



THROUGH THE EYES OF A CHILD





FOREWORD BY HON BILL ENGLISH, MINISTER OF HEALTH



The health of most New Zealand children is good, but for a significant number it is not and we have to do better.



We need to give children the best start possible in life. The Child Health Strategy is a major milestone towards implementing the Government’s commitment to child health.



An integral part of the strategy is the National Review of Paediatric Specialty Services, Through the Eyes of a Child. I congratulate all those who have been part of the review process. You have engaged in a national collaborative project and this should signal to other groups of specialties about the way this sort of process should be done.  It is a very good beginning for the on-going work of implementing the strategy and the review.



The Child Health Strategy aims to make real change by preventing illness and disability rather than concentrating on treatment.  It looks out to the year 2010 and proposes practical and effective directions to deal with these pressing issues. Change will not happen immediately, but it is vital that everyone looking after children works together.



Both the Strategy and the Review are very important documents as they are long term plans. Indeed they are the end of the beginning - we have got something which we have all agreed on but they are still just thoughts on paper. Translating them into reality will be the real challenge.



Paediatricians have a key role in implementing the Strategy and Review. One of the most exciting things about this review is that it looks, with passion and commitment, at what is best for the kids. It also acknowledges that it is possible to achieve amazing things for them but it will depend on collaboration.



The health sector has often been criticised for being patch protective.  We need to focus on the common objective to improve, promote and protect the health of children/tamariki and their families and whanau, not territorial differences. If we can’t overcome that our interest in children is not as great as we say it is.



New Zealand’s children make up nearly a quarter of our population. They are the future of our country so it is in all of our interests to ensure they get the best possible start in life.





Hon Bill English

Minister of Health�
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�NATIONAL REVIEW OF PAEDIATRIC SPECIALTY SERVICES

EXECUTIVE SUMMARY



Historically, paediatric specialty services have been purchased throughout New Zealand as a component of general medical and surgical services.  This began to change slowly as areas such as paediatric medicine and paediatric surgery were purchased separately from adult services.  Paediatric specialty services are thus relatively new, but are growing quickly and becoming increasingly specialised.  Many, however, are developing in an ad hoc way, with little thought or planning to ensure there is equal access for children around the country, or to make sure services continue to be safe, effective and appropriate to the children and young people who need them.  



The current situation is regarded by many, both clinicians and funders alike, as  unsustainable for a number of reasons, including:

no defined clinical best practice guidelines;

no account of critical mass of specialists or patients; 

a risk of sub optimal outcomes compared to international standards;

inequity of access and outcome, with children in some parts of the country able to access services, while others cannot;

unsupported clinicians;

lack of peer review;

no planning for, or consideration of, infrastructures; and 

financial  unsustainability.



To remedy this, a National Review of Paediatric Specialty Services was launched in April 1997 by the Health Funding Authority and the Paediatric Society of New Zealand.  To ensure that the central focus of the review - the needs of the child - was not over looked, the report of the review was entitled “Through the Eyes of a Child”. 



With its overarching principle that children and young people in New Zealand will have their needs treated as paramount, the review focused on nine subsequent principles which would underlie its recommendations.



That services must be:

child and family focused;

as close to home as possible within the bounds of quality and safety;  

provided to achieve equity of outcome;

based on international best practice, research and education;

monitored and evaluated regularly;

integrated with other health services;

culturally safe; and

fiscally responsible.



Paediatric services throughout New Zealand were examined both in total and in isolation by groups of clinicians and service managers.  These groups were asked to report realistically on how we might aim for the most appropriate service for New Zealand children and their families in light of the principles and not in terms of:

the best service for a specific region;  or

for an individual CHE;  or

for a group of specialists.



Project Group

A Project Group including members of the HFA, the Paediatric Society and the Ministry of Health was established to lead the review.  Initially it was intended to review only six paediatric specialty services; however, as each specialty is dependant on strong linkages with a range of other specialities, it was decided the full range of specialties would be reviewed by 1 July 1998, with a view to developing a long term implementation plan to be carried out over the next five to ten years.



Reference Group

A Reference Group was established to provide advice to the Project Group and was be responsible for ensuring everyone with an interest in the review had an opportunity to be involved.  Chosen for their clinical and strategic expertise, members of the Reference Group were asked to advise on the review as it progressed, and to comment on the specialty reports. Group members included representatives from the Project Group, the Paediatric Society, nursing and allied health professional representatives, consumer, and Maori representatives.  Two Australian experts were integral members of the Group.



Clinical Advisory Groups

The Paediatric Society formed a Clinical Advisory Group to be responsible for the formation of the individual medical specialty groups, and for advising and reviewing the specialty group reports.  A parallel process was developed for reviewing surgical reports - the Surgical Specialty Advisory Group consisted of members of the College of Surgeons, the New Zealand Society of Paediatric Surgeons and the Paediatric Society. 



Local and overseas models were looked at and recommendations were developed on the proviso they must be justified.  Everyone involved recognised the fact that this report is only the beginning of the process to improve paediatric tertiary services in this country; there is still much work yet to be done by clinicians, management and administrators alike.

  

In sum, the whole review process hinged on the participation of more than 140 doctors, nurses and allied health professionals.  In addition to this, over 500 parents - many of whom had previously accessed specialist services - were involved in a nationwide consultation process.  The feedback from that consultation is included as an appendix to this report. 



Note:  At the time of writing, the Starship Foundation is undertaking a national appeal, the proceeds of which will contribute to supporting the development of an infrastructure for paediatric specialty services in the future.



Key outcomes from the review process include:

A comprehensive report and update by each of the 32 specialty areas outlining current service arrangements and recommended actions for improvements. 

Development of a collaborative partnership with and between health professionals, from which a national network of specialty paediatric services is poised to evolve.  This had never been achieved previously in New Zealand and is in itself a major achievement.

Establishment of the leadership role of the HFA in taking the first step to ensure children will receive the best possible care within the budget available.

Consistency with the National Child Health Strategy, July 1998.

Identification of a number of significant issues facing providers of specialty services for children and adolescents and recommended actions. 

This report represents the completion of the first stage of the review process.  More work now needs to be undertaken in costing and prioritising the recommendations and developing implementation plans.





RECOMMENDATIONS:  THE WAY FORWARD



There were a great many common issues identified in the specialty reports. One significant issue which impacted all those involved is the lack of New Zealand-specific data available.  Outcome and morbidity data is not collected, and there are no national standards of practice.  Each report has highlighted the need for databases, monitoring and audit of services, and the need to have national standards, guidelines and clinical linkages. The lack of a skilled workforce and educational opportunities - especially for nurses and allied health professionals - is highlighted as an issue in every report.  The review has identified the need for national networks, workforce planning, as well as the appropriate use of specialist skills for the country through outreach clinics and shared care.  



To address these common themes, a national network of paediatric speciality services is required to develop standards of care, referral guidelines and to ensure support and education for peripheral clinics.



The following recommendations are based on work carried out as part of the review over the past 18 months, including the specialty reports and feedback from clinicians, nursing and allied health professionals, parents and community members.  



National 

Paediatric and adolescent health services are acknowledged as specialties in their own right. 



A child and adolescent health manager (and team) is appointed to oversee the  work flowing from the review.



Adolescents up to and including the age of 18 are included in paediatric health and, moreover, the transition period for patients aged 18-24 from paediatric to adult health care is appropriately managed.



The HFA will take a collaborative approach in a leadership role in developing an integrated network of paediatric specialty services. 



All child health services will meet the standards established by the network.



A national group including HFA, professionals and parents will be established to develop national standards for paediatric services.



A specialty service will define how a component of care is delivered, then have the ability to audit all components of the service to ensure professional competence.



There will be no isolated specialists. 



The collaborative approach between the Paediatric Society of New Zealand, the HFA, and the Implementation Group for the Review of Paediatric Specialty Services will continue, including also the medical schools and educational institutes.



Admission of children and adolescents to hospital, in every situation, will be child and adolescent focused, family inclusive where appropriate, and deliver equity of outcomes throughout the country.



Education/Training

Ongoing education and training will be a key part of the network.



National education and training programmes for nursing and allied health professionals in child health will be developed.



Family Support

Parental and family choice will be preserved where possible. 



A national travel and accommodation policy for children and their families will be implemented to ensure equity of assistance.



A national review into the respite care and support for families of children with chronic conditions will be undertaken in order to develop a national policy and guidelines for support.



At all times food will be available for purchase by parents/whanau/caregivers accompanying children and adolescents in hospital.



Telemedicine linkages will be developed between centres to enable easy access to expert advice and clinical linkages, and to avoid unnecessary travel for families or clinicians.  



A responsive, nationally coordinated  paediatric emergency transport system will be established.  It will comply with uniform standards, and be equipped to take children to the most appropriate service.



Information 

A common information system will be developed which any provider will be able to access.



Information networks to identify key indicators for disease and outcomes will be established which will record outcomes, information transfer and national registers. 





Specialist service

Each provider will be involved in the development and use of nationally agreed guidelines for the delivery of care to children and adolescents. 



Outreach clinics will develop out of the specialty level.



Within each specialty service there will be defined responsibility for the delivery of care.



One professional body to represent all child health professionals will be established.





SERVICE SPECIFIC RECOMMENDATIONS



(    Adopt the guidelines for the anaesthetic management of children outlined in the anaesthesia  document. 

Develop one centre of expertise for adolescent services.

HFA contracting should reflect adolescents as a population group with specific needs.

Establish a national collaborative inter-sectoral working group to implement child abuse recommendations.

Increase resources for child and adolescent mental health services. 

Develop a national approach to the support of families of children with chronic illness, with particular reference to respite care, carer support, transport and accommodation, psychological support, assessment of need, equipment supply, etc.

Establish a national group of paediatric health professionals to develop standards and guidelines for local specialist child health teams.

Develop one centre to provide expertise and to act as an expert resource in the diagnosis and management of severe developmental disorders and severe disability. 

Adopt the guidelines for the surgical management of children outlined in the paediatric surgical document. 

Additional resources are required to provide national access to a genetics service. 

Adopt the guidelines for children in need of intensive care as outlined in the paediatric intensive care report. 

Establish a metabolic service in New Zealand.

Develop standards, workforce training and credentialling procedures for screening neonates for congenital heart disease, and for neonatal resuscitation. 

Additional resources are required to provide national access to paediatric neurology services. 

Nationally recognised qualifications for paediatric nurses and paediatric allied health professionals.

Provide a nationwide paediatric oncology service. 

Additional resources are required to provide expertise in the diagnosis and management of severe respiratory disorders; and also to provide leadership in the research of the causes of children’s respiratory disease and the prevention of children’s respiratory disease.

HFA contracting processes need to ensure that pathology/laboratory and paediatric radiology services are purchased specifically for children.





�THROUGH THE EYES OF A CHILD - A NATIONAL REVIEW OF 

PAEDIATRIC SPECIALTY SERVICES



Somewhere today in New Zealand a young person who is soon to enter adulthood can thank one of this country's first paediatric specialty services, neonatal medicine, for his or her life.  If that person was born 50 years ago, he or she would have died in grieving parents' arms, soon after being born. Today, it seems to parents that miracles do happen, as babies can be saved after only 23 weeks of gestation. But these are not miracles. Neonatal intensive care first distanced itself from general paediatrics in the 1980s, as premature and low birthweight babies with special and intensive needs were born, daunting some paediatricians but challenging others with a "feel" for helping these children survive.



But what has this young adult's quality of life been like, as he or she grew through childhood infectious diseases, watched a young friend battle leukaemia, survived a car crash, coped with inappropriate physical contact from a relative, then sought advice over thoughts of suicide? What health care service does this remarkably healthy young New Zealander have to thank for bringing him or her to the brink of a productive and fulfilling life as an adult? Has this person triumphed through childhood and adolescence because of this country's paediatric health system, or in spite of it? 



Although the health status of New Zealand children/tamariki Maori has improved over the years, it has not improved as fast, and our child health status is not as good, as many other OECD countries. Yet the standards and skills of the professionals who care for our children are steadily improving and our paediatrics compare well with international standards. We also have child and family general practitioners, paediatric nurses, and allied health professionals who specialise in children’s health and who are all experts in their field.  Specialist paediatrics is, in some areas, in an embryonic stage but in other areas is highly advanced and sophisticated.  The children and young people who consult any of these individual health professionals receive the best appropriate medical care.  For various reasons, however, this level of service is not available to all New Zealand children. 



Fortunately, most young New Zealanders will reach adulthood without ever having anything more serious than the usual "childhood ailments"; will rarely need various parts of their anatomy examined, discussed, diagnosed or operated on; and will be more than adequately catered for by their primary health providers - general practitioners, district nurses, Maori or Pacific Island health educators, etc.  However, many children and adolescents will need to see a more appropriate person, and for most of them this will be the general paediatrician, the specialist who provides an entry point for all children who require medical care beyond the primary level.



General paediatrics, in turn, underpins the tertiary paediatric specialty services, there for those children and adolescents for whom uncommon, complex and/or serious medical conditions are the reality, and these require the involvement of paediatricians and paediatric specialists who are both experts in the care of children and their specific conditions. That we have throughout New Zealand a number of highly skilled paediatricians and paediatric specialists is potentially to the advantage of  this country’s children. That this potential is, for many children, not being met is the reason that for the past year a major national review of paediatric specialty services has been carried out. 

�“This review has been driven by the increasing realisation that we need to invest more in the future of our society and that this is best done by improving the care of children - improving the coordination, communication and transfer of new knowledge about how best to care for the sick child or the child with a disability and his/her family. Over the last few years it has become obvious that the information explosion has led to more specialised knowledge.  Driving this review is the need to make this knowledge available to every child in New Zealand who requires it.” Associate Professor Barry Taylor, Department of Paediatrics, Dunedin Hospital, President of the Paediatric Society of New Zealand, member of the Clinical Advisory Group and the Reference Group.



The National Review of Paediatric Specialty Services, which commenced in April 1997, was conducted by the Health Funding Authority in conjunction with the Paediatric Society of New Zealand.  Driving the review, the Health Funding Authority foreshadowed the concept of funders working in partnership with the clinical personnel involved in paediatric health: emphasising that the future for better child and adolescent health in New Zealand is dependent on this concept. The review, a ten-year plan to ensure that the current paediatric service is built upon and improved, involved a massive consultation process and was inclusive rather than exclusive in its philosophy. The common denominator for all those who provided comments, opinions and recommendations -be they doctors, hospital administrators, clinic operators, nurses, allied health professionals, parents, or caregivers - was that they have an interest in the well-being of this nation's children and young people.  To ensure that the central focus was not overlooked, that the raison d’être for change was not lost, the review was entitled, "Through the Eyes of a Child."  What would be best for kids and their families, not what could be best for those who treat and manage those kids. 



Utilising a balance of clinicians and administrators, paediatric services were examined both in total and in isolation, and realistically reported on in terms of aiming for the best possible service for New Zealand children and their families, not the best service for a specific region, an individual Crown Health Enterprise, a group of specialists, or for political reasons.  Local and overseas models were looked at and recommendations had to be justified;  unreasonable “wish lists” were simply not considered.  Recognition was given to the fact that this report is only the beginning of the process to improve paediatric tertiary services in this country, a process which inevitably will require not just greater resources, but a more intelligent and rational use of resources.



In the late 1940s, after the Second World War, a group of physicians got together and formed the Paediatric Society of New Zealand to promote the care and welfare of children, and to teach and research medical matters related to children.  Before the Second World War, children with special medical needs were seen by adult physicians, some of whom may have developed a special interest and had some training in treating children.  Following the formation of the Paediatric Society of New Zealand, however, paediatrics in this country started to emerge, with  paediatric specialty services growing especially in the last decade.  Lack of overall planning, however, has resulted in an inconsistent status quo.  There have been, and still are, specialists working in isolation.  They have little chance to pursue vital ongoing education and training, peer review is virtually non-existent, and if they get sick then their service falls over. 



In some services, enlightened clinicians have already come together, and after much research and discussion, concluded that although some specialised services may boost their through-put and broaden their skills, holding on to that specialty without the critical mass, and duplicating services, was not in the best interest of children and their families. 



Specialists need a critical mass of patients to maintain and develop their skills, and it is this factor which determines the number of specialist centres which exist for that specialty.  Specialties with smaller numbers of cases will need fewer centres.  Therefore the most appropriate service can mean patients who need acute care travelling to a main centre where the best specialist medical skills are based, then returning to their local clinician for follow-up treatment.  Or, in some instances, the other way around - specialists travelling regularly to regions with small caseloads and working in cooperation with the local clinicians.  So in some specialty services, a network of services involving outreach and shared care has already been created.



“The New Zealand cystic fibrosis community understands the value of outreach clinics. Cystic fibrosis is a complicated, devastating and incurable genetic disease which affects 250 children aged 18 years and under. Six times each year Dr Alison Wesley, Starship’s cystic fibrosis consultant holds outreach clinics in consultation with other hospitals. The outreach clinics were established following requests from local paediatricians to help support them when caring for their cystic fibrosis patients.”  Starship Hospital Press Release, 23 July 1998.

 

But examples like this have been the exception.  In general, despite the dedication of individual physicians who treat both children and adults, child health services in this country remain fragmented.  With few national linkages, little long term or structural planning, and inconsistent standards of practice and quality, the negative consequences are being felt throughout the country, especially in areas located away from centres whose hospitals have the equipment and staff necessary to treat children with serious or uncommon conditions.  In addition, purchasing has been on a CHE by CHE basis, with no thought given to making sure all children throughout New Zealand have access to the services they need or their conditions require. With one or two exceptions, little account has been taken of the need for a critical mass when new specialists have been appointed to a CHE. 



While a great deal of consultation and acknowledgement is satisfactorily achieved between child and adult specialists, for many sick children, parochial and short-sighted attitudes mean some clinicians still refuse to acknowledge that a child's treatment, recovery and well-being is often going to be far more successful if that child is treated by a paediatrician or paediatric specialist.  There is anecdotal evidence of adult specialists “dabbling” in paediatrics, sometimes with the potential for disastrous results.  Sometimes when children and adolescents can’t get an appointment in the public sector with a paediatric specialist, they are referred to private adult specialists, inappropriate for paediatric care.  And when something goes wrong, the public system is left to pick up the pieces.  It is ironic that as we approach the next millennium no adult patient requiring specialist care would ever be treated, or expect to be treated, by a paediatrician, save in the direst emergency. If hospitalisation were required, no adult would tolerate being accommodated in a children's ward. Yet the reverse situation is still, in some quarters, regarded as acceptable: physicians who view the path to health through their own eyes, instead of through the eyes of the sick child.



“These same needs apply to young teenagers in an adult ward.  They feel like misfits as they are neither a child nor an adult.  I slept in my daughter’s hospital room for nine months.  In both hospitals where she was treated I saw old men in her ward walking around with either no pyjama pants on or their fly wide open.  The adult ward can be a scary place to a young teenager.” 

Mother, Community Consultation Document. Submission.

�Emergency transport in New Zealand, except that used for neonates, is currently geared towards adults, and air transport particularly needs child-specific equipment.  At present this is available in the Starship Child-flight planes and the Christchurch-based mediflight plane.  Patients picked up by the Starship plane in these emergencies end up in Starship Hospital, whether that is appropriate or not, and often hundreds of miles away from their home and family.  There is no nationally coordinated land or air emergency transport system, with a standardised level of child-specific equipment, for sick children in this country.  



“Nobody seemed to understand just how awful it was to be hundreds of miles from home, a very sick child and everything so strange.” Parent,  Consultation Document. Submission



The current situation, then, is unsustainable  for a number of reasons including:



 few defined clinical best practice guidelines

 risk of sub optimal outcomes compared to international standards

 inequity of access and outcome

 unsupported clinicians

 lack of peer review.



Moreover, underpinning all these problems is the fact that the responsibility for child health policy, planning and funding is spread across up to eight different sections of both the Ministry of Health and the HFA, resulting in fragmentation through public health, personal health services for children, maternity services, dental services, primary, secondary and tertiary services, mental health, disability support services and Maori health.  Adolescents are cared for in every section of the health service but have no identifiable budget because it is hidden in the adult health budget.  At present the health of children and young people in this country is funded largely as an add-on to adult services.  During the review process one generic problem which echoed strongly across every specialty service, through all general or community paediatrics, in the nurse and allied health representations, and right through to the community consultation document, is that for the standard of children’s health to improve in this country, the present funding structure must change.  It is impossible to develop a child focus when there is no clearly defined child budget and no ring-fence for it.



“The major problem we have is that [child health] is fragmented into different bits. Kids are different and child health is a completely separate quantum of health care and we need to get away from the constant battles, such as, is child psychiatry part of child health or part of psychiatry?  To me it’s obviously child health but nothing gets done while these destructive border battles rage.  Child health is all child health care pertaining to children and young people and should be independent. But children are given scant regard in this country.” Dr Danny Stewart, General Paediatrician, Gisborne.



At the outset of the review, it was decided that the key issues to be addressed would include:



the development of a national purchasing strategy, with all funding for children and young people’s health services pooled and ring-fenced;



development of a national child health data set to enhance the purchasing and provision of services;



recognition that child and adolescent health is unique and different from adult health, and requires different skills and treatment;



establishment of a workforce development strategy, including nurses and allied health professionals;



all specialist services to be recognised as members of a national service network;  and



the National Review of Paediatric Specialty Services to become part of the Ministry of Health’s National Child Health Strategy.





PROCESS



To manage the seemingly impossible task of reviewing paediatric specialty services, plus those specialty services like surgery which are not just paediatrics, all spread out and scattered throughout the geographically distant and sparsely populated regions throughout the North and South Islands, a Project Group was formed.  The Project Group was made up of six representatives from the four regional divisions of the Health Funding Authority; a paediatrician who represented the Paediatric Society of New Zealand; and a representative from the Ministry of Health. 



A Reference Group was established to provide advice to the Project Group and be responsible for ensuring everyone with an interest in the review had their say.  Appointed members of the Reference Group were selected for their clinical and strategic expertise, and asked to advise on the review as it progressed, as well as to comment on the specialty reports. Members of this group included the Project Group, Paediatric Society members, nursing and allied health professional representatives, consumer and Maori representatives.  Also on the Reference Group were Emeritus Professor Peter Phelan from Victoria, Australia, Medical Director of the Victorian Medical Postgraduate Foundation and President of the Australian College of Paediatricians, and Professor Don Roberton, from the University of Adelaide, a paediatrician at the Women’s and Children’s Hospital, North Adelaide.



“Paediatric services have developed mainly ad hoc [in Victoria} but there has been some attempt to influence the process from the major children’s hospitals. Sensible planning of health services has not been an Australian forte. We have never had something like the New Zealand review - I wish we had.” Emeritus Professor Peter Phelan, Melbourne, Victoria.

������

Project Group



This group initiated the review and is accountable for the process and outcome of the review.



The group includes representatives from the four regional offices of the Health Funding Authority, the Ministry of Health and the Paediatric Society.



The members of the group are Heather Franklin, Adrian Trenholme, Jenny Black, Ruth Rhodes, Keith Grimwood, Lesley Askew, Veronica Casey and Trudy Sullivan.

��������������

Clinical Advisory Group



This group is involved in the formation of medical specialty groups and reviewing medical specialty group reports.



The group includes the project group members and members of the Paediatric Society.







The members of the group are Wayne Cutfield, Archie Kerr, Keith Grimwood, Stuart Malcolm, Elizabeth Segedin, Barry Taylor, David Teele and Phil Weston.

���

Reference Group



This group is responsible for ensuring that everyone who has an interest in this review, has their say.  Members have been selected for their clinical and strategic expertise and will be asked to advise on the review as it progresses and comment on the specialty reports.



Members of this group include the project group, Paediatric Society members, nursing and allied health professional representatives, consumer and Maori representatives.

��

Surgical Specialties Advisory Group



This group is involved in the formation of surgical specialty groups and reviewing surgical specialty group reports.



The group includes representatives from the Paediatric Society, the NZ Committee of the Royal Australasian College of Surgeons, the NZ Society of Paediatric Surgeons and the project group. 



The members of the group are Gavin Wilton, Percy Pease, Erik Heineman, Spencer Beasley, Alan Farrell, Elizabeth Segedin, Barry Taylor, Peter Kempthorne, Veronica Casey and Trudy Sullivan.

����������

Specialty Groups



There are approximately 38 groups reviewing specialty services. 

���

“Within South Australia, the health of children from birth until the age of 18 years is largely the responsibility of primary health care practitioners (general practitioners), and paediatricians. There is overall a much better and certainly much more extensive provision of specialty/tertiary level services for child health in this State than in New Zealand.” Professor Don Roberton, Adelaide, South Australia.



"We were very excited when we first heard about this.  Many of us have seen a need for services to be reviewed in their entirety from a national perspective to better serve children and their families and whanau.  We would have expected to be included and acknowledged in a review to improve services for children.” Nicky Shave, paediatric nursing representative.



"We were surprised to be consulted, as we didn't think we'd ever have input into the way professionals work with our people...we know it can be difficult for newly qualified specialists when they see what they think is a busload of whanau turn up to support one child.” Ripika Taipari, Whare Mauri Ora, Maori consumer representative.



"The review is long overdue.  Services have developed in an ad hoc way around the needs of medical professionals themselves.  Empowered parents who can cope better and manage a family situation are more beneficial to a child's health.” Penny Jorgenson, Parent and Family Resource Centre Inc.



"Kids make up 24 per cent of the population and they get seven per cent of the [health] funding. We need to change the funding, and we need to stop adult [specialists] working on kids.” Grant Close, General Manager, Starship Hospital, member of the Reference Group.



A Clinical Advisory Group was also established, consisting of Project Group members and members of the Paediatric Society, to oversee the formation of the specialty groups.



"In this age of evidence-based medicine there are still some [specialists] in this country who are not practising according to the best international practices.” Dr Elizabeth Segedin, Paediatric Intensive Care Specialist, member of the Clinical Advisory Group and the Surgical Specialties Advisory Group.



"Specialty services have grown to suit needs which are not sensible [for children and their families], for example, to suit particular research, or a particular town.  This [review] is a chance to stop the services being willy-nilly.”  Dr Phil Weston, Neonatal Intensive Care Specialist, member of the Reference Group and the Clinical Advisory Group.



A third group, involved in the formation of surgical specialty groups and in reviewing surgical specialty group reports, was the Surgical Specialties Advisory Group. This group included representatives from the Paediatric Society, the New Zealand Committee of the Royal Australasian College of Surgeons, the New Zealand Society of Paediatric Surgeons, and the Project Group.



"In this country we have very little data on outcomes. We know some surgery on children is unsatisfactory, but the evidence is only anecdotal...If surgeons operate on children they need to be part of an ongoing audit of outcomes - is the surgery needed?  How good is that surgery?  What are the results?  I hope for a system where kids, even in the more remote places, can have good access to specialist paediatric surgeons and where day surgery can be done as close as possible to the child’s home.” Professor Spencer Beasley, Paediatric Surgeon, member of the Reference Group, and the Surgical Specialty Advisory Group.



The specialty groups, of which approximately 38 were formed, consisted of committees made up of clinicians from all over New Zealand; many were involved in more than one specialty group. These health professionals spent many hours outside their traditional work hours, teleconferencing late at night, discussing, agreeing, disagreeing, reporting back to their committee leaders and eventually signing off their particular reports.  At every point they were required to consider the future of a specialty service "Through the Eyes of a Child".  The reports received clearly reflected the fact that they were written in a genuine attempt by health professionals to plan the best possible service for children within the next 10 years.  One example of the result of the collaborative nature of the review process, is that the Paediatric Society is already considering including representatives from paediatric nursing and allied health in its membership in some way. 



Some recommendations may not be immediately implementable, but overall all the participants viewed it as a long-term plan and agreed that some recommendations will be acted upon earlier than others.  Some specialty reports were not completed for this review, and they will form part of the ongoing review and improvements to paediatric services.



"In general the quality of the papers was very good, with a few outstanding reports.  That is an achievement in itself, and though the success of the review doesn't depend on that, I believe the quality of those reports is a very positive thing in itself.”  Dr Leo Buchanan, General Paediatrician, Wellington, member of the Reference Group.





PRINCIPLES



The Project Group identified nine basic principles as the foundation for the review.  As part of the first stage of the community consultation process, these principles were discussed at workshops throughout the country with approximately 200 parents and caregivers who were representative of parent support groups.  Their subsequent comments and views were incorporated by the Project Group into the second stage of the process, distributed as a consultation document around the country for submissions from parents/caregivers, community groups, interested individuals and sub-sample groups including schools, CHEs, and early childhood centres. (The community consultation document is reproduced in full in the Appendix to this report, and selected comments from submissions are reproduced throughout the report.)



If one looks through the eyes of a child, especially a child who is sick or has a disability, then the first need seen by that child is his/her family - whanau, parents or caregivers. So at the first public meetings for this review parents/caregivers/families/whanau were asked to “rank” the principles in whichever order they wanted, following from the principle already established as the most important.  The following order of these principles, and the accompanying anonymous quotes from caregivers, reflects the response:



1. 	That children/tamariki and young persons/rangatahi should have their needs treated as paramount. This means addressing the child's needs, including his/her developmental, physical, emotional, cultural and spiritual needs, in a holistic way - the child's or young person's needs come first - no one else's.



"Children want to be treated as normal kids - they're children first, then sick kids - they want to know when they can be normal again, e.g. when are they going back to school...Children are not small adults; they have quite different and special needs."



“Once a child is spotted with a problem or diagnosed with a problem all relevant services and information should fall into place immediately, and presented with advice and support as of right. The parents and family shouldn’t have to chase up and fight for these services.”



2. 	Child health specialist services should be child/tamariki and family and whanau focused: meaning children/tamariki are part of a family and whanau and are very dependent on parents for physical and emotional care and support. Families and whanau are a critical part of support and care for children/tamariki and young people/rangatahi.



"A place where I can go and cry, as I watch my child die."



"The key issue is the partnership between parents and professionals - it needs to be open and healthy.  But you are dealing with egos."



"For Pacific Island families the parents may not be the primary care giver."



"There is a condition called ‘paediatrician's ownership’.  They need to be prepared to refer on to others, especially for undiagnosed children and children with multiple needs.”



“I feel acknowledgement should be given to the tab families pick up in all of this.”

	

3. 	Child health specialist services should be as close to home as possible, within the bounds of quality and safety: this acknowledges that services should be provided, where possible, close to home.  On the other hand, the principle also acknowledges that while travel can mean considerable stress, inconvenience, cost and disruption to a family and whanau, it is sometimes necessary for the best care for the child.



"We simply want the best for our child. If necessary we will travel anywhere for that."



"We made a trip of 100km but the specialist wasn't available - wrong dates."     



“We were able to have our daughter’s chemotherapy in Gisborne which made a huge difference for us all in coping with her treatment.”



4. 	Child health specialist services should be integrated with other health services.  This principle is about improving the way health professionals, from doctors to physiotherapists, work together to meet the needs of the child.



"Need a central information service, where all the information on the child is lodged and can be accessed."

�“It is imperative that health professionals work in with each other throughout the country.  There is nothing worse than a child being treated in one city, and then the child and family has to go to another city for further treatment only to have the health professionals between the two cities disagreeing.”



"Funding co-ordination desperately needed - rules different in different parts of New Zealand; rules different depending on whether it is health or education or social welfare."



"Stop asking us for the same information, on different forms - a waste of your time and ours."

 

5. 	Child health specialist services should be provided to achieve equity.  This is about the same kind of quality service being available to all children and young people, whether they live in Haast or Auckland, including when travelling is involved.



"Bring the specialists to the kids, where you can, not the other way around."



“By integrating a full range of health services a much higher standard of care could be provided - even just by having professionals meeting and exchanging ideas across a range of disciplines, eg medical, behavioural, developmental, growth, etc.”



"GP training must cover preliminary diagnosis and follow up care.  The GP is almost always the nearest and most accessible doctor."



6. 	Child health specialist services should be based on international best practice, research and education.  In other words, standards which meet the best international practices should be set and enforced by the professional bodies child health specialists belong to; and lifelong state-of-the-art education and training is important.  Also, specialists should work together with sufficient individual case loads to maintain their skills and expertise.



“Child health nursing should be given status as a qualification and appropriate courses provided. Training courses need to be developed to enable hospital play-therapists to gain the knowledge and skills necessary to transfer the qualifications to the hospital setting.  Special training is needed for all professional groups working with children, eg social welfare, physiotherapists, occupational therapists, etc.”



"Doctors should say they don't know if they don't, and say they'll find out - more honesty and openness is needed."



“Paediatricians need to keep abreast of new developments in all areas - compulsory education updates.  Especially if they are taking responsibility for children with special areas of concern, eg paediatric cardiology.  If unable to, they should be made to hand over to someone with that expertise or preparedness to keep educating themselves.”



7. 	Child health specialist services should be regularly monitored and evaluated.



"Who is ultimately responsible for correct diagnosis and follow up?"



“Care also revolves around the rightness, for instance of a diagnosis.   If your diagnosis is wrong, and your treatment leaves you in a total mess, it doesn’t matter how nice the smile, or integrated the service, the end result isn’t worth having.  For many of us parents the problem is the product.”



“We had ready access to our GP but things didn’t improve.  In desperation we sought admission to our local hospital.  Some of the staff there didn’t think there was anything seriously wrong with her.  Eventually we got her in to Wellington Hospital where surgery revealed an advanced large bowel cancer.”

	

8. 	Child health specialist services should be culturally safe, meaning services need to be flexible enough to respond in an acceptable, culturally appropriate and safe way for children and young persons and their families of all cultures.



"Some Maori and Pacific Island families will not complain or raise issues of concern, so doctors and nurses have to be very careful not to offend."



“Pacific Island people would agree with specialists because they respect them as knowing best, but it doesn’t mean they understand what is being told to them.  Specialists need to speak in plain English.  Specialists need to really make sure that the message has been heard.  Might mean the need for a support person, and specialist following up later that the family has really understood.”



"Good communication is essential whatever the ethnic background and language differences."



9. 	Child health specialist services should be fiscally responsible.  Given that there is not, and never will be enough taxpayer money to pay for everything that is possible, decisions have to be made about what is most important and with new medical developments happening, new demands on spending must be considered.



"Specialists coming locally/regionally to see a group of children - it must be cheaper; this would also mean that local paediatricians were being upskilled at the same time."



“Spend dollars on intervention and programmes for kids with autism.  The outcome will be less need for services later.  There are so many therapies and programmes for autistic children today. Parents should be allowed to make their decision then be financially supported (even a percentage) throughout.”



"If all these principles are adopted in practice, then the service will be fiscally responsible."



The community consultation document reflects the range of issues and themes which were common across several or more of the nine principles.  Communication was one such theme upon which many comments focused, with the overall consensus being that health professionals need to communicate better with children and their families.  Also recurring was the need to have Maori and Pacific Island health workers on hand to facilitate communication.  The importance of “quality” was reiterated, and seen as important in services, staff, facilities, care and quality of life.  Quality was used both as an argument for, and against, centralisation of services.  The issue of more funding was particularly addressed in regard to shortening waiting times for treatment or diagnosis; and saving money in the long term was suggested through better coordination and more training for health professionals.  Another issue raised as important in the document was the Privacy Act - it was seen by the majority as potentially destructive when the health care of children and families is considered.   The community consultation document can be read in full in the Appendix.



PARTNERSHIPS



But doctors and parents alone do not a healthy child make.  Nursing and allied health professionals work in partnership in New Zealand paediatrics throughout primary, secondary and tertiary care. Acknowledging their value and input, the review process incorporated the services of representatives from both areas. Nicky Shave, of Auckland, was the paediatric nursing representative on the Reference Group, and collated responses to individual specialty reports from a wide range of nurses and their representative organisations.  Paediatric nurses, says Shave, identify that one of the main problems is continuity of care: "The level of acuity is much higher now; children are coming into hospital much sicker, and leaving at a point where they're on the road to recovery, but not fully recovered.  They go back to community care, and we need a seamless service which is focused on the family, where the need of the child is the controlling factor."  Follow up research is needed, Shave says: "We need to look at what it means to be a sick child, or the family of a sick child, and constantly question their expectations...but we also have to be careful that as we [nurses] increase our specialist information, we don't also increase the gap between ourselves and the child's family.  It's an attitudinal change.  Families are at their most vulnerable when a child is ill; their hopes, plans and aspirations are threatened, and they are full of fear.  It's up to us to change the systems and the way we operate.”



Sandy Clemett, dietitian at Christchurch Hospital and allied health representative on the Reference Group, co-ordinated the feedback on the specialty reports from allied health professionals such as occupational therapists, dietitians, physiotherapists, speech and language therapists, and social workers.  While Clemett acknowledges the difficulty she had in representing AHPs who are not a united professional group, she firmly states that paediatricians do not operate in isolation, so a review of their services could not be carried out to a satisfactory degree if the roles of the groups she represented were ignored: “I would hope that a positive outcome of this review process would be to facilitate the networking of all health professionals working in paediatrics in New Zealand,” she said.  As with nursing, Clemett points out that the training of allied health professionals in paediatrics, or the lack of it, is “very much to the fore” of the improvements to the service her constituents have identified.





GENERAL AND COMMUNITY PAEDIATRICS



While the focus of the review appeared to cover paediatric tertiary services, it was acknowledged that considerable overlap exists between all levels of  children and young people’s healthcare.  For instance, for Dr Nick Baker, paediatrician at Nelson Hospital and leader of the community paediatrics group, focusing solely on the tertiary aspects of child health services was impossible.  An innovator in the provision of paediatric services in the community, Dr Baker aims to prevent children from needing hospitalisation.  For example, he has a regular interview on a local radio programme every fortnight, discussing perhaps the current reason why children are in hospital, and what parents and caregivers can do to prevent their children being hospitalised.  He gathers together a network of providers - a general practitioner, a pharmacist, a Maori health educator, a Plunket nurse, etc - to work together as a team on something like asthma so in particular cases it can be correctly managed, minimising the need for hospitalisation.  Ironically, because of the perverse incentives created by the present funding structure, by doing this preventative care Dr Baker works against one of the interests of his employer - the hospital - which is financially rewarded for having children in hospital beds. "I keep kids out of beds," he says.



General paediatrics provide the bulk of specialist paediatric services in New Zealand, in the large and medium sized metropolitan areas, and in the provincial and peripheral centres.  As with community paediatrics, general paediatrics falls across primary, secondary and tertiary services, and is defined by the service that refers children to it, including general practitioners, emergency services, mental health services.  There is, however, a concern that although general paediatrics underpins all paediatric specialty services, the funding of specialty services will be at the expense of general paediatrics. 



“We have to provide better access to sub-specialist services and at the same time pay cognisance to the fact that we also need the development of high standards of paediatric secondary care in those towns where the bulk of paediatric work has to go on.” Professor George Abbott, Christchurch Paediatrician.



In the major metropolitan areas, with a higher concentration of paediatric specialists, the fact that general paediatricians are not appropriately utilised can, in some instances, lead to case overload for the specialists.  This does not mean more specialists are needed, but that the role of the general paediatrician needs to be more strongly acknowledged.



Another area covered by the review which crossed the boundaries of primary, secondary and tertiary health care was adolescent medicine, which has a strong developmental perspective and in a large part includes psychiatry and gynaecology - all three separate specialties in themselves, and covered in individual reports.  Child abuse, another paediatric specialty with a separate committee and report, has longterm negative implications for vulnerable children and young people.  Yet the youth of this country, according to Dr Peter Watson, adolescent health specialist of Manukau City, Auckland, are the least likely of any group in the community to see a medical practitioner.  Partly because of this, teenagers are a forgotten area; a problem not seen until the statistics remind the community that it's too late - for example, New Zealand's mortality rate for adolescents has not improved in the last 30 years.  Delve into the reasons for those deaths - road fatalities, suicides, substance abuse - and it's patently obvious that while we're doing much in this country to improve the quality of life of younger and younger neonates, equivalent emphasis on the well-being of those same children is not acknowledged 14 or 15 years later when they're perhaps not quite so appealing.



So while some areas of tertiary health care, such as paediatric neurology, could fit neatly into a report, it was important throughout the review process to regard those other areas which don’t solely provide tertiary services as specialty services in themselves.  If the issues identified as important by the Review of Paediatric Specialty Services are to be addressed, then all paediatric services need to be scrutinised, not just isolated areas. 



“Fragmented care is not in the best interests of the child, if there is no one person managing that child.”  Dr Nick Baker, Community Paediatrician, Nelson.





�NEW ZEALAND CHILD HEALTH STATUS



The Review of Paediatric Specialty Services is one of the key initiatives of the Government's National Child Health Strategy released in July 1998 by the Ministry of Health.  This aims to "bring together into a coherent strategic direction the various initiatives which contribute to improving, promoting and protecting the health of New Zealand children", as part of the Coalition Agreement's objective for child health: 



health and disability services for children will be boosted to ensure children receive the care and protection they need for the best possible start in life.



The last 50 years have seen the virtual elimination of some crippling or fatal diseases in New Zealand, such as poliomyelitis, and it's true the health status of New Zealand children has improved over the years.  However, it has improved more slowly than in many other countries, and our infant mortality rate, despite falling from 11.7 to 7.3 deaths per 1000 live births between 1984 and 1993, is currently the seventeenth highest out of 21 OECD countries. Children are being hospitalised at an increasing rate, with an annual average increase between 1988 and 1995 of 5% in the hospitalisation rate of under 15-year-olds.  An estimated 30,000 New Zealand children are admitted annually to hospital with injuries or illnesses which potentially could be prevented. 



Despite some gains in the area of healthcare for Maori tamariki over the last decade. In 1995 tamariki were hospitalised at a rate that was 88 per cent higher than non-Maori children. The disparity between Maori and non-Maori mortality rates in children is between 11 and 100 per cent at the same ages, and Maori are over-represented in the major causes of deaths in children, with particularly high disparities for Sudden Infant Death Syndrome (SIDS), respiratory conditions, injuries and poisonings between 1992 and 1994.



For Pacific children, infectious diseases are a particular problem.  For instance, in the 1997 measles epidemic, the incidence rate for Pacific children was nearly 10 times the rate for Pakeha/European children and nearly five times that of Maori children.  Statistics also indicate that over one per cent of Pacific children under one year of age are developing meningococcal disease. 



Around 11% of New Zealand children, some 90,000, are classified as having a chronic illness - a disorder or disability interfering with normal life with a duration of greater than 12 months.  Of these, 0.1% or 9000, according to most studies, will have a severe disability or impairment, and many of these often have behavioural problems.  Some are extreme, requiring residential care and this is currently described, at best, as “a lottery”.  Recently publicised cases of children and young people with autism graphically illustrate what happens to those who miss out on the “prizes” in this “lottery”.

 

Then on top of this there are more negative statistics and facts about other children and young people with high health and disability support needs, including the fact that New Zealand has one of the highest youth suicide rates in the OECD.  Child abuse, endemic in this country, is one of the key problems in child health; the long term consequences on adult behaviour and future mental and physical health are well documented in local and overseas studies, yet have not been acted on in New Zealand.



�“There is increasing evidence that adverse circumstances in childhood - physical abuse, family violence, sexual abuse, neglect and emotional abuse - badly affect a person’s development. It can severely wreck children’s development in such a way that they are not fit to become adults in society so it is really important to intervene in early childhood. We don’t have very good data about child abuse, and we are not well organised to assess it medically. There are various levels of expertise around the country.” Dr Dawn Elder, Senior Lecturer in Paediatrics, Wellington School of Medicine, Paediatrician at Wellington Hospital and leader of the Child Abuse Specialty Group.

 

Alarmingly, there exists no national system of recording outcomes in the area of child and adolescent health; there is a dearth of information as to what specifically goes on in various areas of child healthcare.  The depressing statistics and anecdotes are legendary among those who work across the spectrum of child health-care, and publishing them repeatedly does little to improve the situation.  In an unusual feat, however, commitment to improving the situation for New Zealand children has brought together both funders  and providers in a collaborative and cooperative effort.  In the process of the Review of Paediatric Specialty Services, the funders, paediatricians, specialists, nurses, allied health professionals, community educators, parent support groups, and cultural appointees have come together and achieved what could be a model for other areas of health care in this country.  Considering at all times what is best for the child and the child's family, not what is best for the region, the city, a group of physicians or a specialist, the review has reached consensus on how to actually do something. How to make the first quarter of a person's life in New Zealand as safe and healthy as possible. While there will never be equity of geographic access to highly specialist medical care for New Zealand children, there could be equity of intellectual access and all children and adolescents have a right to equity of outcomes. 



The recommendations, which follow the specialty report summaries, in this report are realistic. Some of them will be expensive to implement, and no doubt will take some time.  Others are relatively simple to instigate, and will result in a more efficient use of existing resources.  All the generic and specific recommendations are justified in the individual specialty reports.  All are attainable. 



If the time, energy and passion which has poured into the Review of Paediatric Specialty Services is duplicated throughout the other initiatives and reviews contributing to the National Child Health Strategy, and the results are acted on in a rational, fiscally responsible, and sensible way, then New Zealand which is a relatively small population base, could achieve significant milestones in the battle to lower its child and adolescent rates of death, injury and illness.  As envisaged by Dr Pat Tuohy, Child Health Advisor to the Minister of Health: 



"We can set up fences at the top of the cliff which keep children healthy so they become self-reliant and productive adults.  But for the children in society who are sick, who have a chronic disability, or need acute medical care, we want  good, sound treatment services - the flashest we can afford."



It's highly unlikely New Zealand's child health care personnel and professionals will, in their working lifetimes, willingly repeat the process which has resulted in this Review of Paediatric Specialty Services.  If in 20 years time another such report is required then this country will have failed to respond in a rational way to genuine, responsible and measured recommendations.  The professionals' time will have been wasted, but they'll survive the next two decades. Will the children?



“I hope that the review achieves an overall recognition of the importance of children in health, that they are not little adults and they need specialised services which are child and family orientated.  They also need to be accessible to the lower socio-economic families who require them the most.  Sometimes it’s just not feasible for these families to travel so we have to work at ways of getting the services to people.  Family economics are just as important as government economics.”

Dr Dawn Elder, Paediatrician, Wellington Hospital.

�SERVICE MAPS



During the initial phase of the review it was felt that a detailed analysis of the national paediatric medical workforce was required, particularly to identify all medical practitioners with an input into child health services.  All CHE providers were requested to  provide information and did so.  The information was put together in two parts - a general description of services and a service specific description of services. This information was given to the leaders of each specialist review group for use in their deliberations. 

	

The information has not been issued as a separate report because of some difficulties in getting precise information however will be further clarified and used in the implementation phase.





SUMMARIES OF SPECIALTY REPORTS



In order to accurately and fairly assess the positions of paediatric subspecialty services in paediatric health care in New Zealand today, and to determine recommendations for a ten year time period, the Clinical Advisory Group identified leaders for each specialty service.  Then a number of individuals, chosen for their type of practice (e.g. based in main centre, or regional hospital), academic, and geographic representation, formed a specialty group for each service, eg paediatric oncology, adolescent medicine, paediatric endocrinology, paediatric surgery. Specialty groups were also formed for specialist services which may not be primarily paediatric, but which involve a paediatric sub-specialty, eg, paediatric ophthalmology, paediatric orthopaedics.  Adhering to a template and the nine principles set by the Project Group, reports on each specialty service were written by the specialty groups.  These were sent to nursing and allied health groups for their input, and at the same time forwarded to the Clinical Advisory Group for reviewing.  Finally the reports were summarised, and signed off by each member of each specialty group.  Summaries of the specialty reports are published here.  The full reports, with all written feedback, are published in the Appendix. 



At time of copying, reports for neurosurgery, epidemiology and trauma are in the final stages of completion.



In some specialty services reports were not written.  These specialties, which included ear, nose and throat; trauma; emergency medicine; orthopaedics; burns, plastics and maxillo-facial; and dermatology were for various reasons unable to be completed during this stage of the review.  Children and adolescents are significant users of these specialty services, both in the private and public sectors.  It is therefore important that to achieve a comprehensive plan for the national delivery of all medical and surgical specialist services to children and adolescents within New Zealand that reports are developed in these areas.  This will be done in the next stage of the review process.  







�

The reports begin with general paediatrics, which underpins all specialty services for children and adolescents, followed by the other population based services and paediatric nursing and allied health.  The remaining specialty services reports follow on in alphabetical order.





�GENERAL PAEDIATRICS 



Description of Service

General paediatrics is a broad specialty which, on referral from primary care providers, provides expert assessment and care for children aged from 0 to 19 years. It is a multidisciplinary service with critical members being general paediatricians, paediatric nurses, allied health professionals, and community organisations.  It provides an entry point for all children who require medical care beyond the  primary level, and for most clinical situations will provide a complete package of care. For those children requiring sub-specialty care, the general paediatric team are essential to provide a comprehensive coordination of services. For these reasons general paediatrics is a service which underpins other specialty services. 

 

A general paediatrician and the multidisciplinary general paediatric team should expect to be involved in:

Directing inpatient care

An all-hours emergency service for children

Active out-patient services, including outreach

Population-oriented care

Continuing education, as teacher and student

The development of special clinical interests where appropriate in a given location. 



A general paediatrician or member of the general paediatric multidisciplinary team may or may not be a subspecialist in other areas of child health (particularly community paediatrics, neonatal paediatrics, adolescent paediatrics, child abuse, behavioural and developmental paediatrics).



Current Service

Inpatient general paediatrics is provided in 20 locations (significant population centres)  throughout New Zealand.  In addition, there are outpatient services provided in these and many other locations (often small population centres). Levels of service provision are different in different regions, with some areas providing more comprehensive coverage than others. The availability of trained paediatric nurses and allied health professionals is highly variable. In addition, the uncoordinated development of special interests has led to many areas having strengths in some disciplines of paediatrics and weaknesses in others.



Services provided in the largest metropolitan areas have evolved with a focus on sub-specialty development, with much of the general paediatric workload being undertaken by sub-specialists, and some subspecialty work being undertaken by generalists. 



Services provided in the medium-sized population areas are generally appropriate and sustainable with noticeable special interest development when paediatrician numbers exceed four.



In some smaller population areas, the inpatient service is maintained with only two paediatricians and with minimal paediatric nurse and paediatric allied health support. This does not allow for long-term sustainability.



In remote and/or small population areas, there is no local in-patient service available, with consequent access, transport and accommodation issues for the residents. The availability of outpatient services is quite variable.



General paediatric services have significant overlap with many services that are deemed to be subspecialty, notably adolescent, child abuse, Level 2 neonatal intensive care, disability, behavioural/developmental, mental health, and community services.



Future Service

Inpatient general paediatrics should continue to be provided as close as possible to the domicile of the patient, within the bounds of quality and safety. Small services should be strengthened where appropriate to ensure long-term clinical viability. Outreach services to smaller population centres should be provided consistently across the country. Large metropolitan centres should clearly define the general and sub-specialty roles. The generalist service in the large metropolitan centres clearly underpins the important but focused work of the sub-specialty and subspecialists should not be required to see general paediatric patients to maintain patient volumes and thus funding.  



For smaller hospitals that do not have a general paediatric service, it is essential that workforce development concentrates on the education and training of local doctors and nurses in paediatric emergency medicine and the care of children that require hospitalisation.



Significant leadership and workforce development across all child health professional groups will need to take place. Such leadership should oversee the clinical viability of all services, and contribute to financial system development that encourages appropriate referral patterns, and ensures financial viability. Major developments in the education of the nursing and allied health professional workforce with a child health orientation will take place and be linked to improvements in general/specialist paediatric training.  This will ensure the delivery of child-oriented care at all levels of service.



The requirements for paediatricians can be calculated in two ways: a national standard suggests one paediatrician for every 25,000 of total population (or for every 6000 children 0-14 years.) A poll of local paediatricians representing all centres was performed to get their ideas of the workforce requirement.  The local poll suggested a national increase of 42% (from the current 80 general paediatricians).  It is apparent that the areas most lacking in general paediatricians are the major urban centres and that requirements in each centre will be slightly different because of local factors.



There is a need to develop the local general paediatric teams and to provide, amongst other things, standards of care, national protocol and guideline development, coordination of CME and education in general paediatrics, research and a multidisciplinary approach to education, training and workforce development.  



A national resource will be needed to achieve this which should include at the very least the equivalent of one general paediatrician, one  paediatric nurse, one allied health worker (may be more than one person at more than one site). 







Justification for Change

The above developments are needed to improve childhood morbidity and mortality.  They will ensure an even spread of child health service delivery nationally that is of an international standard.  Community child health development will ensure a preventative approach to child health.



Key Linkages

All child health services and other sectors dealing with children and youth. General paediatric teams provide care for the majority of children, and are the framework on which other child health services are structured.



Priority Areas

1.    A national leadership system should be established that defines the necessary workforce, and coordinates the training and education for the entire multidisciplinary team. An integral part of this development is an information technology system that enables the correct workforce for coordinated care delivery, and at the same time allows recognition of service gaps.  Contribution from academic resources is needed, as is an educational resource to enable the  recommended training programs to occur.

2.  Issues regarding paediatric workforce in smaller centres with two paediatricians or inadequate paediatric nursing / allied health support should be rapidly resolved.  Some small towns have no paediatric specialist staff at all, and service provision for such localities should be established on an equitable basis across the country.

3.    The substantial overlap between secondary and tertiary services should be clarified. This problem is most prevalent in the major centres, particularly Starship.  The differentiation of  general paediatrics from other "population-based" services needs to be more explicit, whilst acknowledging that the predominant work in these disciplines will be provided by generalists.  At the same time, the specification of equitable tertiary support in regional and provincial centres is needed.

4.  There should be contractual and financial systems that encourage the correct service delivery for children, including the interfaces between primary, secondary and tertiary care.  Systems which create disincentives to sensible service delivery should be identified and reformed. There should be explicit encouragement of ambulatory child health services, and community paediatric development.

5.    The importance of the role of paediatric nurses and paediatric allied health workers in the development and  delivery of general paediatric services should be properly recognised. The issues for these health professionals are detailed in separate paediatric nursing and allied health reports.

 �

The following group of reports relate to services involving substantial groupings of children and young people and involve significant workforce overlaps.











�POPULATION-BASED SPECIALTIES 



When all the reports had been reviewed it became clear that a number of them were applicable to significant sections of the population and also had significant overlap, particularly in relation to the workforce. The report on general paediatrics was the underpinning document and related closely to:



Community paediatrics

Adolescent medicine

Child abuse

Developmental medicine

Child and adolescent mental health

Palliative care



A meeting was held to discuss common issues and overlap of workforce and included most of the above specialties plus paediatric nursing representation. The key issues to emerge from that meeting are outlined below.



General Paediatrics

The requested increase in the numbers of general paediatricians would enable them to provide the medical component of the local services outlined in each of the reports.  This includes:

Community paediatrics -12% of general paediatric medical time;

Adolescent medicine - 3% of general paediatric medical time;

Child and adolescent mental health - general paediatric input to the CCAFS teams;

Child abuse - all medical personnel would come from general paediatric numbers;

Developmental - the majority of developmental paediatrics is a component of general paediatrics; and

Palliative care - this is a component of general paediatrics.



Community Paediatrics 

The focus of community paediatrics was agreed as being the population-based approach to child health.  Four specialists are needed, based regionally and linked to academic units. They would be dedicated to the study of population-based issues in child health, including support and education of the general paediatricians. They would also have dedicated time for population based-issues in each local specialist child health team.



Adolescent Medicine

The group felt that responsibility for adolescent health issues should rest with paediatrics in the long term. There should be four adolescent specialists in New Zealand, co-located in one centre, providing support and expertise for general paediatricians and with time dedicated to adolescent health and to the primary care teams dealing with adolescent health issues.



Child and Adolescent Mental Health 

There was general agreement that there is a major lack of resource in this area, which in turn  impacts on all areas, in particular chronic illness, child abuse, palliative care, severe developmental problems and behaviour. The group disagreed strongly with the current estimate of 0.5 % of children aged 0-10 years requiring mental health team input; and agreed with the workforce requirements as stated in the Child and Adolescent Mental Health Report. Liaision psychiatry and child abuse were identified as having major gaps in access to paediatric mental health professionals for children and adolescents.



Child Abuse

Five regional teams have been identified as being required for local clinical needs and to support regionally and nationally the local specialist child health teams.  All services dealing with children were identified as having the need for expertise, training and support in this area.



Nursing/Allied Health

There was an acknowledgment of the need for further input from paediatric nursing and paediatric allied health professionals in the development of the population-based specialties. Separate reports from these groups are included in the final report.



General 



National Groups: Many reports identified a need for national groups, which can only function if the participants have dedicated time for this and resource to fund travel, etc.



National Roles: Specialists with a national role require dedicated funding to support this role; funding which is not tagged to patient volumes, i.e. intellectual access is paid for as a separate entity.



Leadership: It was agreed that the national community paediatricians should have a leadership role in child health.













�ADOLESCENT MEDICINE



Description of Service

Adolescent medicine is a developmentally oriented, interdisciplinary community and hospital based specialty that provides health care and standards of health care for young people. Within the paediatric setting, it includes all young people up to their 18th birthday. In community settings, the age range extends to include young people aged 12-24 years.  Adolescent medicine has a holistic approach where illness/disease are only one area of health concern for young people. The major health problems are in the areas of: 

accidents and injury;

mental health;

substance abuse;

sexual health; and

chronic illness and disability.



Current service

This encompasses health promotion, health services for schoolchildren, specific community based adolescent health programmes, adolescent CHE based services. There is only one trained adolescent paediatrician currently based in the Northern region, although there are experienced health professionals from many disciplines scattered throughout New Zealand working in this area. The current configuration is ad hoc, uncoordinated and fragmented.



Future service

A national adolescent health network is needed with CHE / district based multidisciplinary community youth teams linked closely with community child and adolescent  mental health and community paediatric teams. These community youth teams will provide health services, develop and support a range of appropriate local services for adolescents, and provide training opportunities for local providers of services to adolescents. In the short term, an adolescent specialist team in the Northern region should be developed to support the national network of local community based youth teams, provide specialist adolescent services including transition services, and assist in the development of best practice guidelines, monitoring, evaluation and other adolescent health services. One of the centres should be resourced to have a national coordination role. A national youth health strategy is required to enable the HFA to have an appropriate and uniform approach to the purchasing of adolescent health services.



Justification for Change

Youth with a significant health condition frequently have more than one health or mental health problem. The mortality rate in this group has not improved in 30 years. Survival of children with chronic illness and disability has improved and because of this there are increased numbers of adolescents with chronic health problems. The solutions described have not specifically been proven to change the health status of youth because of a  lack of data, however they are believed by all experts in this area to represent practical solutions likely to have a positive impact.



Key Linkages

There are very strong linkages with non-health agencies and many current successful models are intersectoral. All health groups are involved, particularly those dealing with mental health, sexual health, trauma, chronic illness, drug and alcohol services. Transition to adult care for youth with chronic illness and disability is a major issue, particularly for tertiary services. community paediatricians, primary care and community mental health teams are key links in adolescent health services. Culturally appropriate partnerships are essential for a successful adolescent health service. Nursing and other allied health roles in adolescent health need development and support. Undergraduate and core health worker training is an area that is vital to the future provision of appropriate adolescent health services.  



Priority Areas

1. 	Data: Current data on adolescent health status is inadequate. A service directory of current health services for youth is needed to commence planning. A yearly standardised health status and service directory would assist planning and monitoring. Meaningful outcome measures for this speciality are not yet established. These need to be developed and accepted.

2. 	National Youth Health strategy: A national adolescent health strategy is required to guide service development and to guide the HFA in general and specific purchasing for youth health services.

3. 	A national network of youth and adolescent health providers should be developed in the short term comprising a community youth team in each Health and Hospital Services (HHS) district and specifically trained youth adolescent teams in one centre. Additional staff will be required to set up the national centre, however most HHS / district teams will be developed by better integration, purchasing strategies and education of current providers.

4. 	Training: Multidisciplinary training courses with specific qualifications need to be developed in New Zealand for current practitioners and for trainees in all disciplines. Specialists in all disciplines will still need to access overseas training, and this needs to be supported.

5. 	Specific adolescent health programmes: Guidelines and standards for the management of the transition from paediatric to adult services for youth with chronic illness, disability and mental health need to be specifically addressed.		

�  BEHAVIOURAL PAEDIATRICS



Description of Service

Behavioural problems in children are extremely common.  The problems addressed in behavioural paediatrics include:



assessment and management of behavioural disorder, including management of normal child behaviour;

attention deficit hyperactivity disorder and its spectrum and co-morbidities;

eating difficulties and feeding problems in pre-school and primary school aged children;

pre-school adjustment disorders e.g. tantrums;

sleep disorders/problems;

social adjustment/bullying; 

toileting issues:  encopresis/enuresis;

temperament regulatory disorders; and

autistic spectrum disorder especially at the mild end of the spectrum. 



Current Service

Currently there is no defined behavioural paediatric service, but a wide variety of child health professionals address behavioural paediatric issues in the course of their work.  While general and occasionally developmental paediatricians see children with these issues within their clinical workload, availability of other health and education professionals to work with children with behavioural problems is virtually non existent unless the behavioural problems have reached extreme severity.  



Priority Areas

1.	Resourcing and development of a workforce to provide the following services:

education of families and children in the management of behavioural problems; 

education of schools in the management of behavioural disorder; and

individual behavioural programmes and support.

2.	Resourcing of an appropriate medical workforce to provide assessment and early diagnosis of attention deficit disorder (ADD) and attention deficit hyperactivity disorder (ADHD) to enable rational prescribing of medication in accordance with the guidelines already developed by the Ministry of Health and Pharmac.  

3.	Research with particular emphasis on the causes of the current perceived increase in behavioural problems in children and youth. 

A rational approach to the prescription of medications used in behavioural modification and treatment of attention deficit hyperactivity disorder needs to be developed.

Intersectoral cooperation in the approach to the management of behavioural disorders.

� CHILD ABUSE SERVICES



Current Service

Child abuse is endemic in New Zealand and occurs when there is exposure of a child or youth to persistent violence, abuse or neglect in any form at a time when they are developing physically, cognitively, emotionally or socially.  There are early intervention prevention strategies which have been shown overseas to be effective, and these are being trialled in New Zealand.  The long term consequences on adult behaviour, mental, and physical health are well documented in local and overseas  studies yet have not been acted on in New Zealand. There are varying levels of service throughout the country characterised by a lack of coordination, organisation and lack of resource.  Paediatricians with dedicated time in this speciality work in Auckland, Hamilton, Dunedin, Wellington and until recently Christchurch. General Paediatricians are involved as part of their duties and Doctors for Sexual Abuse Care (DSAC) trained doctors are involved in sexual abuse assessments. In areas without general paediatricians general practitioners undertake the service. The existing teams and services have variable multidisciplinary composition and input, however all have limited access to child mental health input.  Major gaps have been identified, including:



lack of database;

variable multidisciplinary team involvement;

variable involvement of paediatricians in sexual abuse assessment;

limited access to mental health assessments and treatments for children and youth who have been abused;

lack of data on  the outcome of intervention;

lack of a paediatric training programme; and

lack of follow up.



Future Service

Five regional child abuse teams should be set up in Auckland, Hamilton, Wellington, Christchurch and  Dunedin. These should be  multidisciplinary, including mental health professionals. Child abuse services must be culturally appropriate. The regional centres will require at least two Paediatricians. The five groups will develop a national collaborative group to deal with the national issues including:



database development

research;

workforce;

preventative strategies;

guidelines;

training strategies at all levels;

intersectoral liaison; and

involvement in a national mortality review.



Outside regional centres a general paediatrician (or GP if no paediatrician) with a special interest and training will coordinate the local services. Each Hospital and Health Service or local specialist child health team should have sufficient funding for the assessment on a 24 hour basis and based on national best practice. An increase in child mental health resource will be required at all levels. Specific training programmes will be required for secondary and primary workers.



Justification for Change

The  problem is very common as shown by the limited local data and international information. For example: the rate of reporting to child protection services per head of population in New Zealand is between 13 and 33 per 1000 head of population and the Christchurch Health and Development study indicated that 17.3 % of females (0-18 years of age) retrospectively reported sexual abuse. Current services are fragmented and incomplete with a significant lack of therapeutic resource - most particularly Child Mental Health services. The long term effects of abuse are well documented and strongly suggest that preventative, diagnostic and therapeutic strategies are warranted.



Key Linkages

Within the Health sector all services dealing with children are linked. There are special links to emergency services, those dealing with trauma (especially Paediatric Gynaecologists and Surgeons) and of course cultural resource units. Child Mental Health services are crucial to the diagnostic and therapeutic teams. Intersectoral links are critical to the management of child abuse and include at least NZCYP&FS, Police, DSAC, MOH, Public Health, Education, Justice, ACC, HELP / Rape Crisis, Women’s Refuge and Cultural Groups. 



Priority Areas

1. 	Recognition of child abuse as a subspecialty area and an important cause of Adolescent and Adult morbidity.

2. 	To ensure the evolution and development  of multidisciplinary child abuse services in association with child mental health services at a tertiary, regional and local level. This includes regional child abuse teams and support to local teams which would result in the coordination of diagnosis, and treatment being improved .

3. 	The financial support of a national collaborative working group with a mandate to develop workforce, training and research, database, audit, intersectoral cooperation and primary prevention issues.

4. 	Training:  The development of training packages for primary / secondary care to a national standard and the establishment of  paediatric training posts in tertiary centres.

The provision of adequate child mental health services in the community.

�COMMUNITY PAEDIATRICS



Description of Service

Community paediatrics is a system of care that works to assure the attainment and maintenance of optimal health and development for children and young people within a defined population. Three activities can be considered as community paediatrics:

Local population child health

National / regional population child health

Personal health care with a community focus



Core service components include: health service policy, planning and development;  the promotion of health and development, health surveillance and screening services for children with high health needs; health service monitoring and evaluation; human resources development for health services;  child health research; and advocacy for children and youth.



Current Service

New Zealand has seen a decline in community specialist posts dedicated to child health and aspects of community paediatrics are dealt with by a number of organisations including general paediatricians, Medical Officers of Health, Ministry of Health, Public Health (HFA), and Plunket. In terms of the medical workforce, Auckland has a Professor of Community Paediatrics; a few regions have dedicated tenths to community paediatrics and the chief advisor in child health to the minister is a community paediatrician.  Four groups of community  paediatricians were set up in 1993-95 to advise the four RHA divisions on child health purchasing, achieving some small gains and resulting in a consensus policy document - "Growing Young ".



The greatest problem facing child health is a lack of leadership with service fragmentation. Child health does not fit neatly into an existing administrative or funding structure. Each organisation has a variety of groupings that cover child health: Ministry-7,  HFA-8, most CHEs-6, and Primary care 9-15. As child health services are planned and delivered in a fragmented way services lack a coordinated, integrated and holistic approach. The current funding environment has discouraged most population based child health activities by child health teams as only personal health events are funded. The National Child Health Strategy highlights these problems, and proposes ways in which ideal child health services should be delivered .



A wide range of community paediatric nursing roles exist which include well child care and other surveillance and preventative activities. Nurses involved include Public Health Nurses, Plunket Nurses, Maori Health Nurses, Maori and Pacific Island Nurse Educators, School Nurses, Ear Nurse Specialists, Enuresis Nurses, Practice Nurses, Midwives and District Nurses.  There is very little national coordination of these groups and no overall plan of service delivery.  There is also a lack of education in community child health for these nursing groups.



Future Service

Four regional community paediatricians will be required who will focus on national and regional population based child health issues. Community paediatrics at a local level will be performed by general paediatricians who will have dedicated and funded time to perform this. There are different ways of estimating the time required by general paediatricians to perform Community paediatrics and the most practical is to allocate 12% of general paediatrician time to community paediatrics - one community paediatrician for every 200,000 population. A detailed workforce analysis will be required to assess current workforce before being able to assess the additional resource required.



A national network of community paediatricians will be set up to provide an epidemiological overview of child health standards, expert advice to  the HFA, advocacy,  leadership, and linkages with MOH, HFA and provider groups.



Education about community paediatrics during undergraduate and postgraduate training will be developed and training programmes for all levels of health professionals will be put into place. 



An evaluation of the role of community nurses in population based strategies and the coordination and training of these nurses is required.



Justification for Change

The health status of New Zealand children has slowly improved, however the improvement has lagged behind comparable countries. The HFA has identified problems linked with poor health status which include: fragmentation; access for the most needy; poor emphasis on prevention; lack of flexibility; inadequately trained workforce; lack of information systems and data; and access for children with chronic health conditions. The proposed community paediatric network will address these issues with an emphasis on prevention. Cost effective interventions have been shown in immunisation, accident prevention, gastroenteritis and others.



Key Linkages	

Linkages with all agencies involved in the planning, purchasing and provision of child health services and other sectors providing services to children and young people: i.e. Education, Police, Justice, NZISS, disability services, information technology industry, sports organisations, etc. 



Links with the following paediatric groups are crucial (with significant overlap) and require significant cooperative development:  general paediatrics; community nurses and allied health;  developmental paediatrics; child abuse; child and youth mental health; adolescent health; Maori health; Pacific Island health; and public health.



Priority Areas

1. 	The provision of regional community paediatricians at four regional sites working closely between Universities, the HFA, Ministry of Health and local community and general paediatricians.

2. 	The funding of community paediatrics in local specialist child health teams by making  12% of general paediatric medical time dedicated to community paediatrics. All community paediatricians will participate in a national network.

3. 	Training:  Specialist training is only possible overseas currently. A local specialist training scheme is required with associated training programmes for involved health professionals.

4. 	Research:  Research into the prevention of child health problems should be funded and set up.

5. 	The role of community nurses:  The role of community nurses who currently participate in population-based preventative and surveillance activities needs to be defined, and the education of these nurses developed and made available. A multidisciplinary group should be formed to develop these two issues.	



�DEVELOPMENTAL PAEDIATRICS



Description of Service

Problems of development are very common.  There is a huge spectrum of developmental problems, ranging from mild developmental delay to children with rare and complex disorders.  The principle conditions dealt with by developmental paediatric services include:



assessment of development;

diagnosis of developmental disability and developmentally disabling conditions;

management of developmental disability; and

palliative care for children with neurodegenerative conditions.



Services are provided to children with a wide variety of conditions, including autistic spectrum disorder, chromosomal disorders such as Down syndrome, cerebral palsy and a variety of other disabling conditions.  Medical management of associated problems such as epilepsy, spasticity and feeding difficulties is a major component of developmental paediatrics.  



Over the last twenty years there has been a shift to community care for people of all ages with disability.  This has led to a marked increase in demand for developmental paediatric services and for other support services in community settings.  



Current Service

Developmental paediatric services are largely provided at a local level by general paediatricians working closely with multidisciplinary child development services.  The composition of these teams varies geographically but includes as a minimum physiotherapy, occupational therapy, speech language therapy and social work.  Availability of other professionals such as developmental clinical psychologists and dieticians within teams is extremely variable.  Administrative structures for teams vary widely.  Funding for services to children with developmental problems comes from a wide range of sources, including:



HFA disability support services operating group; 

HFA personal health services operating group; 

Vote Education funding a variety of schemes and programmes;

ACC; and

private trusts providing funding to schemes such as the Johansen Programme. 



This results in confusion, inequity, poor co-ordination and fragmentation, with a lack of standardisation of services.  



Future Service

A nationwide network of developmental paediatricians and general paediatricians with an interest in developmental paediatrics is envisaged.  Details of the format of this network and its role are contained in the configuration of service section of the report on developmental paediatric services.  Important roles of the network include:



formulation of management guidelines/clinical pathways for developmental paediatric problems;

provision of leadership in the ongoing development and planning of all services for children with developmental disability;

ongoing development of training and education programmes at all levels;

development of intersectoral and interagency linkages;

provision of expertise in specific conditions and problems particularly those of a rare and complex nature requiring input at tertiary level; and

promotion of research in developmental paediatrics. 



Establishment of such a network requires an increase in the developmental paediatric specialist medical workforce.  The report recommends the establishment in full time equivalents of developmental paediatric specialists in the following regional centres.



Auckland 		(3)

Hamilton 		(1)

Wellington 		(2)

Christchurch 		(1)

Dunedin 		(1) 



A shared care model with local specialist teams is envisaged so that children can receive care as close to home as possible.  



Justification for Change

Development and disability problems are common - for example - 2.6% of children 0 to 14 years have developmental delay and up to 1% of 0 to 14 year olds have autistic spectrum disorder.  There are clear gaps in services, including:



the diagnosis and management of autism; 

adolescent transition and adult services; 

training and standardised clinic practice; 

therapy resource is inadequate in many areas; 

the limited access to child mental health liaison services means that the impact of developmental problems and disability on families is not dealt with; and

many of these children have multiple and complex health needs and consume health resources out of proportion to their numbers in the population. 



Key Linkages

Within health there are strong linkages with all allied health workers and all specialist paediatric teams, including: general paediatrics; community paediatrics; paediatric neurology; child mental health; genetics; orthopaedic surgery; general surgery; laboratory and diagnostic services, including imaging; neonatal services; rehabilitation; and disability support services. 



There are also major intersectoral linkages with Education, ACC, NZ Income Support Services and the Children, Young Persons & Their Families Service.  



Priority Areas

Co-ordination and Funding: The artificial barrier with separate funding streams for chronic illness and disability, as well as different components of care for disabled children contributes to the current fragmentation and lack of co-ordination.  There needs to be co-ordination of funding and service development within the health sector, and co-ordination of service development across sectors.  

Workforce: An urgent increase in the tertiary developmental paediatric specialist workforce is required to enable the development of a national network, and appropriate input into planning and further development.  An increase in the allied health professional workforce is also required and the recruitment, training and retention needs of allied health professionals need to be addressed.  A stocktake of all skilled professional resource will be required, and a detailing of the requirements across disciplines.  

Tertiary Level Service: The needs of children with rare and complex disorders are of particular concern.  Development of a tertiary service to meet the needs of this group of children and to support and train the local teams in the care of these children is essential.  

4.	Specific Tasks

The issue of adequate respite care for children with developmental disability and challenging behaviour needs to be addressed.  This issue was not included in the original report but has been highlighted recently by some highly publicised individual cases which represent the tip of the iceberg. 

The needs of youth/adults with developmental disability need to be defined and an appropriate transitional mechanism put in place. 

Equipment needs for children/youth require analysis. 

Protocols for specific conditions require development and ratification; for example, Down syndrome. 

The needs of children/youth with disability who are medically fragile or technology dependent requires assessment and appropriate resourcing. 

5.	Data: A national paediatric disability database should be developed which includes information on diagnosis and severity.  This will enable the planning and audit of services.  

�CHILD AND ADOLESCENT PSYCHIATRY



Description of Service

Psychiatric disorder is one of the commonest disorders in young people with prevalence rates amongst children and adolescents in New Zealand of 17.6% at 11 years of age and 36.6% at 18 years of age.  Of these, 5-7% are estimated to have serious and disabling psychiatric disorders�.  



Children have a very different spectrum of disorders to adults, and different assessment and treatment requirements that must take account of their age and developmental stage. The existing diagnostic systems do not adequately describe the mental health problems found in the age group 0-4 years leading to an underestimate of the problems for this group. Child and adolescent mental health services in New Zealand have historically been late to develop and are under-resourced compared with other health services in New Zealand and Child Mental Health Services in other countries.

	

Current Service

Child and adolescent psychiatry is a multidisciplinary speciality with leadership provided by Child and adolescent psychiatrists. There is a critical shortage of workforce in all disciplines, and there is a lack of a nationwide model of service to provide an integrated mental health service for children and adolescents. There are 19.8 FTE child and adolescent psychiatrists in New Zealand located mainly in Auckland, Wellington and Christchurch. Child and adolescent services have attempted to meet the needs of adolescents with serious mental illness (previously cared for in adult facilities). To cope with the wave of adolescents with mental health crises and self harm, specialist mental health services for infants and preadolescent children have been lost or given lower priority. Paediatricians in some parts of New Zealand are the only providers of child and adolescent mental health services, often without multidisciplinary support.



Future Service

There need to be four levels of mental health service provided with clear guidelines and pathways of referral and access between levels. These are:-



Level 4 - Sub-specialty child and adolescent psychiatry services (in 4 major centres).

Level 3 - Specialist child and adolescent psychiatry services.

Level 2 - General paediatric or family health counselling centres.

Level 1 - Primary care.



The following service and staffing levels are recommended by the mental health commission (resource per 100,000 population):



Acute inpatient - 3.8 beds or care packages

Secure inpatient - 0.4 beds 

Community teams (CCAFS) - 50 FTE

Respite services - 0.8 beds  or care packages 

Day programmes - 4.0 places 

Community residential programmes - 6.7 beds



The following requirements should be met by this service.



1. 	Specific services for children aged 0-12 years.

2. 	Funding strategies to maintain dedicated services to children and youth in the face of pressures for diversion of funds to adult or other children’s services.  

3. 	Close alliance with child health services.

4. 	Services appropriate for Maori. 

5. 	Services appropriate for different cultural groups. 

6. 	Paediatric tertiary referral centres with dedicated consultation paediatric liaison psychiatry staff  (e.g. Starship - 6.5 FTE multidisciplinary staff ). 



Justification for Change

There is serious long term morbidity associated with childhood mental health conditions. Early intervention by specialist mental health services is likely to reduce this long term morbidity, but this is very difficult to prove. Examples of long term morbidity include:

Autism - only one third of adults achieve independence. Early intervention has been proven to improve prognosis;

Schizophrenia - a combination of medication, family treatment and social skills training significantly reduces the relapse rate. 20% have a severe and 60% a relapsing course. Early intervention has been shown to significantly reduce treatment costs;

ADHD - one half of children with ADHD have a comorbid psychiatric disorder; and

Suicide - one of the most serious problems is the suicide rate amongst New Zealand youth,  which for the 15-24 years age group is 23.3 per 100,000 people per year - the highest in the western world.

  

Key Linkages

Cultural services

Primary care

Specialist Education Service

Child health services -secondary and tertiary - particularly for chronic illness, palliative care and emergency services. 

Intersectoral  - CYPS/ Education/Justice/Police 

Adult mental health services 



Priority Areas

Resource: This should be clearly identified and dedicated to child and adolescent psychiatry with specific management structures. The following services should be provided to meet the needs of  children and young people: 

community specialist child and adolescent mental health teams; 

specialist inpatient child and adolescent psychiatry units; and

tertiary sub-specialist child and adolescent psychiatry services to be available in each of four regions. 

Linkages:  Child and adolescent psychiatric services should be closely integrated with child health services and have strong linkages with adult mental health services, primary care and cultural services. These relationships should be strengthened by the contracting process. 

Specialist workforce training: This is critical to the provision of adequate services. Resources are needed for specialist mental health training programmes for all disciplines involved in the provision of specialist child and adolescent mental health services. 

Core training for all health professionals: Increased child and adolescent mental health education is needed in the core training of all health professionals dealing with children and adolescents.

5.    Intersectoral approach: An intersectoral approach is required for very high needs groups including adolescents, Maori, Pacific Islanders and other cultural groups. This approach must be reinforced by a funding and contracting strategy at the highest levels.

�PALLIATIVE CARE



Description of Service

Palliative care for children and young people is an active and total approach to care embracing physical, social, emotional and spiritual elements. It focuses on enhancement of quality of life for the child or young person and support for the family, and includes the management of distressing symptoms, provision of respite and care through death and bereavement.  Palliative care for children and young people is different from that for adults which focuses on terminal care and is often over a much shorter timeframe.  Life limiting conditions in childhood are those for which there is no reasonable hope of cure and from which the children will die.  Many of these conditions cause progressive deterioration rendering the child or young person increasingly dependent on the parents or caregivers.



Current Service

Oncology units provide some services in Auckland, Wellington, Christchurch and Dunedin.  A number of specialist services provide input for these families including developmental, neurology, renal, respiratory and local specialist child health teams. Many children rely on local primary care, community services and voluntary agencies to assist in the provision of palliative care.  Funding of services for families is poorly coordinated and access to funding and information is fraught with difficulties and confusion. There are many unmet needs as listed in the main report, including lack of the following:



Expertise in paediatric palliative care

Coordination

Respite care

Targeted resource

Keyworkers

Equipment

Youth specific services

Community paediatric nursing

Standards of care and service delivery

Community child mental health services



Good models exist in New Zealand and overseas. The cooperation between child health, primary care services and the hospice movement is a prominent feature of all successful models.



Future Service

A paediatric palliative care specialist is required to be part of a national palliative care network including  a core "terminal care team" focusing on the issues around terminal care. The core terminal care team should be based at the centre where the paediatric palliative care specialist practices but should include members with appropriate skills from other centres and will act as a national resource of expertise in palliative care for children in the terminal phase of their illness. 



The national palliative care network should be developed in association with other population based specialities, i.e. community, general paediatrics, child mental health, development, neurology, etc. The network should include representatives of all those involved in the delivery of palliative care in its broadest sense and will address the national issues of service requirements, service standards, service delivery, training and education and advice to the Ministry and purchasing authority (details in full report).



Service delivery of palliative care will largely be provided by local primary and specialist child health teams.  A local palliative care coordinator is required for each local team and adequate community paediatric nursing and child mental health will be needed to function adequately.  Services for Maori and other cultural groups will need to be developed to specifically address each groups’ needs.  The national palliative core "terminal team" will provide expert advice on individual case management and development of services to a minimal standard. 



Justification for Change

The gaps in service and problems for families have been well summarised in a report by the Royal College of Paediatrics and Child Health (January 1997) on paediatric palliative care.  The recommendations of this report are in part based on their findings and recommendations. The long term psychological  impact on families of life limiting and terminal illness is well described and there is some evidence that appropriate management prevents some of these long term effects.



Priority Areas

1. 	Appointment of  one full time equivalent paediatric palliative specialist and necessary support.

2. 	Development of a national palliative care network in association with other population based specialities to address all the national issues in palliative care. 

3.  	Development of a core terminal care team as part of the national palliative care network.

4.	Development of local palliative care coordinators with necessary support.

5.  	Development of a national programme of grief and bereavement support with appropriate funding.



�SUDDEN INFANT DEATH SYNDROME (SIDS)



Introduction

Sudden infant death syndrome (SIDS) and apparent life threatening episodes (ALTEs) have been included in this report as a separate section as they cut across disciplines and services.



Incidence of SIDS

In 1996 SIDS mortality rate was 1.9/1000 live births, which equates to 109 deaths. It is the major cause of mortality in childhood.  Rates are higher in Maori (71 deaths; 4.5/1000) than Pacific (9 deaths; 1.6/1000) and other ethnic groups (29; 0.5/1000). There was a dramatic reduction in SIDS mortality between 1989 and 1991 due to the change from the prone (front) sleeping position.



Prevalence of ALTE (apparent life threatening episode)

ALTE is not an ICD code, thus assessment of number of admissions to hospital for this condition is difficult.  Most cases are coded as dyspnoea and respiratory abnormalities (ICD 786.0 and 786.09 which includes apnoea).  There are approximately over 500 admissions to hospital for these conditions each year in New Zealand.  These were called near-SIDS, but it is now clear that few (about 2% at the most) of these infants subsequently die of SIDS.  ALTEs need to be investigated fully to exclude important diseases and have appropriate management. 



Model service (see algorithm)



Prevention

Voluntary services, especially the New Zealand Cot Death Association, have had and continue to have, an important role in the promotion of research based health messages to families.

Personal health services. This includes the provision of information both antenatally and postnatally by lead maternity carers, on going support and advice by community child health nurses (eg Plunket nurses), and primary care teams.

Community health workers, especially those co-ordinated by the Maori and Pacific SIDS Prevention Teams, which are funded by the HFA



Management of ALTEs

Most ALTEs should be managed by general paediatricians. There is a need to develop a national consensus on investigation and management.

A small proportion need polysomnography or other specialised investigations, and this should be provided in regional centres by respiratory paediatricians or general paediatricians with an interest.

Many but not all infants with ALTE may need apnoea (and some cardiorespiratory) monitoring for two to four months.  In many instances this is being provided by voluntary services, which is inappropriate.



Management of SIDS

Many deficiencies in the current service have been identified.  Improvements are needed in:

The coronal system, especially the initial police investigation.

Forensic/paediatric pathologist, especially the need for guidelines and agreed diagnostic criteria.

Funeral service, especially the need for best practice. In particular empowering families to organise and participate in the funeral.

Counselling.  This includes (1) the acute crisis, and (2) the management of long term grief.

Mortality review.  This is addressed elsewhere.

Mortality register.  This needs to be timely, so that services can be focused on areas of need.



Research

New Zealand paediatricians, pathologists, epidemiologists and statisticians have made a substantial contribution to our understanding of SIDS.  Further work is needed to identify the reason for the high SIDS rate in Maori and Pacific infants.  This needs to be undertaken in partnership with Maori and Pacific health professionals and researchers.



Resource implications

There are resource implications for each component of the model service, some of which lie outside the health field (e.g. Police).  In addition, there are resource implication for the provision of appropriate counselling services, but this is outside paediatric health services. These are not addressed.



There is a clear need for appropriately funded and resourced service to infants with ALTEs.  In most instances, the infants will be managed within the budget for general paediatrics.  A recent report produced by North Health indicated that the following was required for an apnoea service:



�Provided in Dunedin�North Health if funded on population basis compared with Dunedin�Proposal submitted to North Health��Paediatrician

�0.1�0.75�0.2��Nurse�0.2�2.3�1.5��Technical�0.2�1.5���Coordinator/

administration���1.1��Total support staff�0.4�4.8�2.6��

��

Each of the specialty reviews have involved nursing and allied health professionals and their requirements.  However, some generic issues for these groups are highlighted in the following section.











�PAEDIATRIC NURSING



Description of Service

Nursing services for children and adolescents and their families/whanau are diverse and occur in a variety of settings, transcending the boundaries of hospital and community.  They range from offering primary health care to supporting families/whanau in the care of their children or adolescents who are developmentally delayed, disabled or acutely, chronically or terminally unwell. Consequently, there is great variance of roles among nurses who care for children, adolescents and their families/whanau, and the knowledge and skills these nurses require to practice safely and effectively.



Some nurses, such as paediatric ward nurses and paediatric nurse specialists only care for children, adolescents and their families/whanau.  Other nurses, such as District Nurses and nurses working in the private sector care for children and adolescents and their family/whanau as one part of their total case load.



Current Service

Currently children and adolescents and their families/whanau are offered paediatric care by nurses who may or may not be specifically prepared in well-child care or the care of sick or disabled children and adolescents.  The numbers of appropriately qualified paediatric nurses is unknown.  The nature of individual nurses’ ongoing work experience, which would contribute to maintaining and advancing nursing practice whilst caring for children, adolescents and the families/whanau is also unknown.



New Zealand does have specifically prepared paediatric nurses functioning as paediatric nurse specialists, practitioners and consultants. However, definitions for these roles and the qualifications needed to undertake advanced paediatric nursing practice vary throughout the country.



Future Service

Children, adolescents and their families/whanau will be offered health care by appropriately qualified paediatric nurses. The roles of the paediatric nurse are likely to remain varied due to the extent of specialist knowledge and skills required to care for children, adolescents and their families/whanau across the health continuum.



The role of the family nurse practitioner, a model of nursing care currently being used in the United States and United Kingdom (Health Visitor), may well be worth exploring in greater depth for its appropriateness in New Zealand. This is particularly so in terms of coordinating care throughout childhood and adolescence, and ensuring wise use of health care resources. These nurses would have the knowledge and skills to be key workers. They would also, legislation permitting, be prescribers.



The role of the specialist and generalist outreach or home care paediatric nurse will continue to expand in New Zealand. Numerous overseas reports and studies (Platt, 1959; Casey, 1991; Oberklaid, 1997; RCN, 1993; NAWCH, 1992) have espoused the virtues of nursing sick or disabled children and adolescents in the community. Positive aspects of this form of service delivery include decreased inpatient bed days, fewer hospital acquired infections, quicker return to health, cost-effective service, freeing up of hospital beds, enhanced opportunities for family/whanau teaching and education, another service option for families/whanau and, most importantly, the child or adolescent is nursed in a familiar environment alleviating issues such as separation anxiety.



Justification for Change

The paediatric nurse is a nurse with a specific body of knowledge and family-centred skills caring for specific age groups whose needs are markedly different from those of adults. The paediatric nurse has a depth and breadth of knowledge which encompasses the physiological, psychological, spiritual, cultural and environmental needs of the child or adolescent (RCN, 1993) and their families/whanau. Children, adolescents and their families/whanau have a right to be cared for by appropriately educated health care professionals (NAWCH, 1992; RCN, 1997). Nursing services for this population group form the basis of essential child health services.



Issues

An appropriately qualified paediatric nursing workforce

Currently, nurses in New Zealand receive scant and varied undergraduate education in child health. Nurses caring for children and adolescents have varied caseloads and the ratio of paediatric work may change from month to month, year to year.



Funders of health care and service providers need to ensure that children, adolescents and their families/whanau in New Zealand are offered the specialist nursing care they are entitled to (Platt Report, 1959; RCN, 1993; NAWCH, 1992) regardless of the setting in which care is delivered.



Recommendation 1:

Nurses whose caseload consists mainly of children or adolescents should have a nationally recognised educational qualification preparing them to do so. They should be called paediatric or child health nurses. They may also have sub-specialty knowledge and skills such as those held by the Intensive Care Nurse, the Diabetic Nurse and the Public Health Nurse. They may also have particular skills in working with defined populations such as the Maori Health Nurse. However, paediatric knowledge and skill should form the basis of their practice when working with children, adolescents and their families/whanau.



Recommendation 2:

All nurses working with children or adolescents and their families/whanau such as Maori Health Nurses, Emergency Nurses, Private Health Care Nurses, District Nurses, Practice Nurses, Public Health Nurses, Plunket Nurses, Ear Nurses, Diabetic Nurses, Intensive Care Nurses and Hospice Nurses must be orientated to working with well, disabled or sick children and adolescents. Preferably in the future they will hold an appropriate paediatric qualification, but at the very least orientation should include: the philosophy of family-centred care; the rights and special needs of the child and adolescent; assessment of the well or sick child and adolescent; family/whanau needs assessment; overview of growth and development and associated needs; pain management; administration of paediatric drug dosages; indicators of child abuse; indicators of serious paediatric and adolescent mental health issues; basic life support for infant, child and adolescent; the importance of play; breastfeeding issues; orientation to paediatric specific equipment; and knowledge of creating a child, adolescent and family/whanau friendly environment.





Recommendation 3:

Paediatric nursing education for the care of the well, disabled and sick child or adolescent and their families/whanau is a top priority. A two tier approach is necessary. Courses need to be available nationally at graduate certificate and post-graduate levels and could be, in part, multidisciplinary. In addition, course curriculum in child health at undergraduate level may need to be reviewed.



Changes in paediatric nursing

Many new health care initiatives are under way in New Zealand. Nursing involvement with these, coupled with perpetual changes to existing, well established paediatric nursing services - such as the role of the Plunket and Public Health Nurse makes - makes comment on what currently exists and what needs to exist to ensure a quality, integrated health care service for children and adolescents and their families/whanau difficult.



Recommendation 1:

Details of the nursing workforce caring for children, adolescents and their families/whanau are currently not available and will need to be identified prior to implementing workforce development strategies.



Recommendation 2:

Development of a paediatric nursing workforce that reflects the cultural needs of the population it serves. This needs to occur at all levels of paediatric nursing practice including Paediatric Nurse Specialists and Paediatric Nurse Practitioners.



Role definitions

While a number of nurses already undertake advanced nursing practice roles in paediatric care, there is an urgent need to ensure specialist and practitioning roles which exist presently be aligned nationally to ensure credibility and consistency of paediatric practice (Nurse Executives of New Zealand, 1998).



Recommendation:

Clarification is needed of the roles and the knowledge and skills required to fulfill those roles for advanced paediatric nursing positions. National alignment of definitions could occur using the Nurse Executives of New Zealand, ‘Developing and supporting advanced practice roles’ document (April, 1998, currently in draft).



The identity of the paediatric nurse

Paediatric specialist and practitioning roles need to be further developed to enable nurses to meet the complex and unique needs of children, adolescents and their families/whanau requiring health care in hospital and the community.



Recommendation:

Advanced paediatric nursing practice to be delivered by an experienced paediatric nurse supported by an appropriate paediatric qualification, ideally at post-graduate level. These nurses need to regularly meet nationally identified core competencies. There will be a transitional period whilst this development can be achieved.







Ensuring a future

Historically, the possibility of career pathway progression in paediatric nursing has not been strong.



Recommendation 1:

The development of a stronger paediatric nursing profile. This may make better use of already appropriately qualified paediatric nurses, reduce attrition rates of these nurses and raise the profile of paediatric nursing. This in turn may enable improved recruitment of nurses into the very different and necessary world of paediatrics.



Recommendation 2:

Continued expansion of a national paediatric nursing network and services that can improve child and adolescent health and family/whanau wellbeing. The former is possible through supporting the National Executive Nurses for Children and Young People of Aotearoa (NZNO).



Quality paediatric nursing care

Currently there is a lack of evidence analysing the effectiveness of New Zealand paediatric nursing services.



Recommendation 1:

Nurses must evaluate the effectiveness and efficiency of paediatric nursing services through research. Funders of research should support both qualitative and quantitative studies in order to effectively evaluate nursing care and improve services offered to families/whanau.



Recommendation 2:

Development of national standards for paediatric nursing care.

�ALLIED HEALTH



The summary for community paediatrics highlighted the role community paediatricians currently have in providing this service and offered a proposal for the future. Allied Health Professionals (AHP) were obvious by their omission from this document. The following priorities should be considered in conjunction with the summary of community paediatrics.



The present national workforce of AHPs working in the area of community paediatrics must be determined.



Community-based AHPs must be linked into the proposed national network of community paediatricians so that it becomes a national network of community paediatric health professionals.



Community-based AHPs must be included in community paediatric orientated training programmes and relevant research into the prevention of child health problems.



Implementation



With regard to the implementation phase of the National Review of Paediatric Specialty Services, it is recommended that:



The current workforce of AHPs working in general paediatrics and sub-specialties be determined, including current supply and demand issues.



That provision be made for an increase in the number of AHPs working in paediatrics should it be determined as a need and keeping in mind the recommended increase in numbers of paediatricians.



That post-graduate education needs of AHPs working in paediatrics be determined and that, once determined, provision is made to address their needs.



It is hoped that a positive outcome of the review process will be to facilitate the networking of all health professionals working in paediatrics in New Zealand. Furthermore, it is strongly recommended that a greater representation of AHPs be considered for the implementation phase of the project.



�

Subspecialty report summaries follow in alphabetical order.





At time of copying, reports for neurosurgery, epidemiology and trauma are in the final stages of completion.



In some specialty services reports were not written.  These specialties, which included ear, nose and throat; trauma; emergency medicine; orthopaedics; burns, plastics and maxillo-facial; and dermatology were for various reasons unable to be completed during this stage of the review.  Children and adolescents are significant users of these specialty services, both in the private and public sectors.  It is therefore important that to achieve a comprehensive plan for the national delivery of all medical and surgical specialist services to children and adolescents within New Zealand that reports are developed in these areas.  This will be done in the next stage of the review process.  



�

 ANAESTHETIC SERVICES



Description of Service

Paediatric anaesthetic services are required for surgery and for procedures related to oncology, radiology, endoscopy and intensive care. Paediatric anaesthetists are also best equipped to manage acute pain in children.  A survey of 25 New Zealand hospitals found that 34,324 anaesthetics are given to children annually. Four hospitals had administered more than 3000 children’s anaesthetics, four more between 1200 and 2000.  The remainder were below 1000 per year.



Current Service

The current delivery of anaesthetic services varies across the country.  The anaesthetic workload is dependent on the surgical service distribution.  The workload is currently being met in that children are not being denied surgery because of a lack of anaesthesia, but not all children are being given the benefit of a sufficiently experienced anaesthetic team.



Future Service

The tertiary paediatric anaesthetic service should have sufficient numbers of paediatric anaesthetists to manage children in appropriate environments, preferably in designated children’s operating theatres.  It should have paediatric expertise among the theatre, recovery and ward nurses, and should have an out of hours call for paediatric anaesthesia.



The secondary paediatric anaesthetic service should attempt to group children into children’s operating lists, refer children to a sub-group of anaesthetists, and should fit the description of anaesthetist designated for paediatrics supported by appropriately qualified nursing staff.



The generalist service should designate one anaesthetist to be the children’s anaesthetist, should refer to a larger hospital for elective surgery all infants under one year of age; those requiring more complex surgery; and/or those that the anaesthetist feels require more specialist service. Visiting by paediatric anaesthetic team from the tertiary centre is recommended and has the following benefits: provides optimal care near the child’s home; reduces the isolation of the anaesthetist in the region; and improves communication between the tertiary hospital service and the regional hospital.



Justification for Change

Mortality,  morbidity and anaesthetic incidents are significantly higher in young children undergoing anaesthesia.  Dangerous events related to the anaesthesia in neonates and children under one year often occur in well children.   In contrast, among adults it is the high risk patients who have such events. Investigative technology, e.g. MRI and endoscopy which does not require anaesthesia in adults, requires anaesthesia in a child. The number of non-surgical indications for anaesthesia is increasing.



Key Linkages

Paediatric surgeons

Paediatricians

Paediatric ICU

Level 111 neonatal ICU

Paediatric oncology 

Paediatric radiology

Play specialist



Priority Areas

1.	Implement Australian and New Zealand College of Anaesthetists Guidelines for Anaesthesia in health care facilities without dedicated paediatric facilities.

2.	Increase the number of anaesthetists trained in paediatric anaesthesia.

3.	Ensure 24 hour call for children in all hospitals.

4.	Require secondary paediatric anaesthetic services to group children into children’s operating lists and appoint an anaesthetist and nurses designated for paediatrics.

5.	Develop anaesthetic outreach from tertiary centres.







� CARDIOLOGY AND CARDIAC SURGERY



Description of Service

The specialist service has evolved with a national referral and outreach service, specialist centre for investigation, and surgical treatment of children with heart disease based at Greenlane Hospital.  Congenital heart disease occurs in 8/1,000 - 9/1,000 live births.  Cardiac defects are the most common congenital abnormality.  New  Zealand estimates 20/100,000 children with rheumatic fever in 5-15 age group. 



Children with conditions which require a comprehensive cardiac specialist service include those:



with congenital heart defects;

needing heart valve surgery, e.g. acute or chronic rheumatic fever; and

with cardiac arrhythmias.



Paediatric cardiologist consultation should be available for assessment of heart murmurs, acquired heart disease eg. Kawasaki Disease, infective endocarditis, acute rheumatic fever, and for all of the above conditions in a shared care role with general paediatricians.



Current Service

Greenlane Hospital:

paediatric cardiologists                         	4.4 FTEs

consultant paediatric/neonatal/cardiology service  	0.3 FTE

paediatric cardiac surgeons                   	1.8 FTEs

paediatric anaesthetists                      	3.0 FTEs

paediatric cardiac intensivists                    	0.5 FTEs

cardiac radiologists                          	0.3FTE

congenital cardiac pathologist                     	0.2FTE

cardiac electrophysiologist                   	0.1FTE

paediatric nursing and allied health support services



Many of the above also work in adult services.  Outreach clinics are held in Whangarei, Waikato, Napier, Rotorua, Whakatane, New Plymouth and Christchurch for a total of 72 clinic days per year.  Additional clinics have been established in Palmerston North during 1998 taking the total clinic days to 80.



Other hospitals:

Wellington 	- cardiologist           	0.2 FTE  ) combined with

Dunedin           	- cardiologist            	0.1 FTE  ) adult services

Waikato         	- general paediatrician   	0.2 FTE

Middlemore           	- general paediatrician  	0.2 FTE

Gisborne        	- general paediatrician    	0.1 FTE

Palmerston North     	- general paediatrician    	0.1 FTE

Taranaki Base        	- general paediatrician    	0.2 FTE



Adult cardiologists who perform secondary assessment of cardiac children are based at Tauranga, Hastings, Palmerston North and Nelson Hospitals.



Future Service

A three tier comprehensive service model of international best practice for children with congenital or acquired heart disease who require surgical or catheter intervention based on three major components:

detailed pre-operative assessment by paediatric cardiologists using a range of often multiple, high technology interventions, e.g. echocardiology, cardiac catheterisation;

accurate surgical repair by specialist surgeons and other specialist operating theatre staff, specialist paediatric cardiac intensive care unit, a multidisciplinary paediatric cardiac ward and multidisciplinary specialist support staff.  Volumes of greater than 350 surgical procedures per year; and

follow-up through childhood into adulthood of all but the simplest types of operations by paediatric cardiologists.



The service will comprise a national fully resourced centre for cardiac children in Auckland (currently based at Greenlane Hospital) with paediatric cardiology outreach clinics at major population centres in partnership with regional general paediatricians and paediatric cardiologists; a full network of general paediatricians based in local hospitals, general practitioners, midwives and nurses; a range of technology linkages; transitional care to adulthood; and cardiology input from cardiologists and echocardiographers in all major cities outside Auckland.



Justification for Change

There is greater surgical success with more complex conditions; re-operations are required as children outgrow conduits and valves; there is a higher success rate of survival for the common conditions; the cost of the services is likely to increase as more accurate diagnostic tests become available, e.g. MRI; some cost decreases with decreased hospital stay with some operations; and a decreased number of sick children in hospital awaiting operation.



Key Linkages

Nationally and regionally-based cardiologists, general paediatricians, paediatric radiologists, paediatric cardiac pathologists, paediatric cardiac surgeons, neonatologists, paediatric intensive care, perinatal obstetricians, geneticists, paediatric biomedical technicians and perfusionists, paediatric dedicated nursing staff, and other dedicated paediatric allied health professionals.  Outreach clinics providing teaching, research and support.



Priority Areas

Retention of current paediatric cardiac surgical service volumes of 350 cases/year at a single national paediatric cardiac surgical centre.

Education of midwives and primary care professionals in the recognition of congenital heart disease as a cause of ill health in neonates.

Annual training courses to improve and extend skill levels in paediatric echocardiography and recognition of abnormal foetal heart scans at regional centres.

Further development of a national biostatistics unit for paediatric cardiac services.

Over 5-10 years, an increase in the number of paediatric cardiologists to 7 FTE, 1 FTE research based, supporting a full network of outreach clinics in all major population sites in New Zealand.

� ENDOCRINOLOGY / DIABETES 



Description of Service

Paediatric endocrinology is defined as encompassing endocrine disorders including diabetes mellitus in children between the ages of 0 and 18 years, together with identified endocrine disorders during foetal life.



A paediatric endocrinology service is important for the diagnosis and ongoing management of complex endocrine disorders, as well as to develop databases that allow ongoing quality assurance and audit in the management of common endocrine disorders.  



The service is essentially an outpatient service requiring a strong multidisciplinary team.



Complex disorders are reviewed by a paediatric endocrinologist or regional paediatrician (in discussion with a paediatric endocrinologist).  For disorders with long term, complex therapy, occasional reviews suffice (e.g. 1-2 yearly).  Where consultation is recommended, the method used will depend on the experience of the managing paediatrician.  For other less complex conditions, data may be provided in a format that allows direct entry into a database (e.g. IDDM database) for later comparison and analysis, or as non-urgent correspondence.



Current Service

Auckland:	three individual paediatric endocrinologists		1.3 FTE

		paediatric diabetes nurse educator			1.0 FTE

		paediatric dietitian					0.3 FTE



Regional paediatricians, diabetes nurse educators and paediatric dietitians.



Future Service

A national paediatric endocrinology service comprising a three tier model with:

a single tertiary centre based in Auckland;

four regional centres at Hamilton, Wellington, Christchurch and Dunedin;

general paediatricians, diabetes nurse educators and paediatric dietitians in smaller centres;

inpatient care based at Starship for Auckland patients and complex referrals from smaller centres or regional paediatricians.  Most inpatient care will be provided in the centre closest to the child’s residence;

an additional seven day per week, 24 hour phone consultative paediatric endocrinology service for specialist, GPs, and allied health professionals;

outpatient clinics held throughout New Zealand with the clinic frequency determined by city size and perceived need;

disease-based national databases and clinical pathways;

additional 0.7 FTE paediatric endocrinologist and 1.0 FTE diabetes/endocrinology nurse educator appointed within the next 2-5 years; and

additional resources in regional centres to manage adolescents with diabetes mellitus.



The model is versatile in that it may evolve into a strong regional model or reduce to a two tier model with a single tertiary centre, with all other centres interacting with the tertiary centre.  The third tier would be largely a support and consultative service to general paediatricians for children with complex endocrine disorders, and would provide access to paediatric endocrinologists, diabetes nurse educators and dietitians.  Additional staff are needed to bring New Zealand into alignment with Australia and the UK.



Disease based national databases and clinical pathways are required to provide accountable and transparent management of high quality services and assistance towards developing more appropriate and innovative funding models. 



Long term planning will be required, in consultation with endocrinologists and diabetologists, to develop an appropriate adolescent service.  Software packages for home blood glucose meters are being developed which will allow more objective analysis of blood glucose profiles and better visual presentation.  



Justification for Change

Incidence data is available for very few of the endocrinology disorders.  The annual incidence of Type I Diabetes Mellitus is 13.3/100,000 children aged 0-14 years in Auckland with an 100% ascertainment.  The incidence in Christchurch is almost identical, suggesting that this incidence data is likely to reflect the situation across the whole country.  The annual incidence is increasing approximately 2% per annum as calculated over 20 years.  Analysis of the diabetes database shows that Maori and Pacific Island children with diabetes mellitus have very poor glycaemic control when compared to Caucasian children.  There needs to be more effective targeted education and support for these groups.



There is an increased survival of children from malignancies.  These children frequently develop very complex endocrine disorders.  There is also inequitable access to paediatric endocrinology expertise across the country.



Key Linkages

Critical linkages are required between the national testing centre, neurosurgery, paediatric oncology, paediatric neurology, paediatric intensive care, paediatric psychiatry, genetics and dysmorphology, diabetes nurse educators and paediatric dietitians. Linkages to such other paediatric specialist services as developmental, surgery, respiratory, gynaecology and nephrology are also important.  Other linkages are necessary with medical colleagues in adult endocrinology and other services, Maori and Pacific communities.



Priority Areas

1. 	Adequate resourcing of a national service based on a viable tertiary centre with an additional paediatric endocrinologist and diabetes nurse educator and social worker.

2.	Establishment of national databases for diabetes mellitus, congenital adrenal hyperplasia and precocious puberty.

3. 	More formalised regular communication and support (visiting clinics, information and continuing education for regional paediatricians paediatric dietitians and nurse educators).

4. 	Assistance for the establishment of a more comprehensive adolescent diabetes outpatient clinic service throughout the country.

5. 	Establishment of a website that enables ready access to endocrinology protocols, and service and educational information.



�GASTROENTEROLOGY AND NUTRITION SUPPORT SERVICES



Description of Service

Many children may require referral to a diagnostic gastroenterology service only, and later may or may not be managed without any further consultations.  Some of these children will require specialised procedures to exclude organic disorders.  Children seen recurrently because of chronic disease include those with inflammatory bowel disease, coeliac disease, and chronic liver disease including post-liver transplantation.  A significant proportion of a gastroenterology service relates to specific procedures usually required for the diagnosis of and defining of severity of disease.  Growth problems occur in many chronic diseases, e.g. cystic fibrosis, Crohn’s disease, cerebral palsy, congenital heart disease, and malignancies. Intensive nutritional management has a major beneficial effect on outcome, growth, hospital stay and the need for more expensive treatments.



Current Service

Gastrointestinal conditions in children are currently managed by general paediatricians, often with endoscopy, consultation and/or shared care with adult gastroenterologists throughout New Zealand.



There are presently two trained specialist paediatric gastroenterologists at the Starship Children’s Hospital, one of whom has paediatric endoscopy skills.  One general paediatrician provides a 0.1 consultative service in Christchurch.  A comprehensive range of endoscopy equipment is currently being purchased by Starship. Some children from the upper North Island are referred to Starship for endoscopy  The majority of endoscopy for children outside of Auckland is provided by adult services.  There is currently a deficit of paediatric dietitians.



Future Service

A substantial component of the service would be an outpatient or day patient consultative service provided at the major paediatric unit(s) but also at provincial general hospitals with paediatric services. These outreach services should be provided by paediatric gastroenterologists and paediatric dietitians establishing links with local paediatricians. Hospital visits allow mutual discussion as well as updating of clinical staff and enabling patients to be seen in a familiar and comfortable setting.  Consultations can be by telephone, letter, email, videoconference, fax, teleconference, etc.  Close communication and collaboration between general paediatric, paediatric gastroenterology, paediatric surgery and paediatric dietetic services would be expected.  The development of interdisciplinary clinics incorporating both medical and surgical expertise would be an advantage for many patients, e.g. children with spina bifida.  New specialised nutritional assessments, such as calorimetry to measure energy expenditure and bioelectric impedance analysis for measure body composition, are becoming suitable for clinical use.



Paediatric endoscopy should only take place at one centre initially, where enough procedures are performed to maintain competence. In other centres where paediatric endoscopy cannot be provided, endoscopies in children and adolescents would be provided by adult endoscopists. Endoscopy in infants should only be performed where there are paediatric anaesthesia services available.



Seriously ill patients requiring invasive investigations or intravenous therapy with gastrointestinal, hepatic and severe nutritional deficiency conditions will need inpatient management from a multidisciplinary team. This will include children with intractable diarrhoea and liver failure.



Justification for Change

There is no data on the prevalence/frequency of many paediatric gastrointestinal disorders.  Population predictions are for increased numbers of adolescents and a reduced number of children by the year 2005, although there are some regional differences. As inflammatory bowel disease is more common in adolescence, there is likely to be increasing numbers in this category. 



Key Linkages

The management of gastrointestinal disease requires a multidisciplinary approach.  Key members of the team include general paediatricians, neonatologists, paediatric gastroenterologists, paediatric dietitians, clinical nurse specialists, paediatric psychiatrists, pharmacists with expertise in parenteral nutrition and immunosuppressive drugs, social workers, play therapists and school teachers.  Other supporting paediatric specialists include paediatric radiologists, paediatric pathologists, paediatric intensivists, paediatric anaesthetists and paediatric surgeons.



Priority Areas

1. 	Develop a strategy for a liver transplant unit for New Zealand children.

2. 	Maintenance of expertise in the management of gastrointestinal disorders through a concentration of facilities and services based on numbers of serious conditions seen, and on international best practice, research and education.

3. 	Development of one adequately resourced paediatric gastroenterology centre and service providing both investigation and management of gastroenterology disorders, integrated with a supportive consultation and management system with multidisciplinary outreach clinics, shared care and the development of national protocols.

4. 	Access to paediatric dietitians and paediatric nurse specialists as part of a tertiary national nutrition service.

Development of a national paediatric endoscopy service.



� GENETIC SERVICES



Description of Service

A genetic service is a consultative tertiary service which provides a comprehensive and fully integrated clinical and laboratory diagnostic service.  The service workload is approximately 1/3 prenatal, 1/3 neonatal and paediatric, and 1/3 adult.  It requires approximately 60% geneticist input and 40% genetic counselor.



Current Service

Services are currently available in central Auckland, Northland and the Central Region with outreach. A very limited service is available in parts of the South Island, Midland Region and South Auckland.  Consultant and counsellor clinics are provided in Auckland, Whangarei and Hamilton including a Family Cancer Clinic and a programme to support for prenatal diagnosis at National Women’s Hospital.  Consultant and counselor clinics are provided in Wellington, Palmerston North, Wanganui, Napier/Hastings, Nelson and Taranaki, and include a Family Breast Cancer Programme, a Huntington Disease Presymptomatic Testing Programme and a Prenatal Diagnosis/ Materno-Fetal Medicine Programme.



Future Service

Future services should be developed around the existing centres for three years, extending to three centres when staffing is available.  There should be a nationally coordinated service, agreed referral guidelines, a nationally coordinated genetic disease register, tertiary centres staffed with critical mass staffing of clinical geneticists, genetic counselling staff, data entry and support staff, and well established linkages. Service delivery in primary and secondary areas, supported by tertiary centres and a national service supported by modern communication technology. Tertiary centres will contribute to training and education in genetics to occur in New Zealand.  Support sufficient staff to have regular outreach clinics while maintaining staff in the tertiary centre to support access to information and allow rapid response to enquiries from primary and secondary providers.  This configuration is dependent on communications technology and laboratory technology support, critical mass staffing in tertiary centres, and also significant involvement by primary and secondary care providers.. To achieve this service a national purchasing approach will be essential.



Justification for Change

Currently, approximately 50% of New Zealanders have little or no access to genetic services.  Significant advances in diagnosis for a wide range of genetic disorders in the fetus and child, therapy for an increasing number of genetic disorders, and diagnosis (and therapy) of adult onset genetic disorders have increased the demands on genetic services and heightened public expectations.



Laboratory technology, including cytogenetic testing, molecular testing and metabolic testing.  Linkages with nationally agreed overseas laboratories.



Key Linkages

Neonatal and paediatric services, feto-maternal medicine, medical services - neurology, dermatology, renal, respiratory, psychiatry, and genetics.  Also cancer services (oncology and haematology) and surgical services, including ophthalmology, orthopaedics, neurosurgery, craniofacial surgery, paediatric surgery. Laboratory services - haematology, biochemistry, perinatal anatomic pathology, overseas genetic specialty radiology and paediatric neuro-imaging are also key.



Primary/Community Linkage

General Practitioners

Midwives, nursing areas, occupational and neuro-developmental therapy

Disease association

Community groups and services



Priority Areas  (all dependent on national funding)

National Genetics Advisory Board.

Increased staffing in tertiary centres to ensure national coverage.

National purchasing to enable coordination and integration with agreed referral guidelines, and associated diagnostic laboratory services and diseases registers.

Tertiary centres serving 1.0-1.5 million population, co-located with specialised diagnostic laboratories, other tertiary services and academic institutions.

Outreach services to provincial centres with communication support, utilising health care and community services.



�GYNAECOLOGY SERVICES



Description of Service

Paediatric gynaecology involves the management of a broad range of conditions including:

congenital anorectal or urogenital anomalies, either diagnosed at birth or early infancy, or in older childhood or adolescence because of delayed diagnosis or inadequate reconstructive surgery;  

adolescents with adult gynaecological problems, including sexually transmitted diseases, pelvic inflammatory disease, menstrual pain, ovarian cysts and tumours;  

genital trauma, including trauma resulting from sexual abuse; and 

non-specific vaginitis in infants, vaginitis associated with a vaginal foreign body, and labial adhesions.



Current Service

Currently, services for children and young people with gynaecological problems are fragmented and uncoordinated.  In some instances they are also duplicated.  No service provides a comprehensive coordinated service for all the patients in their region.  There are some areas of specialisation in the major centres, but access to these is variable and the specialties are largely unrecognised.



Future Service

A single national coordinated paediatric and adolescent gynaecology service would ensure equitable access to specialty gynaecology services, and ensure that children and young people are treated in the most appropriate place by the most appropriate healthcare professionals.  The service will be associated with paediatric surgery and urology, and with paediatric and adolescent services.  Infants and children with rare and complex conditions will be treated in one or two designated centres with special expertise in dealing with these anomalies.  Vaginal reconstructions in adolescent girls will be undertaken by one team in one national centre of excellence.  More common problems in adolescent gynaecology should be managed by a limited number of specialist teams.  Minor genital trauma not associated with sexual abuse will be managed by experienced surgeons in local hospitals.  Major genital trauma will be referred to tertiary paediatric surgical centres.  Paediatric teams should manage children with non-specific vaginitis and foreign bodies.



Justification for Change

Currently services are fragmented and uncoordinated, with inequitable access to specialist services.  There are no uniform standards of practice or referral.  Children and young people with complex and rare conditions have improved outcomes when managed by a small number of specialists who have the training, experience and expertise which can only be achieved through concentrating the workload. 



Key Linkages

paediatric surgery

paediatric urology

paediatric anaesthesia

adult gynaecology

paediatric endocrinology

paediatricians

paediatric nurses

psychologists

sexual abuse teams

paediatric radiological expertise

paediatric and perinatal pathology expertise

genetic services

play specialists



Priority Areas

Development a single nationally coordinated paediatric and adolescent gynaecology service.

Develop and implement clinical guidelines and care pathways.

Two main centres (to be decided on after completion of the consultation process) to be recognised as specialist centres.

Develop outreach clinics to ensure children and young people are treated as close to home as possible.

Ensure one person in each hospital has responsibility for paediatric and adolescent gynaecology.



�IMMUNOLOGY SERVICES



Description of Service

An immunology service provides some direct care to children with primary immune deficiency and provides ongoing consultation and support to general paediatricians in a shared care arrangement to children who do not require direct care of an immunology service.  An immunology service also provides a consultative service for patient review, children requiring immunoglobulin administration or with possible hereditary angioedema.  Immunologists also have some input into children with severe allergic disease.



Current Service

This service is currently being developed in New Zealand.  Until 1998, the service was provided by visiting Australian expertise. There are now 0.6 FTE paediatric immunologists, 1FTE paediatric immunology nurse and 0.3 FTE paediatric registrars, all based in Auckland. There is currently no overview of the primary immune deficiencies in New Zealand or knowledge of the requirements or expectations of general paediatricians of a national immunology service.



Future Service

A national immunology service based in Auckland comprising medical specialists, nurses, dietitians, social workers, child therapists and Maori and Pacific Island Health workers will provide services and resources for paediatricians managing children with primary immune deficiencies and difficult allergic disorders.  The service will be supported by immunology laboratory facilities.  The national service will be based in Auckland with close links to both regional centres and smaller centres and will be readily available for urgent consultation on a 24 hour basis.  The national service will be responsible for the development of national guidelines for the diagnosis and management of children with primary immune deficiencies and the development of a database and will develop procedures for assessing quality of care and outcomes. A national database will enable assessment of quality of care and outcomes.  The service will continue to maintain strong links with Australia.  A national service will require a second immunologist.  The national service will provide outreach clinics on a frequency determined by local requirements.



Justification for Change

The spectrum of currently recognised primary immune deficiency disorders is continuing to expand  as variable phenotypes of recognised disorders are identified. This will influence current classification, and permit more accurate genetic counselling.  New treatments are now available for some immune deficiency disorders. 



Key Linkages

immunology laboratory with immunopathologist

PICU

paediatric infectious disease

respiratory service

gastroenterology service

ENT

paediatric surgery 

liaison psychiatry specialists

paediatric bone marrow transplantation services

adult immunology services

play specialsits



Priority Areas

Determine which immunology/allergy laboratory investigations are available in which centres.

Assess the requirements of centres for sub-specialty service.

Explore means of increasing  immunologists to two through combining with another compatible specialty

Develop national service responsible for development of guidelines/critical pathways for children with immune deficiencies and some allergic disorders.

Develop a national database.



�INFECTIOUS DISEASES SERVICES



Service Description

Infectious disease services provide local and national leadership, including research, education, quality assurance, development of clinical guidelines, preventative medicine, involvement in public health programmes, and primary consultative care for patients.



The service is largely consultative, sees only a small population of the children admitted to hospital with an infection, and has an important role in setting standards for the national management of the these disorders through all levels of health care.



Current Service

Currently infectious disease specialists are located in Auckland, Wellington (1) and Christchurch (1).  The Wellington and Christchurch incumbents have no dedicated ID tenths and undertake a general paediatric workload.  There is also 0.5 community paediatrician in Auckland who dedicates time to infectious diseases.  A 0.5 infection control nurse is employed in Auckland.  



These specialists provide inpatient and outpatient consultation, telephone intellectual access and advise on public health issues, e.g. meningitis, TB, antibiotic guidelines, and also provide undergraduate and postgraduate teaching.



Future Service

The ID service provides comprehensive and expert advice on the care of children with serious, rare or complex infectious diseases and associated issues of antibiotic use, microbiological and other diagnostic tests, infection control, public health liaison and epidemiology.  It provides teaching to all health professionals at an undergraduate and postgraduate level.  The service is primarily consultative, providing  24 hour, seven day a week, nationwide advice.  Four levels of service are proposed, staffed by a multi disciplinary team.  A full time paediatric infectious disease service should be on site in centres providing high intensity paediatrics (level 4) with dedicated infectious disease tenths in major regional centres (Auckland, Wellington, Christchurch) with clusters of paediatric speciality services (level 3).  Level 2 is provided by general paediatricians supported by Level 3 & 4.  Level 1 is primary health care.



Justification for Change

Changes in infectious disease services are based on the expected changes in intensive care numbers, increasing amount of multi-resistant disease, the increasing trend to outpatient parenteral antibiotic use, changes to vaccine schedules, new diagnostic technology and changes in management options.



Key Linkages

All paediatric specialists

Paediatric intensive care

Haematology/oncology unit/immunology

Microbiology/virology/mycrobacteriology/laboratories

Infection control

Pharmacy

Public health

General Practice

Adult infectious disease specialists

NZCDC



Priority Areas

1.	Increase infectious disease specialists to ensure 24 hour call is available.

2.	Increase infection control nursing staff.

Develop increased role in telephone, electronic and written consultations.

Develop purchasing methodology which reflects consultative nature of the service.

Develop outreach clinics which could provide for updating local providers and reviewing diagnostic dilemmas.

� INTENSIVE CARE SERVICES



Description of Service

Paediatric intensive care provides a service for infants, children and young adolescents from birth to 15 - 18 years of age. The discipline incorporates all groups of paediatric conditions and requires knowledge, practical skills, specific training and ongoing experience with this age group. Disease processes and management techniques in children are different from those encountered in both neonatals and adults, and therefore different skills and training are required.



Current Service

Paediatric intensive care is a new discipline for New Zealand and is evolving within a framework of children cared for in general units.



The Paediatric Intensive Care Unit (PICU) at the Starship Hospital in Auckland opened in December 1991 into a well established system where children were cared for in local general intensive care units. This facility has created a new focus for examining how best to handle critically ill children in New Zealand. In comparison, PICUs in many other countries have evolved over the last two or three decades within the children's health system, and in parallel with their adult counterparts.



Care for critically ill children is already being purchased nationally. Unmet need is within the system which handles them viz national coordination, optimal access, education and training, data collection and research.



Future Service

There should be a national paediatric intensive care service for New Zealand based around a single Paediatric Intensive Care Unit at tertiary children's hospital (Starship).



This service would need to:



cater for about 1400 admissions per year and provide 15 to 16 intensive care beds;



liaise closely with paediatricians, intensivists, anaesthetists and neonatologists in other centres regarding patient management;



provide a national intensive care retrieval service;
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access all paediatric subspecialty services;



provide accommodation and support for patients' parents/whanau/caregivers;



be staffed by medical and nursing staff, and allied health professionals with recent training and ongoing experience in paediatric intensive care.

	

All paediatric patients anticipated to require intubation for more than 24 hours should be discussed with the Starship with a view to early transfer.



For a national service to work it is imperative that regional centres be supported to maintain a high standard of acute paediatric care, including:
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short term ventilation (approximately 24 hours);

high dependency care of children not requiring transfer.



Funding concerns should not prevent transfer on appropriate clinical grounds and to this effect consideration would be given to national funding of paediatric intensive care services.



There should be a national database of all children requiring intensive care to allow for accurate audit and ongoing quality improvement.



There should be a co-ordinated, three-tier transport system capable of managing critically ill children. This should be separately and centrally funded.



Note: Future service changes related to changing position distribution and socio-economic changes are unknowable.

The planned move of cardiac children to combine with general PICU children should occur within the next five years.

Ongoing refinement of the national service should ensure that only children who need to transfer do so, but those who do need to transfer do so early.



Justification for Change

The available literature is strongly supportive of the transfer of the most seriously ill to PICUs. There is evidence from three major international studies that this results in reduced mortality and improved efficiency.



Optimal delivery of care requires an integrated, co-operative national system with well supported local emergency care, open communication, clear guidelines for referral, educational exchange and efficient transfer mechanisms.



Paediatric specific equipment is a requirement in both the resuscitation and stabilisation phase locally and for ongoing care in PICU.



Intensive care to children should be delivered in a child and family centred, culturally appropriate manner.



Key Linkages

Close links are required between intensive care services for children, neonatal and adult intensive care, transport services, and the full range of paediatric specialty services, including allied health professionals. Throughout the country the intensive care service involves general paediatricians, general intensivists and some anaesthesia staff.



Priority Areas

1. 	Optimal service configuration, including appropriate referral practices and a combined cardiac and general children's unit.

2. 	Co-ordinated intensive care transport system which is centrally funded and separately managed and organised.

3. 	Evolution of the full range of paediatric supporting specialities, particularly neurosurgery and cardiac.

4. 	Work force issues including the number of paediatric intensivists and the training of general intensivists and paediatricians to meet local needs; and improved paediatric ICU nursing certification.		

5. 	Data collection required for both quality assurance and to examine and trend service information.

� METABOLIC SERVICES



Description of Service

Metabolic diseases are the collection of disorders caused by deficiencies of enzymes. 



Many of the conditions are treatable by removing a substrate which cannot be utilised (e.g. special diet in PKU), providing high concentrates of an enzyme cofactor (biotin in biotinidase deficiency) or similar biochemical manipulations.



Just as there are hundreds of chemicals in the body, there are hundreds of metabolic diseases. They are difficult to diagnose and require a physician expert in these conditions (a metabolic physician ) working in close cooperation with a specialist biochemical genetics laboratory.



Current Service

Currently there are no specialist metabolic services in New Zealand.  Support is provided in an ad hoc fashion by specialists (clinicians and laboratories) in Australia. This situation is not sustainable.



Future Service

A single service for New Zealand delivered from one centre, with a single purchaser.

Service consisting of metabolic physician/s, dietitian/s, metabolic/s.  Specialist scientists to be purchased nationally.

Service to be strongly associated with the National Testing Centre.

National coordination with genetics services and other specialist services.

Regional paediatricians/physicians will have easy access to the service for provision of advice, protocols, site visits, literature summaries  and other kinds of support.

Regional paediatricians will continue to provide case management along with support from dietitians and provincial laboratories for most tests.

Service to meet the guidelines described in “Priorities for Genetic Services in New Zealand” 1995 ( National Health Committee )

Continued use will be made of overseas clinical and laboratory services.

Acknowledging the world shortage of specialities, training should be supported for metabolic physicians and scientists.

Strong linkages to colleagues (provincial, national and international) will be developed and maintained

A metabolic disease register will be established with links to overseas registers.



Justification for change

No defined clinical service exists.



Metabolic disease is underserved in New Zealand: at least 2000 patients likely to have metabolic disease may not be recognised nor appropriately investigated.



Key Linkages

General paediatricians

Genetic services for family studies

Foetal medicine units

New Born Screening Service

National Testing Centre

Laboratories - national (molecular genetics, cell culture, clinical biochemistry)

Laboratories - international (reference laboratories for collegial support for methods used, locally, and for testing not done locally)

International metabolic disease societies

Endocrinology

Adolescent (transition ) services

Adult physicians caring for metabolic patients

Other specialties where patients may have metabolic disease, e.g. neurology, developmental paediatrics, haematology, gastroenterology



Priority Areas

Continue with clinical support provided from Australia, in addition to existing local network.

Support training of metabolic paediatricians (current 2.0 FTE trainees) for future employment.

Develop single coordinated metabolic laboratory service utilising a national referral laboratory, and develop national network and outreach services.

Develop roles for national metabolic nurse/s and dietitian/s.

Establish a metabolic disease register with links to overseas registers.





�NEONATAL INTENSIVE CARE SERVICES



Description of Service

Neonatal special and intensive care is medical, nursing care, and allied health support for newborn babies who require specialised diagnosis and treatment. Babies who require neonatal intensive and special care include:

premature and low birth weight babies;

babies who have congenital anomalies, including those who require surgery in the newborn period;
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babies with other significant illnesses such as infections; and
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Neonatal units also contribute to antenatal consultation where neonatal illness is expected, and to the assessment and treatment of many babies who do not require admission to neonatal units.  They also provide transport services for babies who need special or intensive care.



Current Service

There are currently six Level III neonatal intensive care units in the country and three Level II plus units. Ten units provide care that is within the scope of Level II services, although the size and capabilities of the Level II units vary widely. The large number of emergency transfers into Level III units has necessitated the development of trained and equipped neonatal transport services. There is also a smaller number of emergency transports into Level II or II plus units. Some neonatal surgery occurs in all Level III services and in some small services. In Level III services, multidisciplinary teams that include neonatal paediatricians contribute to antenatal diagnosis and treatment. Although these patterns of regionalisation have been led by international recommendations, there are no existing mechanisms for coordinating neonatal services at a national level. Nor are there mechanisms for development and review of regional plans for service delivery, quality assurance and follow-up.  Few, if any, services in New Zealand meet international standards for space and configuration, and some lack key support services, linkages and other requirements.



Future Service

Level II units should be located in centres with paediatricians and obstetricians and which have greater than 1500 deliveries per year, or greater than 750 deliveries if they are more than 90 minutes from a larger centre. Level II plus services may be justified in centres with greater than 2000 deliveries and no Level III unit within 90 minutes by road, or more than 1500 deliveries per year and no Level III unit within 180 minutes. Level III unites should be located in hospitals with tertiary obstetric units which have maternal-foetal medicine specialists and a comprehensive department of paediatrics. These units should participate in regional and national coordination, and should be staffed by highly skilled multidisciplinary teams. They should contribute to a well established and skilled emergency transport network.



Neonatal resuscitation, stabilisation and examination skills are essential in all maternity services, regardless of size.  Neonatal care is an integral component of general paediatric services in hospitals that do not have neonatal paediatric specialists.





Justification for Change

Neonatal care is well established in New Zealand and such outcomes as have been examined are within ranges reported in similarly affluent countries. However, the small and dispersed population means that not all infants have access to a similar range of services. It is anticipated the trend toward generally increasing numbers of premature live born infants will continue due to improvements in antenatal diagnosis of foetal compromise and in obstetric confidence in neonatal care. The widening of the income distribution of the population, and increased multiple births (related to the increase in the mean age of childbearing and assisted reproductive technology) are also likely to contribute. Changes in distribution of births through the country will require ongoing review of services. The introduction of new therapies may increase the complexity of neonatal care and the need to monitor outcomes.



Key Linkages

All maternity providers
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·	 Paediatric surgeons

·	 Subspecialists in other branches of paediatrics, and general paediatricians

·	 Academic linkages

·	 Ambulance, air transport personnel

·	 Early Intervention programmes and services for children with disabilities and special needs

·	 High risk infant follow-up services, including systematic developmental assessment

·	 Allied health professionals



Priority Areas

1. 	Establishment of a national perinatal dataset with regional and central review of data for service planning.

2. 	Establishment of a national standard training course for neonatal resuscitation.

3. 	Improved support by air and road ambulance providers for neonatal transport teams, and establishment of guidelines for maternal transport.

4. 	Improved transport and accommodation support for families who must travel to receive appropriate neonatal care.

5. 	Enhancement of multidisciplinary foetal abnormality advice and counselling services.

� NEPHROLOGY SERVICES



Description of Service

Paediatric nephrology services began in New Zealand in the 1980s and have grown slowly since to provide a national service for renal dialysis and transplantation. The service is highly specialised. Acute and chronic renal replacement therapy (RRT), renal transplantation and biopsy are the major work areas.



Two thirds of renal disease in childhood is congenitally acquired.  Renal disease in most children aged less than five is congenital or inherited. Maori and Pacific children are disproportionately represented in the numbers of children requiring nephrology services.



Paediatric nephrology services provide different levels of care. The following list describes the types of care with two illustrative examples.



Direct Care and Responsibility

Acute renal failure requiring dialysis

Renal transplantation



Shared Care (Major Management Role)

Steroid resistant nephrolic syndrome

Hereditary nephritis



Consultative Responsibility

Persistent microscopic haematuria

Polycystic kidney disease



Current Service

The paediatric nephrology service is based in Starship (2 specialists) and conducts eight outreach clinics per year in Whangarei, Hawkes Bay, Taranaki and Rotorua. Outreach services have recently started in Hamilton and Christchurch.



The Wellington Service is provided within the adult nephrology service.



Outreach services are consultative and work in partnership with general paediatricians who remain fully involved in care.



Future Service

The preferred model is one comprehensive paediatric nephrology centre staffed by paediatric nephrologists, renal/paediatric nurses, dietitians and other allied health professionals.

Increase the number of paediatric nephrologists in the national comprehensive centre to allow time for teaching, research, and the outreach services. Identification and support of paediatric trainees who indicate an interest in a career in paediatric nephrology, and similar support of paediatric nurses and allied professionals.

A national network of paediatricians, nurses and allied health professionals with strong links to the national comprehensive centre and adult nephrology services.

An outreach service to all regional areas.

Education of health professionals on prevention, early detection, investigation and management of children with renal disease.

Annual scientific meetings.

National data collection system for epidemiological and outcome information.



Justification for Change

Comprehensive paediatric nephrology services provide high quality services for children and  transition to adult services for adolescents. International and national evidence links improved outcomes (survival rates for patients and grafts) if care is provided in a comprehensive paediatric nephrology service.



The proposed service will provide:



A high quality, comprehensive service with appropriate staffing levels of paediatric nephrologists, renal/paediatric nurses, dietitians, child psychiatrists/psychologists and other allied health professionals.

Outreach services working in partnership with general paediatric services.

Ongoing education for specialist and all other health professionals involved with children who have renal health problems.

Higher interest in paediatric nephrology careers.



Key Linkages

General paediatricians

Community

Paediatric surgeons/urologists

Paediatric radiology

Renal transplantation services

Adult nephrology services (transition to care for adolescents)

Paediatric/renal nurse specialists and home care nurses

Dietitians

Allied health professionals



Priority Areas

1	One comprehensive paediatric nephrology service.

2.	Outreach services.

3. 	Further development of paediatric nephrology services by encouraging uptake of career opportunities.

4. 	National integrated network of paediatric services linked to the comprehensive nephrology service.

5. 	National data collection system.



� NEUROLOGY SERVICES



Description of Service

The paediatric neurology service deals with a large number of different neurological conditions occurring  in childhood.  The prevalence of some of these conditions is rare but the sum total of children affected is large.  United Kingdom estimates show approximately one third of the general paediatricians’ workload is spent managing children with acute or chronic neurological disorder.  Large parts of New Zealand do not have access to paediatric neurology services.  The major workload  is of an ambulatory nature.



Current service level provides:

2.25 Paediatric Neurologists in New Zealand = 1:368,000 children.

(Christchurch .75 FTE; Auckland 1.5 FTE)



Expansion of the paediatric neurology service in the UK aims to achieve a ratio of 1:120,000.



Future Service

The report proposes the development of a model comprising initially  two centres of multidisciplinary excellence, building on the existing services in Auckland and Christchurch.  The priorities are to achieve nationwide equity of access and guard against isolation of specialists by centralising services initially over two sites.  The service as a whole should have a single clinical director and an “Advisory Board” consisting of neurology service providers and representatives from primary and secondary care, multidisciplinary support teams, nursing, patient advocacy and the purchaser.



In order to provide a standard of paediatric neurology that meets international standards it is recommended we aim for an increase to 7 - 8 paediatric neurologists and corresponding increment required in specialist nursing and allied health for New Zealand over the course of ten years.  With continued expansion over time, a third centre would be appropriate for development in Wellington. Each centre should provide the service of a specialist outreach team, including specialist outreach nurses who would work with the neurologists, paediatricians, community teams, the patient and their family to further improve access and “seamlessness” of care.



Emphasis would be placed on ensuring equity of access and this would best be achieved by providing 24 hour access to consultation and advice for clinicians around the country.  The model promotes a “shared care” concept which would allow expert input into patient management while the referring local specialist manages the ongoing care of the child.  The service would develop education programmes for medical and the multidisciplinary team so that improvements in the level of expertise could be made nationally.



Justification for Change

Access - Large parts of the country have no access to a paediatric neurology service, except in an emergency.

Technology - Demand increases due to technological advances in other fields, i.e. intensive care, oncology.  Advances in genetics and diagnostic technology generate an increased demand.  Ability to provide diagnostic services on an ambulatory basis is increasing, decreasing inpatient cost but still requiring subspecialist input in interpretation of findings.

Workload - Paediatric neurologists working in New Zealand are currently unable to meet the demand for services.

Cost savings - Will be generated through improved access to specialist input eg recommendation of appropriate, timely diagnostic investigations



Linkages

Surgery - paediatric neurosurgery, general surgery, orthopaedics, ophthalmology, ENT.

Medical - general paediatrics, other medical sub specialties

Obstetrics

Prenatal

Neonatal

Genetics

Oncology

Paediatric intensive care

Paediatric psychiatry

Support - paediatric radiology, pathology, laboratory,

Allied - paediatric physiotherapy, occupational therapy, dietetics, speech / language therapy

Primary and community health services

Maori and Pacific Island support services

General practitioners, IHC, social service agencies, etc.



Priority Areas

Urgent : To ensure  maximum benefit of current resources, current providers dedicate their time solely to Paediatric neurology.  Increase service numbers in Christchurch and Auckland. 

2.    Training : Medical specialists, Nursing and Allied Health.  Set up programmes within the development of the network for ongoing upskilling and education of all health professionals involved in the delivery of care within the Neurology service.

3.  	Network Infrastructure / Database / Telecommunications: Outreach, shared care capability. Nationally linked data and information technology.  Structural links to enable consultancy and training between sites around the country. 



� ONCOLOGY SERVICES



Description of Service

Paediatric oncology services provide assessment, diagnosis, treatment and long term follow-up of children and adolescents with cancer, and their families. There are 130-140 new cases per year in New Zealand, occurring in children aged 0-15 years. The acute component of the service involves initial diagnosis and management, treatment of complications of therapy and assessments during treatment.



The chronic component involves long term follow-up of children with cancer, both for recurrence and for late effects of therapy.



Palliative care caters for the physical and psychological needs of dying children and their families, and is provided for the 30 per cent of children with cancer who will die.



Current Service

Paediatric oncology services are currently situated in Dunedin, Christchurch, Wellington and Auckland and are provided for children and adolescents up to 15 years of age. Services for older adolescents are usually incorporated in adult services. Little information is available on this group. The services have no formal linkages or guidelines which are accepted nationally. Starship Hospital is the only centre which meets internationally recognised standards for staffing and physical facilities.



Future Service

A single national service to provide co-ordinated and comparable care for children and young people with cancer. The service would develop national guidelines for diagnosis, treatment and supportive care, co-ordinate involvement in clinical trials run by co-operative child cancer groups and oversee the national Child Cancer Registry. The child cancer centre(s) would be staffed by specialist paediatric oncologists and nurses on a 24-hour basis, supported by a multi-disciplinary specialist paediatric oncology team. Facilities will include dedicated outpatient and day patient areas and appropriate isolation facilities with positive pressure, and filtered air.  There is some evidence to suggest that outcomes for children may be improved with one centre.  However, more work needs to be undertaken to weigh up the improved outcomes versus the additional costs and impact on families.



Regional hospitals will work with the child cancer centre(s) on a shared care basis and will be staffed by general paediatricians with a special interest in paediatric oncology, paediatric nurses with a special interest in oncology, and a paediatric multi-disciplinary team.



Outreach, home care and some designated treatment delivery by general practice staff with linkages to, and supported by, the regional centres is a significant component of care for families living in isolated areas.



Justification for Change

Currently, paediatric oncology services in New Zealand are fragmented with only one meeting international standards for staffing and facilities.  Nowadays, treatments are often intensive and require greater supportive care.  More children are surviving, including those children requiring ongoing monitoring of late effects of the cancer and its treatment. The current configuration and fragmentation has resulted in inaccurate data, lack of monitoring and the inability to accurately compare data nationally or internationally.  In addition, the three specialists outside Auckland are working in relative isolation.  There is also a lack of coordinated nurse and allied health education.



There is increasing evidence that adolescents have improved outcomes when treated by paediatric oncologists.



Key Linkages

Children with cancer benefit from a multi-disciplinary team of paediatric oncologists, nurses and allied health professionals (including physiotherapists, occupational therapists, psychologist and counsellor, pharmacist, dietitian, social worker, play therapist) along with linkages to pathology, haematology and laboratory staff, radiotherapist, paediatric surgeon and neurosurgeon, radiologist.



The child cancer centre(s) should have access to:

paediatric surgeons and some types of specialist surgery, for example, orthopaedics or radiation oncologists with expertise and appropriate facilities to treat children;

tertiary level pathology and radiology personnel; and

anaesthetic, infectious diseases, cardiology, respiratory, renal, neurology and intensive care services and bone marrow transplantation services.



Priority Areas

Establish a single nationwide child cancer service which oversees the Child Cancer Registry, develops national guidelines for diagnosis, treatment and supportive care, and coordinates involvement in agreed clinical trials. Data management support is crucial to successful participation in international trials.

Shared care and outreach services, with accommodation and travel for families to be simultaneously developed as a planned transition.

Establish a National Tumour Board for paediatric oncologists in New Zealand to pool expertise in managing problematic cases.

4. 	Establish paediatric nursing and paediatric oncology nursing education, and allied health paediatric education.

�OPHTHALMOLOGY SERVICES



DESCRIPTION OF SERVICE

Paediatric ophthalmology services are provided within the framework of general ophthalmology units and most ophthalmologists who manage children are general ophthalmologists, with an interest in paediatric eye problems.

Ophthalmologists need to see all children with any physical eye abnormality or any ophthalmic condition requiring treatment.

The following list outlines the majority of conditions managed by ophthalmologists:

amblyopia (management and treatment)

strabismus (management and treatment)

cataracts, glaucoma, eyelid disorders (sole responsibility)

acute ophthalmology services



Ophthalmologists play a key role with neonatologists in screening for retinopathy of prematurity, and with general and specialist paediatricians in ophthalmic review of children with juvenile chronic arthritis hypatorenal disease, neuro-developmental disorders and suspected cases of non accidental injury and provide a cycloplegic refraction service for children needing glasses.



CURRENT SERVICE

General ophthalmologists with an interest provide services in regional hospitals and some smaller hospitals.  In-patient and out-patient services are provided.  Most paediatric surgery is done as day cases.  The majority of care is delivered in the public health system.



FUTURE SERVICE

A high quality effective early childhood nation-wide screening programme linked to ophthalmology services.

Sub-specialist paediatric ophthalmologists based in the major hospitals with regular outreach services according to recommendations of local ophthalmologists:



new equipment in:  	Auckland (ceiling mounted YAG laser, (portable dioxide laser)

Christchurch  (electro diagnostic equipment).

Increase in number of orthoptists (recruitment and improved pay scales). 

Orthoptist services are integral to ophthalmology services.

Maintenance of 24 hour call nationwide ophthalmology service.

Adequate funding of ophthalmology services for children.

Provision of glasses and patches for children with amblyopia.

Two centres specialising in care for children with retinoblastoma

Christchurch, Auckland.

Develop links with paediatric nurses



JUSTIFICATION FOR CHANGE

Outcomes for New Zealand children with eye problems will improve through:

effective screening processes

improved access to ophthalmology clinics

high quality specialised equipment

two centres providing care for children with retinoblastoma

integration of orthoptic care with ophthalmology services.





KEY LINKAGES

Vision hearing screeners

General practice and community based nurses

Paediatric oncology and radiotherapy

radiology

neurology

neuro surgery

anaesthetics

rheumatology

metabolic services

intensive care

general paediatrics

ENT

laboratory

emergency

play specialist

PRIORITY AREAS

An  effective early childhood nation-wide screening service

Improved access to ophthalmology clinics for children

Recruitment and retention of orthoptists into ophthalmology services

Two centres for children with retinoblastoma

Provision of glasses and patches for children with amblyopia

New equipment in Auckland and Christchurch





�

 PATHOLOGY AND LABORATORY SERVICES



Description of Service

Laboratory services exist to assist the clinician in the diagnosis and management of their patients in all areas of paediatric medicine.  Laboratories generally do not have their own patient service requirements (both workload and service configuration are driven by and respond to, the needs of referring clinicians, as well as patients and their families).



The following sub-specialties currently constitute the overall speciality of pathology - anatomical pathology, haematology, chemical pathology, microbiology, immunology, laboratory genetics.



People with clinical and laboratory skills involved in the provision of phlebotomy services to children and adolescents, handling of laboratory samples from children, autopsies, surgical pathology and clinical geneticists should have appropriate paediatric training or experience.



Current Service

There are deficiencies in the provision of autopsy services to New Zealand children, with no effective audit processes in place. Neither is there universal adherence to the principle of minimum blood volume sampling and use of phlebotomists specifically employed to take blood from children.



Future Service

Effective paediatric specialist laboratory services should be in close physical proximity to the paediatric specialist clinical services they support.  The concept of a clinician partnership involving close liaison and communication between laboratory, pathologist and clinicians is emphasised.  Clinical expediency will determine the distribution of laboratory services.  Technological advances may significantly simplify the provision of laboratory services in the future.



Justification for Change

The significant recommendations for change address deficiencies within the sphere of anatomical pathology.  There is clear data and expert overseas opinion available in the full report clarifying this need.



Key Linkages

Linkages occur at many levels based on the principles of partnership of clinical liaison such as - referring clinicians, laboratories (national and international), pathology and other medical colleagues, the Police, coroners, professional associations, university departments, funding agencies.



Priority areas

Laboratories need to incorporate (where clinically relevant) new technologies as they develop to replace or complement previous technologies.  This will require flexibility of organisation, effective planning and funding to ensure trained staff and equipment are available to deliver services.



Laboratories providing phlebotomy services to children and adolescents, with staff trained in age appropriate techniques using minimal sample volumes and reporting results with age and method appropriate reference ranges.

Appointment of 2-3 specialist trained paediatric/perinatal pathologists over the next three years with one person being sited in Auckland and all supported by appropriately trained laboratory staff.

Establishment of an ongoing national audit of perinatal and infant mortality.

Paediatric autopsies and surgical pathology performed by an anatomical pathologist with appropriate special training or expertise in paediatric pathology, or in liaison with a paediatric pathologist.



� RADIOLOGY (IMAGING) SERVICES



Description of Service

Paediatric imaging links radiology with paediatrics.  Referrals for service are received from general practitioners, and specialists in paediatric medicine and surgery.  Because the service works in partnership with several disciplines, it needs to be flexible in order to adapt to the constantly changing medical environment.



Paediatric imaging provides diagnostic as well as therapeutic, interventional, services.  For example, percutaneous gastrostomy, nephrostomy and other procedures are now performed by radiologists rather than surgeons.  High quality paediatric imaging services improve the medical and surgical outcomes of children and adolescents by reducing the number of diagnostic procedures, providing reliable information for clinicians, and by attending to the psycho-social needs of the child in the medical environment.  Decreasing radiation exposure to the population is a prime goal of the paediatric radiologist.



Current Service

There are few fully trained paediatric radiologists in the country.  Radiologists, through interest, location or necessity have been designated as paediatric radiologists in smaller centres.  The workload carried by private radiologists is unknown.



Future Service

(  That New Zealand have a national, integrated paediatric radiology service

with concentration of equipment and specialist staff in cities with the largest paediatric demand; 

with equal investment in the linkages - human, and electronic - to make available the highest possible standard of paediatric radiologic care to all children;

with the goals of the service being primarily clinical - i.e. the diagnostic care of children;

with the goals of the service including education - ongoing for paediatric and children’s radiologists and MRTs, and formative for registrars, general radiologists, and medical students; and

with the service being oriented to foster research, in order to measure the outcomes of diagnostic care.

That paediatric radiology maintain an outgoing liaison with paediatric medicine, paediatric surgery and other paediatric specialties.  Clinical, education, research and funding issues need a multidisciplinary consensus.

That paediatric radiologists must be hired in relationship to the number of other specialists.  As a general rule, a hospital deserves one paediatric radiologist for each five paediatric specialists.  A radiologist should be designated as a “Children’s Radiologist” in hospitals where there are fewer than five paediatric specialists.

That a nationwide teleradiology service be established.  This should be part of a national telemedicine network in paediatrics; the paediatric radiologists must be the gatekeepers for the transmission of radiographic and other images.

That an ongoing committee supports the paediatric radiology service and be charged with establishing and maintaining national protocols for imaging and audit, in addition to maintaining the network.

That there be a national system for acquisition of accurate statistical data as to the number and type of imaging procedures performed on children and adolescents.

That paediatric radiology have appropriately trained technologists:  mechanisms for the training of radiographers and ultrasonographers in paediatric imaging must be established and funded.

That tertiary referral centres be appropriately equipped for the provision of all necessary radiologic services within the paediatric environment.



Justification for Change

Radiology services for children and adolescents will improve if those trained in paediatric radiology are performing and supervising such services.  The proposed future service should provide children and adolescents with:

a flexible national service with national protocols and audit mechanisms in place to assure quality;

the appropriate numbers of paediatric radiologists, technologists, nursing and allied health professionals;

equipment of the highest diagnostic quality;

teleradiologic service; and

a service which develops educational and research goals for trainees in the field and all those involved in the practice of paediatric radiology.



Key Linkages

General and specialist paediatricians

Paediatric surgeons

Adult radiology 

Technologists (radiographers and ultrasonographers)

Paediatric and radiology nurses

Speech and language therapists

Other allied health personnel, e.g. play therapists



Priority Areas

Training of paediatric radiologists and technologists.

Ratio of one paediatric radiologist to five specialists involved in the care of children.

Development of a national integrated paediatric service.

Concentration of specialists and equipment in main centres.

Teleradiology.



�REHABILITATION SERVICES



Description of Service

The majority of children requiring rehabilitation following an acute insult (e.g. Mengingo-encephilitis or moderate traumatic brain injury)  will have their needs met by local child development services.  There is a small group of children who require intensive specialist rehabilitation.  



Conditions requiring rehabilitation include:



traumatic brain injury; 

CNS insult causing impairment eg.anoxia/infection/stroke;

post operative rehabilitation following orthopaedic surgery in children with cerebral palsy; 

rheumatology; 

rehabilitation following severe organic or non-organic illness and 

spinal cord injury traumatic/other impairment, e.g. transverse myelitis/epidural abscess. 



Traumatic brain injury is common, but less than 1% of these children are likely to require long term rehabilitation.  



Spinal cord injury is very rare with less than five children per year in New Zealand requiring rehabilitation from spinal cord injury.  



Central nervous system insults and post operative rehabilitation are relatively common. 



Current Service

Currently, rehabilitation services are provided by ad hoc local arrangements.  A regional rehabilitation service providing for residential rehabilitation is funded in the northern region at Wilson Centre.  Once children are discharged from an inpatient setting rehabilitation for those who have insult as a result of accidental injury are funded by ACC and the provision is by private therapists.  



Future Service

A national specialist rehabilitation service should be developed.  The components of service provided would be:



outreach national service to support and train local professional teams in local centres; 

consultation service; 

day patient rehabilitation for those children able to access the service; and 

short term inpatient rehabilitation. 



A wide variety of professional expertise will be required by such a team as detailed in the report. 



Priority Areas

1.	Funding Co-ordination: 	The interface between funding from HFA and ACC needs to be managed appropriately to develop a seamless service. 

2.	A national resource of expertise in paediatric rehabilitation needs to be developed.



3.	A true outreach service needs to be developed with a focus on maintaining children in the local communities and providing training support and consultation through direct contact, video and teleconferencing facilities. 

4.	Recruitment, training and retention of an appropriately skilled cross disciplinary paediatric workforce.



�RESPIRATORY SERVICES



Description of Service

Respiratory disease is the commonest health problem affecting New Zealand children and young people.  Maori and Pacific Island children suffer excessive morbidity. It is the leading reason for presentation to a general practitioner or hospital emergency department and the leading reason for hospital admission.



Morbidity is higher in New Zealand than in other western countries.  Most presentations for specialist care will be most appropriately managed by a general paediatrician.  Children with chronic, complex or severe illness may require the care of, or review by, a specialist respiratory service.



Current Service 

Provides:

1.6 FTE paediatric specialists in Auckland

0.4 FTE paediatric respiratory specialists in Christchurch

1 FTE Nurse Specialist - Starship

Nil in Wellington

Ratio 2.0 FTE:1,331,260 = 0.15 FTE:100,000.  These FTEs are held by four individuals.  There is a significant lack of paediatric respiratory specialist nurses, trained paediatric nurses, paediatric respiratory physiotherapists, paediatric respiratory technologists, paediatric dietitians, paediatric home care teams and associated support staff.



Future Service

The proposal covers the recognition and development of four levels of service, one level IV site, two sites providing level III, general paediatricians nationally providing level II care, and general practitioners and primary care providers meeting the need at level I.  The emphasis is on providing a seamless model of care with free communication through all levels and involvement in planning, protocol development, training and research by providers at all levels.  The service will promote shared care arrangements with general paediatricians, provide ambulatory care -including outreach clinics and homecare for children with chronic illness. All developments will be mutually agreed between providers, based  on the individual needs of local communities.  Emphasis is placed on the need for families to be involved in all aspects of planning and care of their child and to be supported in their role in the management of care.



Level IV Requires full children’s hospital services including PICU, provides comprehensive training and research, provides national leadership and planning.  Provides expert paediatric multidisciplinary team, including shared care and outreach.

Level III  	Paediatric respiratory specialists and multidisciplinary team. Provides expert multidisciplinary team, including shared care and outreach.  Contributes to national leadership, research and planning.

Level II 	General paediatricians, some with special interest, supported by a multidisciplinary team.  Paediatric nurses and paediatric community care. Involved in shared care and outreach services.  Contributes to research and planning.

Level I  	Primary health care receives consultative support from levels II,III,IV; contributes to research and planning, and encourages the development of community support services.



Justification For Change

Asthma  - Rates of disease for Maori and Pacific Island admissions exceed those of other New Zealanders threefold.  There is excessive morbidity in the preschool years. MAORI HEALTH IS A KEY HEALTH GAIN PRIORITY AREA FOR THIS GOVERNMENT.

Bronchiectasis - Currently underdiagnosed and undertreated. Excessive morbidity in Maori and Pacific Island populations.  Lack of community physiotherapy.

Sleep Disordered Breathing - Underdiagnosed and undertreated.

Cystic Fibrosis - Current service does not meet international standards. There is large variance in the standards of care offered nationally.  Lack of community physiotherapy.

Congenital Abnormalities - Improved survival of infants.  A coordinated approach to diagnosis and treatment is required.

Bronchopulmonary Dysplasia - Better coordination of home management programmes is required.

Respiratory Tuberculosis - More public health programmes are required.

Respiratory complications of neuromuscular disease - A planned approach to management of respiratory deterioration.

Family Support - Caregivers and families must be involved in the total care  of their children, in all aspects of planning and delivery of care. The extraordinary needs of families with medically fragile children must be recognised. The need for appropriate housing and home support must also be recognised.



Key Linkages

Level IV  Fully serviced children’s hospital with PICU, respiratory function laboratory, bronchoscopy suite, paediatric sleep laboratory, paediatric respiratory physiotherapy plus gym and equipment, paediatric laboratory including paediatric histopathology, paediatric haematology and paediatric chemical pathology, paediatric thoracic surgery, ENT, organ imaging, general surgery etc.  Specialists traveling to outreach centres six monthly.  Adult service linkages for transition care, sharing of continuing medical education and consultation.



Priority Areas

Establishment of a national service network, including information system and database.

Promote additional training and career opportunities in paediatric respiratory medicine.

Development of national service guidelines.

Encourage epidemiological, basic and clinical research into the causes of the heavy burden of respiratory disease in New Zealand children.

Participation of the national service in education and training of medical, nursing and allied health professionals at an undergraduate and postgraduate level.

�RHEUMATOLOGY SERVICES



Description of Service

Paediatric rheumatology encompasses a broad spectrum of diseases including musculoskeletal, inflammatory, mechanical and psychogenic.  The major conditions for which the paediatric rheumatologist should take primary responsibility are juvenile chronic arthritis (JCA) and the connective tissue disorders, responsible for both their diagnosis and on-going management.



JCA is defined as an arthritis lasting more than 3 months affecting one or more joints in a child under the age of 16 years.  Connective tissue disorders include systemic lupus erythematosis, juvenile dermatomyositis, local and systemic scleroses and other forms of childhood vasculitis.



Children with inflammatory joint disease comprise the major workload, accounting for nearly 60% of new patients seen.



Current Service

Paediatric rheumatology clinics are currently provided in Auckland, Wellington, Palmerston North, Christchurch and Dunedin.  There is currently one trained paediatric rheumatologist working in both Auckland and Wellington.  Experienced adult rheumatologists and paediatricians staff the other main centres.  In other peripheral areas, children with arthritis are seen in general paediatric clinics.  Most paediatric rheumatology referrals are sent to either Auckland or Wellington.  No outreach clinics exist as yet.  



Future Service

Two tier model with one main centre encompassing all necessary facilities as outlined in the report, staffed by two part time paediatric rheumatologists.  Outreach clinics to major and local centres as outlined in the report, performed by either of the two paediatric rheumatologists allowing cover to be maintained in the main centre.



Justification for Change

All children and adolescents with rheumatic diseases in New Zealand should have access to specialist health care of the highest quality.  The report on paediatric rheumatology published by the BPA in 1995 suggests such services should provide ready access to:



diagnostic expertise;

an expert well equipped clinical team with adequate space and facilities;

educational facilities; and

medical audit, quality assurance and research.

	

The proposed model of service facilitates the above recommendations.  It would also provide a centre for teaching and research.  



Key linkages

general paediatricians - from which most referrals now come;

ophthalmologists and orthopaedic surgeons who perform an integral part of the children’s care;

specialists such as dermatologists, renal physicians, and immunologists;

adult rheumatologists particularly for transitional care;

allied health professionals - such as physiotherapists and clinical nurse specialists;

community services; and

psychological support services.



Priority Areas

Acquisition or training of a second paediatric rheumatologist.

Development of a single centre as the main paediatric rheumatology base.

Development of outreach clinics with interested paediatricians or adult rheumatologists with a special interest.

The development of national guidelines and treatment protocols for the management of children with inflammatory joint disease.

Training of other allied health professionals, such as physiotherapists and clinical nurse specialists in paediatric rheumatology, and other health professionals.

�SURGICAL SERVICES



Description of Service

Specialist paediatric surgery consists of the following clinical categories:  

Neonatal surgery to provide for the needs of premature infants, and neonates.

Surgical management of infants and children with conditions requiring special expertise eg malignant tumours, hepato-biliary disorders, major or potentially complex gastro-intestinal abnormalities, major trauma,, abnormalities of the chest (excluding the heart and great vessels) endocrine disorders and abnormalities of the soft tissues of the body.

The management of infants and children with relatively straight-forward  surgical conditions who have an associated disorder which in itself requires management in a specialist centre eg a child with an inguinal hernia who has cardiac disease

Paediatric urology, the surgical management of congenital and acquired anomalies of the genitourinary system in children and in particular management of conditions of the urinary tract discovered on prenatal ultrasound and the management of functional disorders of the urinary tract, notably vesico-ureteric reflux.

A paediatric surgical team comprises specialist paediatric surgeons, anaesthetists and nurses supported by paediatric radiologists and pathologists.



Current Service

Currently, specialist paediatric surgeons are situated in Christchurch, Wellington, Hamilton and Auckland. In those centres virtually all paediatric surgery is undertaken by specialist surgeons. Outside those centres none of it maybe. Some surgical outreach is undertaken with children being operated on by a specialist paediatric surgeon travelling to peripheral centres and working with the incumbent general surgeons.   This practice varies widely throughout the country. In those centres where this practice is not happening children are operated on by general surgeons and cared for by general nurses.



Future Service

A single nation-wide surgical service with four locations: Auckland, Hamilton, Wellington and Christchurch with some sub-specialisation developing within the four locations. To ensure all children have equitable access to specialist surgical services, paediatric surgeons will perform day case elective surgery in peripheral centres as part of the outreach programme.  Each of these peripheral centres will have a designated general surgeon with appropriate training and skills (as recommended by the Royal Australasian College of Surgeons) for paediatric surgery and develop a close liaison with the visiting paediatric surgeon. Surgical emergencies, particularly those on the neonate and infant will be transferred to the specialist paediatric centre. The paediatric surgical service will be supported by trained paediatric specialist theatre and ward nurses and a community nursing service to care for children following discharge from hospital.



Justification for Change

The published information available suggests best outcomes are likely to be obtained when surgery is undertaken by people appropriately trained in those areas with appropriate support and a special interest. Mortality and morbidity are reduced significantly when neonatal surgery is performed in specialist units by specialist staff.  The treatment of childhood tumours produces better survival rates in specialist centres, The incidence of virtually all complications of pyloromyotomy is less when undertaken in specialist centres. Morbidity and mortality from intussusception is greatly reduced when managed in a specialist centre. Non-operative reduction rates in these centres are also higher. Commonly occurring complications from herniotomy and orchidopexy performed by adult general surgeons are recurrent hernia, testicular atrophy, and development of undescended testis as a result of surgery.  Morbidity of this kind is greatly reduced when the operations are undertaken by specialist paediatric surgeons.



Key Linkages

paediatric anaesthetists;

paediatricians;

neonatologists;

paediatric oncologists;

PICU;

paediatric radiology;

paediatric pathology;

stomal therapists;

adult surgeons; 

adult urologists; 

foetal abnormality/antenatal diagnosis committees

dietitian

physiotherapists

Maori and Pacific Island Health workers

play specialists



Priority Areas

Development of one nation-wide paediatric surgical service with nationally consistent referral guidelines and standards of practice.

Development of outreach to ensure all peripheral hospitals receive regular visits from the paediatric surgical team.

One or more general surgeons in rural or peripheral hospitals be designated the general surgeon for paediatrics

A co-ordinated safe inter-hospital emergency transport system to enable the safe transfer of all neonates and children.

Specialist paediatric inpatient and community nurses in each of the tertiary centres.





�UROLOGY SERVICES



Description of Service

The paediatric urology service undertakes the evaluation and management of a range of congenital and acquired conditions of the genito-urinary tract in children.  Paediatric urology ranges from minor urological conditions and procedures such as circumcision and orchidopexy, to complex and rare conditions.  Paediatric urological surgery is predominantly performed by paediatric surgeons, paediatric urologists and sometimes by adult general surgeons.



Current Service

Currently the service is provided in a range of hospitals by a range of surgeons and supporting healthcare professionals.  There is no national consistency of practice and there is disparity in access to specialist paediatric urological services.  This has been contributed to in part by the restrictions of RHA boundaries and funding arrangements which have prevented outreach services.



Future Service

A nationally integrated paediatric urological service will ensure equitable access to specialist urological services and, importantly,  that surgery is undertaken in the most appropriate setting at the appropriate time for the particular condition.  Outreach clinics which include operating sessions will enable many of the more minor procedures to be undertaken closer to the child’s home.  They would also provide support to local urologists and adult general surgeons and nurses to maintain services and skills in the community.  All complex or rare cases will be referred to two specialist paediatric urological centres.



Justification for Change

Currently there is inequitable access to specialist paediatric urology services.  Evidence suggests that the best outcomes are most likely to be achieved when rare or complex conditions are treated by those with the appropriate training and expertise.



Key Linkages

paediatric surgery

paediatric urology

adult urology

paediatric anaesthesia

paediatric nephrologists

paediatric uro-radiologists

paediatric nursing staff

paediatric allied health professionals

play specialsits



Priority Areas

Development of a national audit system and clinical indicators. 

Development of clinical pathways.

Development of a national service with outreach to peripheral centres to ensure equitable access.

Refinement of adolescent transition for children with neuropathic bladder and other congenital abnormalities surviving into adulthood.

Provision of easier access to urodynamic services to evaluate bladder dysfunction.





� RECOMMENDATIONS : THE WAY FORWARD





There were a great many common issues identified in the specialty reports. One significant issue which impacted all those involved is the lack of New Zealand-specific data available.  Outcome and morbidity data is not collected, and there are no national standards of practice.  Each report has highlighted the need for databases, monitoring and audit of services, and the need to have national standards, guidelines and clinical linkages. The lack of a skilled workforce and educational opportunities - especially for nurses and allied health professionals - is highlighted as an issue in every report.  The review has identified the need for national networks, workforce planning, as well as the appropriate use of specialist skills for the country through outreach clinics and shared care.  



To address these common themes, a national network of paediatric speciality services is required to develop standards of care, referral guidelines and to ensure support and education for peripheral clinics.



The following recommendations are based on work carried out as part of the review over the past 18 months, including the specialty reports and feedback from clinicians, nursing and allied health professionals, parents and community members.  



In some specialty services reports were not written.  These specialties, which included ear, nose and throat; trauma; emergency medicine; orthopaedics; burns, plastics and maxillo-facial; and dermatology were for various reasons unable to be completed during this stage of the review.  Children and adolescents are significant users of these specialty services, both in the private and public sectors.  It is therefore important that to achieve a comprehensive plan for the national delivery of all medical and surgical specialist services to children and adolescents within New Zealand that reports are developed in these areas.  This will be done in the next stage of the review process.  





FUNDING and POLICY



Underpinning every recommendation generic and specialty specific and the ultimate completion of a national paediatric network, is the need for the funding structure of child health in New Zealand to change from being bundled in with adult health. This key recommendation has not emerged solely from the review, it is also a major issue which the Child Health Advisory Committee has already highlighted to Government in its annual report for the year ended 30 June 1998: 



“The Committee considers that health gain for children can be achieved through more effective use of existing resources…Child health outcomes can be improved through increased coordination and cooperation. With providers working together in a cooperative, rather than a competitive model; the HFA working cooperatively with providers purchasing coordinated services to meet identified child health needs; and the Ministry of Health, the HFA and providers working together to develop policies, fund and provide services to improve child health outcomes…

The Committee urges the Government to implement the following:

All funding for children and young people’s health should be pooled.

The HFA should have one manager responsible for all child and youth health services policy, planning and funding.

The Ministry of Health should have one manager responsible for all policy issues for child and youth health with child health as a separate reporting category.”



Every person involved in the National Review of Paediatric Specialty Services strongly endorses these recommendations, and acknowledges their urgency. It is the belief of all involved that children and young people in New Zealand are disadvantaged through the current funding structure and that services could significantly improve if more resources are allocated to the health care of children and young persons, as well as the better use of resources is implemented. As a first step in improving the situation, the review recommends that:



Paediatric and adolescent health services to be acknowledged as specialties in their own right. 



A child and adolescent health manager (and team) is appointed to oversee the following activities:



Identifying the resources currently allocated to funding health services for children and adolescents



Reviewing the purchasing policy for children and adolescents across all services and operational groups to determine recommendations for the optimal use of resources



Develop a purchasing strategy to improve child and adolescent health across all services and operational groups and ensure this is implemented.





AGE DEFINITION



What is child health? The Child Health Strategy covers children aged from 0-14, although the Committee has expressed its view that children up to the age of 18 should have been included. It is totally inappropriate for children aged 14 and over to be classified as adults and treated in the adult health realm. Under the United Nations Convention on the Rights of the Child a child is defined as “every human being below the age of 18 years” (UNICEF 1991). The World Health Organisation includes children as those up to the age of 24 years. 



The Review of Paediatric Specialty Services recommends that adolescents up to and including the age of 18 be included in paediatric health and, moreover, that the transition period for patients aged 18-24 from paediatric to adult health care be appropriately managed.





NATIONAL PAEDIATRIC NETWORK



In the initial stages of the review, common themes became clear with regard to the delivery of  the best health care to children and young people in New Zealand.  More could be achieved, for example, if professionals were to work in collaboration with each other, if there were an outreach service, and if shared care could be more widespread. The concept emerged of the need to establish a vehicle for the delivery of national, regional and locally based services - a national paediatric network.  This would be a seamless service for children, families and clinicians which is child-focused.



Every other improvement to child health depends on the establishment of the network, therefore work on its framework should be commenced immediately.   There are pockets around New Zealand which have established mini-networks already and are operating very well. These could be strengthened, copied and adapted to other areas, then linked nationally.



The network will require a solid base of general paediatric services across New Zealand as a foundation on which to build, and will include all providers of paediatric specialty services and university departments. Paediatric nursing and allied health professionals will be included in the network, and have an equal say in its framework. Each service and provider involved will agree to be part of the network.



Major recommendations for the national paediatric network include the following:



Leadership



The HFA will need to take a collaborative approach in a leadership role in developing the network and fund those services and providers which belong to it. 



If the HFA is to take a leadership role in the network, then the HFA will cease to purchase specialty services which do not meet the standards which will be established through the national network.



It is hoped that in time, the standards for the network will be adopted by the private sector.





Best Practice



Each provider will be involved in the development and use of nationally agreed guidelines for the delivery of care to children and adolescents. 



A national group including representatives from HFA, parent support groups and health professionals will be established to develop national standards for paediatric services, including family / whanau support, physical environments for children, and family information. This group will develop a monitoring framework of standards and outcomes which is nationally consistent and can be compared to overseas data.



Within each specialty service there will be a defined responsibility for the delivery of care. That may involve a specialist, or shared care, but it will ensure processes whereby services are monitored or audited in terms of clinical practice and adherence to guidelines.

�

The national paediatric network will encourage peer review, using agreed guidelines and best practice standards. In the long term, credentialling will be discussed. A specialty service will define how a component of care is delivered, then have the ability to audit all components of the service to ensure professional competence.



There will be no isolated specialists. No specialist will be required to be available for an unacceptable level of call - maximum 1 in 3 on a continuing basis, i.e. 24-hour acute cover to be shared by a minimum of 3 specialists.





Information Systems



The collaborative approach, instigated by the clinicians and funders involved in the review, will be formalised as linkages by way of a common information system which any provider will be able to access intellectually. For instance, in the area of gastroenterology the same core plan of treatment will be able to be accessed which will deliver the same outcome for a child from Timaru or a child from Dargaville.



Information networks to identify key indicators for disease and outcomes will be established which will record outcomes, information transfer and national registers. Success of the network will depend on the quality and integrity of information systems which are put in place. All providers will agree on what information is required, what it will provide, and who will link in.





Education and Training



Ongoing education and training will be a key part of the network, with providers defining exactly what is required in education, which will extend to nursing and allied health professionals.



To ensure an organised development of specialist paediatric services there should be a collaborative approach between the Paediatric Society of New Zealand, the HFA, the implementation group for the Review of Paediatric Specialty Services and the medical schools and educational institutes.





Outreach



Outreach clinics, which may involve a multi-disciplinary team, will develop out of the specialty level.  It will be the responsibility of local clinicians and specialists to define what level is required. Some regions may require higher levels than others, depending on what services are already in place.



Parental and family choice will be preserved where possible. Shared care will be a fundamental basis of defining services to children throughout the country and there will be defined standards of care based on nationally agreed best practice which, through shared care, every child can access.



A national travel and accommodation policy for children and their families will be implemented to ensure equity of assistance. This policy should be flexible to ensure the needs of the child and family are best met, which may be through the development of outreach clinics with multi-disciplinary teams travelling to those clinics.



Telemedicine linkages will be developed between centres to enable easy access to expert advice, and clinical linkages, and to avoid unnecessary travel for families or clinicians.  Teleconferences will support local networks and shared care.





Emergency Transport



The importance of a responsive, nationally coordinated, child-appropriate emergency transport network is critical to support the care of children who require transfer to a larger centre. The paediatric emergency transport system will comply with uniform standards, and be equipped to take children to the most appropriate service.





CHRONIC ILLNESS



There is a small proportion of children and adolescents in New Zealand classified as chronically ill, yet they consume a large proportion of resources. In individual cases of chronic illness, the impact is wide, causing financial hardship for the family concerned, behavioural disorders, delayed education, and a ripple effect on siblings and social development. At present such families can often suffer from transport and accommodation problems, lack of community nursing support, variable to poor coordination and integration of services, scarce respite care, inequitable right of access to a needs assessor, outdated information, poor communication between primary, secondary and tertiary care and other major problems. 



The reports on general paediatrics, community paediatrics, developmental and behavioural paediatrics and palliative care should be considered together and used to obtain a joint approach to the vital issues affecting chronic illness.



The needs of children and young people with chronic conditions should be addressed through the purchase of services which meet their needs and ensure they and their families are supported during all  phases of their condition. To achieve this a national review will be carried out into the respite care and support for families in order to develop a national policy and guidelines for support.





HOSPITALISATION 



The review anticipates that the vast majority of New Zealand children will continue to receive medical care within their local region. However, there will remain a small number of children and adolescents who are either critically ill or have complex health needs who will continue to require acute treatment in a major regional hospital, and they will need to travel outside their region for those services. When children need to be admitted to hospital they need to be accommodated in child / adolescent environments, not adult ones. 



Admission of children and adolescents to hospital, in every situation, will be child and adolescent focused, family inclusive where appropriate, and deliver equity of outcomes throughout the country.



At all times food will be available for purchase by parents/whanau/caregivers accompanying children and adolescents in hospital.





PAEDIATRIC NURSING AND ALLIED HEALTH PROFESSIONALS



Due to lack of data, knowledge is scarce regarding the paediatric nursing and allied health workforce in New Zealand. Some personnel are working in isolation, while others who are qualified and experienced are not working in paediatrics. An overall shift in attitudes is needed to recognise that all health professionals who work in paediatrics are specialists in their own right; that the needs of children and adolescents are unique not just in terms of the treatment they receive from paediatric specialists, but also from nurses, dietitians, occupational therapists, social workers, speech and language therapists, play therapists, physiotherapists and so on. 



An immediate approach to education institutions should be made to develop paediatric training programmes for nurses and allied health professionals which have national standards and are accessible to all nurses and allied health professionals across the country.



It is further recommended that there be established one professional body to represent all child health professionals.



�SERVICE SPECIFIC RECOMMENDATIONS



In addition to the generic recommendations which address issues in paediatric specialty services, there are specific specialties which require urgent attention. Some of these services have been identified because they are unsustainable in their current configuration, or are dependent on an isolated specialist. This places them in danger of collapsing should anything happen to make the specialist no longer available.





The Review Project Group and Reference Group have found the following services to have needs which require addressing in the next 12 months:





Adolescent Medicine



Additional resource is required to develop one centre of expertise in this area which requires a huge amount of development in the next five years to address the needs of this high risk population. HFA contracting can begin to address this issue through specifying adolescents as a population group with specific needs and identifying them as requiring adolescent friendly services.



Justification:  The health needs of adolescents are increasing and their current health status is poor by international standards, with no changes in mortality rates over 30 years and hugely discrepant health status for Maori.





Anaesthesia



The guidelines for the anaesthetic management of children outlined in the anaesthesia  document should be adopted as a national guideline after appropriate consultation.



Justification:  Risks for children undergoing surgery will be reduced  and outcomes for will be improved by the adoption of these policies.





Child and Adolescent Psychiatry



A major increase in resource is required. The HFA mental health managers’ report identifies resource required by 2002. The project group supports the mental health managers’ report as an initial step but believe further analysis is required to evaluate the real need, particularly as we believe the incidence of psychiatric disorders in under 11-year-olds is grossly underestimated.



Justification:  A clear lack of financial resource and appropriately qualified staff acknowledged by the HFA mental health managers.



Chronic Illness and Disability



The needs of children, adolescents and their families, with disability (including rehabilitation), chronic illness (including the medically fragile), chronic psychiatric disorder (including severe behavioural problems) and children in need of palliative care, have been identified in several of the reports, particularly outlining the lack of child mental health services. A national intersectoral group is needed to develop a national approach to the support of these families with particular reference to respite care, carer support, transport and accommodation, psychological support, assessment of need, equipment supply, an appropriate database for children with chronic illness and/or disability etc.



Justification:  The support of these families is fragmented, difficult to access, very variable between areas and disciplines and the subject of boundary disputes between DSS/Personal Health, DSS/Mental Health, etc. There is an obvious need for a needs based approach to all children whatever the origins of their problems and only a national intersectoral approach can work to decide on a standardised approach and standards of support needed.







Community and General Paediatrics



A national group should be set up which includes general and community paediatricians, paediatric nurses and allied health professionals, to develop standards and guidelines for local specialist child health teams.



Justification:  The delivery of specialist child health services depends entirely on the involvement of local specialist child health teams. These teams require national multidisciplinary coordination and development to provide a nationally consistent service.







Developmental Paediatrics



Resource is required to develop one centre to provide expertise and to act as an expert resource in the diagnosis and management of severe developmental disorders and severe disability. Examples include Autism, Angelmans syndrome, severe spasticity.



Justification:  There is a lack of expert support for primary and secondary care in the evaluation and management of these groups. Early diagnosis and appropriate management can prevent a lot of problems which can be severe as the media have highlighted recently.









Genetics



Additional resource is required to provide national access to this service. A joint approach with adult services is needed.



Justification:  As with neurology, the current specialists are unable to meet the needs of the country. The South Island and some parts of the North Island do not have access to a genetic service which could assist in the prevention of long term illness and disability through genetic advice and prenatal screening.







Paediatric Neurology



Additional resource is required to provide national access to paediatric neurology services which are essential for the diagnosis and management of rare neurological disorders, eg, Battens disease, severe neuromuscular disorders such as Duchenne Muscular Dystrophy, and severe seizure disorders.



Justification:  The current workforce in neurology is situated in Christchurch and in Auckland. The workload is such that the current staff are unable to manage it and there is no service available to the central region. The significant consequence of this lack of access is that children may at times receive sub-optimal treatment where expert opinion is unavailable to the clinicians.







Nursing and Allied Health



Nationally recognised qualifications for paediatric nurses and paediatric allied health professionals.



Justification:  The lack of national qualifications and educational programmes for nurses and allied health professionals has had a significant impact on the skill level of the child health workforce and thus the service provided to children.

�

Paediatric Oncology



To provide a single nation wide service which oversees the Child Cancer Registry, develops guidelines for diagnosis and treatment and develops supportive services including outreach and shared care across the country and which co-ordinates involvement in agreed clinical trials. The national service will evaluate options for service configuration which carefully examines the impact on families versus quality of care and outcomes for children



Justification:  Currently there are isolated specialists in Wellington, Christchurch and Dunedin.  A national network needs to be developed to provide support for these centres. 







Paediatric Respiratory Medicine



Additional resource is required to provide expertise in the diagnosis and management of severe respiratory disorders and also to provide leadership in the research of the causes of children’s respiratory disease and also the prevention of children’s respiratory disease.



Justification:  Respiratory disease is the leading cause of hospital admission in early childhood and is much more of a problem for Pacific Island and Maori. The costs are huge and research is desperately needed to try and reduce this morbidity.





The review also concluded that certain initiatives should be developed immediately which, with minimal resource implications, could significantly improve services for children and adolescents in the long term.





Child Abuse



A national collaborative inter-sectoral working group should be set up as outlined in the Child Abuse Report.



Justification:  The problem is huge and there is currently much fragmentation and poor coordination which can be addressed by a national group.





�

Paediatric General Surgery



The guidelines for the surgical management of children outlined in the paediatric surgical document should be adopted as a national guideline after appropriate consultation.



Justification:  Outcomes for children will be improved by the adoption of these policies.







Paediatric Intensive Care



The guidelines for children in need of intensive care as outlined in the paediatric intensive care report should be adopted as a national guideline.



Justification:  The paediatric intensive care report provides ample evidence of improved outcomes for children if treated in a paediatric intensive care unit.







Metabolic Medicine



Additional resource is required to establish a metabolic service in New Zealand. The resource required is minimal for a national service which would cover adult and paediatric disorders, including mitochondrial disorders, phenylketonuria, maple syrup urine disease and support of the national testing centre.



Justification:  These disorders are increasingly being recognised. Current investigation and management is haphazard and late. Investigations are often done overseas with cost implications. Lack of diagnosis often means the birth of more affected children. The additional resource needed is small to develop a national service.





�

Neonatal Care



Two problems stand out which can be significantly improved by workforce development. These are:

Screening for congenital heart disease.

Neonatal resuscitation.



A national group is required to develop standards, workforce training and credentialling procedures and should involve all professional groups caring for neonates.



Justification:  Health professionals dealing with neonates should have standardised training and credentialling in resuscitation and examination of neonates so that avoidable morbidity is indeed avoided.







Pathology/Laboratory and Radiology Services



HFA contracting processes need to ensure that pathology/laboratory and paediatric radiology services are purchased specifically for children.



Justification:  The focus of children in contracting will improve the quality of services in these areas and will reduce the number of unnecessary tests.





�Appendix 

Through the Eyes of a Child

A Report on the Community Consultation
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Introduction

This report describes the findings of the public consultation with parents, community groups and interested individuals on the delivery of paediatric specialty services for children in New Zealand, carried out during April and May 1998.  Part of the national review called ‘Through the Eyes of a Child’, the consultation sought the views of a wide range of people, but particularly parents and caregivers, on the best way to deliver paediatric specialty services in the future.



The consultation was based on nine principles identified by the review Project Group in 1997, as well as comments received from parents and representatives from parent support groups at a number of focus group meetings in November 1997.  The principles were identified as being crucial to the delivery of paediatric specialty services and formed the basis of all aspects of the review.  The focus groups were an opportunity to debate the principles and feed back participants’ views to the Project Group in anticipation of this year’s consultation.



About 3000 copies of the consultation document were distributed around the country with 475 being completed and returned, a return rate of 16%. Copies were also sent to two small sub-sample groups - current  users of Crown Health Enterprise paediatric specialty services,  and early childhood centres / schools. The return rate for these sub-sample groups was around 25%.  Most submissions came from parents who had used paediatric services (65%); 11% were from interested individuals, 10% from interested organisations and 6% from support groups, meaning about ¼ of submissions were from groups.  It is estimated that perhaps 1000 people could have contributed to these group submissions.  Another 7% were from providers / health professionals, and a very small proportion (1%) came from young users of the services.  Overall, 19% identified themselves as Maori, and 6% as Pacific people.



Media statements and advertisements were placed to alert the public to the consultation and where copies of the document could be obtained.  Efforts were made to ensure even distribution of the consultation document throughout New Zealand:  to parents, health and disability support organisations; community groups; those with an interest in children; and in particular to  Maori and Pacific Island groups, as it was important to make sure everyone had an opportunity to contribute.



The main findings of the consultation are summarised below, with more detailed findings listed under each of the nine principles in the pages which follow.  More detailed information on the consultation process is included at the end of this report.





�Summary of the Findings



The ranking of the principles



Most people (90%) agreed with the nine principles ranked in the following order:



children/tamariki and young people/rangatahi should have their needs treated as paramount

paediatric specialty services should be child/tamariki and family and whanau focused

paediatric specialty services should be as close to home as possible, within the bounds of quality and safety

paediatric specialty services should be integrated with other health services

paediatric specialty services should be provided to achieve equity

paediatric specialty services should be based in international best practice, research and evaluation

paediatric specialty services should be regularly monitored and evaluated

paediatric specialty services should be culturally safe

paediatric services should be fiscally responsible



“Refreshing to see a document that was so obviously based on consumer comments.  We support their personal statements... (and) endorse all of the nine principles.  Our main concern is the status of the principles.  If NZ is to have a sound and safe child health system, the principles need to have such status that they determine purchasing for child health.  We advocate that they be embodied into all contracts with providers of child health services.  The providers must be assessed in accordance with the principles if the status of child health is to improve within NZ.”  Local Authority.





Common themes



There were a range of issues and themes which were common across several or more of the nine principles, and which came up frequently in comments on questions one to six in the Maori submission booklet.  The question ‘any comments you would like to make?’ which accompanied the more specific question on each principle meant respondents had the freedom to interpret and respond to the principles as they chose.  



As a result, many aspects of service delivery which were dealt with explicitly under one principle, such as focusing services on children and their family, were raised in response to other principles.  Those issues or themes which were raised most often, or were raised in response to a number of principles, are highlighted below.  They are not listed in any particular order, although those which are related are listed together.



Communication 

Communication was one theme which many comments focused on, and which cropped up in response to a wide range of principles and questions.  By and large, most of the comments about communication related to communication between health professionals and children, and health professionals and parents, with the overall consensus being that professionals needed to communicate better with children and their families.  Nurses and allied health professionals were also mentioned, as was the need to have Maori and Pacific Island health workers on hand to facilitate communication with families.  Better communication between health professionals was another commonly-raised aspect.



The need for interpreters - both for those for whom English is not their first language and for the deaf - was also raised in a number of comments.  



Many respondents felt that parents were left out of the loop, treated as though they wouldn’t understand, or subjected to unnecessary medical jargon they couldn’t understand.  There were also many comments about health professionals who just couldn’t relate to children or who made no attempt to communicate with children at an appropriate level.  



Child and family focused

Although the second principle dealt specifically with this issue, the need for services to be focused on children and their families came up again and again across a number of principles and questions.  Some of the aspects to this issue which were raised most frequently include:

providing meals and time out for parents in hospital with their children;

coordinating appointment times across services to cause minimum disruption, and better integration and coordination between the various health professionals, support staff and therapists involved in the care of a particular child;

financial assistance for families who have to travel to treatment;

having outreach clinics or services closer to home;

services for adolescents need to recognise their particular needs;

better communication and better information for families;

onsite facilities for family members in hospital with a sick child;

better provision for car parking for families visiting children in hospital - free or at least cheaper than currently;

recognising that parents and families have needs too, and are under a lot of stress - provision of psychotherapy for parents suffering depression

understanding and meeting the needs of children with disabilities;

more resources for paediatric specialty services;

addressing the needs of children holistically;

greater emphasis/provision of play therapy and speech language therapy for children

recognising that parents have an important role to play in their child’s care;

better, more timely access to services;

an advocate or key worker for individual families;

services must be high quality and delivered by people skilled in the care of children and young people;

involving family in both the provision of care and evaluation and monitoring; and

basing services on international best practice and research.





Access/equity

Many of the comments made across all nine principles related to issues around access and equity.  There were a variety of interpretations of these, but equity of access,  both in terms of geographical access and consistency in the way support services are allocated (such as carer support), and equity of treatment (treating all people the same regardless of their education or resources) were dominant.  To some people, equity of access meant everyone should have access to high quality services by basing those services in main centres and providing support for travel and accommodation.  To others, it meant providing outreach clinics and making sure services were as close to home as possible so families in rural areas had the same opportunities to access services as families in big urban areas.  





Quality

Quality services and quality of life for children were themes which came up often throughout the consultation.  The word ‘quality’ was used to describe a range of services, typically in a sentence something like this:  “all children/families should have access to quality (such and such) services” or  “... services should be of high quality”.  The importance of quality staff, quality facilities, quality care and quality of life was reiterated by many respondents, both as an argument for centralisation of services and as an argument against centralisation. 



Among the means suggested to achieve quality - be it quality of services or quality of life - were more funding, more training, more services, centralisation of specialist services, basing services closer to home, financial support for families, supporting parents to be more involved in the care of their child, and providing care for the ‘whole’ child and his/her family.

�

Health Professionals/Other Hospital and Community Staff

Comments about the quality, sufficiency and behaviour of those responsible for treating and caring for children ranged across most of the principles, some applauding the quality of service provided, others calling for improved resourcing, training and better quality of care.  Quality of staff was seen as key to the effectiveness of paediatric specialty services, and not just in purely clinical terms, but also with regard to the way health professionals and support staff communicate with and relate to children and their families.   Many people felt that medical professionals and nurses needed more training, at both a clinical level and in dealing with children and young people, and people of different cultures.  A significant number suggested specialist training for nurses who deal with children and young people, again at both a clinical and interpersonal level.  Some felt GPs needed to know more about paediatric services and the particular needs of children.  





Funding/resources

More money for services (including transport and accommodation) and more effective use of resources were the focus of many comments on a wide range of principles.   Long waiting times for treatment or diagnosis and shortages of specialists in particular specialty areas and locations were concerns which people felt could be addressed through more funding.  Others suggested that better coordination and more training for health professionals would help save money in the long term.  The overriding message was that funding needs to be adequate, and that children’s needs should come first.





Other recurring comments

The Privacy Act and services for children and young people with autism were mentioned less frequently than the themes above, but as most of those who commented on these were in agreement, they would seem to deserve a mention here.  Almost all of those who commented on the Privacy Act saw the Act as potentially destructive (“absolute nonsense”), and agreed that it should not be a barrier to integration or to parents getting information about their child.



“There shouldn’t be any privacy act when dealing with children’s health.  Parents need to know everything regarding their conditions and treatments.  EVERYTHING.”  



Comments on autism were made in response to six of the nine principles.  Almost all of those called for a greater awareness amongst clinicians of autism.



“Autism services in New Zealand are years behind the rest of the world, we would only need to look to Australia to figure out what is needed here.”



“Spend money on intervention and programmes for kids with autism.  The outcome will be less need for services later.”  





�Ranking the Principles



Of the 449 people who answered this question, 103 suggested an alternative ranking, including some who had agreed with the ranking given.  Almost  one quarter of these people thought the sixth ranking principle ‘paediatric specialty services should be based in international best practice, research and evaluation’ should be ranked higher.  About 22% thought the eighth principle ‘paediatric specialty services should be culturally safe’ should be ranked higher, and  20% thought the seventh principle, relating to monitoring and evaluation of services, should be given a higher ranking.



Of those who commented, a number of people who generally agreed with the ranking emphasised the importance of the first principle. 



“Children are the most important thing here, and specialists should consider their needs, after all they would be without work if there wasn’t any sick children.”  Parent of a child aged 1-4 years currently using the service 



“Since paediatric services are services to children and their diseases, of course their needs should be paramount in the delivery of paediatric services.” Interested individual -  Waitakere City



One respondent highlighted the tensions between some of the principles.



“There are some tensions between principles - 1and 2, 3 and 6, 6 and 8.  Strong medical culture versus culture of the child and family.  Also 1 and 8 versus 9.  So there is always a balancing act between the principles.  Principle 3 applies at the lower end for secondary services, but when you need super-specialty services or quaternary services, e.g oncology, tansplants, then single centres of excellence within NZ or travel overseas is necessary and appropriate.  In those circumstances, excellent support services for children/families are essential.” Parent of child who has died



More support for children and families and the need for coordination of services were also raised in a number of comments.



“In this age of increasing technology and escalating costs, let us not forget the dignity of the children, and the coping capacity of the parent(s).  Without support, and coordination of treatment services, these children will never reach their full potential - a great waste.”  Parent of child aged 5-9 years currently using service





�The Principles



Principle One



children/tamariki and young people/rangatahi should have their needs

treated as paramount



Most (88%) of the 449 people who responded to the questions on principle one felt the parents’ comments provided a fair and reasonable description of their experience and knowledge.   About 1% did not agree, and the same amount of respondents answered ‘not sure’.  Around 10% answered ‘partly’.



Over 180 people commented on this principle.  Comments covered a range of issues, including appropriate access to treatment and diagnostic services.



“It took eight months for me to get a diagnosis for my son, and then I had to go further by myself to get information about what the condition was...  There should be proper treatment and support for all.”  Rural parent currently using service



“This (principle) means not having to wait 10 months to see a paediatrician.”  Regional organisation



Many of the comments expressed concern that childrens’ particular needs aren’t recognised or dealt with appropriately by paediatric specialty staff, and highlighted the need for specialists to be able to communicate well with children/adolescents and their parents.  Some pointed out the need for services to be delivered in a child/adolescent friendly environment.  



“”Children need to be taken seriously.” Parent of child aged 5-9



“Essential that child health specialist services are delivered recognising that children’s needs are not the same as adults.  Personnel need to know how to interact with children...  Children with disabilities have different/special needs which must be catered for.”  Interested individual - Auckland City



“Does not reflect the views of parents with a ‘terminally or chronically ill’ child.  Funding should be provided for very complex heart children if they have been saved at birth.  A laxidasical approach must not be taken towards these children... the best must be done medically and surgically for these children at all stages in their life.”  Parent of child aged 5-9 currently using service



“I endorse the importance of this principle.  During my involvement with families using child health specialty services I have seen significant advances in clinical care, but these have not been matched by acknowledgment of, and provision for the children, young people to have their needs treated as paramount.  This has sometimes hindered a successful outcome for the clinical treatment.”  Interested individual - Auckland City



“At the end of the day I want the best treatment for my child and I want a doctor who can relate to the child and to the parent.’  Parent of child aged 1-4 currently using service



Some respondents gave particular emphasis to the needs of adolescents, and the importance of treating children and young people within the context of their family/whanau.



“The need for a separate adolescent service must be recognised and take shape under this principle.  Adolescents needs will not be treated as paramount if this is not the case.  .. I would underline wholeheartedly the comment re nurse putting in IVs as registrars may come from adult wards and be returning to adult wards therefore never gaining a real expertise in paediatric IV insertion - and when to stop.”  Interested individual - Auckland City



“When a child is unwell who will speak for him/her?  I support the principle of first call.  In saying this, it is also important to acknowledge whanau/family as advocates.  In validating children’s needs we should be mindful of the whanau as a backbone for children/tamariki in the address of holistic needs.  Our children/tamariki youth/rangatahi should never stand alone.”  Maori submittor - Hamilton







�Principle Two



paediatric specialty services should be child/tamariki and family and whanau focused



Of the 444 people who answered the first question on principle two, almost all (91%) agreed that the parents’ comments provided a fair and reasonable description of their experience and knowledge.  Several people disagreed with the parents’ comments. Around 7% said they felt the comments partly reflected their own experience and knowledge.



Comments received from 227 people in response to principle two covered a huge range of issues.  The needs of families and the effects on family members when children are ill were mentioned often.  Many comments highlighted the need to acknowledge the stress on parents whose children are in hospital, as well as issues around travel and the need for onsite facilities for families when a child is undergoing treatment.



“Desperate need for greater parental support especially for parents caring for infant children who are so dependent.” Rural parent of child aged 1-4 currently using service



“Families need to be supported in so many ways so they can best look after their children; i.e parents need to be listened to, need to eat, sleep, have time out, (and) look after their other children.  It sounds so basic, but it is so lacking in many hospital situations.  Of course if the family has to travel many miles for treatment, the problems are conpounded.”  Parent of child who used service 6-12 months ago



“I question the need for too much to be provided for sibling care - costs could really get out of hand.  Maybe other welfare agencies have to help in this area.  Travel is a major issue to a lot of people.   Certainly, synchronised appointments would be a great help.” Interested individual - Tararua District



“Used to be manager of (a) paediatric ward - I know we couldn’t have cared for the children (with current staff numbers) without parents/caregivers staying with the children and providing care for them.   Therefore from a purely financial, let alone the aspects of the child’s rights in having the family close - parents/caregivers must be catered for in health care settings.  It is also a wonderful teaching setting if utilised as such.” Interested individual - Far North District



Many of those who identified as parents with children who had used or are still using paediatric specialty services raised the need to provide decent meals for parents.  Some suggested they would be willing to pay a part charge if only food could be provided within the hospital so they didn’t have to leave their children.



“If you are at the hospital 24 hours a day you should get meals.  I have gone for long periods without eating because I can’t leave my child, and this just makes tiredness and stress so much harder to cope with.”  Iural parent of more than two children currently using service





�Principle Three



paediatric specialty services should be as close to home as possible, 

within the bounds of quality and safety



Over 85% of the 443 people who responded on principle three said the parents’ comments provided a fair and reasonable description of their experience and knowledge of paediatric specialty services.  Just 1% said no, and 11% felt the comments partly reflected their own experience and knowledge.  Of the people who responded and identified as parents or users of paediatric specialty services, just over half agreed with the comments.



Of comments made by respondents on principle three, the most commonly occurring issue was support for centres of excellence (19% of comments).   Twice as many parents/users as other people supported this idea.



“The child must be treated where the best doctors and equipment are available.” Parent living in main centre currently using service



“I would travel far or near to get the best treatment for my child, but as I don’t have transport other than bus or train, whanau support in my family is most important, and my child’s needs and treatment come first before other arrangements, e.g getting to work.”   Parent living in main centre who used service 6+ years ago



“Having had a child in an adult ward following surgery and also a number of times on a childrens’ ward, I am of the view that it  is probably better to travel and be on a specialist childrens’ ward than to have easy access at home but less support from nursing staff, or they tend to avoid helping you because they feel they don’t understand children.”  Parent living in main centre currently using service 



A smaller number of people (14%) argued against centralisation of paediatric specialty services.



“Of course treatment should be as close to home as possible.  Because employment cannot always be suspended; away from home we lose family, church, community support; parents do so much more than ‘parent’ in hospital, we are a necessary part of the medical administration, and supervision of procedures. The stress from that is enormous - especially for a single parent with other children to look after.  Siblings have needs and rights too, where does that leave them if their parents are far away?  Travelling with a sick child is a nightmare, and there is always so much travel involved.”    parent living in main centre who recently used service



“We suffered greatly being sent to Starship hospital instead of staying in Wellington.  Who needs the stress when your child is dying?”  Parent living in main centre



The discomfort and difficulties of long trips to hospital with sick children were highlighted in many of the comments received, with emphasis on how disruptive long trips can be to families as a whole, putting further stress on already strained relationships.



“The stress of having to be away for long periods of time from home with a sick child is huge.  Family relationships are stretched beyond imagination.  The need for support from other family members and friends and other agencies, e.g Social Welfare, is paramount.”  City parent currently using service



A number of comments suggested mobile clinics are needed in areas away from the big hospitals, although some respondents felt such clinics are not the answer.



“The access to services should be the same whether you live in an isolated rural area or in the city...  If clinics could be set up in areas or at local hospitals and funding provided for family to travel to centre for service.  My child should get the same basic service whether I live in a city or in a rural town.”  Rural parent currently using service



“I agree that we still need a lot of medical services centralised, but sometimes some alternatives would be nice.  Clinics held in centres regularly perhaps.”  Main centre parent currently using service



“ Travelling clinics do not always solve the problem as they may not be in the area on a day or time that suits the family.”  Provider - national response



“I would still like to see my own paediatrician if a travelling clinic was available.”   Town parent currently using service



Several people also pointed out the need for appointments to be coordinated so those travelling long distances to access services aren’t away from home for longer than necessary.



�Principle Four



paediatric specialty services should be integrated with other health services



Of the 438 people who responded on this principle, most  (81%) agreed with the parents’ comments.  A larger proportion than for the previous principles (3%) said they did not agree the comments provided a fair and reasonable description of their experience and knowledge.  



Comments on this principle covered issues such as the need to make sure appointments are coordinated, continuity of staff, privacy issues, and the benefits of a holistic approach to care.  



By far the most comments talked about the benefits of integration, particularly between sectors.  Many raised the issue of repeated retellings of patient histories and the advantages of centralising patient information.



“It would be simpler and less stressful if all my child’s information was in one central place, so I am not constantly repeating myself to several different specialists.  They could access the information themselves if all childrens’ facilities were in one place.”  Parent of child currently using service



“Yes and forget the paranoia about the privacy issues - we are tired of telling the same story and providing the same info to 20 different services.”  Parent currently using service



“This is completely time wasting and frustrating.  After the third request for the same information (very common in my experience) I feel as if I’ve been talking to brick walls.  Surely with fax machines and computers this aspect can be vastly improved.” Parent currently using service



Better integration between health and education was another issue raised often.



“If this review does not include the interface between health and education it will surely fail to improve services for the group of children who have health or disability needs met in the education sector.  Having worked at the interface for 15 years, I find it increasingly frustrating to watch the direction Education, especially Special Education Services, is taking.  I do not believe it is the best use of large amounts of public funding.”  Provider - local response



“Urgent - until health and education are more closely aligned, and a team approach implemented, children’s health and development needs will not be adequately met.” Support / interest group - local response



Having a key worker or advocate for each child who is responsible for making sure the child gets the services he or she needs was seen by a number of people as something well worth considering.



“A liaison person who is preferably a permanent member of staff to coordinate all services wherever they are being delivered (e.g hospital/community, health/education) would assist greatly.  Important for flow-on bridge effect, for children who have been in hospital and return to school environment.  Sometimes there is a lack of follow-up of help with issues for children when they have left hospital.”  Provider - national response



“One person is needed to integrate the services and to advocate for the family.  It is unjust that the family carry the load of making it all fit together.”  Support / interest group - local response



“This is an area in which we are frequently involved.  The most  productive model is one of coordination, collaboration, and a planned approach.  There needs to be more planning on individual cases, and this should include the other service providers.  The object must be to see what is needed, who is the best provider, and coordinate delivery.  To do this, a communication process of high quality must be put in place and maintained through a case manager or lead agency.”  Provider - local response



�Principle Five



paediatric specialty services should be provided to achieve equity



Most people agreed with the parents’ comments on principle five, with less than 1% of respondents saying they did not agree, and around 7% saying they partly agreed.  Fewer than half of those who answered the first question on principle five took the opportunity to comment, with the majority of comments centring around access to medical information and consistency, both in terms of policy and in the way families are treated by the services they come in contact with.



“Information and education is the key issue - access to it, quality of it, cost of it and all who need to know it - must be culturally and linguistically appropriate.” Interested individual - Auckland City



“RHAs need to be offering equal terms through NZ, e.g carer support.” Provider - national response



“Why should our families be disadvantaged just because they choose to live in a rural area?  Why should our families be punished for the choice they made by the cost of travel, home help, accommodation, etc?”  Early childhood organisation - regional response



“Rules with different CHE in regards to accommodation/food expenses/travel allowance are different.  WHY?  We have never received food allowances that other people from different areas were entitled to.  It’s dreadfully embarrassing having to ask for help to buy your food.  This area really does require equity for all.”  City  parent currently using service



“Best care no matter where.  The issues are not that the environment is not home, more the cost and time in travel.   It doesn’t matter where the care is - it’s costly or time consuming to get to.  More money needs to be allocated to cover isolated families with children who are seriously ill.”  City parent of child who died



“As I mentioned before a booklet or information pack given to all parents who have children with special needs is a must - how do we know what’s available to claim for?  It’s OK in big centres where you meet lots of people in the same boat but not in isolated areas where you’re the only one going through the system.”  Small town parent currently using service



“We have had to wait five months for a paediatric appointment.  We have had to wait eight months for a hearing test.  I have spent three months trying to find early intervention people.” Small town parent of child aged 0-12 months



“How do we get a second opinion without the ‘old boys’ network working to stop bias?  Access for initial diagnosis and second opinion must be provided equitably.”  Main centre parent currently using service�  

“Am curious as to why it seems to take longer for some to see a paediatrician than others.  From experience it seems to depend on how well the GP conveys the urgency of the situation in the referral letter - so have learned to get on the GP’s back about how effectively she writes the letter.”  Pacific Island parent currently using service





Several respondents felt that real equity is simply not possible.



“Some of the comments are perhaps unrealistic - by doing some of the things suggested, the cost of treatment would go up to pay for the cost of the extra service expectations.”  Maori parent who has never used  service - pre /school subsample



“I cannot see how/why a child living in Haast should expect equal access.  Equal treatment yes, but they’ll have to travel.” Main centre parent who used service in last year - pre / school subsample

�Principle Six



paediatric specialty services should be based on international

best practice, research and education



As with most of the principles, only a very small proportion disagreed with the parents’ comments on the sixth principle, with most (89%) agreeing that  the comments provided a fair and reasonable description of their experience and knowledge.   Around 8% of respondents answered that the comments partly provided a fair and reasonable description.



Among the more than 220 comments made on this principle, many were emphatic in their agreement that New Zealand’s child health services be based on international best practice, education and research, with high standards of care and international linkages.  The most common theme was that parents should also be part of the research team/knowledge base for the care of their child, although this was a view shared by a significantly smaller proportion of Maori than non-Maori.   



“It is vital that New Zealand’s child health specialist services are based on international best practice, research and education.  Funding should be provided to ensure that all staff working within (these services) are able to keep up to date with international best practice...”   interested individual - Auckland City



“High standards are necessary to ensure high quality care.  Standards should be based on international best practice, research and education.  International linkages are important because of New Zealand’s geographical isolation and relatively small population.”  Provider - national response



“So often we take for granted that specialists know everything in their field, but how do we know if they really are up to date on research?” Town parent - CHE subsample



“Parents need to get away from the us and them principle...  when dealing with professionals we’re all supposed to be on the same team...  I think if a better understanding can be reached between parents and doctors, and both parties are working towards the same objectives and are open and honest with each other, much can be achieved.” Parent currently using service



“There should be more acknowledgement and support for research by parents, many of whom attend overseas conferences and develop and maintain in order to learn as much as possible about their child’s condition.”  Support / interest group - regional response



“Parents need to be listened to as they can often be the experts on their child, especially in the case of rare conditions.”  Provider - local response



Some comments expressed concern that international best practice is not always the answer, particularly for New Zealand children whose culture may be vastly different from those in other parts of the world.  Others questioned the value for parents of information obtained over the Internet. 



“Best international standards are not always the correct ones for New Zealand.  We have our own unique cultural mix and often we surpass international standards or we don’t regard them as essential.  Our Visiting Neurodevelopmental Therapy ???  service is a unique and very much appreciated early intervention service for our children with disabilities.  It is not available anywhere except NZ.  So NZ actually sets the standard worldwide.”  Interested individual - Palmerston North



“The Internet information is only as good as the knowledge of the person who puts it there... Parents accessing medical information do not always understand the terminology and may misinterpret the information.”  Interested individual - Wellington



Having enough money in the system to ensure this principle can be upheld was a factor raised by several respondents.   Most recognised that funding issues mean what is ideal is not always practicable, and that a ‘balancing act’ is required.



“Money should not dictate treatment - all New Zealanders deserve the best treatment available, but this is not always the case.”  Parent currently using the service 



“This is ideal to aim for, but is not compatible with the statement that there is not enough money for everything.  Especially if international best practice (equals) the most expensive (treatment) for rare illnesses - it could be cheaper to send child and mother abroad rather than keep costly equipment and specialists here.”  Submittor - Waitakere City



“We have found the cardiologists at Green Lane Hospital medically stand out from the medical protocols common to heart hospitals around the world.  We are much too small and medically underfunded as a country to take this approach.  We must implement overseas findings in our heart hospital.”   Parent currently using service







�Principle Seven



paediatric specialty services should be regularly monitored and evaluated



Over 90% of respondents agreed with the parents’ comments on this principle, with only a few saying they disagreed or weren’t sure.  



The majority of the 261 comments (from 261 respondents) felt quality staff and making sure health professionals are accountable to be central to this principle.  A number of parents in particular called for greater accountability at all levels - from nurses and registrars to the Minister of Health - and more parent involvement in monitoring/auditing services.



“If specialists are to do a good job, then we must make them accountable - check on their performance regularly.”  Parent currently using service



“Monitoring systems at present are based on outputs - there is no accountability in the system at the higher level.”   Interested individual - Auckland



“How can we hold professionals accountable if Health Minister won’t take responsibility for his bad health handling?”  parent currently using service



“Monitor more closely the performance of registrars.  Green Lane’s service should be compared in a more comprehensive and regular way than is currently occurring.” Parent currently using service



“Parents /family/whanau should definitely be involved in auditing services.” Parent currently using service



“Hospitals need to form parent advisory boards/committees as part of their monitoring and evaluation process.  Some children can also contribute to the process as recommended in the United Nations Convention on the rights of the child, Article 12:1.”   Interested individual - Auckland



A number of comments highlighted the need for complaints procedures and processes to make those known to parents, so parents feel they are able to complain and be heard.



“Need a complaints procedure that parents know can be trusted...  At the moment complaints go nowhere.”  Parent currently using service



“I have never been offered the opportunity to make a complaint about any of the times that my child has suffered in the hands of an incompetent practitioner.  I now know that I can do so, but it is another hassle in a very stressful existence.”  Maori parent currently using service



“Client satisfaction type surveys by hospitals would be a good idea.  Paediatricians would learn a lot about their service from having focus group sessions with parents/children - well-facilitated of course.  Could lead to very positive changes.”  Parent currently using service 



A range of other issues were also touched on, including the need for minimum standards and national guidelines, making sure services are culturally safe, and appropriate waiting times.

� Principle Eight



paediatric specialty services should be culturally safe



As with many of the other principles, over 80% of the 439 responses on principle eight agreed with the parents’ comments, although this is the lowest to answer ‘yes’ to this question on any of the nine principles.  Just over 1% said no, the comments did not provide a fair and reasonable description of their experience and knowledge, with 10% answering ‘partly’.  A higher than usual proportion of respondents (4.1%) felt unsure whether they agreed or disagreed with the parents’ comments.  



Over 150 people commented on the principle, giving a total of 179 responses on topics ranging from the need for courtesy and better communication from staff, acknowledging the importance of cultural safety, New Zealand’s multicultural nature, and the need for interpreter services and for putting children’s wellbeing before questions of cultural safety.  The broadest topic - courtesy, better communication and sensitivity on the part of paediatric services staff - generated the most comments, adding to the large number of comments already made about this topic in response to previous principles.



Improving professional training, recognising other ‘cultures’ - those of the poor, people with disabilities, and people with differing spiritual needs were also raised in response to this principle.



“Surely it is about sensitivity to other people’s needs.”  Parent - pre /school sub-sample



“Cultural safety is a pathetic phrase to use... and if people from varying cultures want the best that medicine can provide then they must be prepared to compromise.  However, medical professionals should show sensitivity to the family situation of all parents and endeavour to communicate effectively and discuss issues which may be of cultural/social significance.”   Parent who used service in the past - pre / school sub-sample 



“I don’t relate to some of the cultural stuff because medicine to me is not related.  But I have sat and watched non-Europeans being treated in such a patronising way it’s not funny.  It’s hard enough for those of us who are assertive to get even half of what we want, but some doctors don’t even give the others the basics...  There needs to be time taken with everyone to explain, to let us ask questions, to explore options if it’s not life-threatening.”  Parent who has recently used services 



“We are not all the same - all health professionals (CHE services) should have ongoing compulsory updating and upskilling in multicultural aspects of care as part of their professional development.  I wouldn’t expect to be treated or cared for by any health professional that is culturally unsafe and uninformed of cultural issues.”   Maori parent who has recently used service



“New Zealand is a multicultural society and we need to be sensitive to everyone.”  Parent who recently used service



 “(Intepreters) should be readily available in hospitals.  Goes a long way to reducing stress.  Just because we cannot converse fluently in English does not mean we cannot understand.”   Pacific Island parent



“(We) need to be careful that being culturally safe is not at the expense of other patients.  The whanau of one patient took over our ward, sleeping in the lounge and coughing up and down the ward.”  Parent currently using service



“We have to remember that the sick child in hospital is there for that reason - it’s not open season for 24 hour visiting by all and sundry...  let’s respect all people and try and have some sensible practical skills and guidelines in hospital.”  Parent  - CHE sub-sample



“Different sections of our society also have their own culture.  Greater attention should be given to the cultural needs of low income and disadvantaged groups in our society.” National  organisation



Principle Nine



paediatric services should be fiscally responsible



“I think this is a very difficult area and I don’t know if resolution is possible.” Parent currently using service



Of the 436 people who responded to principle nine, 87% agreed the parents’ comments provided a fair and reasonable description of their experience and knowledge, with around 8% answering ‘partly’ and just over 1% saying ‘no’.



In total, 209 comments were made on the principle that services should be fiscally responsible.   From the comments it was clear that ‘fiscally responsible’ means very different things to different people.  However, a significant proportion of comments favoured services being cost-effective, efficient, coordinated and outcomes based, with early referrals to ensure best outcomes.   Another commonly-mentioned theme was the need to ensure adequate funding for services, perhaps by spending less on administration and more on actual health services.  



One overall theme which came through in a number of responses was that the health of children should come before issues of funding.  Some comments identified specific services which would benefit from more, targeted funding.



“Fiscal responsibility must occur in conjunction with implementation of quality standards which are monitored and evaluated on a regular basis in a manner open to public scrutiny.”  Parent who has recently used service



“Fiscally responsible is being interpreted by some health services as keeping within budgets regardless of a reduction in quality.  When the resources of a country are scarce ‘first call for children’ should prevail.  Failure to address early childhood illnesses - e.g hearing - can result in increased costs to the country in later years.  Adults can often afford to wait for treatment without serious long term effects.  Children cannot.”  Interested individual - Auckland



“Decisions should take into effect the long term consequences for children.  It is not fiscally responsible to fail to provide essential child centred services at the right time.” Support / interest group - national response



“I am concerned that agreements with this statement may be used as justification to strip funding, thus creating further misery and despair.”   Interested individual - Auckland



“If specialists are keeping up to date with best international practice they should be aware of the most cost-effective means of service delivery.  ‘High tech’ does not necessarily equate to high cost.  It appears many clinicians are reluctant to place trust in relatively low cost treatments.” Parent currently using service



“(I) don’t believe adequate recognition is being given to the financial cost parents have to meet with a chronically ill child - including emotional costs - that are reflected in food bills, absences from work, transport, childminding, and parental ill-health.”  Parent - CHE sub-sample



“Reduce the number of management positions and administration and put the money into the delivery of improved health services.”  Interested individual - Napier



“Our daughter’s life was saved by well-intentioned specialists.  We have nursed her for 10 years since then and have been able to giver her a happy life with her family.  The cost (not just dollars) has been huge.  If asked after her birth I would have requested that they leave her alone and let her slip away in my arms.  I love her dearly, but I still believe that she was meant to die then... it will be so much harder - after all this - when she dies later.  I also believe that the fiscally responsible decision is not to have a sick, malformed disabled baby.” Parent currently using service



“Please, please, please - fiscal responsibility is practising preventive medicine.” Parent currently using service



“Fiscal responsibility entails a long term, comprehensive understanding of true costs.  Short term monetary savings in this year’s health budget simply transfer...  Increased spending for preventive and rehabilitative care in childhood would ultimately save the tax payer dollars by:

increasing the tax base (parents could rejoin the paid workforce and relatively healthy children could resume education and gain employment skills

decreased family reliance on other social services.”

support / interest group - local response



�

Findings from  the Consultation with Maori



Six questions were asked in a separate section aimed specifically at Maori submittors.  People completing this were also encouraged to complete the questions in the main submission booklet.  



Findings from this part of the consultation cannot be taken as being representative of the views of Maori because a number of non-Maori also answered the questions.





Question One

Did you have to wait long for your child to access the services?



Of the 159 people who answered this question, just  56 were Maori.  Just over 50% of the total respondents answered ‘no’ they did not have to wait at all, or did not have to wait too long to access paediatric specialty services.  14% answered that they sometimes had to wait, and 32% answered they usually had to wait.



Some of those who answered ‘no’ put their access to services down to ‘know how’, rather than services being readily accessible.



“That’s because I’m very conversant with how to access services, what to say, where to go and how to go about it.” Maori parent living in main centre who used services several years ago



“Persistent calls to the right people get  you anywhere!” Maori parent living in main centre currently using service



Of those who said ‘yes’ they did have to wait a long time, several went on to say they had waited for months to access services.  In some cases, children had waited more than a year to get services, and in several instances respondents said they had eventually ‘gone private’ to get treatment for their child.  



Not all of the comments made were negative, however.



“Initially we did (wait), but once we had been seen the first time, we were seen as often as necessary after that.”  Pakeha parent currently using service



“No, our child has been seen whenever he needed specialist services.” main centre Pakeha parent currently using service





Question Two

Were you satisfied with the care your child received?



Maori were well-represented among those who answered ‘yes’ to this questions (48% of respondents said they were satisfied) and those who said they were mostly satisfied (10% of respondents).  14% answered ‘no’, with  26% saying they were either only partly satisfied or who answered ‘yes/no’.  Non-Maori formed the bulk of those who gave the latter answers.  Of the 157 people who answered question two, 55 people (1/3) identified as Maori, and 13 as Pacific people.



Many of the comments given raised the issue of communication, a common theme of many responses.  Concerns about clinical expertise on the one hand, and praise for staff on the other were also features of responses to this question.



“In the beginning no (not satisfied).  Taught myself to stand tall before the professionals.  If we were shy we would have been left behind by the professionals.”   Maori parent whose child died



“Very satisfied with care received, but concerned with the infrequency of it.”   Pakeha parent currently using service



“Starship was absolutely wonderful.  Very nice doctors/nurses who explained everything very well.  Very caring.  I was impressed.  A huge improvement from years ago.”   Pakeha parent currently using service



“They informed and educated me on how to handle the situation if it ever occurred again.  Because of family hereditary conditions the medical staff supplied me with medication to help the condition if it occurred again.  Very informative.”   Maori parent 



“They had token services in place.  Nurse that looked after child and whanau; doctors that spoke with child and whanau about what they would do in the operation.  Staff appeared to have limited time and set agendas that did not cater for the extra questions/concerns I had as a parent.”  Pacific parent living in main centre



“In fact it ‘did not work’ and I am confronted with another appointment to go back to service that I have no confidence in and the need to demand further treatment or just keep battling on.”   Pakeha parent who used services six-twelve months ago



“Intensive care nursing staff were the only ones who could communicate effectively.”   Pakeha parent currently using service





Question Three

Were services focused on your child and whanau?



Of the 151 people who answered this question, almost half (46%) answered ‘yes’.  4% answered ‘mostly’ and 22% said that ‘yes’, services were child focused, but were not focused on the whanau.  15% of those who answered said ‘no’.  



Although around just 1/3 of the total number who answered this question were Maori, a comparatively high number of Maori were among those who said ‘yes’ services were focused on children but not on the whanau.



Very few people commented on this question, giving a total of 24 responses.  The most commonly raised issue was communication, with the majority of comments on this negative.  This was an issue raised largely by non-Maori respondents. 



“”We had no idea where to go and what to do.  We had to find out ourselves by phoning other parts of the country.”  Pakeha parent currently using service



“Definite attention needed in schooling specialists on people skills.”  Pakeha parent  currently using service



“Staff did not establish trust with us.  They focused on ‘doing to’ and not ‘doing with’.”   Maori parent who used services 3-5 years ago



“You have to provide total care for child.  No-one gives you a break to go and get meals; child refuses to be left and you are stuck.  No-one brings food for parents.  Husband and I ran shifts so one was with child and the other could get food, have a break etc (while looking after other younger child!)”  Pakeha parent currently using service



“They care but are not culturally sensitive to the needs of other ethnic groups.”   Pacific parent currently using service







Question Four

Was whanau support made available to you and your child?



Of the 140 people who answered this question, the largest response was ‘no’ (38%).  Just over one third (36%) answered ‘yes’, and 13% answered either ‘partly’, ‘yes/no’ or ‘sometimes’.  The remainder said either that this question was not applicable to them or that they did not need whanau support.    Maori respondents featured highly among those who answered ‘no’.



One theme which came through clearly in responses to this question was that different people had different interpretations of “whanau support”.  Some wrote about whether their specialist had an understanding of the Treaty of Waitangi; others about accommodation for family members, the availability of immediate family members to be with the parent(s), the availability of Maori staff to talk with/support the family, and the fact that staff didn’t seem interested in how the family was coping, only the child.



“Kaitiaki were present but were limited support.  For the more urgent services we were reliant on mainstream provision.  Kaitiaki were not given any resources to facilitate meeting needs.”  Maori/Pakeha interested individual - Hamilton



“First child - yes, at one stage.  Apparently a support service contacted us and had details of our child’s case before we did.  We were shocked.  Second child - not at this stage.”   Maori/Pakeha parent currently using service



“Our organisation provides whanau support and it seems as though this lets health specialist services off the hook.” Maori organisation - local response



“Yes, at Starship we stayed at the Whare, and at Green Lane accommodation for parent was provided and they had a school room for kids.  Siblings/family are not a consideration for the medical profession - this is wrong.”  Pakeha parent currently using service





Question Five

How can services be improved?



There were 197 responses to this question from 127 people.  The two issues raised most often in comments were communication and talking with parents, and more support for parents at the hospital (including meals, sleeping arrangements and time out).  Information for parents, coordination of appointments, consistency of service provision across CHEs, more resources for paediatric services and following the principles were other areas where people felt improvements could be made.



“Service providers, e.g therapists and specialists, should explain the child’s condition in plain English, not jargon, and be up front about what can and can not be provided.”   Maori parent currently using service



“Our first paediatrician was vague at the start - really scared us about what might be wrong.  Never went without husband after the first appointment to ensure we understood what he was saying.  They need better communication skills.” Pakeha  parent currently using service



“Please have whanau Maori workers/kaimahi/kaiawhina available.”   Maori parent who has used services in last 3-5 years



“Follow-ups to make sure you’re coping, and if you’re not, quicker action needed.”  Pakeha parent currently using service



“Many parents get tired and run down, especially when staying for more than a few days.  Lack of sleep is a big problem.  One night I had to sleep in a lazyboy when there were 11 empty beds on the ward.”   Pakeha parent who used services 3-5 years ago



“Information, information and more information!!  Where is it??  You have to be a research professional to get it.  We need a booklet on what’s available, including early intervention, medical services, parent support services, etc.”   Pakeha parent currently using service



“Better integration of primary/secondary services.  Referral systems which promote quality, holistic follow through care to the family from home to hospital and back home.”  Pakeha interested individual - Hamilton





Question Six

How important is it to you and your whanau for services to be as close to home as possible?



Just over a two thirds (67%) of those who answered this question said they felt it was ‘very important’ that services be delivered as close to home as possible.  A quarter of those were Maori.   Comments on this question mentioned financial issues, having family and friends around for support, and being able to care for other children while taking care of a sick child as reasons for wanting services close by.  



Of the 150 people in total who answered this question, 8% said it was ‘not essential’ and they were prepared to travel if financial assistance is available.  Some felt that while it is important, it is also important to have the ‘hi tech’ specialty services in the cities.  Many comments highlighted  the importance of having services nearby for the well being of children and whanau, and the costs of travel and accommodation for families who have to travel to access services.



“Very important, but I would travel to the ends of the earth for my child/ren to receive a ‘quality’ service instead of second best.” Maori parent - Far North District



“For specialist care (e.g plastics) it is expected and logical for it to be in Christchurch.  But on the West Coast it is extremely important we have surgery and care for children.  Our isolation dictates that.  In winter we are at times cut off.  Summer too with a good flood and atrocious weather.” Pakeha parent - Grey District



 “Important to have services close to home because of finances - have to rely on handouts and whanau if you’re lucky enough to have their financial support, otherwise you say nothing and feel ashamed, embarrassed and guilty.” Maori parent  - Christchurch City



“Very important as I don’t have my own care and usually rely on public transport.”  Maori parent - North Shore City



“What happens to those who can’t afford (to travel)?” Pakeha parent - Wellington City



“We have two other children and it is hard for my husband to get time off from his job.  And being close to home as possible makes for a better family relationship and cuts down on some of the stress factors.”  Pakeha parent - Buller District



“For the child it is important for grandparents, siblings and parents to be around, but for the parent staying in with their child, it is crucial to have that support and love to help through the really stressful time.”  Pakeha parent - Upper Hutt
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List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	420	 Individual Respondent	Matamata

	207	Group Respondent	Clinical Training Agency	Christchurch

	429	Group Respondent	Otago Association for Deaf Children	Dunedin

	362	Group Respondent	Arahi Maori Women's Welfare League	Invercargill

	73	Group Respondent	Marlborough Playcentre Association	Marlborough

	355	Group Respondent	Bay of Plenty Plunket	Tauranga

	350	Group Respondent	Foxton Kindergarten Association	Horowhenua

	83	Group Respondent	Conductive Education of Parents of Pre-School 	Hamilton

	Group

	84	Group Respondent	King Country Playcentre Assn	PIRONGIA

	462	Group Respondent	Tipu-Ora	Christchurch

	342	Group Respondent	Buchanan Clinc Psychiatric Rehabilitation	Auckland

	88	Group Respondent	Hutt City Safer Community Action 	Hutt City

	Network

	338	Group Respondent	Asthma Society	Waikato

	337	Group Respondent	Te Kupenga Hauora	Napier

	333	Group Respondent	Piako Community Whanau Trust	Morrinsville

	332	Group Respondent	Rukumoana Kohanga Reo	Morrinsville

	329	Group Respondent	Putaruru Playcentre	Putaruru

	32	Group Respondent	SIDS Auckland South Inc	Auckland

	297	Group Respondent	Children's Health Liaison Group Inc.	?

	447	Group Respondent	Naku Enei Tamariki (NET)	Wellington

	461	Group Respondent	Hauora Matauraka Me Maori SIDS	Otautahi

	457	Group Respondent	Healthlink South	Christchurch

	456	Group Respondent	Templeton Centre	Christchurch

	454	Group Respondent	Templeton Centre	Christchurch

	452	Group Respondent	Waitara

	451	Group Respondent	Autistic Assn	Gisborne

	450	Group Respondent	Palmerston North City Council	Palmerston North

	65	Group Respondent	Playcentre	Nelson

	448	Group Respondent	Timaru Maori Women's Welfare League	Timaru

	435	Group Respondent	Wanganui District Council	Wanganui

	445	Group Respondent	Paediatric Special Interest Group Of NZ	Wellington

	443	Group Respondent	Physiotherapy Paediatric Special Interest Group	Wellington

	442	Group Respondent	NZ Society of Physiotherapists	Wellington

	440	Group Respondent	2 Physiotherapists	Porirua

	438	Group Respondent	Office of The Commissioner for Children	Wellington

	437	Group Respondent	NZ Medical Association	Wellington

	436	Group Respondent	Foundation for Peace Studies	Auckland

	38	Group Respondent	Conductive Education	Dunedin

	449	Group Respondent	Te Korowai Hauora O Hauraki	Thames

	289	Group Respondent	Parent To Parent	Auckland

	36	Group Respondent	Kindergarten	Hutt Valley

	235	Group Respondent	Intractable Epilepsy Parent Support Group	Warlcworth

	233	Group Respondent	Head Injury Society Canterbury	Christchurch

	171	Group Respondent	NZ Hospital Teachers' Assn	New Zealand`

	172	Group Respondent	Parent to Parent Southland	Invercargill

	173	Group Respondent	Waiwharariki Maori Women's Welfare League	North Shore

	304	Group Respondent	ADD Association Inc	Rotorua

	161	Group Respondent	National Council of Women (Dunedin)	Dunedin

	290	Group Respondent	Parent and Family Resource Centre Inc	Auckland

	246	Group Respondent	Stratford Parents' Centre	Stratford

	198	Group Respondent	DPA	Wellington

	219	Group Respondent	Otara

	200	Group Respondent	National Council of Women of New Zealand Inc.        Wellington

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	217	Group Respondent	Mangere

	212	Group Respondent	North Shore City

	210	Group Respondent	Epilepsy Association of NZ Ltd	Wellington

	205	Group Respondent	Canterbury Health Coalition	Christchurch

	295	Group Respondent	Playcentre Association	Auckland

	139	Group Respondent	Children's Therapy Svce - Starship	Auckland

	343	Group Respondent	Fetal Alcohol Advocacy Southland	Invercargill

	314	Group Respondent	Nursing & Midwifery Dept. Otago Polytechnic	Dunedin

	124	Group Respondent	Taieri Parents' Centre	Mosgiel

	282	Group Respondent	Homai Vision Education Centre (RNZFB)	Manurewa

	126	Group Respondent	HBC Christian Love Link	Hibiscus Coast

	127	Group Respondent	Rotorua

	130	Group Respondent	Child Development Foundation	Auckland

	168	Group Respondent	Solutions	Whangarei

	137	Group Respondent	Arthritis Foundation	Rotorua

	319	Group Respondent	Brain Injury Assn	Auckland

	142	Group Respondent	Plunket Society	Tauranga

	143	Group Respondent	IHC	Christchurch

	148	Group Respondent	Plunket	Matamata

	256	Group Respondent	Tongan Tamaki Community Centre	Glen Innes

	154	Group Respondent	Public Health Nurses	South Canterbury

	155	Group Respondent	Central Hawkes Bay

	249	Group Respondent	South Canterbury ADHD Support	Timaru

	136	Group Respondent	IHC NEW ZEALAND INCORPORATED	Wellington

	470	Group Respondent	Hauraki Help Society	Hauraki

	391	Group Respondent	Royal NZ Plunket Society	Dunedin

	390	Group Respondent	Parents of The Visually Impaired	Dunedin

	423	Group Respondent	Social Work Department - Starship Hospital	Auckland

	424	Group Respondent	Lower Hutt Parents' Centre	Lower Hutt

	9	Group Respondent	EANZ	Rotorua

	467	Group Respondent	Tipu Ora	Tuahuriri

	19	Group Respondent	Gore & Districts NCW	Gore

	469	Group Respondent	Plunket Soc                                                                 not given

	379	Group Respondent	Children's Health Camps Board	Wellington

	414	Group Respondent	Parent to Parent	Waikato

	104	Group Respondent	Women's Family Support Group                                 not given

	412	Group Respondent	Parent to Parent	Timaru

	472	Group Respondent	Kidney Kids Support Group	Howick

	97	Group Respondent	Bay Of Islands

	465	Group Respondent	PKU Support Group	South Auckland

	406	Group Respondent	The Health Alternatives for Women (THAW)	Christchurch

	46	Group Respondent	Te Ha O Te Oranga - Mobile Community Nursing 	Dargaville

	Service

	101	Group Respondent	Otaki Community Health Group	Otaki

	64	Group Respondent	Northland Free Kindergarten Assn	Northland

	62	Group Respondent	Plunket Nurses	Christchurch

	474	Group Respondent	Tuatapere

	372	Group Respondent	Child Cancer Foundation	Eastern Bay Of Plenty

	464	Group Respondent	NZCCS Nelson/Marlborough	Nelson

	6	Group Response	Te Kohanga National Trust	Wellington

	5	Group Response	Whangarei

	50	Group Response	Auckland School Nurses Group	Auckland

	7	Group Response	Needs Assessment and Service Coordination	Christchurch

	476	HFA Staff	Meeting with Pacific Island Advisory and 	Invercargill

	Cultural Trust, Southland

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	2	High School	Onehunga High School	Auckland

	189	Individual Respondent	Papakura

	378	Individual Respondent	Stratford

	401	Individual Respondent	Lower Hutt

	213	Individual Respondent	Mt Wellington

	146	Individual Respondent	Auckland

	134	Individual Respondent	Pahiatua

	56	Individual Respondent	Te Anau

	157	Individual Respondent	Te Awamutu

	158	Individual Respondent	Hamilton

	55	Individual Respondent                                                                                                           not given

	61	Individual Respondent	Christchurch

	63	Individual Respondent	Lower Hutt

	140	Individual Respondent	Palmerston North

	135	Individual Respondent	Te Kuiti

	138	Individual Respondent	Christchurch

	159	Individual Respondent	Mt Eden

	160	Individual Respondent	Invercargill

	54	Individual Respondent	Tauranga

	141	Individual Respondent	Auckland

	59	Individual Respondent	Hamilton

	57	Individual Respondent	Gore

	162	Individual Respondent	Kaitaia

	58	Individual Respondent	Napier

	144	Individual Respondent	Invercargill

	153	Individual Respondent	Not Given

	152	Individual Respondent	Wellington

	145	Individual Respondent	Stewart Island

	151	Individual Respondent	Hamilton

	147	Individual Respondent                                                                                                           not given

	52	Individual Respondent	Hamilton

	150	Individual Respondent	Dunedin

	149	Individual Respondent	Whangarei

	60	Individual Respondent	Napier

	156	Individual Respondent	Dunedin

	197	Individual Respondent	Lower Hutt

	186	Individual Respondent	Manukau City

	187	Individual Respondent	Otahuhu

	188	Individual Respondent	Howick

	190	Individual Respondent	Papatoetoe

	191	Individual Respondent	Otahuhu

	192	Individual Respondent	Otara

	193	Individual Respondent	Maraetai

	194	Individual Respondent	Otara

	53	Individual Respondent	Not Given

	196	Individual Respondent	Opononi

	49	Individual Respondent	Napier

	48	Individual Respondent	Waipawa

	47	Individual Respondent	Wellington

	201	Individual Respondent	Massey

	202	Individual Respondent	Waitakere City

	203	Individual Respondent	Waitakere City

	204	Individual Respondent	Rural Taupo

	45	Individual Respondent	Palmerston North

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	206	Individual Respondent	Rotorua

	195	Individual Respondent	Opononi

	175	Individual Respondent	South Auckland

	164	Individual Respondent	Nelson

	165	Individual Respondent	Auckland

	166	Individual Respondent	Hokitika

	167	Individual Respondent	Kaiawa

	169	Individual Respondent	Invercargill

	133	Individual Respondent	Hamilton

	170	Individual Respondent	Napier

	123	Individual Respondent	Kaikohe

	185	Individual Respondent	Manukau City

	174	Individual Respondent	Gore

	184	Individual Respondent	Manukau City

	176	Individual Respondent	Wellington

	177	Individual Respondent	Auckland

	178	Individual Respondent	Invercargill

	179	Individual Respondent	Papatoetoe

	180	Individual Respondent	Papatoetoe

	181	Individual Respondent	Waikato

	182	Individual Respondent	Manurewa

	183	Individual Respondent	Papatoetoe

	163	Individual Respondent	Auckland

	51	Individual Respondent	Hamilton

	71	Individual Respondent	Auckland

	17	Individual Respondent	Christchurch

	117	Individual Respondent	Mangonui

	22	Individual Respondent	Bucklands Beach

	66	Individual Respondent	Gore

	21	Individual Respondent                                                                                                           not given

	67	Individual Respondent	Upper Hutt

	68	Individual Respondent	Wellington

	69	Individual Respondent	Dunedin

	115	Individual Respondent	Hamilton

	20	Individual Respondent	Te Kuiti

	91	Individual Respondent	Auckland

	72	Individual Respondent	Alexandra

	74	Individual Respondent	Takanini

	75	Individual Respondent	Waikato

	76	Individual Respondent	Rotorua

	18	Individual Respondent	Hamilton

	77	Individual Respondent	Hamilton

	78	Individual Respondent	Rotorua

	79	Individual Respondent	Christchurch

	125	Individual Respondent	New Plymouth

	70	Individual Respondent	Auckland

	98	Individual Respondent	New Plymouth

	105	Individual Respondent	Mt Wellington

	106	Individual Respondent	New Plymouth

	107	Individual Respondent	New Plymouth

	103	Individual Respondent	Tararua

	108	Individual Respondent	Clevedon

	102	Individual Respondent	Lower Hutt

	109	Individual Respondent	Auckland

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	100	Individual Respondent	Levin

	116	Individual Respondent	New Plymouth

	99	Individual Respondent	Auckland

	81	Individual Respondent	New Plymouth

	111	Individual Respondent	Auckland

	96	Individual Respondent	Auckland

	112	Individual Respondent	Dunedin

	95	Individual Respondent	Dunedin

	94	Individual Respondent	Mosgiel

	113	Individual Respondent	Auckland

	93	Individual Respondent	Eketahuna

	114	Individual Respondent	Gisborne

	92	Individual Respondent	Waitakere

	110	Individual Respondent	Auckland

	119	Individual Respondent	Waikanae

	80	Individual Respondent	Upper Hutt

	35	Individual Respondent	Whakatane

	37	Individual Respondent	Titirangi

	39	Individual Respondent                                                                                                           not given

	40	Individual Respondent	Auckland

	4	Individual Respondent	Whangarei

	41	Individual Respondent	Auckland

	42	Individual Respondent	Auckland

	33	Individual Respondent	Hamilton

	118	Individual Respondent	Greymouth

	31	Individual Respondent	Kapiti

	120	Individual Respondent	Wellington

	121	Individual Respondent	Hamilton

	122	Individual Respondent	Gisborne

	3	Individual Respondent	Auckland

	87	Individual Respondent	Kerikeri

	1	Individual Respondent	Greymouth

	128	Individual Respondent	St Bathans

	129	Individual Respondent	Invercargill

	131	Individual Respondent	Wellington

	43	Individual Respondent	Palmerston North

	90	Individual Respondent	New Plymouth

	82	Individual Respondent	Westport

	16	Individual Respondent	Browns

	15	Individual Respondent	Waitakere City

	85	Individual Respondent	Kaitaia

	86	Individual Respondent	Kaitaia

	14	Individual Respondent	Auckland

	13	Individual Respondent	Dunedin

	89	Individual Respondent	Tauranga

	34	Individual Respondent	Christchurch

	11	Individual Respondent	Hamilton

	132	Individual Respondent	Rotorua

	23	Individual Respondent	Stokes Valley

	24	Individual Respondent	Mt Albert

	10	Individual Respondent	Cambridge

	25	Individual Respondent	Mt Albert

	26	Individual Respondent	Porirua

	8	Individual Respondent	Tauranga

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	27	Individual Respondent	Papakura

	28	Individual Respondent	Hamilton

	29	Individual Respondent	Auckland

	12	Individual Respondent	Napier

	411	Individual Respondent	Titahi Bay

	364	Individual Respondent	Lower Hutt

	365	Individual Respondent	Lower Hutt

	428	Individual Respondent	Dunedin

	430	Individual Respondent	Napier

	431	Individual Respondent	Napier

	432	Individual Respondent	Beach Haven

	433	Individual Respondent	Havelock North

	434	Individual Respondent	New Plymouth

	439	Individual Respondent	New Plymouth

	441	Individual Respondent                                                                                                           not given

	371	Individual Respondent	Whakatane

	446	Individual Respondent                                                                                                           not given

	360	Individual Respondent	Gore

	453	Individual Respondent	Cambridge Plunket	Cambridge

	455	Individual Respondent	Christchurch

	458	Individual Respondent	Matamata

	459	Individual Respondent	Matamata

	460	Individual Respondent	Christchurch

	463	Individual Respondent	Putaruru

	366	Individual Respondent	Palmerston North

	367	Individual Respondent	Wellington

	369	Individual Respondent	Christchurch

	298	Individual Respondent	Whakatane

	444	Individual Respondent	Nelson

	347	Individual Respondent	Invercargill

	328	Individual Respondent	Putaruru

	330	Individual Respondent	Hamilton

	331	Individual Respondent	Hamilton

	334	Individual Respondent	Morrinsville

	335	Individual Respondent	Hamilton

	336	Individual Respondent	Waipukurau

	339	Individual Respondent	Levin

	340	Individual Respondent	Pukete

	341	Individual Respondent	Hamilton

	344	Individual Respondent	Whangarei

	363	Individual Respondent	Invercargill

	346	Individual Respondent	Wellington

	361	Individual Respondent	Wellington

	348	Individual Respondent	Westport

	349	Individual Respondent	Ruakaka

	351	Individual Respondent	Timaru

	352	Individual Respondent	Dunedin

	353	Individual Respondent	Auckland

	354	Individual Respondent	Waiuku

	356	Individual Respondent	Kaitaia

	357	Individual Respondent	Auckland

	358	Individual Respondent	Devonport

	359	Individual Respondent	Whangamata

	373	Individual Respondent	South Taranaki

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	345	Individual Respondent	Waitakere City

	421	Individual Respondent	Winton

	405	Individual Respondent	Christchurch

	407	Individual Respondent	Southland

	395	Individual Respondent	MP Christchurch Central	Christchurch

	409	Individual Respondent	Christchurch

	408	Individual Respondent	New Plymouth

	410	Individual Respondent	Christchurch

	413	Individual Respondent	Whangarei

	415	Individual Respondent	Invercargill

	416	Individual Respondent	Auckland

	417	Individual Respondent	Auckland

	370	Individual Respondent	Waitaki

	419	Individual Respondent	Whangarei

	402	Individual Respondent	Wellington

	422	Individual Respondent	Invercargill

	425	Individual Respondent	Otaki

	426	Individual Respondent	New Plymouth

	427	Individual Respondent	Dunedin

	466	Individual Respondent	New Plymouth

	468	Individual Respondent	Dunedin

	471	Individual Respondent	Maunu Children's Health Camp	Whangarei

	473	Individual Respondent	Howick

	475	Individual Respondent	Plunket	Tamaki

	477	Individual Respondent	Invercargill

	418	Individual Respondent	Lower Hutt

	387	Individual Respondent	Dunedin

	374	Individual Respondent	Wellington

	368	Individual Respondent	Wellington

	375	Individual Respondent	Palmerston North

	376	Individual Respondent	Thornbury

	377	Individual Respondent	Greymouth

	381	Individual Respondent	Rotorua

	380	Individual Respondent                                                                                                           not given

	382	Individual Respondent	Tauranga

	384	Individual Respondent	Wellington

	383	Individual Respondent                                                                                                           not given

	403	Individual Respondent	Nelson

	386	Individual Respondent	Invercargill

	404	Individual Respondent	Rotorua

	389	Individual Respondent	Lower Hutt

	388	Individual Respondent	Gore District

	392	Individual Respondent	Christchurch

	393	Individual Respondent	Gisborne

	394	Individual Respondent	Hamilton

	396	Individual Respondent	Invercargill

	397	Individual Respondent	Wellington

	398	Individual Respondent	Invercargill

	399	Individual Respondent	Invercargill

	400	Individual Respondent	Invercargill

	326	Individual Respondent	Harihari

	385	Individual Respondent	Invercargill

	238	Individual Respondent	Hawera

	301	Individual Respondent	Tokoroa

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	302	Individual Respondent	Wellington

	303	Individual Respondent	Waterloo

	305	Individual Respondent	Wellington

	306	Individual Respondent	Wellington

	229	Individual Respondent	Dargaville

	230	Individual Respondent	Red Beach

	231	Individual Respondent	Wellington

	232	Individual Respondent	Lower Hutt

	234	Individual Respondent	New Plymouth

	252	Individual Respondent	Wellington

	237	Individual Respondent	Kerikeri

	299	Individual Respondent	North Shore

	239	Individual Respondent	Palmerston North

	240	Individual Respondent	Gisborne

	241	Individual Respondent	Invercargill

	242	Individual Respondent	Palmerston North

	243	Individual Respondent	Tokoroa

	244	Individual Respondent	Auckland

	245	Individual Respondent	New Plymouth

	247	Individual Respondent	Christchurch

	248	Individual Respondent	Masterton

	250	Individual Respondent	Porirua

	236	Individual Respondent	Rongotea

	226	Individual Respondent                                                                                                           not given

	209	Individual Respondent	Tawa

	211	Individual Respondent	Wallacetown

	214	Individual Respondent	Manukau

	215	Individual Respondent	Manukau

	216	Individual Respondent	Otahuhu

	218	Individual Respondent                                                                                                           not given

	220	Individual Respondent	Tuakau

	221	Individual Respondent	Papatoetoe

	222	Individual Respondent	Papatoetoe

	223	Individual Respondent	Manukau

	300	Individual Respondent	Wellington

	225	Individual Respondent	Mangere

	478	Individual Respondent	Christchurch

	227	Individual Respondent	Otara

	228	Individual Respondent	Auckland

	287	Individual Respondent	Wellington

	288	Individual Respondent	Wellington

	291	Individual Respondent	Te Kauwhata

	292	Individual Respondent	Te Kauwhata

	293	Individual Respondent	Turangi

	294	Individual Respondent	Westport

	296	Individual Respondent	Auckland

	44	Individual Respondent	Auckland

	253	Individual Respondent	Mt Wellington

	224	Individual Respondent	Papakura

	313	Individual Respondent	Invercargill

	251	Individual Respondent	Waiheke Island

	281	Individual Respondent	Orewa

	283	Individual Respondent	Manurewa

	284	Individual Respondent	North Shore

�List Of Submittors With Town/City

	ID	Submittor	Organisation	Town/City

	285	Individual Respondent	Featherston

	286	Individual Respondent	Wellington

	307	Individual Respondent	Thames

	308	Individual Respondent	Christchurch

	309	Individual Respondent	Dunedin

	310	Individual Respondent	Rodney District

	279	Individual Respondent	Tauranga

	312	Individual Respondent	Invercargill

	278	Individual Respondent	not given

	315	Individual Respondent	Christchurch

	316	Individual Respondent	Whangarei

	317	Individual Respondent	Wellington

	318	Individual Respondent	New Plymouth

	320	Individual Respondent	Gordonton

	321	Individual Respondent	Waikato

	322	Individual Respondent	Southland

	323	Individual Respondent	not given

	324	Individual Respondent						              not given	

	325	Individual Respondent	Upper Hutt

	208	Individual Respondent                                                                                                           not given

	311	Individual Respondent	Gore

	266	Individual Respondent	Avondale

	254	Individual Respondent	Christchurch

	255	Individual Respondent	Midland HFA area

	257	Individual Respondent	Glen Innes

	258	Individual Respondent	Ponsonby

	259	Individual Respondent	Epsom

	260	Individual Respondent	West Auckland

	261	Individual Respondent	Avondale

	262	Individual Respondent	Avondale

	263	Individual Respondent	Blockhouse Bay

	280	Individual Respondent	Dunedin

	265	Individual Respondent	Grey Lynn

	327	Individual Respondent	Wellington

	267	Individual Respondent	Auckland

	268	Individual Respondent	Auckland

	269	Individual Respondent	Avondale

	270	Individual Respondent	North Shore

	271	Individual Respondent	North Shore

	272	Individual Respondent	Beach-Haven

	273	Individual Respondent	Papakura

	274	Individual Respondent	Point Chevalier

	275	Individual Respondent	North Shore

	276	Individual Respondent	Birkdale

	277	Individual Respondent	Manurewa

	264	Individual Respondent	Grey Lynn

	30	Individual Respondent	Te Awamutu

Submittors	477



� Recent information from the mental health commission indicates that bench-marking figures for service access are as follows:  0.5% of young people aged 0-9 years would be expected to present with severe mental health problems and require access to specialist services. Approximately another 0.5% would have less severe disorders and would be seen by other agencies but might need to consult with specialist mental health services. 2.2% of 10-14 year olds are likely to require specialist mental health services and 1.7 consultation/liaison.  Of those aged 15-19 inclusive, 3.1% require access to specialist mental health services while 2.4% require consultation/liaison.  The child and adolescent psychiatry group believes that these figures are too low, particularly in regard to the children under nine years of age.
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