removal of TCDD and the lengthy period of time over which Paritutu residents’ are understood to have been exposed to dioxin, it is therefore extremely difficult to estimate, from an individual’s serum dioxin test, what that individual’s exposure has been at various times in the past.

Furthermore, even if this was not the case, serum dioxin test results can not be used to:

· Identify how likely a person is to develop a disease; or

· Diagnose the existence of any diseases; or

· Predict how any existing or future disease may progress.  

Finally, a test result that suggests that a person does not have elevated TCDD does not mean that that person has not historically been exposed and that his or her body has not simply removed the TCDD over the intervening period. 

The consultation sought to find out people’s views on how useful they considered serum dioxin tests would be, and to assess expectations around whether tests should be funded and whether people would want a test.
4.5.1
Key findings from the consultation exercise

Ninety-nine submitters commented on the provision of serum dioxin tests.  The tests were also discussed at all of the meetings, including the public meeting.  A majority of people supported government funding such tests and twice as many people indicated that they would want a test as indicated that they would not want a test.

Seventy-one submitters thought that the government should fund serum dioxin tests while six indicated that the government should not fund tests.  Of those that indicated that the government should fund tests:

· Five thought that a test should be mandatory to substantiate a claim to exposure, and to enable eligibility to health support;

· Participants at one meeting felt that serum tests should be used to define individual’s health risks and this be used to determine eligibility to either one level of treatment/service or a lower level for those with less elevated dioxin levels;

· Three people, and a participant at the public meeting, suggested that people who had been exposed to dioxin, through no fault of their own, had a basic right to know their exposure levels;

· Several suggested that a limited number of tests should be funded for particular groups, including:

· for people who had been diagnosed with a condition or had symptoms associated with dioxin exposure (two submitters)
· those who were most likely to be highly exposed (two submitters) 

· other individuals that had sufficient justification (one submitter);

· Three indicated that government should part-fund the tests with one of whom suggested a 50 percent contribution.

Of those submitters who indicated that the government should not fund tests:

· Two felt that further tests were of little value as they could not give an accurate indication of exposure levels or were inconclusive;

· Two participants at the public meeting suggested that serum dioxin tests would not help and that we needed to focus on some form of health support service, with one commenting on the cost of the tests and indicating that they would rather the funding went on something else, like providing a clinic;

· One person felt that there was sufficient information already to predict exposure levels and that “we should stop focusing on serum dioxin results and focus on health solutions”; and

· One suggested that IWD should have to fund these tests.
In response to being asked whether it is likely they would want to get a serum dioxin test, 48 indicated that they would, 22 that they would not and five submitters were unsure.

The most common reason for wanting a test was to bring peace of mind or to “know where I stand”: this was reported by 15 submitters and a number of people at the public meeting.  Five submitters wanted serum dioxin tests as they felt a test result would increase their knowledge and enable them to better understand their individual health risk factors.  A further six submitters wanted a serum test because they felt it would help to explain the cause of ill-health in either themselves or their family, and to bring a sense of closure on their health issues.  One submitter who wanted a test suggested that testing more people would give a more accurate assessment of the exposure and this would increase the reliability of long term studies into the effects of exposure.

At the public and other meetings we held in New Plymouth, a number of other reasons for providing further serum dioxin tests were raised, including:

· Tests might be useful if they motivate people to make healthy lifestyle changes (two meetings);

· The government promised the community 100 tests but only 52 were provided (one meeting);

· Tests could be beneficial as part of the healing process for the community (one meeting).

Of the 22 submitters that would not want a serum dioxin test:

· Eight have had tests previously;

· Four indicated that tests did not appear to be helpful: “The outcome of the consequences of the level is unknown”;

· Three did not want one unless:

· it was needed to confirm eligibility for health support services (one submitter)
· they were diagnosed with cancer (one submitter)
· they developed a dioxin-related illness (one submitter);

· One submitter and one participant at the public meeting stated that they wanted a DNA damage test rather than a dioxin test and another wanted a test that assessed exposure to other chemicals as well as dioxin.

Of the five submitters that were unsure as to whether they would want a serum dioxin test, two were curious to know what their level was, but together with a third did not feel this would be of any help.

Other comments made about serum dioxin tests indicate:

· A lack of knowledge about what a test involves and can show, or uncertainty about what the best test is for measuring dioxin exposure (five submitters and people at one meeting);

· A number of people are very disappointed at having been left out of past tests (presumably those supplied as part of the ESR study and Dow AgroSciences/Otago study) (four submitters);

· A lack of faith in serum tests because they were unreliable (one submitter and people at two meetings) or had been subject to manipulation (three submitters and people at one meeting);

· A need to determine serum dioxin levels of exposed timber workers and Vietnam veterans for comparative purposes (one submitter).

Concerns about the efficacy and usefulness of providing serum dioxin tests were discussed in three meetings.  Some participants felt we should not be testing people unless a test result could inform the health care provided.  Participants also had concerns about the high costs of the tests, and assumed that this would mean a trade-off in terms of other services that could be provided.  One participant called for clear, evidence-based guidelines on the use of serum dioxin tests.  Another felt the need for clear information to the eligible population, explaining what a test involves, what it can tell you, and how it cannot help in the management of any presenting conditions.

4.5.2
Preliminary thinking
The key findings from the consultation do not alter our initial conclusions about the significant limitations of serum dioxin tests for individuals.  

Serum dioxin testing can be useful to confirm whether a population has been exposed and, in the aggregate, can be used to give a rough indication of the level of exposure (assuming the time of the population’s exposure is known with any certainty).  However, the widespread testing of individuals for the purpose of giving those individuals their specific results is, for all the reasons listed above under Section 4.5, of questionable value.
The most common reasons for wanting a serum dioxin test as identified in the consultation, and our response to each of these, is presented in the following table.
	Reason
	Response

	To bring peace of mind or to know where I stand

	A serum dioxin test will give you an indication of your current TCDD body burden.  This will give an idea about where you currently stand in relation to others and the general population.  It can only be used to provide a rough estimation of your past or peak exposure level.  Given the limitations in estimating past exposure levels and the fact that the susceptibility of individuals to dioxin appears to vary substantially, a test result has arguably limited ability to bring peace of mind, and if a high result is obtained, may heighten anxiety about past exposure.


	To increase knowledge and understanding of my health risk factors
	There are a number of conditions variously associated with exposure to dioxin.  Individual susceptibility to these conditions varies and there does not appear to be a harm-causing threshold for dioxin exposure (ie, an identified level of exposure above/below which harm does/does not occur).  The evidence on the health impacts of dioxin exposure simply do not allow an individual’s health risk to be accurately assessed based on their serum dioxin level.



	Reason
	Response

	To help explain cause of my/my family’s ill-health
	As discussed above, there are a number of conditions variously associated with exposure to dioxin.  However if you have one of these conditions (or any other condition), it is not possible to determine whether it was caused by exposure to dioxin.  A serum dioxin test will tell you your current TCDD body burden; but it will be unable to explain causes of ill-health amongst individuals.




We do not feel that undertaking serum dioxin tests would address these three expectations.  Such tests would provide no or limited benefit to individuals for high cost (estimated at $2,190 per test, or $1,533 per test for bulk purchasing 500 or more) and continued uncertainty.  The uncertainty surrounds both the use of tests for estimating past exposure levels and the consequences of test results for predicting health outcomes.  We feel it is useful to reiterate the fundamental starting points for this project that are not in dispute:

· There has been community exposure to dioxin;

· Significant exposure to dioxin does cause harm;

· There will be a health support service offered.

It is difficult to see how the provision of universal serum dioxin tests would benefit the health support services offered (access to which would not be dependent on proving exposure, simply on proving that an individual falls within the exposure parameters (demographic, temporal and spatial)), or the management and treatment of specific conditions experienced by individuals.  If further testing is unlikely to lead to changes in health management and treatment, then it is probably not something that the Ministry of Health should be funding.  Our preliminary thinking is therefore not to recommend a universal entitlement to a serum dioxin test.

In addition to the reasons set out in the previous table, the consultation identified a number of specific purposes for which there may be value in providing a limited number of further serum dioxin tests.  These are outlined in the table below, along with the advantages and limitations of each purpose.
	Purpose
	What this would involve
	Advantages
	Disadvantages / Limitations1

	(A) To further define limits of residential exposure (especially geographical limits) for the purpose of further clarifying eligibility criteria for the health support service (as discussed in Section 3.2.3)
	Testing a limited number of people who lived at distances at and around the geographical boundaries of the exposure area during the period 1962 to 1987 (i.e., 1,000m to the east and 400m to the south) to verify that these geographical parameters are appropriate

Developing a scientific method for participant sampling and assessing results and implications
	· Add certainty and robustness to the geographical limits of community exposure
· Potentially make eligibility criteria more acceptable (assuming they confirm the current geographical parameters as appropriate) or provide for more robust geographical parameter setting if they do not


	· Presuming serum dioxin levels in the population further from the plant are lower than for those closer, the levels may now be so low as to be non-distinguishable from background

· Continues to focus attention on exposure, when there are benefits in moving on from this to focus on health support (but could be done at same time as work progressing on developing health support based on proposed criteria)

· Unlikely to lead to a change in the geographical criteria that will be acceptable to all 

· Cost (a further 50 tests is est. to cost $87,600 and additional resources in developing method, blood collection and results analysis)


	(B) To define exposure for populations not previously tested (especially the non-IWD worker / non-resident group, as discussed in Section 3.2.4)
	Testing a limited number workers in other, non-IWD workplaces within Paritutu during the period 1962 to 1987

Developing a scientific method for participant sampling and assessing results and implications


	· Add certainty and robustness to the exposure assessment for this occupational group

· Will help to set eligibility criteria


	· There is so much variation within this group a population based approach to testing may not be appropriate

· Cost (of testing alone est. $2,190 per test)

	(C) To assess eligibility for health support services on a case-by-case basis
And/or

To assess eligibility for different levels of health support on a case by case basis
	Testing everyone within the exposure group who has not been previously tested and, possibly, back calculating their historic exposure level

Agreeing and setting a threshold for eligibility and/or thresholds for different levels of health support
	· May help control cost of other health services if threshold(s) limit eligibility

· Makes eligibility assessment very clear
	· See limitations of dioxin tests for individuals as discussed above

· Inappropriate to set an eligibility threshold given individual susceptibility

· Huge uncertainty in back-calculations – what half-life do you use for who and how far back do you go?

· Significant cost 

· Will delay access to health support services for many

· Will mean exclusion of those whose tests show TCDD levels at background levels (even though conceivably some may have in the past had elevated dioxin levels)

	(D) To address community expectations
	Providing 50 further tests to residents identified according to criteria agreed with the community2

Developing a scientific method for participant sampling and assessing results and implications
	· Community acceptability


	· Continues to focus attention on exposure, when there are benefits in moving on from this to focus on health support (but could be done at same time as work progressing on developing health support based on proposed criteria)

· On its own it has a very narrow purpose and unlikely to address everyone’s expectations
· Cost (of testing alone, east at $87,600 for 50 people)



	(E) To motivate people into adopting or maintaining a healthy lifestyle
	Testing anyone in the eligible group that requested it
	· Community acceptability

· May motivate some people
	· May cause stress and anxiety for some people

· A negative test may demotivate some people from developing or maintaining a healthy lifestyle

· All limitations discussed above in relation to accuracy of testing and what tests actually tell you

· Potentially huge cost (est. $3.1m for 2,000 tests)



	(F) To support emotional wellbeing by helping to bring a sense of closure to an individual’s dioxin exposure
	Testing anyone in the eligible group on the basis of a referral from a counsellor and recommendation from a GP. The recommendation will confirm that a test result is likely to be of clinical benefit to an individual and an appropriate part of the healing process.


	· Will be integrated into an individual’s package of health care

· As such it will enable the benefits and limitations of the test to be discussed in detail with an individual

· Tests will help address a clinically defined need and will be able to target that need

· May bring closure on exposure for a group of individuals and allow them to move forward and focus on their current and future health needs

· Acceptable to the community in that it makes everyone potentially eligible for a test


	· Test result may exacerbate existing levels of anxiety and stress (ie, may not bring closure at all)
· Will require clear referral guidelines so exposed people and health professionals are aware of purpose and eligibility

· Difficult to estimate costs

	(G) To support further research
	Further testing as required as part of any new research needs


	Subject to research objectives


1. Beyond those which have already been identified for serum dioxin testing (eg, no diagnostic or prognostic benefit). 

2. This could also address the first purpose above.

Our preliminary thinking is:

· There would be value in further considering the provision of serum dioxin tests for defining the spatial limits of residential exposure (purpose A from the table above), defining exposure for populations not previously tested (purpose B), addressing community expectations (purpose D), and supporting emotional wellbeing (purpose F), and these are discussed further below;

· Not to consider further the provision of serum dioxin tests for assessing individual eligibility for health support services (purpose C), or for motivating people to be healthy (E) – because of the limitations noted;

· Not to consider testing to support further research (purpose G) as part of this project, other than that for the specific purposes outlined in (A) and (B).

As discussed in Section 3.2.3, it is clear from the consultation that there is significant concern about the geographic limits of exposure that we proposed in the paper (1,000 metres to the east and 400m to the south of the plant).  Providing further serum dioxin tests to help define the geographical limits for defining eligibility (purpose A in the above table) is one option we think we need to consider further (the other option being incorporating a ‘buffer zone’ in the geographical parameters as discussed in Section 3.2.3).  We would like to discuss each of these options with the technical group that we consulted over the eligibility criteria.

Similarly we feel we need further advice from the technical group about the role serum dioxin tests may play in determining eligibility for populations not previously tested (notably the population that worked elsewhere in Paritutu) before coming to a recommendation on this (purpose B in the above table).
Perhaps where further serum tests might be beneficial is in supporting the emotional wellbeing of people within the exposed population (purpose F in the above table).  Our Phase 1 report (Allen & Clarke 2007) identified the psychological needs of exposed populations and, as discussed in Section 4.3.1 above, submitters felt that counselling would help to alleviate the fears, concerns, stress, and anxiety experienced by the exposed group.  In relation to serum dioxin tests, as noted above, one of the most common reasons suggested by submitters was to bring peace of mind.  However, as we have suggested above, a serum test result has, arguably, limited ability to bring peace of mind, especially given that a result that indicates a significantly elevated level of serum dioxin may actually add to an individual’s anxiety.  Furthermore, a dioxin level comparable with other New Zealanders’ levels does not indicate that the individual has not been exposed in the past to significant levels of dioxin.
Nevertheless, we do think that testing individuals as part of a wider package of clinical support does have the potential to ease stress and anxiety for some individuals, and in doing so, perhaps bring a sense of closure for them.  In such circumstances, we anticipate that the decision to refer a person for a serum dioxin test and the resulting test result would be discussed within a clinical setting so that expectations around the test and any resultant anxiety could be carefully managed.  We intend to give some further thought to testing for this purpose.
Through the provision of further serum dioxin tests, we would expect that some of the initial community expectations around the number of serum dioxin tests that would be offered as part of the ESR serum dioxin study would be addressed (purpose D in the above table).  The brief for this study provided for up to 100 tests.  In the end the study was based on 52 test results.  While this change may have been made simply because of changes to the research design, the original indication that 100 tests would be undertaken in the Paritutu area has raised expectations.  The subsequent failure to undertake that many tests has disappointed many in the community.  Providing a limited number of tests would respond to community concerns, give further recognition to the exposure that has occurred and, if provided at a time when health support services are being developed and implemented, allow the community to move on from the issue of exposure to focus on health support.

Further work needed before final recommendations can be made
The following work is required:
· Advice from the technical group to determine the role of serum testing in further defining the geographical limits of exposure and in defining the eligibility criteria for people who worked elsewhere in Paritutu;

· Development of guidelines for referring individuals for serum dioxin tests on the basis of clinical need;

· Consideration of the implications of the results of the current serum dioxin study of IWD/Dow AgroSciences workers, when these are available in late 2007;

· Confirmation of the cost implications of further testing: we have estimated costs for the serum tests themselves but there would be additional costs associated with developing a methodology for selecting participants, collecting blood, and analysing results and implications.

4.6
Provision of DNA damage tests
The discussion paper suggested that a genetic test could be provided to determine levels of DNA damage.  The limitations of DNA damage testing were summarised, namely that an assessment of DNA damage cannot be used to predict the health effects of dioxin exposure for individuals and uncertainties in the quality of DNA damage tests.  The discussion paper also commented on the considerable evidence that suggests that the dioxin TCDD does not directly cause DNA damage.  The consultation sought to find out people’s view on DNA damage testing.
4.6.1
Key findings from the consultation exercise

Fifty-eight submitters and participants at six meetings gave views on DNA damage tests.  A number of people at one meeting and 34 submitters were generally favourable towards DNA tests being provided as part of a health support service.  Fourteen of these submitters associated their support for DNA damage testing with concerns for the wellbeing of their children or grandchildren.  One submitter commented: 
“I know that DNA testing cannot be used as a diagnostic tool, but I have five children, two with children and three coming up to childbearing age.  I want to be able to talk to my younger children about the risks. DNA testing is readily available.  It won't change anything but the dialogue I have with them, but it seems the very least I should ask for”.

Further views on DNA damage testing included:

· Knowledge about the Massey University study that found DNA damage amongst Vietnam Veterans (six submitters and people at one meeting);

· Concern over who would own the results (four submitters);

· Tests could contribute to future research on health effects (four submitters);

· Tests should be mandatory and used to define eligibility to other health support services (four submitters);

· Tests might motivate people to make positive lifestyle changes (people at two meetings).
Four submitters opposed the provision of DNA damage tests, noting the following limitations:

· Science cannot link damage to dioxin or any other chemical that may have caused damage (two submitters); 

· Evidence suggests no correlation with TCDD (two submitters).

It is apparent that not everyone felt qualified to comment on the value of DNA damage testing.  Eleven submitters indicated this with one suggesting a need for more information on DNA tests.  We might also assume that some of the 73 submitters who made no comment on DNA damage testing also felt that they lacked the knowledge to comment.

Participants at the three meetings with PHOs and health practitioners commented on the lack of evidence around the efficacy and usefulness of DNA damage tests.  As with serum dioxin testing, they recommended the need for clear evidence-based guidelines on the provision of testing, and the need to explain the limitations of tests in terms of helping people manage presenting conditions.  One participant also had concerns about the accuracy of tests and the risk associated with false-positives (ie, a test indicates damage when that is not actually the case).

4.6.2
Preliminary thinking
The submissions analysis has confirmed our previous understanding that there are high expectations in the community about the need for and benefits of DNA damage testing.  However, we still understand that there are some significant limitations to DNA damage testing:

· A DNA damage test result cannot be used to diagnose a disease;

· A DNA damage test result cannot tell you what the implications of any DNA damage is for your future health;

· A DNA damage test result cannot be used to determine causality (i.e., DNA may be damaged by a large number of factors, not just dioxin.  These include many environmental factors (eg, alcohol use, smoking, chemical exposure, etc), and damage occurs naturally with age);

· There is considerable evidence to suggest TCDD does not directly cause DNA damage;

· The techniques for assessing DNA damage are currently not robust.

Even if these limitations did not exist, we are not certain that DNA damage testing would address community needs and expectations concerning disease diagnosis and prognosis and, in particular, for predicting health impacts for the descendants of people exposed to dioxin.

Unless there is clear evidence that DNA damage tests can help in the diagnosis, management or treatment of specific conditions (and there currently is not), it is difficult to recommend this option.

We have asked a clinical geneticist for an expert opinion on the benefits and limitations of DNA damage tests to help us reach a view and make clear recommendations on this option.  The opinion will specifically address issues concerning the benefits and limitations for predicting health impacts for descendants of exposed people, and whether tests might play a particular role for specific groups of exposed people (eg, a particular demographic group).

Regardless of the advice we receive, we do think that the benefits and limitations of DNA damage testing is something that the Ministry of Health should keep a watching brief on in terms of availability of useful and reliable tests, and new research on the genotoxicity of TCDD.
Our thinking about the use of DNA damage tests to determine eligibility for health support services is discussed in Section 3.2.4.
Further work needed before final recommendations can be made
In addition to the expert opinion, we need to do further work to assess:

· The availability of reliable tests;

· The costs of tests;

· Establishing a process to facilitate a watching brief on future research evidence.

We would welcome any additional views or evidence from the community about the benefits or disadvantages of DNA damage testing.

4.7
Access to genetic counselling

The discussion paper outlined the option of providing access to genetic counselling services for individuals or families with genetic disorders.  Furthermore, the paper proposed that if genetic counselling was contemplated, that priority might logically be given to people of child bearing-age where there was a potential risk for a current or future pregnancy.

4.7.1
Key findings from the consultation exercise

Seventy-nine submitters and participants at two meetings gave views on genetic counselling services.  In response to being asked if genetic counselling would be of direct relevance to them if it were offered to women of childbearing age:

· 48 submitters said it would not be relevant, mostly indicating that they were past childbearing age;

· 20 submitters indicated that it would be directly relevant, of which:

· for 16 it was apparent that the relevance was for their children or grandchildren;

· for four the relevance was, presumably, directly for themselves.

This data is not particularly useful, other than for confirming that the majority of people exposed during the period 1962 to 1987 are, predictably, beyond childbearing age.  However, we would expect that many people born in this period are still of childbearing age (eg, people born in the 1970s and 1980s) and the data may reflect an over-representation of older age groups within our submitter population.

Thirty-seven submitters indicated general support for genetic counselling services.  Three of these specified that counselling should be available for people and families with genetic disorders.  Others did not specify who should have access to counselling or what the benefits would be, other than the large number of submitters who felt that services would be relevant to their children or grandchildren (as discussed above).  One submitter who felt that there were benefits in offering genetic counselling mentioned the need to include cultural considerations in the provision of this service.

Again, as would be expected, it would appear that a number of people did not feel qualified to comment on the value of genetic counselling.  Five submitters indicated that they did not know enough about it while 18 submitters said that they had no view on genetic counselling.  People at one meeting suggested that people have different ideas around what genetic counselling might mean and this created false expectations about what it can achieve.  In commenting about when genetic counselling was useful, participants at two meetings indicated that this was when there was an existing diagnosis of a hereditary condition for which quite detailed information is known about the risk of the condition presenting in future generations, and that this limits its use to quite a small number of conditions.

4.7.2
Preliminary thinking
Our preliminary thinking on genetic counselling is unchanged.  Genetic counselling is beneficial to people who have a hereditary disorder and for which there is a strong evidence base which can be used to evaluate risks to subsequent generations.  The uncertainty around dioxin exposure and its health impacts suggests that genetic counselling would be of no additional benefit to people exposed to dioxin than it is for the population in general.  Put simply, if clinicians and counsellors are presented with an individual who does not experience a hereditary disorder themselves, there is no hereditary condition to counsel the person on in relation to their future children.

The Institute of Medicine (see Footnote 2) considers that there is limited or suggestive evidence of an association between dioxin exposure and spina bifida.  This condition is only partially hereditary.  Where spina bifida is diagnosed, or any other hereditary disorder, we think that access to genetic counselling services should be based on the same principles and clinical guidelines as it is for any other New Zealander.

Notwithstanding this, in order to help us make a clear recommendation on this option, we have again asked a clinical geneticist for an expert opinion on the benefits and limitations of genetic counselling.  The opinion will specifically address issues concerning the benefits and limitations for predicting health impacts for the descendants of exposed people, and whether tests might play a particular role for specific groups of exposed people (eg, a particular demographic group).

Irrespective of our final recommendation, we are likely to suggest keeping a watching brief of the benefits and limitations of genetic counselling for people who have been exposed to dioxin.  In particular, this should consider emerging evidence around any association between dioxin exposure and specific genetic disorders.

In addition, due to the uncertainties around the benefits and limitations of genetic counselling services for people exposed to dioxin, we also think there would be some value in including information and advice on genetic counselling and genetic disorders as part of continuing medical education for medical practitioners and general information provision to the exposed community (see Section 5.2).  For medical practitioners this might include, for example, guidelines on when to refer people to genetic counsellors or geneticists.
Further work needed before final recommendations can be made
In addition to the expert opinion, we need to do further work on:

· The content of continuing medical education materials;

· The availability and capacity of genetic counselling services, particularly in the New Plymouth area;

· The cost of these services.

4.8
Access to complementary and alternative therapies 

The discussion paper proposed that access to complementary and alternative therapies be considered where the efficacy and effectiveness of specific therapies has been demonstrated, and where the treatments directly address health effects related to dioxin exposure.  Stakeholders were asked if they were aware of any specific therapies or if they used such therapies.  They were also asked whether they agreed that any therapies must have some evidence of safety and efficacy before being used.    
4.8.1
Key findings from the consultation exercise

Eighty-nine submitters and participants in four meetings commented on the inclusion of complementary and alternative therapies.  The majority of submitters were not using any complementary or alternative therapies, and were not aware of any such therapies.  Twenty-three submitters identified specific therapies that could be considered for access.  Proposed therapies included:
· Dietary supplementation including specific products (eg, Kyo-dophillus, SuperGreens, USANA, vitamins B and C, magnesium, selenium, flaxseed or fish oils, and co-enzyme Q10 Ultra B) (14 submitters and people at one meeting);

· Massage therapy including osteopathic or deep tissue massage, chiropractic care, gi-gong, shiatsu, reiki, Bowen therapy, and occupational therapy massage (eight submitters and people at one meeting);
· Hydrotherapy including sauna (five submitters);
· Acupuncture including Dr Tizard’s electro-acupuncture technique (four submitters); 

· Detoxification programmes like Nydetox purification programme, chelation therapy, purification programmes for Agent Orange and decompression chamber access  (three submitters);
· Unspecified naturopathic or homeopathic remedies  (three submitters); and

· Meditation (one submitter).
Justifications for support were not generally provided; however, participants at one meeting considered that access to alternative therapies provided people with a choice about their health care, and that access would ultimately reduce the cost of the government’s pharmaceutical bill.

There was strong agreement that evidence of efficacy and effectiveness of alternative treatments be required: 87 percent of submitters (67) and participants at one meeting agreed.  The remaining submitters did not identify a clear position on this issue.  

4.8.2
Preliminary thinking
Further work is needed to fully assess the feasibility and appropriateness of offering access to complementary therapies.  This is likely to be complicated by the lack of evidence verifying the efficacy and effectiveness of alternative therapies. 
Further work needed before final recommendations can be made

Further work is needed to: 

· Refine the range of feasible complementary therapies by considering the level of evidence of efficacy and effectiveness;
· Liaise with the Office of Veterans’ Affairs to ensure consistency in therapies offered;
· Consider mechanisms by which to maintain a watching brief on new evidence of efficacy and effectiveness of specific complementary therapies.
4.9
Health support services for descendants of exposed people
Please note that discussion of issues relating to health services for children and grandchildren of people exposed to dioxin are also covered in the previous sections on specific options.

Our discussion paper noted that, while there is very little evidence on the impact of dioxin exposure on descendants, there is considerable concern amongst exposed populations about how their exposure may affect the health and wellbeing of their children and grandchildren.  In the consultation we asked whether people think it would be appropriate to provide health support services for children and grandchildren of exposed people, and why.

4.9.1
Key findings from the consultation exercise

Ninety-four submitters specifically commented on services for descendants of exposed people and, as noted above, concerns about the impact of dioxin exposure on children/grandchildren were made within the context of submissions on many other parts of the discussion paper.  Sixty-five submitters felt that health support services should be provided to descendants, while four suggested that services should only be provided if medical evidence supported a relationship to dioxin exposure.

Services for descendants of exposed people were also discussed at each of the meetings, including the public meeting where a number of people expressed concern about the impact of their exposure on their descendants.  Participants at two meetings felt that descendants should be eligible for the health support service.  People at another meeting suggested that perhaps you could enable access only for those where there was a clear familial pattern or history of a condition.  Participants at the other four meetings considered that services should only be provided to descendants on the basis of new and robust evidence, but that the service would need to keep a watching brief on, and be responsive to, such evidence.
In terms of what services should be provided for descendants of exposed people, submitters indicated the following:

· The same services as are provided for exposed people (11 submitters);
· Genetic damage tests (nine submitters); 

· Regular check-ups (seven submitters); 

· A register, database or record of descendants (five submitters and people at one meeting);

· Serum dioxin tests (four submitters);

· Counselling (two submitters);

· Knowledge and advice (two submitters);

· Genetic counselling (one submitter);

· Paediatric checks (one submitter);

· Pregnancy screening (one submitter);

· Services related to specific genetic disorders (one submitter).

Three submitters felt that descendants should be provided with whatever services they require.

Participants at two meetings were not sure what services could be provided to descendants that were additional to what is currently available or to what GPs would currently provide, and that would be of any use, given (in their opinion) the limited evidence of effects on descendants.  A number of people felt that this raised concerns over equitable access to services (eg, they felt that the type and level of treatment and support provided to someone with spina bifida should be based on clinical need, as opposed to whether or not the person was a descendant of somebody who was exposed to dioxin).
One submitter felt that the health support service needed a clause to guarantee the healthcare of future generations, because of the difficulties in predicting what the effect may be on these people:
“. . . any health package services or settlement cannot be full and final.  The health services put in place must therefore provide a mechanism that will allow the future unpredictable needs to be dealt with fairly and reasonably as and when they arise”.
In response to whether people felt services should be provided just for children or for grandchildren as well, or for future generations:

· One submitter felt that services should just be provided for children;

· Six suggested for grandchildren as well;

· Two felt that services should be extended to the third generation;

· Seventeen indicated that services should be provided for future generations also;

· Three suggested services should be provided for “as long as it takes”.

In discussing concerns for children and grandchildren, submitters presented a great deal of personal information about past and existing health problems amongst children and grandchildren of people who were exposed.  This information has been useful to help us understand people’s concerns and needs.
During our discussions with the technical group on the eligibility criteria (see Section 3) we sought their views on whether the criteria should include descendants of exposed people.  The group considered that birth defects in the immediate offspring of exposed people should be considered separately from any other effects that might present in descendants.  For birth defects, they suggested that the health support service should accept spina bifida in the offspring of exposed individuals as a potential effect of exposure.  For any other effects on descendants, they agreed that these were currently not well-evidenced and, therefore, the health support service should not consider such effects.  However, they did suggest the need for the health support service to be responsive to any new and robust evidence of effects of dioxin exposure on descendants and felt it was appropriate to consider including descendants on some sort of registry or database to facilitate ongoing surveillance or communication. 
4.9.2
Preliminary thinking
This is a very difficult issue.  On the one hand the views of exposed people, understandably, reflect strong concerns for the health and wellbeing of their children and grandchildren and, consequently, there is a strong feeling that these descendants should be eligible for health support services.  In addition there is the seemingly large amount of anecdotal evidence about adverse health outcomes experienced by the descendants of people exposed to dioxin at Paritutu.

On the other hand, there is currently limited scientific evidence about the impact of dioxin exposure on the descendants of exposed people.  In the absence of such evidence, it is difficult to know what, from a clinical perspective, could be usefully provided to descendants of exposed people over and above what is already provided via existing Well Child check-ups and screening tests.

These existing services include pregnancy screening tests (eg, for neural tube defects), Well Child check-ups for under five year olds, national immunisation programmes, national cancer screening programmes (for breast and cervical cancer) and screening for diabetes (Get Checked).  It would be beneficial to actively promote access and uptake of these services for all descendants of exposed people, as appropriate.

For the one condition where the Institute of Medicine (see Footnote 2) reports that there is limited or suggestive evidence of the health impacts of dioxin – spina bifida in offspring of exposed people – there are existing assessment procedures.  As we noted in our discussion paper, one option would be to provide for more specialist assessments for the children of those exposed, to diagnose more subtle forms of spina bifida.

Our thinking needs to be based on clinical evidence but also to err on the side of caution where there is reasonable doubt.  We are certainly thinking that the service will need to keep a watching brief on the evidence of health impacts on descendants.  Furthermore we feel that the descendants of exposed people should be included on some form of database or registry, subject to its function (see Section 4.4.2), principally so that they can receive information on dioxin and its health effects and so that they can be readily contactable if relevant new evidence emerges.  The Ministry of Health’s existing dioxin mailing list and website may provide an appropriate means by which to record and communicate with descendants.
However, even erring on the side of caution, we are concerned that there is not currently the evidence to justify providing additional support services for the descendants of exposed people, ahead of providing them for other New Zealanders’ children/grandchildren with need.  Our concerns, therefore, relate to issues of equity and ethics.  For instance, from the consultation it is apparent that some families in Paritutu would benefit from further support services for disabled children.  We do not debate this.  However, it would be difficult to justify the provision of additional services for these families ahead of any other disabled child and his or her family who has similar needs.  The discussion on the issue of short-cuts to treatment in Section 4.1.2 raises similar issues.
If services such as regular check-ups were offered to the descendants of people exposed to dioxin, then this could increase the size of the eligible population by several-fold.  This would have considerable resource implications, which in turn may affect the affordability and sustainability of a health support service.  At the very least, it is likely to lead to less intensive support available to many, as opposed to more focused support to a smaller group.  There is also likely to be significant capacity implications associated with expanding eligibility to include descendants, particularly in the New Plymouth area.

To summarise, our preliminary thinking is to recommend the following services for descendants of exposed people:

· Inclusion on some form of database or registry, so that:

· they can be sent or alerted to new information on dioxin exposure and health, and/or

· they can be traced if the need arises.
This is subject to the final purpose and structure of a database or registry as discussed in Section 4.4.2;

· Inclusion of content regarding the association of dioxin exposure with birth defects and any other effects on descendants of exposed people within information and advice materials (see Section 5);

· Inclusion of descendants within any family/whanau based counselling services (see Section 4.3.2);

· Promotion of access and uptake of existing health check-up and screening programmes (eg, Well Child checks, diabetes screening and national cancer screening programmes) amongst descendants of exposed people;

· Maintenance of an active watching brief on emerging research on the intergenerational impacts of exposure;

· A commitment is made to respond to any evidence, with appropriate health support services.

We feel, at this stage, that taking a more precautionary approach than this is not supporting by existing evidence and would potentially create inequalities between groups that have similar health needs.

Further work needed before final recommendations can be made
We need to do further work on:

· Estimating the population of descendants of exposed people;

· The potential impact on the capacity of providing access to these services for descendants of exposed people;

· The feasibility of including descendants on some form of database or registry;

· Assessing the potential for collaborating with any ongoing research into intergenerational effects of dioxins, as agreed as part of the Vietnam Veterans settlement package.

4.10
Other non-health service remedies
Section 4.10 contains material that is not specifically related to the delivery of a health support service.  The options proposed under this section generally fall outside of Allen & Clarke’s terms of reference for this project; however, they have been included so that submitters’ views form part of the public record.  We have provided some commentary on issues where they touch on health support issues.  These comments have also been referred to the Ministry of Health for consideration.

Twenty-five submitters identified a range of other (non-health related) remedies not specifically canvassed in the discussion paper.  These suggestions are outside of the terms of reference for our work but we have presented them here for completeness.  Specific topics covered are:

· Compensation;

· Acknowledgement;

· Research opportunities;

· Access to disability support services or aged care support.

Additional suggestions included a symbolic memorial to help with the healing process, clean-up of contaminated sites and regulations on dioxin contaminated soil (one submitter each).

4.10.1
Compensation

Nine submitters indicated that they wanted compensation.  One submitter specified compensation from Dow AgroSciences, one felt the government should pay, while the other seven did not stipulate who should pay the compensation.
Two people felt that there was a need for assistance to address the financial impact of exposure.

4.10.2
Acknowledgement

Specific calls for acknowledgement, recognition or an apology were made by seven submitters.  One person in particular made a strong submission on the need for recognition as part of a comprehensive package of health support: 
“Through my research I would conclude that a lack of government action for may years, a continued reticent [sic] by government to fully acknowledge the State’s role in supporting 2,4,5-T use, and little to no participation from the chemical industry over the last 10 years in community consultation, have, and continue today, to contribute to aspects of many people’s mental anguish over dioxins.  Unless these historical injustices are addressed . . . and some form of reconciliation occurs, the government is failing to provide ’health support’ in a holistic manner”.
4.10.3 Research opportunities

Four people indicated a specific need for further research on:

· Health outcomes in the peak exposure group and their offspring (one submitter);

· Health outcomes as a result of events such as the 1972 explosion (one submitter);

· A cost benefit analysis of past studies on exposure and health impacts in Paritutu (one submitter);

· Birth defects over the period 1965 to 1969 (one submitter);

· Specialist medical research on dioxin (one submitter);

· Long-term monitoring of health impacts (one submitter).

4.10.4
Access to disability support services or aged care support

Four people felt the health support service should cover needs associated with:
· Home or domestic help (two submitters);

· Respite care (one submitter);

· Funding for those in care (one submitter);

· Social support for invalids (one submitter);
· General disability support services (people at one meeting).
There is some relationship between these suggestions and wider health support needs.  We will explore these issues further with the Ministry of Health.
5
Information needs 

The discussion paper noted that health practitioners need to be knowledgeable about the associations between dioxin exposure and health, the science behind determining these associations, and the scope of the services covered under the health support service.  Detailed options were not proposed because the range of proposed health support services was unknown at the time; however, some general options were identified:

· Letters or updates to general practices and other health providers in New Zealand about dioxin exposure, its health effects and the health support service;

· A one-off or series of local seminars or continuing medical education endorsed evening events;

· A conference;

· Appointment of a national focal person for dioxin and health who could provide advice on an as-required basis;

· Website / online resources, pamphlets, etc. for health practitioners nation-wide; 
· A detailed resource document for health practitioners; or 

· The expert patient model.
5.1
Key findings from the consultation exercise

In total, 94 submitters and participants from all seven meetings commented on the provision of information and advice on dioxin and health.  Some stakeholders commented specifically on information and advice for health practitioners whereas other submitters commented more specifically on the information requirements of the eligible group or the community.

5.1.1 Health practitioners

There was a strong level of consensus that health professionals need to improve their understanding of the relationship between dioxin and health: 82 submitters and participants at five meetings agreed that improved understanding was required while six submitters disagreed or provided unclear comments on this issue.  
Reasons for supporting improved information and advice options predominantly focused on the perceived concern that most GPs were not knowledgeable about the relationship between dioxin and health and needed to be well-informed in order to deliver effective health services (eight submitters).  Submitters also noted that in order to be effective, it would be helpful if information was made available to a wide number of doctors and nurses (four submitters) and that it be made available to those who were not located in the Taranaki region (four submitters).
Options for delivering information to health practitioners included determining a mechanism that would take into consideration the limited time that GPs have for continued professional education, and considering the varied level of knowledge and need for knowledge among practitioners.  As such, an electronic mechanism such as a website was indicated as the preferred mechanism by the five submitters and health practitioner participants from three meetings who commented on this issue.  Participants at another meeting noted the importance of supplementing on-line information with workshops or meetings.  One submitter suggested that a document on dioxin be developed, another suggested that a national focal point be established, and participants at one meeting queried whether medical training could be enhanced to cover chemical injury in more detail.

A range of generic and specific information on dioxin was considered to be necessary including:

· General information on dioxin and its effects (one submitter indicated that this information needed to reflect the current levels of scientific consensus on this issue) (eight submitters);
· Information on the kinds of health conditions and risk factors that health professionals should be checking for;
· Information on health risk analysis, detoxification, and referrals processes (four submitters). 
5.1.2 Information for eligible people and the community
Seventy submitters and participants at two meetings responded to questions about whether members of the exposed group needed to understand more about dioxin and health.  Of these submitters, the majority (54 submitters) agreed that they needed more information.  Participants at one meeting noted that there was a lot of confusion about dioxin and health within the community.  A further twelve submitters indicated that health education materials would be helpful for eligible people.  Most commonly, submitters wanted information to help them get a better understanding about dioxin and exposure in New Zealand.  Mechanisms proposed for accessing this information included a dedicated clinic (as discussed in Section 4.1 of this report), a website, television campaigns, an 0800 number, and direct communications with the exposed group and the community.  Health practitioners noted the importance of developing accurate, user-friendly patient information sheets about both the relationship between dioxin and health, and the health support service and its eligibility criteria.
Nine submitters indicated that they were happy with the existing level of knowledge.

5.2
Preliminary thinking
The provision of robust, evidence-based information on dioxin and health, and accurate information on the range of services available to eligible people is an important way to support health practitioners’ ongoing professional competence in the delivery of health services arising from patients’ concerns about dioxin exposure.
The information needs of health practitioners are likely to vary: some practitioners will attend to many patients with dioxin-related health concerns whereas the majority of health practitioners will see few, if any, eligible people.  Information needs are also likely to vary over time.  Initially, it will be important to notify health practitioners about the existence of the health support service and its broad parameters.  As time goes on, a smaller number of practitioners are likely to require more detailed information about the service and about the relationship between health and non-occupational exposure to dioxin.
The mechanisms for meeting these information needs would need to:
· Be designed primarily for a clinical audience;
· Contain relevant, accurate, appropriate, evidence-based information on dioxin and health, and relevant information on the health support service;
· Be easy for health practitioners to access, including for those who do not live in the Paritutu/New Plymouth area;
· Balance the information needs of different health practitioners (eg, health practitioners who may not encounter people presenting with dioxin-related concerns on a regular basis, and those who are more familiar with this issue);
· Recognise that health practitioners receive large amounts of information each year; and
· Be easy to update as new evidence emerges or as existing evidence changes.
A combination approach using the methods in the table below is likely to provide the most effective mechanisms through which to deliver information to health practitioners on both an initial and an ongoing basis.
	Mechanism
	Purpose
	Timing of use
	Other considerations

	Letter to all general practices and other health providers in New Zealand


	To inform health practitioners about the health support service and its parameters

To inform health practitioners about any amendments to the parameters of the health support service 
	Initially

As required
	Information could also be provided to organisations for dissemination through networks

	Continuing medical education endorsed evening events in New Plymouth
	To inform the health practitioners likely to see the most patients with dioxin-related concerns about the health support service and its parameters

To inform health practitioners about any amendments to the parameters of the health support service
To inform health practitioners about specific issues of relevance to the health support service:

· the scope and parameters of the health support service

· Genetic counselling referrals and clinical genetic services
· Serum dioxin testing

· DNA-damage testing

· Mental health
	Initially
	See further work

	Web-based application 
	To provide specific information about the health  support service and its parameters 

To provide ongoing access to evidence about the relationship between dioxin exposure and health, including links to other relevant websites

To provide take-home materials that health practitioners can give to patients 

To provide information to the exposed group/general public
	Initially & ongoing

Initially & ongoing

Initially & ongoing

Initially & ongoing
	Operation and maintenance of this mechanism could be a function of the national focal point


	National focal point
	To provide a mechanism where GPs can access specialist information as required
	Ongoing
	See further work


Health practitioners could include doctors, nurse practitioners, nurses, community health workers, health protection officers, and counsellors.  There may be other health practitioners who would benefit from specific knowledge.  Information requirements for these people could be considered on a case-by-case basis.

On balance, the other mechanisms proposed in the discussion paper are not likely to significantly improve information sharing or continued professional development in this specific area (eg, a dedicated conference, a dedicated physical information centre, and a detailed hard-copy resource booklet).
It is also important the additional information be developed for eligible people, and for other interested parties (see discussion under Section 4.4 of this report).  This will ensure that accurate, informative, and available information on the relationship between dioxin exposure and health and the health support service is readily available.
5.2.1
Further work needed 

Further work is needed to:

· Determine the content and final delivery mechanisms for the information to be provided to health practitioners and eligible people, including information about:

· eligibility criteria for the health support service 

· entry processes for acceptance into the exposure group

· services available to eligible people, and means of referral to these
· content of the standardised health check available under the service

· where to get more information about the health support service or evidence on the relationship between health and dioxin exposure;
· Develop appropriate health education materials for eligible people and other interested parties;
· Determine the exact range of functions that the national focal point should have;
· Identify which agency should act as the national focal point;
· Scope the cost and operation of the web-based information application;
· Agree whether there is a place on the continuing professional development (CPD) framework for dioxin-related CPD; and

· Develop appropriate mechanisms through which to monitor and evaluate the delivery of the information and support for both health practitioners and eligible people.
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Appendix B
Full summary of all submission comments

Allen & Clarke prepared a Microsoft Access database containing written comments received from submitters.  This database enabled us to develop reports of all of the comments made about particular issues.  These were then used to inform the analysis in Part 2, Part 3, Part 4, and Part 5 of this report.  As the full summary of all submissions comments is very long, we have not included it here.  It can instead be viewed at the “health support programme” link at: www.moh.govt.nz/dioxins
Appendix C
Summary of meeting notes
Appendix C summarises the findings of key meetings held during the consultation period.  These comments have informed the analysis in Part 2, Part 3, Part 4, and Part 5 of this report.  Appendix C includes a full summary of the findings of the public meeting, and short summaries of the main points identified at the following meetings: 
· Meeting with health practitioners

· Meeting with health and disability support groups

· Meeting with CEPRA

· Meeting with SWAP

· Meetings with local PHOs.

Full summary of the public meeting held on 25 July 2007  

Approximate number of attendees: 75 (plus three non-participants
)

Meeting opened: 7:12pm

Note 1: Personal and/or medical details not recorded (unless necessary to support a comment made by the person). Comments are not attributed.

Note 2: all comments are recorded as they are made and do not necessarily reflect the views of everyone who attended.  Where there appeared to be strong support for a point made we have tried to indicate a level of support.  The comments are recorded without commentary or response, except where Allen & Clarke personnel were asked to respond at the time.  

General comments

This matter has gone on for far too long.  There should be something done about it.  People should not just sit here and listen: speak up. [Lots of clapping].

Do you want a health service and what do you want in this service? Allen & Clarke are here to ask us what we want for a health service and we need to tell them. [Nods and murmurs of approval].
It is most important to get a health service up and running.  Compensation is not a goer and we need to stop talking about this and blaming people. I am an ex-IWD worker. We need to get something up and running now and then tackle other issues later otherwise we are just shooting ourselves in the foot.  The government will not pay much. We need to forget about all of the suffering we have experienced: let’s move forwards with the health service.

People who have been exposed in Paritutu are those who need to access the health services. We should not get hooked up on two things: the ESR study parameters issues and admissions or apologies).  We are just going to get delayed in the issue: let’s not hold up the process by getting into these issues first.  We need to get something up and running. [Lots of clapping]. 
We have to move on: we cannot keep going backwards. 
It is good that a health support service is going to happen because people have been waiting for a long time.  There is a lot that needs to happen in the community.

You cannot set up a health service if the health effects are not known.  [Clapping].

The government is waiting for us to die now and then it will say that ‘we can now afford to pay’ but there will only be five people left.

The toxic environment and the IOM agreed list of conditions
Everything (all of the chemicals) that went into Agent Orange was also used in the manufacture of chemicals in Paritutu.  The residents should be looking at a toxic environment not just dioxin exposure.  The exposure we have been exposed to cannot be correctly accounted for.  We cannot prove that we were exposed to just one chemical.  We need to identify what chemicals we have been exposed to.
The Vietnam veteran’s settlement covered a lot of chemicals. The government is now selling the New Plymouth community short by focusing only on dioxin.

If residents are only exposed to dioxin, only five medical conditions would be included. You will not qualify if the IOM list is used: it just covers some cancers.  This is the difference between the toxic environment and exposure to dioxin.  There is a big difference between what health conditions are covered depending on the chemical used to define exposure.  Eligibility should be about more that dioxin.  If a Vietnam veteran does not qualify under the IOM, then how does a Paritutu resident’s health condition(s) qualify?   Canada veterans’ services will only accept a toxic environment based on chemicals used.  They do not use the IOM list. [A&C: outlined the IOM and the different levels of evidence used in this list.  Noted that we want to talk to people about what they think should be covered. There is nothing in this document that is cast in stone. Allen & Clarke also noted that access to the health support service was not dependent on developing one of those conditions (or any)].

We want to talk about all of the chemicals that came out of the stack. Not just dioxin.
Eligibility

How do you define who is at risk? Who is going to identify who is at risk? Get to the guts of it and don’t have all this guff […referring to the introductory slides…].  [A&C: let’s do the presentation first and come back to this question. Supported by one member of the audience and presentation moved on.] 

Who should define eligibility?

There is no-one in New Zealand who is qualified to determine eligibility.

Proposed parameters

The criteria are satisfactory, but a lot of people who might have been exposed have not been tested or considered in the development of these.  I lived in that area and worked in the area at the Fire Station.  I attended many fires and incidents at the Dow plant but I cannot be tested as a resident or as a worker (because I was both). 
I am concerned about the parameters: these are quite narrow.  

Spatial

There were two schools to the east and one to the south of the plant.  Also, there were a lot of recreational users like surfers at Back Beach.  In a north-easterly, surfers would feel their lips burning.  There are too many people on the perimeters of this definition.  It should be a five kilometre radius from the plant. It should be a radius.
Temporal

How long does it take to get exposure levels out of your system? [A&C: dioxin has a half life of between seven and 11 years but this depends on lots of things (age at exposure, etc.)].

The Ministry is now saying that the timeframe for exposure has changed. Peak exposure is now a lot earlier than previously thought. What and who drove this change? [A&C: described Delphi process and the parameters under consideration: these criteria are our starting point.]. You haven’t answered the questions I asked.  The Ministry of Health said that original parameters could not change especially around the intensity of exposure but it has now changed its mind.  Now the cancer estimate is wrong. [Question repeated]. [A&C: explained the Delphi process and who was involved and noted that the science would evolve as further information is received]. 

The shortest term proposed for the eligibility is one year.  Vietnam veterans are eligible after six months of service in a toxic environment.  How come the timeframe is different for Paritutu residents? This is discrimination and why is it different?
The net could be widened to cover people who live in Paritutu at the present day even though people say it is now safe up there.  People are still being exposed through attic dust (eg, if re-cladding or re-roofing, house fires, etc).  These expose us to dioxin.  They cannot prove to us that it is ok there.  I lived there for 20 years but I don’t fall into this category.  We should be included if we feel our health issues are dioxin-related.
Intensity 

Dioxin held in the body fat.  It is no good doing tests on people who are ill and/or people who have lost a lot of body fat.  This needs to be taken in account when doing the tests.  Note: See comments about the ESR serum dioxin report. 

Demographic

Vietnam veterans should not be considered together with Paritutu residents.  You have no right to include this issue here: the exposure of people at Paritutu is not related to what happened in Vietnam.  Vietnam veterans have nothing to do with this issue. The issue is about dioxin in New Plymouth. Vietnam veterans back up the dioxin issue. Vietnam vets were exposed to a toxic environment rather than the dioxin exposure as happened in New Plymouth so these issues are different.  Dioxin is just one part of a chemical mix.  
Workers at IWD should be supported: we were more exposed than those people who lived there because we made it.
Any person who has worked in the area or lived there should be able to access the service without being told that they did not quite live in the right place.
Other potential groups to cover include:

· Anyone who has lived in this area and who has a health issue should be included.

· Farmers should be covered because many used it […presume 2,4,5-T but not clear from the context…] and now have cancer.
· Occasional visitors should also be included if they spent large amounts of time there (eg, surfers, visitors, school children, etc.).

· Some people have lived in that area over dump sites. We are exposed to more dioxin over a shorter period of time if they lived within a 400m radius from the plant.  We should be included in the eligibility group.  
Children and grandchildren

I have lived in the area and still do. I am sane, have grown vegetables in the garden, my children are fine, my husband is sick but this is hereditary.  There must be some degree of contamination but I am here because I want to know how this exposure might affect my children.  

We do not know about the children or what is going to happen in the future: we do not like playing dice or Russian roulette.

My main concern is for the generations to come.  We need to make sure that they are taken care of as well. 

My concerns are for next generation and ones after that.  I am worried about what is happening.  My family is now in its fourth generation of defects.  We should be very afraid. Personally, health checks are not going help my children and grandchildren who are sick already. What services will be there for my children who have genetic damage and disabilities from this?

Note: a lot of people mentioned their concerns about children and grandchildren in the context of other points made.

Health support service options

We need to screen for health conditions even if we feel fine.
Specialist unit

We need a specialised unit in Paritutu but anyone from around New Zealand should be able to attend. GPs should not provide any services but they can refer people to specialised services. Doctors do not know enough about dioxin.  This would help (eg, having a dedicated unit).  There is enough interest from doctors to get this set up.  
The idea of a health and information centre is great. Regular checkups are good too.
A medical centre is great but this is not the end [Refer to comments about the Select Committee inquiry].  There should be a special unit with a good IT system so that people can access this service from wherever they are in the world.  Operations can now be done on the internet.  This technology means that everyone would be able to access services.  A specialist clinic also brings the issue home to Paritutu: it happened here. I support a centre with all the information available. 
My wish list is that there are three centres to cover the whole of New Plymouth.  The whole area was affected and to canvas the whole area properly means that we would need three or four centres.  One centre could specialise in counselling, another could deal in the science in how much pollution is still there.  There is a lot of anger and emotion here tonight.  We need to be rational but the only way forward is to get a couple of health centres up and running.  These people need some justice and we must put it to the politicians to get a sustainable model of health up and running.  

Health promotion service

While dioxin is a risk factor for cancer, there are other risk factors for cancers.  Dioxin exposure does not have to be a death sentence: its potential impact can be minimised.
You can get cancer as quick as within 12 months, so other services are not good.
General counselling

There is a lot of grief here, and there is a need to have counselling to help us through this.  We need support to lean on and help us through this.
Counselling would be useful.
Exposure registry

Are Allen & Clarke requesting information about who signs up to the [Ministry of Health] mailing list under the Official Information Act? [A&C: No].  In that case, I ask that no-one sign any register to giving information access to health records. [A&C: the purpose of the Ministry of Health mailing list is to provide information to the community not request information from].

Blood serum and DNA damage tests

I lived in Paritutu and worked at the IWD plant: what are my blood serum levels? I support getting a health support system going. I want to know what my level of exposure is, and what this might mean for my children and grandchildren. I do not know what test is the right one but the powers that be will make the right decisions. I hope, though, that the meeting does not get sidetracked into testing everyone.

People would like to be given the opportunity to have a serum blood test because people would like to know their current body burden of serum dioxin.  Most people who lived in the area were exposed to two accidents and continuous burning of waste (before scrubbers were fitted to the stack).  A lot of people in the area would like to have access to blood tests.

People have a right to dioxin serum testing.

We want dioxin blood tests because we need to find out just how bad it is. Massey University believes that there is more to this issue than just dioxin. 


The Minister promised us 100 serum dioxin tests but we got 54. Where are the rest?  

From a nursing perspective, a good place to start would be blood tests. Serum level is just a joke and is not nearly as accurate as the DNA testing. People were not just exposed over a period of time. There was a waste pipe discharging into the sea. Some people were exposed over a shorter period.
You hear stories about people’s families and you start thinking about your children, but I am not so worried about myself.  This is why we need the serum dioxin testing. 

Every person who feels that they have been affected by dioxin should be entitled to a free serum dioxin test.  This would mean that the whole country would be able to access this test because pretty much the whole of New Zealand was exposed to dioxin (through widespread use of dioxin in fertilisers).  We now have the highest prostate cancer rate in the world whereas we used to be third or fourth in the world.
Is dioxin exposure at Paritutu an accident, and could there be ACC cover for this? [A&C: in some instances, where exposure occurred within occupation, it may be covered by ACC.  ACC eligibility criteria must demonstrate a clear link between exposure and the condition. In a community, exposure must have occurred as a discrete event / over a distinct period of time].  Doesn’t proving exposure come back to levels of serum dioxin in a person?  [A&C: the exposed population would be exposed: if you were part of this population then you would automatically have access to the services]  We need to have something to prove to ACC that we have been exposed, something to show that we have been in an accident.  [A&C: under the proposed scheme, you would not need to prove that dioxin caused your illness unlike the requirements under the ACC regime to determine causality]. So how do we become eligible? We want access to the test. 
People who lived close to the plant will want the blood test for peace of mind, even if it does cost a lot of money.

This emphasis on blood serum tests: if you were exposed 30-40 years ago, it is likely that the blood serum test results would show you are now within tolerable levels.  You were exposed and damage done 30 years ago. Worrying about what is happening with blood serum today is not helpful.  We need to focus on the health support service.

I am worried about the focus on blood serum testing.  These tests are expensive.  I would rather that this money be used for something else like providing for a clinic. I have had two serum tests and these have not really helped me.  I would rather have had the $6,000 spent on a dedicated health service.  Whether you have background levels of serum dioxin or very high levels is not going to help you with your health.  We need to get away from worrying about what the levels are in your body and focus on what you might need for your health.

It is 20 years since they stopped producing 2,4,5-T.  Levels are not going to be as high as they were 20 years ago. Is government going to say that this level is no longer a problem? Does government understand that the level of dioxin in blood serum will no longer be a good indicator of exposure in the past? [A&C: Yes the government does understand the limitations of serum dioxin tests for measuring historical exposure.. Because of this, we are trying to make the net wide enough to be inclusive, so where there is sufficient doubt about past exposure we want to include rather than exclude these people.].
Do fat levels show exposure more accurately than blood serum levels? [A&C: we do not know the answer to this (added to list of issues to follow up and respond to the community on)].  It seems to me that if you are only testing blood then it will be a false test because dioxin gets out of the blood more quickly than it gets out of the body.

Alternative and complementary therapies

Considering complementary therapies is a brave step.  This should be looked at.   
Compensation

All of this talk about paying for health is quite unnecessary. Most of us older ones have been through a lot in this time.  I want a cash payment, that way older people will have something to stand by them in their old age.  

Treatment

We need extra health services in this area. It is a great idea to have a place where we can go to talk about our issues, but we have to remember that the health system was still helping people who get sick (and this has happened in the past). We need to upgrade the health system so that people who have been exposed have better access to services.  Fast-tracking would be good. 

Apology/recognition

We want an apology from the government and from the company.  

The regional council also has a big part to play.  It knew about the dump sites, the air levels, and about discharges into the sea too.  The discharges were illegal discharge and there have been cover-ups.  The regional council should also be accountable.  There are so many powers that be and this means that everyone can push issues aside and not deal with them.
I want someone from the government to stand up and be accountable for the dioxin that has been sprayed in New Zealand.  Given that so much was sprayed in New Zealand, we can probably add another 10 percent margin to the already 50 percent higher rates of cancer.  Dow needs to be responsible too: this issue is like a three-decade bomb that is going off.  I want people to be held accountable. It is an act of terror, it is disgusting, and is indecent and a breach of our rights as human beings to breathe fresh air and live in this place. I have had insults from government agencies like WINZ and ACC.  It is commonly known from complaints through CEPRA that people have not been cared for in the way that they should have been but now they might be. [Clapping]
Other support services

I want help from the government so that I can live in my own home.
Disability support should be a particular focus.
It is very importance to get some kind of health care programme together and something that covers sickness and invalids benefits too (income support). 
Other suggestions

Dioxin is still in the area today.  It is a health and safety issue as well especially for builders and roofers who may be exposed in their work.  We need to consider some health and safety measures similar to that provided for exposure to asbestos.

We could look at scholarships for residents so that people can carry out research into dioxin in Paritutu.  There is no cure at the moment but maybe better scholarships could help this.  We could offer them to local high school children so that the information comes from Paritutu and that it stays here.
Implementation and funding

We need to know that these health support services will not be shut down next year or the year after.  I am concerned that the service will look great at the beginning but that it will just fade away.
Allen & Clarke have done a great job putting the discussion paper together but at the end of the day, it comes back to the Ministry of Health and what it is prepared to implement.  It looks like a lot of money is needed.  The health system is already overburdened, and services probably cannot support more services being delivered.  It must come down to the polluter pays principle. 

Why should taxpayers fund this health support service? Why should Dow not fund this or that this be funded through rates?  The government should look at this so that the costs do not fall onto the taxpayer.  Dow should put something back into the community and the citizens of Paritutu.  It should pay for free health services.  We should shame Dow into accepting responsibility for what has happening. 
Information requirements

Doctors need more information about dioxin problems.

Doctors in New Plymouth are very receptive [sic] about dioxin and health issues.  Most of the specialists are very good. As far as veterans are concerned, the specialist services in New Plymouth are among the best in New Zealand; however, these doctors must be told by the government which health conditions are related to dioxin and which are related to Agent Orange.  The doctors need more knowledge.  They want to be told what they will get paid for and what they can do for patients.  

We need to disseminate what knowledge there is about dioxin and health.

Other comments

What is the government doing about the dump sites?  This is part of the health issue.  Most of the dump sites are in the sand.  They would be dislodged in an earthquake. 

There are Dow shareholders throughout the Ministry of Health, ministers, and the councils.  Most farmers have shares in Dow.  There were 56 doctors in New Zealand who were major shareholders in Dow. They sold their shares at the beginning of an offensive in Vietnam.  These were then bought be companies formed by the doctors’ wives.  Allen & Clarke must be careful about getting to know too much about this dioxin issue: they will get you with suspicious suicides. [Drafting note: the above comments were presented by a small number of stakeholders but are summarised together here]. 
The end of this issue is to ask the government for a Select Committee inquiry into this issue.  All political parties need to be involved. I make a request that submissions cover the Select Committee issue and the full toxic environment issue.  We could request that the government puts together a Select Committee.  Some of the issues to cover could be the history of dioxin exposure at Paritutu and the government’s involvement in this, the toxic environment, and compensation. This is a major issue and we want to go back with a directive to the government that we want a Select Committee formed immediately. [Drafting note: All Select Committee comments put together but 2-3 people made these points].
People need to know that there is no conspiracy among CEPRA. We need to get more people involved and get something done now.
It can be a real witch-hunt at times. House prices have plummeted because of concerns about contamination. We were told that ‘ooh can’t live there’ but we are fine.

The government needs to make an acceptable level of pollution for all producers.  Industrialisation actually started in 1945 (sawmills, car factories, etc.).  These industries are also causing a lot of problems.  Southland and Nelson are also very highly polluted.   We need to start asking members of Parliament about these issues. The dioxin contamination is not limited to the New Plymouth or Taranaki region especially given the strong winds in Taranaki.

ACC is an interesting topic. In the full report, the numbers of people who have applied to ACC for chemical poisoning is about 50, but only three cases were accepted. Obviously ACC’s culture needs to be broken.  They need to be bought up to speed about what it going on in a country where people are being poisoned by dioxin. [A&C: ACC applies very clear criteria: it relies on incident and outcomes].  

There should be no ACC claims ever: the issue should be dealt with outside of the ACC scheme completely.  ACC did not exist in the 1960s.  There is no ACC cover for accidents prior to 2001/2002 because of changes in government policy and in the structure of ACC.  There is no ACC for cancers so it is debatable as to whether ACC should be involved.  If ACC came into being in 1974, would people who were exposed before this be able to sue?  ACC needs a big shake-up because there have been claims before hand but we cannot get compensation. 

So far we have only heard about birth defects and cancers. We have not heard anything about other conditions. There are a lot of skin conditions in the New Plymouth area.  Could skin problems like eczema and psoriasis be linked to dioxin? [Added to the list of issues to make inquiries about and report back to the community].
The Minister lied to us about the research and now the Ministry and Allen & Clarke have turned this around to the original outcome suggested by Ron Pilgrim and CEPRA.  There has been a fraudulent manipulation of serum dioxin and birth defects data to downplay the exposure: we are not stupid. It is also misleading to say that it is ongoing research.  Now that backdating has occurred, the levels are five times higher than that what the government document says.  Throughout this whole issue, the government has been dishonest.  No consultation should continue until the government confesses to its mistakes.  The government got into bed with Dow: how can we have good faith?  The truth must be told before the consultation can continue.
I want to reiterate that the health support service is great, and we should get it running.  Everyone wants serum testing.  We were promised 100 but we did not get these, and those that were carried out did not focus on the right groups. How can you trust the government given the history as the government has actively avoided responsibility? How can we trust the Crown to implement any recommendations?  Allen & Clarke were only contracted after the TV3 documentary. The government will not engage with us and it is clear that the government has covered this up. How can we trust them?

This meeting should resolve that until the backdated levels are right, consultation should not occur, and until there is accountability for the public officials who misled the public. Where is the accountability from these officials? [A&C: If don’t want to engage in consultation, that is your right – however, this is the opportunity to present your views on the health support service.  We will report these concerns back to the Ministry and seek a response to them but regardless of the level of exposure, a health service will be offered and the extent of exposure will not be as relevant to the types of services offered].
In 1986, there was a doctor in New Plymouth who was taking tests and he got fired. He wanted to press this issue but no-one has been able to pick this up.  The same products were made in Canada (Hatfield Group): you need to see what is happening in Canada.  The Canadians told the New Zealand government in the 1980s that 2,4-D was contaminated with dioxin but the agrichemical board did nothing with this information. [A&C added this to the list of issues to be reported back to the community on].
Project related comments

What level of representation from our point of view is there on any panels or at critical development points? This would help to ensure that there are no cover ups. CEPRA could be involved to achieve this. CEPRA came up with the fact that we are victims of exposure and they should be involved in the decision making. 

How many months will this project take? [A&C: explained the timeframe. Noted that A&C wants to do this properly. We have proposed to extend the timeframe and report back to Ministry of Health.  The Ministry has proposed that it will have health support service up and running by next year but that it does want to move quickly. We undertake to represent all views to the Ministry of Health, to research the issues thoroughly, and to provide an objective report to the Ministry of Health. We will report back to the community and that the report will be public.].

Where is the government tonight? [A&C: The Ministry would have come tonight if A&C had wanted but A&C said no, we wanted the meeting to be between us and you, focussing on the health support service]. When they were here last time they got a hammering so what A&C says is not correct.  [A&C: It is correct.  The Ministry offered to attend but I said no that I wanted it to be an engagement directly between A&C and the community.]

Note: A&C also asked to confirm when the Minister is coming.

Meeting with health practitioners
General 

· Need to treat and manage health conditions: it is hard to correlate a condition presenting today with dioxin exposure (eg, cancers are multi-causal but it is not possible to tell what caused it to manifest).

Eligibility

· Eligibility assessment needs to be independent from attending health practitioners: a register of eligibility and an identification or access card would be helpful.  Eligible people will be dispersed throughout New Zealand given the length of time between now and the exposure period. Evidence of eligibility would need to be objective where possible but this could be quite a burden to prove.

Foundation options for the health support service
· Doctors may be best placed to deliver the services especially if it is managing chronic illnesses rather than acute exposure.  Options with a strong preventive approach are essential.  A structured check is necessary. Separate or dedicated services are likely to be difficult because of the dispersal of the population and continuity of care issues, but it would be popular with the community.  Access to specialist services or specialised information about exposure might be better if provided through a clinic, a website, or 0800 number.  Funding rules need to be clear about what is included. Access to services need to be equitable.
Add-on options for the health support service

· Health promotion is supported.  It would be best to build on existing services.  Areas to cover include stress management, physical activity, and nutrition.  Any messages need to be consistent and motivate people to take up health-promoting behaviours.  Access to the right information is also important.
· Anxiety is significant.  Services need to be focused to anxiety relating to dioxin exposure but it may be hard to separate this from other counselling needs. 

· An exposure registry is important but will need to use this information. 

· Tests are not going to help people with their diseases and conditions.  
· There are many different understandings of genetic counselling.  Services are very limited.  The uncertainty about dioxin means genetic counselling will be of very limited value.
· There is a lack of evidence for many complementary therapies. 

Information and advice

· GPs need accessible and ongoing advice and information.  Options for delivery were discussed (eg, monthly CME meetings, websites, CD-ROM, etc.) 
· Eligible people also need advice: fact sheets could be helpful.

Meeting with health and disability support groups

Eligibility

· The criteria were supported.  Children and grandchildren could be considered if there was a familial pattern/history of a condition.  
Foundation options for the health support service

· There was support for GP based visits.  Mental health screening would be an important component of this.  The GP should encourage entry into other national screening programmes.

Add-on options for the health support service

· Specific information and advice about exposure would be helpful.  There was general support for health promoting activities, general counselling, an exposure registry, and some complementary therapies.

· Serum dioxin tests could help some people to heal but there are implications, especially about what these tests or genetic counselling can tell a person.

Information and advice

· The criteria were supported.  

Meeting with CEPRA (Chemically Exposed Paritutu Residents Association)
Eligibility
· The eligible group needs to be defined. This should be done scientifically.  The IOM guidelines are not supported: exclusive not inclusive.  The spatial parameter needs to include an area larger than 1,000m to the east and 400m to the south.  The 1,000m is based on a lack of testing (rather than conclusive results from comprehensive tests).  Dioxin can migrate and so soil column testing or roof cavity testing might be better.  More tests are needed to confirm the boundary, and these should be roof cavity tests.  Many surfers at Back Beach have Parkinson’s disease or other illnesses.  Levels before 1962 were much higher and therefore predate existing accepted temporal factors.  The exposure group must be flexible and not too rigid.  The exposed population is now all over the world.
Foundation options for the health support service

· The service needs to be achievable, realistic, and not delayed. A card could be used to identify eligible people.  We need a specific and expert unit but it might bias against people who no longer live there.  It could also be an information clinic for doctors and/or an information centre for exposed people as well.  There is a need to get clinicians to identify what should be included in the check-ups.

Add-on options for the health support service

· There is considerable stress on families: access to services to help with stress and self-esteem could be useful.  
· There was support for the exposure registry.
· There was support to have DNA-damage testing for everyone.  There was recognition that serum blood testing and DNA-damage testing are not diagnostic but that these are the best tools that are currently available.
· Potential remedies were identified, including dietary supplements.  Access to these could reduce the pharmaceutical load on the government.
Information and advice

· There is a lot of confusion in the community about this issue.  There is a need to inform the community on these issues. Doctors must understand the health issues around dioxin, including common dioxin-related illnesses and common cancers. The health support service programme must cover medical knowledge for doctors.  The science behind the association between dioxin and ill-health is contentious. 
Other issues
· Compensation, an apology, access to other support services, and costs of treatment were proposed.

· Further research is needed, including on the mode or way that dioxin acts.

Meeting with SWAP (Sawmill Workers Against Poisons)
Eligibility

· Exposure of this group is clearly defined, and pathway (which is largely dermal) more direct than Paritutu residents.  Timber workers should be included.  Concern that a service developed for Paritutu will become the blueprint for other communities and it may not “fit the footprint” of this community.
Foundation options for the health support service

· Service development needs to be equitable for all of the groups with exposure to chemicals.  Good quality, accessible medical care is what is required.
Add-on options for the health support service

· Dioxin assessment should be used to identify those at high risk (who receive one level of treatment/service) and low risk (who receive a low level of treatment/service, possibly for a set period of time).
· The registry is supported. Children and grandchildren should be included on it.
· Research is also required: There is a lack of information and studies on learning effects and tracking other, more subtle effects.
Information and advice

· GPs need to be observant.  Exposed people require information and advice but many already have a strong understanding of their exposure and its health effects.

Meetings with local PHOs
General 
· There was support for the principles in general.
Eligibility

· The population is very dispersed now and is quite large.  There will need to be some clear guidelines about who is eligible and how this is determined.  The criteria need to be evidence-based.  Health practitioners should not be involved in determining eligibility.  A review mechanism might be useful. The inclusion of children and grandchildren needs to be evidence-based.

· The parameters seem to be reasonable but it is important to remember what Paritutu looked like 40 years ago as well. 

Foundation options for the health support service

· A lead provider model could be considered.  Resourcing needs to be considered as well.  Continuity of care is very important.  GPs are a good starting point.  A standardised consultation developed in conjunction with clinicians might be the most useful.  Flexibility is needed regarding the length of entitlement and needs to be related to morbidity.  There might be a number of health practitioners who could deliver services. It is not clear what additional services would be provided to children and grandchildren if they were eligible.  Option C is likely to be the best.  It might be best to do this annually although this would be determined by need (as would the length of the visit).
Add-on options for the health support service

· The identified range of health promotion activities, exposure registry, and general counselling was supported.  
· Any register would need to be compatible with practice management systems.

· Clear guidelines are needed for the range of dioxin-related screening tests and genetic counselling as we do not know if these would be helpful.
Information and advice 

· Information needs are varied.  Agreeing the delivery mechanism needs to be done first.  It is important to keep information up-to-date, and in the forefront of people’s minds.  It can be very difficult to get this right.  CME is also important.  
· The exposed groups will need to have very clear guidelines about what is included in the health support service, why these services are included and how to access the services. 
References
Allen & Clarke.  2007.  Health support services for groups exposed to dioxin: Phase 1: Assessment of evidence and options.  Unpublished report.
ESR.  2005.  A Study of 2,3,7,8-Tetrachlorodibenzo-p-dioxin (TCDD) Exposures in Paritutu, New Zealand.  Institute of Environmental Science and Research Limited: Wellington.
A number of submissions and meeting participants presented information of a personal nature and/or requested that information provided be treated as confidential (for example, detailed medical histories).  This information has helped Allen & Clarke to better understand people’s concerns about dioxin and health.  As such, we have considered this material as we have developed our preliminary thinking and will continue to do so as work progresses.  We believe that it is very important to respect the privacy of identifiable individuals.  Therefore, all personal information remains confidential, and is not included in Appendix B or Appendix C of this report.


































































































� Respondents were able to self-identify in more than one category.  As such, these numbers do not add up to 132, but this approach more accurately reflects the people who responded.


� Every two years, the Institute of Medicine (IOM) in the United States reviews recent research on associations between health effects and exposure to dioxins.  In its most recent review, it concluded that there is sufficient evidence of a positive association between dioxin and the following diseases and conditions: chronic lymphocytic leukaemia, soft tissue sarcoma, non-Hodgkin's lymphoma, Hodgkin's disease, and chloracne.  It also concluded that there is limited but suggestive evidence of an association between dioxin and laryngeal cancer, cancer of the lung, bronchus or trachea, prostate cancer, multiple myeloma, AL amyloidosis, early-onset transient peripheral neuropathy, porphyria cutanea tarda, hypertension, type 2 diabetes, and spina bifida in offspring of exposed people.  The IOM concluded that the evidence remains inadequate or insufficient to determine whether an association exists between exposure to dioxin and any other health effects at this point.
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