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From the Chair
Welcome to the latest edition of CYNet,
the newsletter of the New Zealand
Child and Youth Clinical Networks. The
Clinical Network program continues to
grow and develop, despite the limited
resources available. I’m extremely grateful
for the willingness of individual network members to put in the time,
energy and expertise to make this happen.
In this newsletter I’m pleased to introduce two new Advisory Group
members, Patricia Hastie and Fiona Graham. Trish and Fiona bring
extensive experience and knowledge to the Advisory Group and add
valuable new perspectives to the group.
Rosie Marks has provided a piece on the development of the
NZCYCN program. Rosie has chaired the NZCYN Advisory
Group from the very beginning, during two terms as president of the
New Zealand Paediatric Society. She subsequently stayed on the
Advisory Group when I took on the role of Chair and has continued
to be a wise and thoughtful contributor. Rosie is about to step down
from the Advisory Group and will be greatly missed by the group.
Under “CYNet Roles and Functions” you will find a table
summarising the key people providing support to each clinical
network. Each network (other than Newborn) has a small amount
of time from a paid facilitator to assist the clinical reference group.
Previously, Mollie Wilson provided project management for all
networks in her central role. This has become unsustainable
with the increased number of networks. Karyn Sanson
and Pam Henry have been appointed in part time roles to

provide operational support to the networks as listed in the table.
This newsletter also notes the development of the new Intersex
clinical network project. This project has been requested by the
Ministry of Health with input from the New Zealand Human
Rights Commission, to address concerns regarding accessibility,
consistency and appropriateness of the clinical services available.
The scope of the project is to focus on the development of clinical
guidelines with multidisciplinary and consumer representation. Dr
Fran Mouat has been appointed as Chair of the Clinical Reference
Group, with Pam Henry provided project management support.
I would like to put in a recommendation for the KidsHealth website
(https://www.kidshealth.org.nz).
This website contains a wealth of information for parents/caregivers
on common child health problems. The information is easy to read,
appropriate for the New Zealand setting, and based on good quality
references. I find myself referring parents to this site on most of my
clinical shifts in the Children’s ED. Be aware that there are other
non-NZ Kidshealth sites which will come up on a google search.
Lastly, the new PSNZ website is worth exploring. The website
will replace the Listserv in the near future for communication
amongst members and you should note your special interest group
memberships and other interests on the website.
Regards,
Richard Aickin
Chair, Paediatric Clinical Networks
Advisory Group.

Paediatric Society Advocacy
and the Development of
Clinical Networks
The Past
The story of the New Zealand Child and Youth Health
Clinical Network Programme starts over seventy years
ago. On 14 May 1947 a group of Paediatricians and
General Practitioners with an interest in Child Health
met in Auckland to found the Paediatric Society of New
Zealand (PSNZ). The goals they had then included:
“…to stimulate interest in and to promote the scientific study
of child health and Paediatrics in New Zealand, and to engage
in all activities, clinical and educational, which in the opinion of
the Society, may be necessary from time to time in the interest of
child health”.
While advocacy is not specifically mentioned, the broad
engagement in all activities suggests to me that this was in the
thoughts of those founding members.
At that time there were very few paediatricians in New
Zealand. Most children received secondary level health care from
General Practitioners with an interest in Child Health or from
adult physicians. Over time the specialty of paediatrics grew and
paediatricians fought to have their specialty recognised as separate
from adult medicine. Children are not small adults!
The Board of Paediatrics sat within the Royal Australasian College
of Physicians and over many years sought to provide a national
perspective on services for children and young people. This was never
a reality as there was no will to implement national approaches. There
were tensions between Auckland and Wellington as well as between
the South and North Islands. The funder-provider split in the early
1990s fractured further attempts and opportunities for nationally
focussed approach to child and youth health..
By the 1990s a number of paediatric subspecialties had emerged,
and when the new children’s hospital in Auckland – the Starship
– opened in 1991, some subspecialists were able to focus entirely
on their subspecialty as General Paediatricians provided the acute
services for children with undifferentiated conditions. By the late
1990s it was clear that access to subspecialty services was very variable
especially for children in more remote areas of New Zealand. The
National Tertiary Services Review was commissioned by the Health
Funding Authority, and, led by Adrian Trenholme from Counties
Manukau and Veronica Casey from Dunedin, a comprehensive vision
for the development of child health services “Through the Eyes of a
Child” was produced. This report is available on the PSNZ website.
However, very little progress was made with implementation.
In 2000, the Paediatric Society council under the leadership
of Professor Barry Taylor adopted the bold move of opening the
membership to all senior child health professionals and becoming
a multi-disciplinary organisation. This move was key to the
subsequent development of clinical networks. In 2001, Nick Baker
became president of PSNZ. Nick had a clear vision for developing
coordinated services for children and young people across the country.

From 2000 through to 2010 a series of meetings with
successive Ministers of Health were used to educate the
Ministers (and importantly their advisers) on the need for a
coordinated approach to the provision of services.
2008 - 2018
At the PSNZ Annual Scientific Meeting in Waitangi in
2008, a few days before the General Election, we received
a fax from Minister Cunliffe advising that he had allocated
funding to our Clinical Networks proposal. Then a change
of government! In March 2009, following a meeting with
Minister Ryall, the Clinical Networks programme was finally
set to proceed.
A decision was made by the National Health Board to update
the 1998 “Through the Eyes of a Child” document with an updated
review of tertiary services. This provided information that led to
the establishment of four paediatric services as national services
with national level funding, namely paediatric cardiology, metabolic
services, clinical genetic services and paediatric pathology. Paediatric
gastroenterology was identified as needing a national improvement
strategy, but no national funding. This document provided us with
a current snapshot of most tertiary services on which to commence
development of clinical networks.
An Advisory Group was established, with the goal of ensuring
broad input, and included a range of disciplines, a spread of
geographical coverage and cultural and consumer perspectives.
Readers who are still awake will note that I have avoided the term
“representative”. With membership limited to 10, it was not possible
to ensure that all the many facets of child and youth health could
be represented. Mollie Wilson as CEO of PSNZ and Pat Tuohy as
Chief Adviser on Child Health at the Ministry of Health were ex
officio members of the advisory group
To ensure that the voice of the child and youth health community
would be heard by the Advisory Group, in early 2011 we embarked
on a series of five regional consultation meetings. 175 child and youth
health professionals participated in these meetings. The venues were
varied and included a rugby stadium, a university, two race tracks
and a wedding venue. These meetings gave us excellent feedback on
what you wanted. I have particularly fond memories of our meeting
in Christchurch in May, less than two months after the devastating
February 23 earthquake. The energy in the room and the willingness
to look at doing things differently was truly inspirational.
We had a vision
• Clinical engagement in all planning of health services for children
and young people
• Quality health care as close to home as is clinically safe
• Fairness
• Healthy children to be the nation’s top priority
And Pat Tuohy reminded us of Lord Ernest Rutherford’s famous

comment: “We didn’t have the money, so we had to think”
We then had to get down to the work of prioritising which Clinical
Networks would be first out of the starting blocks. We developed a
matrix to assist us to be as objective as possible. We tried to choose
our initial networks in a way that would help us understand how
different approaches might be used. We also wanted information on
how the various components of Clinical Networks could work. Some
networks were disease or disorder specific while others were allied to
particular services. For example, we thought that the diabetes network
would provide information on how best to collect and analyse data to
ensure best practice with child health professionals able to provide the
best and most current care to children whether they live in a remote
area or in the centre of a major city. We chose the eczema network to
help us find ways of working effectively with primary care providers;
and we hoped it might reduce admissions for severe skin infections.
The palliative care network came out of work already being done for
adult services and the Child Protection network was requested by the
Ministry of Health.
Since 2011, the initial four networks have been incrementally
expanded to the current twelve by the end of 2017. The drivers
for each network have been varied. Some have been initiated by
professionals, some have been the result of consumer pressure for
improved management of specific conditions or situations, and some
have resulted from knowledge of poor or very variable outcomes.
There are some essential components common to all Clinical
Networks. First every network needs a champion; a clinician with
passion, commitment and energy to drive the process forward.
Often what is missing is time! In some networks we have been able
to provide funding to release a clinician to have time allocated to
working on the clinical network while their “day job” is backfilled for
part of the week. Generally, this has worked better where the clinician
is in a nursing role.
Second, multidisciplinary input to the process is essential. A clinical
reference group supports the group leader through email interchange,
teleconferencing and face to face meetings. Equally important is to
ensure that cultural input is available, and that the consumer voice is
part of the process. Important but not easy, with a limited pool of very
busy people.
Dissemination of information to clinicians across the continuum
of health care, and to consumers, is essential if networks are
to be effective. We debated whether to establish a dedicated
Clinical Networks website. After careful consideration the
Advisory Group opted for a Clinical Networks section on
The Starship website. We knew that many child health
professionals were already accessing the Starship Clinical
Guidelines and we agreed that having these resources
located together would be the best option. Clinical
Networks have developed a range of resources from best
practice guidelines, educational forums through to posters
and videos. The Beware Yellow resources are available as

a poster for health professionals
and in a range of different
languages for families. Videos on
how to manage eczema can be
demonstrated to families in the
clinic room from the kidshealth
website.
A significant challenge has been
to find ways of demonstrating
that Clinical Networks result in
better outcomes for children and
young people. The New Zealand
Child and Youth Epidemiology
Service has been engaged in the
process of Clinical Network
development from the outset.
However, capturing data at the
appropriate level of detail and
relating this to the activities of the
networks is not easy.
Last but definitely not least,
administrative support to nurture
and organise the network process
has been absolutely key to the
success of the networks. Over the
last seven years the team has grown from Mollie Wilson and Denise
Tringham to five individuals – all working on this project on a parttime basis – together with the facilitator roles in individual networks.
Over 200 individuals have participated in clinical reference groups
and the national advisory group.
The future
As we look to the future, we face pressure to incorporate Clinical
Networks in to “Business as Usual”. We need buy in from senior
leadership at all DHBs to achieve this. We need to continue to
advocate for all children and young people in New Zealand to
receive the best possible start in life so that they can mature into
healthy young adults who can enjoy the beauty of our very special
environment. Shortly after receiving the fax from the then Minister of
Health back in 2008, Mollie, Nick and I walked along this track, the
Waitangi track to Haruru Falls, discussing how we could
progress the Clinical Networks project. We have achieved
much over the last nine years, but there is plenty more
to do. The ongoing effectiveness of Clinical Networks,
depends on passionate and enthusiastic people, so if you are
interested in being at the leading edge of improving health
care for our tamariki and rangatahi, get in touch.
Health of our Children, Wealth of our
Nation.
Rosemary Marks, Advisory Group Member 2010-2018

Links and resources
Beware Yellow resources
www.starship.org.nz/for-health-professionals/new-zealand-childand-youth-clinical-networks/child-and-youth-clinical-network-forgastroenterology-services/beware-yellow-resources/

New Zealand Child and Youth Health Clinical Networks
Website
www.starship.org.nz/for-health-professionals/new-zealand-child-andyouth-clinical-networks/

Eczema videos
www.kidshealth.org.nz/eczema-care-3-easy-steps

Kidshealth family/whanau information website
www.kidshealth.org.nz/

The NZCYCN Advisory Group warmly welcomes Patricia Hastie and Fiona Graham to the
programme’s governance group. Read the brief biographies below to learn more about the
wealth of expertise and knowledge Trish and Fiona bring to the group.

Introducing
Patricia Hastie

Introducing
Fiona Graham

Patricia (Trisha) Hastie has been an active member of the CDHB
Child Health Advisory Council for the past 18 months. She is
married with three children and her eldest son Bob is a high health
user with Williams syndrome, type 1 diabetes and ADHD. He was
born prematurely so Tricia has spent time in the NICU and he has
had regular appointments and surgeries in many areas of the hospital.
Other experiences within the health system have come from her niece
having a hypoplastic right heart and prolonged tube feeding, one of her
nephews surviving ALL, and another nephew with red skin syndrome.
Trisha is a primary school teacher in a low socio-economic area
and this has helped her tune in to people who are finding the health
system challenging to navigate, or have other challenges that are
preventing them from being healthy.
She often hears about other people’s experiences in healthcare as
she is linked to many people and
organisations throughout New
Zealand. She considers that she
is a good voice for people who
would otherwise not be asked or
interested to contribute their ideas.
She is keen to learn more about the
health system and work with health
professionals, organisations and
consumers to improve healthcare
for everyone in New Zealand.

Fi (Fiona) Graham is with
the University of Otago
(Wellington) where she
lectures in postgraduate
interprofessional rehabilitation
with the Rehabilitation
Teaching and Research Unit.
Fi has over 20 years’ clinical
experience as an occupational
therapist in New Zealand,
Australia, the UK and Bolivia
in health and education
sectors.
Her research interests focus
on effective ways of working
with caregivers of children with neurodisability, toward realizing the
aspirations of children and their caregivers in their lived environments.
Fi is a regular international speaker and trainer in the use of coaching
techniques to enhance engagement between health professionals and
consumers.
Fi trained in occupational therapy at Otago Polytechnic in the
mid 1990s and is registered / practicing with the OTBNZ. She has
been a member of the PSNZ for ~5 years. She lives in Christchurch,
working and teaching remotely, and has three children under eight
and 10 chickens.

Kidshealth

New PSNZ website:

Did you know that Kidshealth www.kidshealth.org.nz
provides valuable information on a wide range of
child health issues and parenting advice?
The web site also provides links to the various Clinical Networks
with the most up to date information, prepared by
creditable, expert clinicians.
Recent updates includes important topics on
www.kidshealth.org.nz/tags/child-protection and
www.kidshealth.org.nz/apnoea-prematurity
Home oxygen for infants:
www.kidshealth.org.nz/home-oxygen-infants and
www.kidshealth.org.nz/home-oxygen-what-else-do-i-need-know
Don’t miss out, check out this great site for information for your
patients, parents and caregiver.

www.paediatrics.
org.nz

In February the new PSNZ website was launched. The
membership management toolset, including self-managed
membership renewal and demographic update functionality
will improve efficiency and utility. The new technology with its
improved communication and networking tools will offer benefits
for all members and increase the Society’s profile. The most
important new functionality will be dynamic SIG and Clinical
Network discussion groups with colleagues up and down the
country. Our PSNZ strategy has four themes: Connect, Grow,
Advocate, and Improve Practice and the new website will serve as a
key enabler to further advance as an organization.

Intersex
Network
We are pleased to inform you that a new Child and Youth Intersex
Clinical Network is established to focus specifically on children
and youth with biological Intersex/DSD and their health needs.
The Network provides a partnership approach for consumers
and clinical leaders. The scope for the Network is specific to key
tasks. The Terms of Reference have been drafted for endorsement
by the Clinical Reference Group. The following are included:
·
·

Develop a definition of intersex for New Zealand
Identify the data, and recommend existing national tools that
will support the establishment of a national registry of intersex
people
· Develop good practice guidelines
· Increase awareness of intersex health and people’s related
experiences through the development of targeted education
programmes.
There is opportunity to participate in the Network through a
consultation process. We would like people with experience of
intersex from across child and youth areas within the health sector
to participate.
If you would like further information or would like to join this
Network please email your interest to: kaleen@healthnetworks.
co.nz

Clinical Network
websites
For more information on what is happening with the 11
New Zealand (national) Clinical Networks check out
the front page below or go directly to the specialist CN.
www.starship.org.nz/for-health-professionals/
new-zealand-child-and-youth-clinical-networks/
www.starship.org.nz/diabetesnetwork

NZCYCN
Programme:
roles and
responsibilities
The Ministry of Health contract for the Clinical Network
programme includes funding to ensure that all the Networks
receive secretariat support. Most Networks have a ‘Facilitator’
who is contracted specifically for that subspecialty and, until
recently, the overarching support for the Networks and the
Facilitators had been provided by Mollie Wilson, PSNZ, CEO.
With the increasing number of Networks the majority of this
support is now provided by P/T Strategic Project Manager, Pam
Henry and P/T Operational Manager, Karyn Sanson and the
following table outlines current responsibilities.
The Facilitators are the first point of contact for Networks
however, if you would like to discuss any broader operational
matters please contact the person named in regard to Operational
Support.
Network

Facilitators

Operational Support

Eczema

Penny Jorgesen

Pam Henry

Diabetes

Rosalie Hornung

Karyn Sanson

Child Protection

Miranda Ritchie

Mollie Wilson

Palliative Care

Role advertised

Karyn Sanson

Gastroenterology

Karyn Sanson

Karyn Sanson

Newborn

No facilitator

Mollie Wilson

Cystic Fibrosis

Karyn Sanson

Karyn Sanson

Sleep Medicine

Rachel Sayers

Karyn Sanson

Tube Feeding

Mari Komp

Pam Henry

Neurology

Rebecca Lloyd

Karyn Sanson

Allergy

Penny Jorgesen

Pam Henry

Intersex

Pam Henry

Pam Henry

www.starship.org.nz/gastroenterologynetwork
www.starship.org.nz/newbornnetwork
www.starship.org.nz/childprotectnetwork

This additional support helps the facilitators progress each
Network’s work plan activities and, as they are all different, there
is a wide range of activity occurring.

www.starship.org.nz/palliativecarenetwork
www.starship.org.nz/cysticfibrosisnetwork
www.starship.org.nz/sleepnetwork
www.starship.org.nz/tubefeedingnetwork/
www.starship.org.nz/neuronetwork
www.starship.org.nz/eczemanetwork
www.starship.org.nz/allergynetwork

New national clinical network resources and information are
frequently being loaded on to the web site.
Check out www.starship.org.nz/for-health-professionals/
national-child-and-youth-clinical-networks to see if your speciality
interest has new information.
Your contributions
We welcome thoughts, contributions and articles and notices of
upcoming events.
We anticipate publishing updates around every six months.
Please email the editor, Lauren Young on lauren@laurenyoung.co.nz

