ANZPNA 2019 AGM Agenda
Date: 29/07/2019, 0950-1100
Location: University of Sydney, Social Sciences Building, Seminar Room 105

1. Apologies: Frank Willis, Debbie Lewis, Anna Francis, Sam Crafter, Jonathan Craig, David McCredie, Richard Kitching
2. 
[bookmark: _MON_1625477791]Welcome and confirmation of 2018 AGM minutes 
3. Conflict of interest
4. Business arising from previous minutes
a. 
Trainee Paul Roy Travel Grants. NL 
b. Establishing ANZSN Paediatric Research Award honouring Tonya Kaya. PT
c. 

Application for GH in young children. PT 
d. 
Academy of Child and Adolescent Health (ACAH) approach for collaboration. PT 
5. Membership issues:
a. Nomination of new members NL
i. 



Associate members: Melanie Aldridge , Rachael Kermond , Rowena Lalji , Louisa Butler 
ii. Full members: 
iii. Honorary members:
6. 
Chair’s report. PT 
7. 


[bookmark: _MON_1625464985][bookmark: _MON_1625465023]Honorary Treasurer’s report. SK 
8. 
[bookmark: _MON_1627987154]ANZPNA Research group report. AF 
9. 
[bookmark: _MON_1623666225]International Pediatric Nephrology Association Report. DL  
10. 
[bookmark: _MON_1623655795]The Oceania Group of ANZPNA, acute dialysis for Pacific islands. DL 
11. Specialist Advisory Committee Report (ATC).
a. Australia. AD 
b. 
[bookmark: _MON_1623655919]New Zealand. CP 
12. ANZSN reports:
a. 
Council. PT 
b. 
SPEC. PT 
c. 
[bookmark: _GoBack][bookmark: _MON_1632296352]KPI working group. S Kellet 
13. TSANZ
a. RTAC allocation subcommittee. FM 
b. National Review of Paediatric Kidney transplant recipients (commissioned by AOTA/TSANZ). FM
c. 
PTAC. JK 
14. 
ANZDATA report. ALP 
15. Renal genetics report. CQ/HM/SA
16. Trainee rep report. AM?
17. New business:
a. History of paediatric nephrology in ANZ. PT
b. 
[bookmark: _MON_1625465344]Recognition of David McCredie’s appointment as AM of Order of Australia
c. PT rotating from SPEC in Jan 2020, EOI to follow. 
18. 2020 AGM. 
2

The Paul Roy Travel Grants (1).pdf
The Paul Roy Travel Grants

Associate members of ANZPNA may apply for travel grants to present abstracts at
conferences relevant to training in Paediatric nephrology.

In order to be eligible to apply the applicant should be:
1. Training under the Australian or New Zealand ATC in Paediatric Nephrology
2. Hold associate membership of ANZPNA
3. For applications for travel to ANZSN, ASN or IPNA should also apply for the ANZSN
travel grants.
4. Provide a copy of their abstract and acceptance letter, with a cover letter regarding
the conference they wish to attend which should include details of the above.

Applications will be considered annually prior to the AGM so may be awarded after the
conference has been held.

The winner(s) of the grant will be asked to provide a conference report also which will be
published on the ANZPNA website.

Please note:

The maximum amount for a poster is $1250 and for an oral presentation is $1500.
Abstracts for trainees presenting at IPNA will be prioritised in the years in which IPNA is
held.

Applications should be sent to the current secretary of ANZPNA for consideration by the
ANZPNA executive.

Updated September 2016
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Department of Health

Associate Professor Esko Wiltshire Dr Peter Trnka

President Chair

Australasian Paediatric Endocrine Group Australian and New Zealand Paediatric Nephrology Association
Email: info@apeg.org.au Email: Peter.Trnka@health.qld.gov.au

Dear Associate Professor Wiltshire and Dr Trnka

As you are aware, changes to the Pharmaceutical Benefits Scheme (PBS) restrictions for
growth hormone (GH) treatment came into effect on 1 February 2019.

In my correspondence to you so far this year, | have advised that a formal response to your clinical
feedback on the final GH restriction changes (as previously circulated) would be provided as soon as
possible.

The Department of Health (the Department) has considered your feedback comprehensively and
sought relevant clinical advice, and | am now writing to provide you with this formal response. | am
taking the opportunity to respond to you jointly to provide transparency of the issues raised by the
Australasian Paediatric Endocrine Group (APEG) and the Australian and New Zealand Paediatric
Nephrology Association (ANZPNA).

Please find attached relevant excerpts from the feedback provided by each of your organisations,
followed by the Department’s detailed comments in relation to each issue raised.

As previously indicated, in recognition of the wide-ranging nature of the 1 February 2019 restriction
changes, the Department, together with the Department of Human Services, will closely monitor the
operation of the revised restrictions and any queries that may arise during the initial six months
following implementation. This will assist in the identification of any potential issues, and enable
the Department to review and revise associated prescriber resources as needed.

Should you have any concerns or requests involving further substantive changes to the restrictions,
the Pharmaceutical Benefits Advisory Committee would accept a further submission inclusive of
supporting evidence at any time.

Finally, | would like to thank the APEG and the ANZPNA for their involvement in reviewing the revised
restrictions and ensuring their consideration in a clinical context. | trust that this response is
informative as to the decisions taken:

As always, | look forward to continuing to work with you in connection with the PBS GH Program.

Yours sincerély s S ,
- 7 /

oA

Debbie Hurlbut

Director

Specialised Supply Section

C%‘ February 2019

GPO Box 9848 Canberra ACT 2601 - www.health.qov.au
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Attachment

g0
a

Australian Government

Department of Health

Detailed Response: Clinical Feedback on Final Growth Hormone Restriction Changes
Australasian Paediatric Endocrine Group (APEG)

General Feedback:

We agree to the change in reported units. It is very helpful that the text now includes values in mU/L and ug/L.
We suggest the addition of a conversion factor and a reference.

We support most of the included changes from the PBAC recommendations and the administrative
amendments.

Department of Health Response:

The Department of Health (the Department) welcomes the APEG’s support for the majority of the
changes implemented.

The Department also welcomes the feedback that the inclusion of the mass unit of measurement for
reported serum growth hormone (GH) concentration alongside the existing activity unit is helpful.
The Department is satisfied that the relevant conversion factor (3:1) is implicit in the amended
restriction text for the relevant conditions/treatment phases: ‘Patient must have... a peak serum
growth hormone concentration less than 10 mU/L or less than or equal to 3.3 pg/L...".

With regard to the suggested addition of a reference, the Department is unclear whether this refers
to a reference range for GH stimulation test results (which may be of limited utility in the context of a
threshold limit) or a reference to the scientific literature concerning the use of the mass unit.

The Department would therefore require further specific information (including the requested
amendments to the current restriction text) should the APEG wish this to be considered further.

Issue 1:

However, it appeared to be confusing that there are variations in the text to address patients taller than the
first centile, younger than 2 years and with a bone age of 2.5 years or less. These also vary between growth
hormone brands as per specific regulations.

We suggest the use of the same wording for all indications and stage of application (initial application, re-
application and reclassification) if permitted within specific criteria for growth hormone brands as follows:

e .. Patient must have a current height at or below the 1% percentile for age and sex; OR

e  Patient must have a current height above the 15t and at or below the 25" percentiles for age and sex
and a growth velocity less than or equal to the 25 percentile for bone age and sex measured over a 12
month interval (or a 6 month interval for an older child); OR

e Patient must have a current height above the 1% and at or below the 25" percentiles for age and sex
and an annual growth velocity of 14 cm per year or less if the patient has a chronological age of 2
years or less; OR

e  Patient must have a current height above the 1% and at or below the 25" percentiles for age and sex
and an annual growth velocity of 8 cm per year or less if the patient has a bone or chronological age of
2.5 years or less...

Department of Health Response:

On the basis of further detailed analysis, internal clinical advice and the intensively thorough process
initially undertaken to develop and apply the changes across the affected GH restrictions,
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the Department has determined that a consistent approach has already been taken once existing
restriction-specific requirements not in scope of the April 2016 Pharmaceutical Benefits Advisory
Committee (PBAC) recommendations are taken into account. The Department notes that existing
substantive restriction criteria (i.e. criteria that define eligibility for subsidised treatment) are unable
to be changed in the absence of an applicable PBAC recommendation.

As noted by the APEG, these differing existing requirements within the affected restrictions modify
the application of the 1 February 2019 changes across indications, treatment phases and GH product
brands (often in a cross-cutting manner). Three examples of such variation in existing requirements
include (specific to indication, treatment phase and brand respectively):

1.

The minor difference in requirement between a growth velocity ‘below the 25™ percentile’
for the ‘short stature associated with biochemical growth hormone deficiency’ (BGHD)
indication and ‘less than or equal to the 25" percentile’ for the ‘short stature associated with
chronic renal insufficiency’ (CRI) indication. This difference is maintained within the
respective bodies of text reflecting the changes to the BGHD and CRI restrictions, as no
recommendation was made by the PBAC to change the currently applicable thresholds for
growth velocity percentile for bone age and sex (GVPBA). While minor, this example is
relevant to the universal text proposed by the APEG, which the Department notes exactly
aligns with the revised wording for the CRI indication (specifically the initial treatment phase
restrictions for brands not restricted to patients aged 3 years or older);

The significant difference between relevant initial versus reclassification treatment phase
clinical criteria and associated data requirements, where for the initial treatment phase
these refer to the point of (or period immediately prior to) application, but for the
reclassification treatment phases they refer to the period immediately prior to the patient’s
commencement of GH treatment. The purpose of these criteria and data requirements
within reclassification restrictions is to establish whether the patient would have met
initiation criteria for the indication to which they are reclassifying prior to first commencing
GH treatment, and the application and wording of the changes is necessarily reflective of this
key difference. (The Department notes that ‘re-application’ (continuing) treatment phase
restrictions are not affected by the April 2016 recommendations); and

The restriction to patients aged 3 years or older that applies to GH product brands
Omnitrope®, SciTropin A® and (for the CRl indication only) Saizen®, which modifies both:

a. the application of the revised annual growth velocity eligibility threshold of 14 cm for
patients with a chronological age of 2 years or less — this is not included within the
initial treatment phase restrictions for these brands as it is not applicable to the
eligible patient cohort, but it is included within the reclassification restrictions for
these brands as the relevant clinical criterion refers to the patient’s age at
commencement of GH treatment (i.e. a historical age point). (This specific variation
between treatment phases ensures an appropriate eligibility pathway for patients
now aged 3 years or older who were young enough at initiation of GH therapy that
the 14 cm threshold should apply to the assessment of growth velocity over the
12 months immediately prior to commencement of treatment, but for whom
treatment with Omnitrope®/SciTropin A®/Saizen® is now sought on reclassification);
and

b. the application of the administrative amendment reflecting the exemption on
providing a bone age result for patients with a chronological age of 2.5 years or less —
this is not included within the initial or reclassification treatment phase restrictions
for these brands in relation to the result of a current bone age assessment as the
exemption is not applicable to the eligible patient cohort, but it is included within the
reclassification restrictions for these brands in relation to the result of a bone age
assessment performed immediately prior to commencement of GH treatment (i.e. at
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a historical age point). This ensures that the exemption applies at the appropriate
points in time for a patient’s chronological age.

With regard to variations in the text addressing patients taller than the first height percentile,
the Department notes that these have been developed within the relevant restrictions consistent
with the component of the April 2016 recommendations involving the removal of growth velocity
eligibility thresholds for patients whose height is at or below the first percentile for age and sex.
These variations in the text therefore relax eligibility requirements for this cohort of patients.

With regard to variations in the text addressing patients with a chronological age of 2 years or less
and a bone age of 2.5 years or less respectively, the Department refers the APEG to the response
provided below to the related issue raised by the Australian and New Zealand Paediatric Nephrology
Association (ANZPNA) (refer p. 4).

To assist prescribers in relation to the 1 February 2019 changes, the Department has developed a
web-based Quick Reference Guide as a summary resource setting out the specific changes resulting
from the April 2016 PBAC recommendations as they apply to each indication for GH treatment,
including where modified by age-based limitations on product use. This document details the
changes for the initial treatment phase only (noting that changes for the reclassification treatment
phases mirror those for the initial treatment phase but with reference to the period immediately
prior to a patient’s commencement of GH treatment) and may be updated over time to address any
specific points of confusion that may arise.

Issue 2:
For the BGHD group we suggest a simplification to:

e .. atorbelow 25% centile for height and a growth velocity less than or equal to the 25" percentile for
bone age and sex measured over a 12 month interval (or a 6 month interval for an older child)...

Department of Health Response:

The Department notes that per the related explanation provided in response to Issue 1 above, under
the changes implemented on 1 February 2019, patients whose height is at or below the

first percentile for age and sex are exempt from meeting the growth velocity eligibility threshold that
would otherwise apply based on their bone/chronological age. The APEG’s proposed simplification
for the BGHD indication would remove this exemption inconsistent with the April 2016
recommendations, and therefore exclude patients with a height at or below the first percentile
whose growth velocity is (at or) above the 25" percentile for bone age and sex. While it is
appreciated that such cases may be uncommon, the Department considers that for the sake of
simplifying the relevant (initial treatment phase) restrictions, this would complicate matters if
patients in this situation ever arose. The Department further notes that the proposed text could not
be applied to BGHD reclassification restrictions without adjustments to the time period references
consistent with the description provided in response to Issue 1 above (refer bullet point two on p. 2).

Additionally, the Department notes that the removal of subsequent criteria relating to annual growth
velocity from the BGHD restrictions would also exclude patients whose growth velocity cannot be
quantified in percentile terms (i.e. those with a bone age of 2.5 years or less). In the context of the
proposed text, this includes patients with young bone age whose height is at or below the first
percentile for age and sex.

As the reduction in patient eligibility associated with the proposed text represents substantive
changes to the BGHD restrictions as previously endorsed by the PBAC and amended per the

April 2016 recommendations, a further submission to the PBAC would be required should the APEG
wish this to be considered further. In deciding whether to pursue the changes represented by the
proposed text, it will be important to ensure that no additional inconsistency between the BGHD
restrictions and the restrictions for other indications affected by the April 2016 recommendations is
created.
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Australian and New Zealand Paediatric Nephrology Association (ANZPNA) (CRI restrictions only)

General Feedback:

We are happy with the proposed changes, particularly a lower threshold for growth velocity required for
infants. This change will provide this age group with earlier access to the growth hormone and will undoubtedly
benefit these children in attaining better growth.

Department of Health Response:

The Department welcomes the ANZPNA’s support for the changes implemented, in particular the
ANZPNA'’s view that they will result in better health outcomes in infants and very young children.

Issue 1:

We propose a slight change in the section Clinical Criteria. Current wording - Patient must have a current
height above the 1° and at or below the 25" percentiles for age and sex and an annual growth velocity of 14
cm per year or less if the patient has a bene-or chronological age of 2 years or less; OR Patient must have a
current height above the 1° and at or below the 25" percentiles for age and sex and an annual growth
velocity of 8 cm per year or less if the patient has a bone or chronological age of 2.5 years or less. There is an
overlap in age in these indications. To avoid confusion, we propose to change the age category for the first
sentence to a bone or chronological age of less than 2 years, and change to the age category for the second
sentence to a bone or chronological age of 2 to 2.5 years.

Department of Health Response:

The Department notes that while the changes proposed by the ANZPNA seek to address the overlap
in chronological age cohorts between the descriptions ‘2 years or less’ and ‘2.5 years or less’, this is
complicated by the cohorts to which the annual growth velocity eligibility thresholds of 14 and 8 cm
apply being defined as patients with a ‘chronological age of 2 years or less’ and patients with a ‘bone
or chronological age of 2.5 years or less’ respectively. In this context, the Department notes that the
ANZPNA has misquoted the restriction text slightly as indicated by red text and strikethrough above.

The Department further notes that the addition of the words ‘or chronological’ to the description of
the age cohort to which the 8 cm threshold applies (as indicated by green text above) is an
administrative amendment reflecting the existing exemption from providing a bone age result for
patients with a chronological age of 2.5 years or less. For the initial treatment phase, this
amendment is only present within restrictions for GH product brands not limited to use in patients
aged 3 years or older —i.e. it is not present where the bone age exemption does not apply to the
eligible patient cohort. The age cohorts to which the 14 and 8 cm thresholds apply are substantively
(and consistently) defined by chronological age (2 years or less) and bone age (2.5 years or less)
respectively.

The Department notes that the proposed insertion of the text highlighted in yellow above would
expand patient eligibility beyond the changes applied as a result of the April 2016 PBAC
recommendations, where the revised annual growth velocity eligibility threshold of 14 cm applies
only to patients with a chronological age of 2 years or less. Given the possibility of bone age delay in
patients for whom GH treatment is sought, the Department understands that a patient may, for
example, have a bone age of 2 years — therefore meeting the age threshold within the first criterion
proposed by the ANZPNA for the more generous annual growth velocity threshold of 14 cm to apply
— but a (potentially significantly) more advanced chronological age — therefore exceeding the
threshold recommended by the PBAC.! Should the ANZPNA wish to pursue this particular change,
PBAC consideration of the clinical and cost effectiveness of GH treatment for the expanded patient

11t is assumed that the description of the age threshold within the ANZPNA’s first proposed criterion is
intended to read ‘a bone or chronological age of 2 years or less’ (rather than ‘less than 2 years’) consistent with
the current description of the age threshold to which the 14 cm annual growth velocity threshold applies
(otherwise the age threshold for the more generous annual growth velocity threshold to apply would be
slightly reduced, even while the eligible age cohort was expanded overall through the insertion of the words
‘bone or...”).
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cohort would be required. This would necessitate a PBAC submission inclusive of supporting
evidence for the expansion of patient eligibility as well as the projected increase in eligible patient
numbers.

The Department recognises that the age cohorts to which the two different annual growth velocity
eligibility thresholds now apply is a common point of confusion, and has included the following
explanation as an endnote to the prescriber Quick Reference Guide prepared in relation to the

1 February 2019 changes:

Because the increased annual growth velocity eligibility threshold of 14 cm per year applies only to
patients with a chronological age of 2 years or less, the existing eligibility threshold of 8 cm per year is
being maintained for patients with a chronological age greater than 2 years who have a bone age of
2.5 years or less. (The cohort to which the existing eligibility threshold applies has been described in
the relevant criteria as patients with a ‘bone or chronological age of 2.5 years or less’, with the
insertion of the words ‘or chronological’ reflecting the existing exemption from providing a bone age
result for patients with a chronological age of 2.5 years or less).
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ANZPNA letter to ACAH.PDF
12/09/2018 .
Dr Kevin Forsyth A

Chair, Academy of Child and Adolescent Health ® o
c/o College of Medicine and Public Health, [ANZPNA
Level 3 Health Sciences Building, Room 3.38,

Flinders University, Flinders Drive; Bedford Park SA

5042

Dear Kevin,

Thank you for your letter inviting ANZPNA to consider developing a “cooperative
relationship” with ACAH. ANZPNA, in seeking to deliver the best care to children
with kidney disease and their families as well as facilitating the training and education
of those involved in their care, shares many common objectives with those outlined
by ACAH.

| have shared your letter with the full ANZPNA membership at our 2018 annual
general meeting and our society is pleased to welcome ACAH as a new organisation
committed to the achievement of optimal health outcomes in children. ANZPNA
welcomes future communication and opportunities to collaborate with ACAH in
advancement of mutual issues related to paediatric kidney health care.

Best wishes,
W
P

Dr. Joshua Kausman, MBBS FRACP

Chair, Australia and New Zealand Paediatric Nephrology Association (ANZPNA),
Department of Nephrology

The Royal Children's Hospital Melbourne

50 Flemington Road | Parkville | 3052 | VIC
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ANZPNA continues the ongoing engagement in policy development, clinical service delivery,
trainee education and workforce planning, and scientific and research activities. Despite
small numbers, our members remain actively involved in the work on a range of committees
and groups on a local, national and international level, representing the needs of the
paediatric nephrology community and advocating well on behalf of our patients and their
families.

The ties between ANZPNA and ANZSN are well established and the chair of ANZPNA now
regularly contributes to the work of ANSZN Council. We have paediatric nephrology
representatives on various working groups and committees of many societies (SPEC, KPI,
RTAC, OTA, TSANZ, SAC RACP and IPNA). Through this representation and for the benefit of
our patient population, ANZPNA has been involved in important policy developments in the
last 12 months, such as the work on the paediatric kidney transplantation allocation policy,
definition of paediatric donor criteria, or development of paediatric specific KPIls for ANZSN.
ANZPNA’s work together with the Department of Health led to loosening the PBS
restrictions for growth hormone (GH) treatment in CKD patients. We achieved better access,
especially for infants with CKD, with undoubtedly better growth outcomes for these
patients in the years to come.

The World Congress of Nephrology (WCN) held in April in Melbourne was a great success
with many ANZPNA members participating actively or attending the Congress. With WCN
being held this year, there is no ANZSN ASM in 2019 but the planning of the next ASM which
will be held in Hobart in September 2020 is well on the way. There is a plan to deliver a
session on transitioning of paediatric patients with kidney disease to adult care with active
ANZPNA participation. We are also exploring the need for a Paediatric Nephrology Update
Session (similar to the update at the ASM in Darwin in 2017) with local organizing
committee and local paediatricians and GPs. Triennial IPNA meeting will be held in Venice in
October 2019. ANZPNA has representation of the Scientific Program Committee of this
meeting and our members will again present their research in the form of abstracts and
invited lectures.

On the educational front, a new exciting development has been the establishment of the
Trainee Corner on our website. Multiple topics have been covered through the webinar
lectures and the feedback from the trainees has been positive. Thanks to all ANZPNA
members who participate in the teaching sessions either as teachers or learners. The
webinars are available on the website for the members of ANZPNA. With the aim of sharing
the history of paediatric nephrology in our region with younger members of our society, we
have contacted some ANZPNA members and asked them to share their memories. These
will be stored on our website as the History of Paediatric Nephrology in the Region. We
encourage all members who want to contribute to send us their stories.

In the last few years, there has been an increase in the number of multicentre national and
international studies that ANZPNA members have been involved in. It is great to see the





involvement of the younger generation of trainees and nephrologists in not only
participating but also leading these studies. Most of this research is being presented at
national and international meetings and published in high impact journals. The paediatric
nephrology research in Australia and New Zealand is in good hands and the future is bright.

In collaboration with Kidney Health Australia (KHA), annual Kidney Camp was held in
Melbourne this year. We thank Matt Sypek who served as a Camp doctor again and all the
nurses from participating units who kept our patients safe. We are grateful to all units who
participated for sending the children and their siblings to the camp and for providing the
nursing staff. Thanks to KHA for organizing this annual event.

One of the first members of ANZPNA, David McCredie, was made a Member (AM) in the
General Division of Queen’s Birthday in June 2019 in recognition of his significant service to
medicine in the field of paediatric nephrology. On behalf of all ANZPNA members, we send
sincere congratulations to David for this well-deserved achievement.

| thoroughly enjoyed my first year as the Chair of ANZPNA, not least because of our great
executive team. | thank Siah (for keeping our society in a financially safe position), Nick (for
sending around multiple emails) and Josh (for sharing his wisdom). The next 12 months will
undoubtedly be another busy and productive time and | look forward to representing our
ANZPNA community.

fwﬂ

Peter Trnka
Chair, ANZPNA
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ANZPNA Treasurer’s Report for 2018 -2019 Financial Year





The Association’s financial position remains stable and a surplus of $2 337

was recorded for the financial year 2018/2019. This was slightly reduced compared to the previous year, with a higher cost of subscriptions through 2018/2019. This is predominantly due to the sudden and significant change in exchange rates between the Australian and US dollars over the first six months of 2019. We wish to inform members that it is likely that membership fees will increase slightly for 2020, with the exact value to be determined based on the exchange rate in late 2019. 



Currently 35 members are up to date with subscription payments, with three trainees opting for joint IPNA/ANZPNA membership. One honorary member has also opted for IPNA membership. 



Mr. Barry Hodson has produced the auditor’s report and it and the financial statement are prepared for approval at the 2019 AGM. Reports are attached for members to review.   



[image: ]



Siah Kim

Honorary Treasurer

ANZPNA

July 11, 2019
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BARRY HODSON FCPA

Certified Practising Accountant

Liability limited by a scheme approved under Professional Standards Legislation.

PO Box 139 Kuranda Qld 4881

Tel: 07 4093 9770 	0418 314532

barry@hodsonott.com.au





11th.July 2019



The Directors 

ANZPNA

3 West Clinical Offices

50 Flemington Rd

Parkville Vic 3052



Dear Directors, 

I have completed the audit of the financial accounts of AUSTRALIAN & NEW ZEALAND PAEDIATRIC NEPHROLOGY ASSOCIATION for the financial year ended 30 June 2019.



I wish to report to you the following matters arising from my audit:

Material audit adjustments - nil

Further matters for my review. – nil



Recommendation	

This report is prepared on the basis of the limitations set out below.



The matters raised in this report are only those that came to my attention during the course of my audit and are not necessarily a comprehensive statement of all the weaknesses that exist or improvements that might be made. 



I cannot, in practice, examine every activity and procedure, nor can I be a substitute for management's responsibility to maintain adequate controls over all levels of operations and their responsibility to prevent and detect irregularities, including fraud. 

Accordingly, management should not rely on my report to identify all weaknesses that may exist in the systems and procedures reviewed, or potential instances of fraud that may exist. My comments should be read in the context of the scope of my work. Findings within this report may have been prepared on the basis of management representations. 



This report has been prepared solely for my use and the Members and Directors of AUSTRALIAN & NEW ZEALAND PAEDIATRIC NEPHROLOGY ASSOCIATION and should not be quoted in whole or in part without my prior written consent. No responsibility to any third party is accepted as the report has not been prepared, and is not intended, for any other purpose.



Should you have any questions in relation to the above matters, please do not hesitate to contact me. 



Kind regards

[image: BHodson signature]

Barry Hodson FCPA
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AUSTRALIAN & NEW ZEALAND

PAEDIATRIC NEPHROLOGY ASSOCIATION
ABN 85 087 155 780

DIRECTORS REPORT

The Directors present their report on the Society for the year ended 30".June
2019.

The Directors in office during this period were as follows:
Dr. Peter Trnka - President

Dr Nicholas Larkins - Secretary

Dr. Siah Kim - Honorary Treasurer

Dr Joshua Yehuda Kausman

The principal activity of the Association during the financial year was to foster and
develop the study of paediatric nephrology in Australia and New Zealand. No
significant change in the nature of these activities occurred during the year.

The surplus of the company for the year was $2,337 (2018 $3,228)

No dividends were paid or declared since the start of the financial year. No options
over issued shares or interests in the company were granted during or since the end of
the financial year and there were no outstanding options at the date of this report.

No indemnities have been given or insurance premiums paid, during or since the end

of the financial year, for any person who is or has been an officer or auditor of the
company.

The Association's operations are not . regulated by any significant environmental
regulation under a law of the Commonwealth or of a State or Territory. At this time

the Directors are not aware of any other developments lkely to have a significant
effect on the Association's operations.

The Auditor's Independence Declaration is set out on page 3 and forms Part of the
Directors' Report for the year ended 30" June 2019.

This declaration is made in accordance with a resolution of the Directors.

Dr. Siah Kim - Honorary Treasurer é‘

Date /1 /0379 :





<)
)

AUSTRALIAN & NEW ZEALAND
PAEDIATRIC NEPHROLOGY ASSOCIATION
ABN 85 087 155 780

DIRECTORS DECLARATION

The Directors have determined that the company. is not a reporting entity and that this

special purpose report should be prepared in accordance with the accounting
policies outlines in Note | to the financial statements.

The Directors of the company declare that:

I. The financial statements and notes, presents fairly the company’s financial
position as at 300.June 2019 and its performance for the year ended on that date in
accordance with the accounting policies outlines in Note 1 to the
financial statements.

2. In the Directors opinion there are reasonable grounds to believe that the
company will be able to pay its debts as and when they become due and
payable.

This declaration is made in accordance with a resolution of the Directors.

—
Dr. Siah ~ Honorary Treasurer

Date /o-?%f





BARRY HODSON Frcra

Certified Practising Accountant
Liability limited by a scheme approved under
Professional Standards Legislation
PO Box 139 Kuranda Qld 4881

Tel: 07 4093 9770 0418 314532
barry@hodsonott.com.au

Auditors Independence Declaration to the Directors of
Australian and New Zealand Paediatric Nephrology Association

In relation to my audit of the financial report of the Australian & New Zealand Paediatric
Nephrology Association for the year ended 30t.June 2019, to the best of my
knowledge and belief, there have been no contraventions of the auditor independence
requirements of the Corporations Act 2001 or any applicable code of professional
conduct.

Barry Hodson FCPA

11t July 2019





AUSTRALIAN & NEW ZEALAND
PAEDIATRIC NEPHROLOGY ASSOCIATION

ABN 85 087 155 780

INDEPENDENT AUDITOR'S REPORT

SCOPE

| have audited the financial report: of AUSTRALIAN & NEW ZEALAND PAEDIATRIC

NEPHROLOGY ASSOCIATION for the year ended 30t.June 2019.

The elected committee of the Association is responsible for the presentation of the financial report and the
information contained therein, and has determined that the cash basis of accounting used is appropriate
for the needs of the members. | have conducted an independent audit of the financial report in order to
express an opinion to the members of the Association on its preparation and presentation. No opinion is
expressed as to whether the basis of accounting used is appropriate to the needs of the members.

My audit has been conducted in accordance with Australian Auditing Standards to provide reasonable
assurance as to whether the financial report is free of material misstatement. My procedures included
examination on a test basis, of evidence supporting the amounts and other accounting estimates. These
procedures have been undertaken to form an opinion as to whether, in all material respects, the financial
report is presented fairly in accordance with the cash basis of accounting so as to present a view which Is
consistent with my understanding of the financial position of the Association and the results of its operations.
Statements of Accounting Concepts and position of the Association and the results of its operations,
Statements of Accounting Concepts and Accounting Standards are not applicable to the cash basis of
accounting adopted by the Association.

The audit opinion expressed in this report has been formed on the above basis.
QUALIFICATION

As is common for organisations of this type, it is not practicable for the Association to maintain
an effective system of internal control over registrations subscriptions and other fund raising
activities until their initial entry in the accounting records. Accordingly, my audit in relation to
income was limited to amounts recorded.

QUALIFIED AUDIT OPINION

In my opinion, subject to the effects of such adjustments, if any, that might have been determined to be
necessary had the limitation referred to in the qualification paragraph not existed, the financial report
presents fairly the statement of financial position and cash flows as at the date in accordance with the cash
basis of accounting as described above and notes to the accounts

Barry Hodson FCPA date 11%.July 2019
Audit Reg No 1936





AUSTRALIAN & NEW ZEALAND
PAEDIATRIC NEPHROLOGY ASSOCIATION

ABN 85 087 155 780

STATEMENT OF FINANCIAL PERFORMANCE
FOR THE YEAR ENDED 30™.JUNE 2019

Income 2019 2018
Interest received 283 271
Member Subscriptions 6,870 6,460
Total Income 7,153 6,731
Expenses

Audit Fees 550 550
Bank Charges 35 0
General 195 523
Subscriptions 3,664 2,108
Website fees 372 322
Total Expenses 4,816 3,503
Operating Profit 2,337 3,228
Net Profit / (Loss) 2,337 3,228

STATEMENT OF CASH FLOWS FOR THE FOR THE YEAR ENDED 30™.JUNE 2019
CASH FLOWS FROM

OPERATING ACTIVITIES 2019 2018
As per statement of 2337 3.228
financial performance

Increase in cash held 2,337 3,228
(_Zash _at beginning of 30,311 27,083
financial year

Cash at end of financial 32,648 30,311

year

STATEMENT OF FINANCIAL POSITION AT 30™.JUNE 2019

Assets 2019 2018
Current Assets

Commonwealth Bank 20,528 18,474
CBA Term Deposit 12,120 11,837
Total Current Assets 32,648 30,311
Total Assets 32,648 30,311
Net Assets 32,648 30,311

Members' Funds

Retained Earnings 30,311 27,083
Current Year Earnings 2,337 3,228
Total Equity 32,648 30,311

The accompanying notes form part of these financial statements





AUSTRALIAN & NEW ZEALAND
PAEDIATRIC NEPHROLOGY ASSOCIATION

ABN 85 087 155 780

NOTES TO AND FORMING PART OF THE ACCOUNTS
FOR THE YEAR ENDED 30™.JUNE 2019

Note 1
STATEMENT OF ACCOUNTING POLICIES

These financial statements are special purpose financial accounts of Australian & New
Zealand Paediatric Nephrology Association. a company limited by guarantee. The accounts
have been prepared in accordance with the requirements of the Associations Incorporation
Act (Queensland) specifically for use by the members of the Association. The accounts are
based on historical cost and do not take into account the changing value of money. The cash
basis of accounting has been applied.

No regard has been paid to the application of Accounting Standards or other mandatory
professional reporting requirements (Urgent Issues Group Consensus Views) issued by
Australian professional accounting bodies except where specifically stated.

NOTES TO ACCOUNTS
Income Tax
It is believed the association is exempt from income tax.
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Report from the ANZPNA research committee



Anna Francis (Chair), Peter Trnka, Josh Kausman, Chanel Prestidge, Sean Kennedy, Siah Kim, Nicholas Larkins



2018-2019 has been a busy year for research by ANZPNA members. Our members are involved in the following collaborative studies:



· NAV-KIDS. Lead: Germaine Wong. staggered entry randomised control trial of a patient navigator program to improve overall health and well-being amongst children with CKD from a low SES background. (starting late 2019)

· aDOPT. Lead: David Metz.  National prospective clinical trial on monitoring the level of mycophenolic acid pre- and post-transplant and evaluating if pre-transplant levels can predict post-transplant levels and improve the individualised dosing and outcomes (ongoing)

· INCEPTION. Lead: Wai Lim.  National (Australia and NZ) trial looking at the relationship between the donor/recipient HLA match at eplet level and long-term outcomes of kidney transplantation (about to start)

· BEST-Fluids. national prospective clinical trial evaluating the effect of Plasmalyte vs 0.9% saline on early kidney transplant function in deceased donor kidney transplantation (about to start)

· KCAD (kids with CKD) study. Lead: Germaine Wong. Prospective observational study of overall health, well-being and neurocognitive outcomes for children across all stages of CKD in multiple sites in Australia and New Zealand. (ongoing)

· KidGen – 2 x Aus Genomics projects:

*Clinical and diagnostic utility of genetic and genomic testing for kidney disease

*Impact of whole genome sequencing for patients with ESKD of unknown cause

· Cochrane Reviews

*Update of systematic review on steroid resistant nephrotic syndrome in children: Isaac Liu (Singapore) and Elisabeth Hodson

*Update of systematic review on corticosteroids in nephrotic syndrome in children: Deirdre Hahn, Susan Samuel (Canada) and Elisabeth Hodson

*Update of systematic review on non-corticosteroid immunosuppressive agents in steroid sensitive nephrotic syndrome in children: Nicholas Larkins, Isaac Liu (Singapore), Elisabeth Hodson

*Update of systematic review on minimal change disease in adults: Karolis Azukaitis (Lithuania), Elisabeth Hodson

*Update of systematic review on FSGS in adults: Aditi Sinha (India), Elisabeth Hodson

If any members are wanting to organise collaborative non-ANZDATA related research we encourage you to contact the ANZPNA research group (via Anna on anna.francis@health.qld.gov.au ) so we can help facilitate communication between centres. 
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(October 2018 Committee Meeting)



Financial Statement

Revenue collected

Membership due $US70,000

Springer publication $US800,000



Expenses:

$US165,000 Grants

23 Teaching Courses $US240,000

Saving Young Lives $US25,000

Conferences, editorial services $US963,000



Assets- $US2,283,000 Investment (3% return)

Money for teaching courses and fellowship - unrestricted



Professional Organiser

C-IN (professional management organiser) has taken over from the previous group (Europa) for the past 6 months. They have introduced a new portal for memberships, including direct fees and online payment. They have continued mailing the newsletter, overseeing the website and social media and are hoping to work with other associations.  They are hoping to obtain ANZPNA approval for linkage to the websites.



Amelia Le Page was thanked for her contribution in establishing social media sites.



Membership

There have been concerns about static membership and it was suggested that lower income members be sponsored by higher income societies. There is free subscription for Emeritus members.



Teaching Courses

It was suggested that teaching courses could be improved by making more funding available for low income countries. Currently there is no feedback provided after the teaching courses, so there is no clear understanding as to whether the educational needs of the participants are being met. The plan is to try to collect email addresses from participants for feedback. The content of the course values are not being assessed and no receipts are obtained after the money is provided. 



Fundraising

littlekidneys.org website was established in May 2017 as a fundraising portal.  The website was granted (501c3) non-profit status, which allows tax deductibility in the US. This is not applicable in Europe or elsewhere. A submission was made to King Faisal to provide access to a charity housed in Brussels.



The constitution needs bylaws to secure tax deductibility from some states in the US. The budget and audits are also required but these have not been undertaken.



Proposals for fundraising have been sent to 260 companies. There was acknowledgement that a “local champion” is required and this year there will be a call to recruit chairs for fundraising.



Strategic Planning

There has been a major review led by Joseph Flynn and a strategic planning facilitator. This has reviewed the objectives of IPNA and the planning is to be overseen by the chair of various committees. The difficulties highlighted were that good programs were available in low income countries but there needs to be increased awareness and communication. The strategic plan will review whether research is part of the IPNA objective and a committee will be added to oversee priority projects in developing countries.



Journal

600 submissions, very few brief reports and review articles are the most frequently cited. Those from Europe have the greatest acceptance.



The contract for the journal publisher is due for review by the publication committee.  Publishing groups such as Elsevier, Thriene, OUP, NPG are to be considered as well as Springer by Executive Committee.



Achieve Interviews

There is availability to record interviews of paediatric nephrologists for archives. This has been actively undertaken by the USA and Europe. Some files are too large for the website and a link to YouTube has been provided. We need to consider interviewing retired paediatric nephrologists for archiving.



Best Practice Guidelines

100 guidelines are available on the IPNA website. A survey indicated that steroid resistant NS was the most requested. Elisabeth Hodson is involved in establishing this guideline and comparing with KDIGO.



Global Registry Data

Information regarding the IPNA registry was published in Pediatric Nephrology Journal and the registry includes 59% paediatric population.  USA, China, Syria, UAE want to change to online data collection (using this as a vehicle to start their own databases).



IPNA Newsletter

This is being increased from 4 monthly and there is > 50% membership access.  The committee is hoping to include highlights of local/regional meetings and have requested input from members.



Teaching Courses

30 courses were approved and expenses covered IPNA Fellow attendance at these courses.  They have been undertaken in Asia, Africa, Europe and USA.



World Kidney Day – March 14 2019 and $US5000 was awarded for the best presentation.



Upcoming Meetings

IPNA congress – Venice, October 2019

Developmental Workshop – Quebec, August 2021

New IPNA Congress awarded to Calgary – September 2022
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REPORT FOR OCEANIA COMMITTEE 2019



The Oceania Group did not meet this year as there was a major change in personnel trying to assist with the programme.

Sir Trevor Garland resigned as Honorary Consul-General to the Solomon Island and was replaced with Ian Hosking Roberts.  

A meeting was arranged for December 2018 and he was supportive of the project and discussed it with the Minister for Health on his visit to the Solomon Islands.  The Vice President of Fresenius retired and there was a change in the company’s philanthropic stance.  Ian thought that PD fluid, sets and catheters could be funded by the Potter Foundation but currently this needs reimbursement by the Government for medical expenses that they have paid to ensure treatment for Solomon Islanders.  They are no longer treated at St Vincents Hospital but are treated at St George Hospital who require payment in advance.



An attempt was made to fund Dr Janella Solomon to attend the WCN and the paediatric dialysis conference in Melbourne.  The dialysis group waived the conference fee but WCN would not decrease the registration and it became cost ineffective.  There was an understanding from the paediatricians in the Solomon Islands.

It is hoped that we will be able to obtain funding and assistance with logistics of transportation of fluids, catheters etc.  Fiona Mackie suggested Ausaid which will be worth pursuing.

The other issue is that William will be less involved in Fiji and we would hope to support our New Zealand colleagues in maintain the excellent support and guidance William has provided.

The committee will be chaired by Fiona in her role as IPNA representative and with her knowledge of Vietname and excellent overseas initiative we will continue to all work to provide short term dialysis for children of the South Pacific and continue to support their paediatricians.
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NZ Advanced Training Committee 2018





More formalised Category 1 project guidelines and marking scheme in use – available on RACP website :  Advanced Training Research Project Guidelines.

Little to report otherwise.

One NZ paediatric advanced training currently training in Sydney.

Starship had site accreditation visit Dec 2018, still awaiting final outcome from NZ ATC as won’t be discussed until next committee meeting in August.

Inaugural alternate year renal fellow position to commence at Starship Dec 2019, position filled.

Starship registrar positions may be changing from current 4 to 6 month rotations, still to be confirmed.






image18.emf
ANZSN Council  Report.pdf


ANZSN Council Report.pdf
ANZSN Council Report ) o

The chair of ANZPNA continues to participate in the ANZSN Council as an attendee by
invitation of the Council. Through this arrangement, the views of the paediatric nephrology
community are presented to the Council and the paediatric matters and any concerns are
discussed and addressed. The council meets every 2 months via videoconference and once a
year in a face-to-face meeting, usually during the ASM. This year, face-to-face meeting will
be held during the DNT Meeting in Adelaide in September.

Recent work of the Council has been focussed on the finalisation of the ANZSN Strategic
Plan, the preparation of the 2019-2020 Budget and the revision of the ANZSN Constitution.

To outline the priorities of ANZSN for the next 3-5 years and to align these to the annual
budget, the Council is working on the Strategic Plan of the Society. At the Strategic Planning
Day in Sydney in March 2019, the Council members reviewed the strategic priorities, revised
mission, vision and values of the Society and prepared the draft of the Strategic Plan for
consultation with ANZSN members. The agreed actions have been refined and listed under
the five focus areas - Education, Research, High Quality Care, Advocacy, and Governance
and Management. Actions have been allocated to the responsible committees, working
groups, the Council and ANZSN office and will be finalised in coming months. The strategic
priorities that will be implemented over the next 3-5 years reflect the Society’s commitment
to the prevention and treatment of kidney disease through the investment in research,
education and clinical care.

At its March 2019 meeting, the Council considered the Draft of the Annual Budget as part of
the Annual Budget planning cycle. The Budget was developed by consultation with
Committee and Working Group Chairs. Taking into account the assumptions, risks and
allocation of discretionary funds to strategic projects, the priority was given to keeping the
organisation safe and operational, and progressing initiatives aligned with the mission and
vision of the ANZSN. The Annual Budget draft was reviewed and subsequently approved at
the June 2019 Council meeting. The Society’s Budget remains strong and aligned with the
ANZSN’s the strategic goals and operational needs. The Council will monitor performance
against the Budget on a quarterly basis and making adjustments, as required, including
cancelling and deferring agreed projects when necessary.

At the ANZSN AGM in September 2018, the Council recommended that a review of the
Society’s Constitution be undertaken. The review that will set the structure and processes of
how the society operates is intended to consider all aspects of Constitution with the
emphasis on promoting and supporting equity and diversity. The review has been overseen
by the Constitutional Review Working Group who have prepared the report to the Council in
August 2019 ahead of the AGM in September 2019, where the revisions and the approval
from members of the Society will be sought. Working Group consists of 4 Council members,
2 ordinary ANZSN members, 2 affiliate ANZSN members, 2 Gender Equity and Diversity
Groups members, legal/governance advisor and the secretary of the Society. The Council
asked the Working Group to consult with ANZSN members at all stages of the review. All





members are welcome to provide their input, comments and present potential solutions to
ensure good governance of the Society.

Other ANZSN portfolios include Policy/Advocacy and Government Affairs, Dialysis Matters,
Research Matters, Transplantation, SPEC, International Affairs, Indigenous Health Equity, NZ
Matters, Paediatric Matters, and Working Groups - Green Nephrology Action Team, Gender
Equity and Diversity Group and Consumer Working Group - each of these have their
portfolio leads and responsible members and report regularly to the Council with the
progress on allocated activities.

v

Peter Trnka
Paediatric Representative on the ANZSN Council
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Scientific Program and Education Committee (SPEC) of the ANZSN continues working closely
with the ANZSN Council and other ANZSN Committees with the goal of advancing and
promoting excellence in clinical science, basic research, education, and equity and diversity.

SPEC current functions include: a/ Designing and implementing the program for the
Annual Scientific Program (ASM) of the ANZSN and working with the Local Organizing
Committee to deliver the meeting; b/ Designing and implementing ongoing education
programs and courses relating to the practice and research of nephrology, dialysis and
transplantation; ¢/ Overseeing the Travel Grants and ASM Awards process, selecting the
winners and recommending them to the Council for ratification; and d/ Liaising with and
fostering links related to education with all other bodies that are active under the auspices
of the ANZSN and/or who have affiliations with the Society.

The membership of SPEC includes individuals with expertise in basic science, clinical
research, population health research and nephrology education and consists of 11 ordinary
members (including paediatric nephrology representative - currently Peter Trnka) and one
chair of the ASM local organising committee. SPEC reports to ANZSN Council and meets
every two months via video link.

To ensure that SPEC remains fit for purpose in the context of increasing workload,
expectations to showcase diversity, inclusiveness and leadership development and to assist
in succession planning, ANZSN recommended restructure of SPEC which is being now
implemented. SPEC is currently organised around portfolios aligned with the respective
scientific and education functions of the Committee. The proposal from SPEC which was
subsequently approved by the ANZSN Council is to split SPEC into two separate committees
each with their own chair: ASM Faculty, responsible for the planning of the ASM, including
primary responsibility for Awards and Travel Grants and Education Committee, primarily
focused on the development and conduct of education courses. Each committee will have 8-
10 members, including one advanced trainee and one early career researcher, with
minimum of two NZ members. Each committee will have 50:50 female and male
membership.

World Congress of Nephrology which took place in Melbourne earlier this year replaced this
year’s ASM. SPEC was not officially involved with the planning and implementing the
program although many SPEC members participated in the program. Planning of the next
ANZSN ASM which will be held in Hobart next year is well under way. 2020 Scientific
Program Themes have been established (available on ANZSN website). Two international
keynote speakers have been invited. Professor Patrick Mark from Glasgow, UK is an expert
in cardiovascular disease in patients with CKD. Professor Lisa Guay-Woodford is a paediatric
nephrologist from Washington, US and an internationally recognised investigator in the field
of genetic kidney disease, especially polycystic kidney disease. As usual, Nephrology and
Transplantation Update Course will take place on the weekend before the ASM start. SPEC





has been involved in the selection of the topics for the course and the majority of
presenters have already confirmed their participation.

The educational role of SPEC requires continuous input to ensure the currency of the
courses offered to the broad membership of the ANZSN (nephrologists, nephrology trainees
and scientists) and appropriate alignment with the RACP curriculum. SPEC is also
represented and provides advice to the RACP Advanced Training Committee in Nephrology.
Current educational courses include clinical programs for nephrologists (CME/refresher
courses), nephrology trainees (Basic, Advanced and Update courses, and PD Academy) and
scientists (educational programs and workshops with a laboratory focus). New educational
initiatives undertaken by SPEC include the pilot HD Academy (planned for 19-20 October
2019 in Melbourne) and the launch and trialling of eLearning Hub (access currently free of
charge on kelh.org.au). If successful, SPEC will be involved in ongoing curation of the
content of the website.

My 3-year term on SPEC will come to an end at the end of 2019. | have enjoyed thoroughly
my involvement in organizing the ASM program, development of its content, the process of
selection and invitation of international speakers, and delivery of various educational
activities of the ANZSN. With the restructure of the SPEC Committee, the incoming
members will be able to focus more on either ASM preparation or Education activities. It has
not been determined where Paediatric representative would be most suited. The expression
of interest for the paediatric representative on SPEC will come out later this year.

Y

Peter Trnka
Paediatric Nephrology representative on SPEC
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KPI Working Group Report: 



[bookmark: _GoBack]Listed below are the proposed KPIs (for discussion at DNT)



Possibly introduced in a 2-tiered approach: 

Level 1: 
- Dialysis access at dialysis initiation (all permanent, and also PD/HD separately)
- Transplant waitlisting

- Peritonitis
- Bacteraemia

Level 2:
- ANZDATA reporting
- Hb levels
- Fe levels



Governance: likely an oversight committee within ANZSN to oversee reports, data completeness, offering assistance, review KPIs and need for modification etc. 



KPIs: Mostly quarterly and annual reporting and likely league table

		PD Peritonitis

		Patients starting maintenance dialysis with a PD catheter 

Numerator: Peritonitis episodes

Denominator: PD patient years



Report will include: Number of episodes per patient year



		Pre-dialysis care and access planning

		Patients starting maintenance dialysis with a permanent access 

Numerator: patients starting HD with AVF/AVG and PD with a catheter

Denominator: Total permanent dialysis starts



Report will include: all starts + excluding “late referrals”



		HD vascular access planning 

		Patients starting maintenance haemodialysis with a permanent access 

Numerator: patients starting HD with AVF/AVG 

Denominator: Total patients on HD at 3 months



Report will include: all starts + excluding “late referrals”



		PD catheter planning

		Patients starting maintenance dialysis with a PD catheter 

Numerator: patients starting PD at first dialysis 

Denominator: Total patients on PD at 3 months



Report will include: all starts + excluding “late referrals”



		Transplantation wait listing

		Patients commencing maintenance KRT who are transplanted or listed for transplant within 6 months of dialysis start 

Numerator: patients transplanted or “active” on the wait list within 6 months of start aged <65

Denominator: Patients having KRT for <6 months and aged <65



Report will include: Waitlisting for an “index” group: non-diabetic, non-Aboriginal, Non-Maori, Non-Pacific Islander



		ANZDATA annual data collection timeliness

		Time from 31 December to submission of annual ANZDATA dataset 





		HD catheter related bacteraemia





		CRBSI rates for haemodialysis patients using a catheter 

Numerator: CRBSI

Denominator: Total catheter days



Report will include: Non-tunnelled catheters, Tunnelled catheters



*Possibly to include all patients, not just those dialysed via catheter 



		Haemoglobin

		Patients on dialysis and erythropoietin with Hb<130g/L 

Numerator: patients undergoing dialysis, receiving EPO, with Hb<130g/L

Denominator: Patients undergoing dialysis, receiving EPO



Report will include: Proportion achieving Hb 100-120g/L



		Iron status

		Patients on dialysis and erythropoietin achieving target iron indices 

Numerator: Patients undergoing dialysis, receiving EPO with Tsat 20-30% or ferritin 200-500ug/L

Denominator: Patients undergoing dialysis and receiving EPO



Report will include: Proportion achieving Tsat target and ferritin target separately







Sally Kellett


image21.emf
2019PTAC TSANZ  report ANZPNA.PDF


2019PTAC TSANZ report ANZPNA.PDF
3/07/2019

TSANZ Paediatric transplant advisory committee (PTAC) Report,

Annual general meeting, 2019

PTAC was established in 2018 and has had a teleconference meeting and will have its inaugural face-
to-face meeting during the TSANZ ASM. It provides a conduit for common issues to be discussed by
paediatric representatives from the various solid organ transplant groups. Members of the group
have been involved in 2 key projects initiated under TSANZ/ OTA work orders:

1. Establishment of guidelines for the eligibility and allocation of paediatric donor organs
(06/2017). Led by Dr Joshua Kausman. Final recommendations were presented at TLRG in
June, 2019 and they are now awaiting final feedback and approval from the newly formed
TSANZ allocation committees. It is anticipated they will then be incorporated into the TSANZ
clinical guidelines.

2. National review of paediatric kidney transplant recipients (05/2018). Led by Dr Fiona Mackie.
A workshop is scheduled on Sun July 28 at TSANZ to generate discussion with ANZPNA
members. There will be presentations of data extracted from ANZDATA on changes in
paediatric kidney transplantation; update on a modelling project to assess incorporation of
different approaches to allocation, including epitope-based matching; and discussion of the
introduction of TSANZ paediatric guidelines, particularly focusing on ABO-incompatible
transplantation as a key priority (based on an initial survey of ANZ kidney transplant units).

TSANZ has been increasingly aware of the needs of paediatric patients, particularly kidney transplant
recipients and this is acknowledged by the renal transplant advisory committee, RTAC, approving the
removal of the 12 month wait for paediatric bonus for deceased donor listed recipients. It is also
extremely pleasing that RTAC has formalised paediatric representation on the committee with
appointment of Fiona Mackie. Congratulations to Fiona in her strong advocacy role at RTAC.
Furthermore, Nick Larkins has been appointed as a paediatric representative on the new TSANZ
renal allocation committee. This is a critical role as TSANZ looks to revise the approach to kidney
allocation, where advocacy for the needs of paediatric recipients must be preserved.

There have been major infrastructure changes in transplantation in 2 key areas: Introduction of
Organmatch as the new software to replace NOMS; and incorporation of New Zealand into the
Paired kidney exchange. Both promise to improve outcomes for paediatric patients.

.
H

Dr. Joshua Kausman, MBBS FRACP PhD

Chair, PTAC,

Department of Nephrology

The Royal Children's Hospital Melbourne

50 Flemington Road | Parkville | 3052 | VIC
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PAEDIATRIC WORKING GROUP ANZPNA REPORT ON ACTIVITIES 2019
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Reported by:  Amelia Le Page

Members: Sean Kennedy (Sydney Children’s), Mandy Walker (Royal Children’s, Melbourne), Peter Trnka (Brisbane), Chanel Prestidge (Auckland), Anne Durkan
(Children’s Hospital, Westmead), Amelia Le Page (Chair), Hugh McCarthy (Sydney)

Summary:

e 7 New projects with data release from July 2018, 2 Publications from July 2018 (average 2 annually from 2010)

e 2019 data collection may include a new format for the paediatric survey

e Work to improve visibility of our working group — webpage/data governance

e Reminder — WG role to review data requests — not just to avoid project duplication, aim to improve projects, ensure appropriate use of data.
e Trainee member(s) —up to 2 required (EOI to Amelia Le Page)

Meetings Held:

1x July 2019

Working Items

1. Paediatric survey changes — data fields for schooling/work — format and questions submitted - expected to change for the 2019 data collection. Ongoing.

2. Paediatric data custodianship - Greater representation of paediatric WG in other working groups to improve research involvement, Greater paed involvement
in data governance. Ongoing

3. WG webpage — press release of new research, infographic summary of report. Ongoing.

4. Trainee member - no applications from ANZSN newsletter April 19. Ongoing.

h:\anzdatawg\anzdataworkgroupreport2019_anzpna.docx Page 1
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PAEDIATRIC WORKING GROUP ANZPNA REPORT ON ACTIVITIES 2019

New Research Project Requests past 12 months, and projects submitted or prepared for publication :

outcomes (registry used to identify donor-recipient pairs and ? retrieve baseline data)

(No formal review from our
working group)

TITLE FIRST AUTHOR REQUEST/RELEASE DATE CURRENT STATUS

End Stage Kidney Disease in childhood and registry reporting of comorbid vascular | Le Page A April 2019 Data analysis

disease

The impact of sex-differences on health outcomes in kidney replacement therapy for | Lalji, R April 2019 Data analysis

children and adolescents with chronic kidney disease using the ANZDATA registry

Survival and kidney transplantation rate of paediatric patients under 5 years of age | Larkins N April 2019 Data analysis

with end-stage kidney disease in Australia and New Zealand

Etiology, frequency and treatment of end stage kidney disease in Aboriginal Children | Chaturvedi S March 2019 Submitted for IPNA meeting
in Australia Venice as poster

Improve immuNologiCal assEssment to improve PaediaTric kidney transplantlON | Lim Wai Feb 2019 Unknown

IPNA registry report - Patient survival in children treated with renal replacement | IPNA — Le Page A Jan 2019 Data analysis

therapy — a comparison between three continents — Australian data

Prediction of graft survival after pediatric kidney transplantation in children under 5 | Sypek M, Julien Hogan | Sept 2018 Unknown

and development of a simple tool to assist clinical decision (data used to validate

model)

Hla eplet mismatches and paediatric renal transplantation Sypek M Submitted for publication
Paediatric renal transplantation outcomes by kdri Gayathri Raman, Unknown Unknown

Modified kdri for paediatric renal transplant recipients Gayathri Raman, Unknown Unknown

Mtor inhibitor use and long term graft outcomes McKayA, Unknown Meeting  presentation  WCN,

manuscript in preparation.

Publications Since Last ANZPNA Meeting

Long-term outcome of kidney transplantation in patients with congenital anomalies of the kidney and urinary tract. McKay AM, Kim S, Kennedy SE. Pediatr Nephrol. 2019 Jul 15. [Epub

ahead of print]

The impact of donor/recipient age difference and HLA mismatch on graft outcome in pediatric kidney transplantation. Trnka P, McTaggart SJ, Francis A. Pediatr Transplant. 2018

Nov;22(7):e13265.

h:\anzdatawg\anzdataworkgroupreport2019_anzpna.docx

Page 2




https://www.ncbi.nlm.nih.gov/pubmed/?term=McKay%20AM%5BAuthor%5D&cauthor=true&cauthor_uid=31309282

https://www.ncbi.nlm.nih.gov/pubmed/?term=Kim%20S%5BAuthor%5D&cauthor=true&cauthor_uid=31309282

https://www.ncbi.nlm.nih.gov/pubmed/?term=Kennedy%20SE%5BAuthor%5D&cauthor=true&cauthor_uid=31309282

https://www.ncbi.nlm.nih.gov/pubmed/31309282

https://www.ncbi.nlm.nih.gov/pubmed/?term=Trnka%20P%5BAuthor%5D&cauthor=true&cauthor_uid=29992708

https://www.ncbi.nlm.nih.gov/pubmed/?term=McTaggart%20SJ%5BAuthor%5D&cauthor=true&cauthor_uid=29992708

https://www.ncbi.nlm.nih.gov/pubmed/?term=Francis%20A%5BAuthor%5D&cauthor=true&cauthor_uid=29992708

https://www.ncbi.nlm.nih.gov/pubmed/?term=The+impact+of+donor%2Frecipient+age+difference+and+HLA+mismatch+on+graft+outcome+in+pediatric+kidney+transplantation
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Dr David McCredie

Department of Nephrology

Royal Children’s Hospital

Melbourne, Victoria



1/7/2019



Dear David,



On behalf of the Australian and New Zealand Paediatric Nephrology Association we wish to extend our congratulations on your recent appointment as a Member of the Order of Australia. The membership notes your broad and important contributions to the care of children with kidney disease, including:

· Establishing a dedicated paediatric nephrology service at the Royal Children’s Hospital in 1962, following the completion of a fellowship in New York. This included the introduction of renal biopsy into practice in Australia and early attempts at transplantation, haemodialysis and peritoneal dialysis.

· A substantial contribution to research, particularly with regards to tubular function and disorders, including calcium homeostasis and salt losing tubulopathies. This work was supported by the University of Melbourne and you remain active in the field. 

· As a member of the International Pediatric Nephrology Association (IPNA) provisional council, which founded a constitution for IPNA at the Washington symposium on paediatric nephrology in 1974. After continued service on the IPNA council until 1983, you were president of the IPNA Congress held in Adelaide in 2004.

· Training many fellows in the paediatric nephrology, commencing in 1965 with John Herrin and followed by Stephen Dixon, Harley Powell and John Burke.

Your senior role and mentorship within the paediatric nephrology community and contribution to the care of children in Australia are greatly appreciated. Congratulations again on the well deserved acknowledgement of these contributions.



Sincerely,



Peter Trnka, Joshua Kausman, Nicholas Larkins and Siah Kim on behalf of the Australian and New Zealand Society of Paediatric Nephrology
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Minutes of The Australian and New Zealand Paediatric Nephrology Association

Annual General Meeting 





Meeting Held: 12th September at Convention Centre 

Darling Harbour, Sydney



1. Present: 

Steve Alexander, Jonathon Craig, Sean Kennedy, Fiona Mackie, Jeff Fletcher, Debbie Lewis, Dee Hahn, Siah Kim, Sally Kellet, Ashlene McKay, Simon Carter, David Metz, Joshua Kausman, John Burke, Christine Mincham, Melanie Aldridge (Queensland Trainee), Kari Goh (West Australia Trainee), Noah Amir (NSW Trainee), Peter Trnka, Sam Crafter, Amanda Walker, Cathy Quinlan, Dhanusya Sivananthan (Victoria Trainee), Matt Sypek, Anne Durkan, Hugh McCarthy, Nick Larkins, Lil Johnstone, Amelia Le Page. 



2. Apologies: 

Elizabeth Hodson, Chanel Prestidge, William Wong, Leah Krischock, Frank Willis, Richard Kitching, Andrew Rosenberg



3. Minutes: 

The 2017 AGM minutes were proposed by Joshua Kausman accepted Peter Trnka



4a  	Website: Nick Larkins is to be thanked for his work on the website. To obtain access and passwords please email him. 

4b. 	JK spoke to this: Nephrotic syndrome consensus protocol- have been awaiting publication of PREDNOS trial. The protocol will be finalised with reference to the publication and circulated to the group shortly. 

4c. 	Travel grants: no applicants this year. Trainees were reminded that it is not just for attendance at IPNA, but can be for any major international conference relevant to Nephrology/Transplantation. 

4d. 	Application for growth hormone in young children. An application was previously made to provide access for infants. The application was effectively accepted two years ago, but has been held up with review of other Endocrine applications. Currently there has been no resolution as to when this change may go through. JK will provide further updates. 



5a.	Nomination of new members. 

The association welcomes the following new members who were approved at this meeting. 

1. Kari Goh (associate member) 

2. Full membership has been awarded to Christine Mincham and this was proposed by Nick Larkins and seconded by Siah Kim. 

3. 

5b. 	Members Contact List. Nick Larkins is keeping this up to date. Please forward 	any new details and applications for associated members to him. 

6.	Chair’s report was tabled. This is the end of Josh Kausman’s term as Chair and ANZPNA sincerely thank him for his dedication, hard work and leadership.	






7. 	Honorary Treasurers report: D. Hahn. The association is in a healthy positive balance financial state $3,020.00. This is principally due to no travel grants being awarded this year.  IPNA has notified that the combined subscription is likely to be changed to electronic. There is also likely to be a change in the fees. This will be communicated to membership when finalised. 

8. 	ANZPNA Research Group. Peter Trnka reported that there are a number of projects running including the ADOPT trial (Mycophenolate Pharmacokinetics) run by David Metz; INCEPTION  coordinated by Wai Lim in Perth, regarding HLA matching and “Best Fluids” (IV fluids post transplant study) Paediatric coordination by Steve McTaggart.

9. 	IPNA Report: Debbie Lewis. Some updates from IPNA were provided. The next IPNA meeting will be in Venice. The venue for 2022 has not been decided. IPNA has requested nomination for various prizes and the information for this has been emailed around. Professor Kim Yap from Singapore is to take over the presidency. Debbie Lewis finishes her term as the IPNA representative at the end of next year in Venice and the association would like to thank Debbie for all her hard work. 

10. 	Oceania group of ANZPNA: Debbie Lewis. Problems have arisen because of the partnership with Fresenius. Management in Fresenius has changed and new staff have not currently taken over the project which previously saw Fresenius providing PD fluid and equipment free of charge as well as delivery for acute dialysis in Oceania. Debbie Lewis and Jill Farqhar are having ongoing discussions with Fresenius. Siah Kim raised the fact that at the World Congress of Nephrology Meeting in Melbourne next year there is a policy forum which is inviting health ministers from Pacific Islands. There may be opportunity for discussion around that meeting. One of the major problem is working out the logistics of delivery of the dialysis packs and fluids. A question was raised as to who delivers the adult dialysis equipment to Fiji currently and whether it would be possible to add the paediatric kits to that delivery. Debbie Lewis will explore further. 

11. 	Election of new office holders. 

A. 	Chair. Peter Trnka was proposed as incoming chair of ANZPNA by Joshua Kausman. The proposal was seconded by Debbie Lewis and accepted.

B.    	Treasurer. Siah Kim was proposed by Fiona Mackie and seconded by Josh Kausman and passed successfully.

C. 	Secretary. Nick Larkins was proposed by D. Hahn seconded by Josh Kausman motion passed successfully. 

D. 	IPNA Representative Fiona Mackie was proposed by Anne Durkin and seconded by D. Hahn motion carried successfully. 


Congratulations to the new office holders

12.	Specialist Advisory Committee Report. Anne Durkin.

A. 	There are changes to the requirements for supervisor training which have been detailed in communication in the minutes. New supervisors from January 2019 will have to have completed all three training courses; existing supervisors have an additional year to complete the training courses. This applies to Australian supervisors. In terms of training requirements for acute transplantation, it is recommended that trainee see 12 new transplants including Paediatric. They may obtain these additional numbers from adult nephrology units. Acceptable involvement includes seeing them for the first week on ward rounds. Performing renal biopsies are not a mandatory part of requirements for trainees. There have been some changes to college project acceptance. Cochrane reviews can no longer be used as a primary project. A new paediatric representative for the Advanced Training Committee will be required. The college will be eliciting expressions of interest. Anne Durkin will be staying on as chair next term to ensure continuity.  		 

B. 		The New Zealand report was tabled. 



13. 	ANZSN Reports.

A.	Council: Josh Kausman raised issues with representation on council. Previous president of ANZSN, Professor Ferrari invited the chair of ANZPNA to be an ex officio member on council. Emailed correspondence at the time indicated full entitlements including voting. However, at a recent meeting of ANZSN council it was pointed out that this was not according to the constitution of ANZSN and that our role is as an invited attendee. Jonathon Craig spoke to the fact that there is going to be a global constitutional review for ANZSN. JK spoke about this being an opportunity to decide on our role and whether we want to advocate for council membership. JC pointed out that there are increased responsibilities with having voting rights as an official council member including financial responsibilities. A councillor is a director and personally liable for the organisation. JC made the point that to increase our representation it was important for paediatric members to be involved in committees such as SPEC. Currently the only representation in terms of roles is state and territory based and there is no other representation of groups within council.

B. 	SPEC.  Peter Trnka. Kid Gen (Renal Genetics Meeting) was well attended and highly successful. Next year there will be no specific ANZSN meeting because of the world congress of nephrology. E-Learning Hub is being developed by ANZSN and trainees need to sign up to that. PT will ensure that Paediatric trainees are made aware of how to sign up. Trainees are reminded there are a lot of educational resources including PD Academy and basic advanced trainee sessions. Sean Kennedy suggested that a paediatric research prize is awarded by ANZPNA at ANZSN. Siah Kim suggested that the research prize could be named in honour of the late Tonya Kara. There was general support for both of these concepts and Peter Trnka will explore with SPEC the mechanics of a paediatric research prize. 

13c.	KPI working group. Sally Kellett is the paediatric representative. The group is still at the point of looking at which appropriate KPI’s to use. She has sent a proposed list around please provide feedback to Sally on the subject. 






14a. 	TSANZ.: RTAC allocation subcommittee FM reported that there had been changes to priority allocation for children as of January 2018. This has effectively removed the 12 month waiting period on dialysis before children obtain priority. There has been a request made by some adult physicians working in the transition area and a letter of support from ANZPNA asking that those who are given priority at under 18 years of age who do not find a suitable kidney transplant offer before they turn 18 to keep their priority after they turn 18. This proposal is still under review by RTAC and there has been no response to date. 





14b. 	National Review of Paediatric Kidney Transplant recipients. FM reported this has been commissioned by AOTA and TSANZ. Various issues will be looked at including changes in living donation rates since the change allocation rule changing in paediatrics. There will be discussion about various protocols to be developed. As part of the process there will be two national workshops for paediatric members to attend.

14c. 	Paediatric Transplant Advisory Group. Josh Kausman is the chair and they are shortly to have their first meeting. This group has formally replaced the paediatric transplant working group that formally met at TSANZ meetings. One of the agendas of this group is looking at donation from young donors. Steve Alexander raised the fact that he will be coming off TSANZ council at the end of the year and he advocated for Paediatric members to consider nominating themselves as councillors.

 

15. 	ANZDATA report:Amelia Le Page. 

The paediatric chapter is now live on the website and there are plans to develop a lay summary of this chapter. IPNA registry have requested some data regarding mortality of dialysis patients and there have been expressions of interest to incorporate our data with another international study looking at graft survival in young patients. 



16. 	Renal Genetics Report. Tabled and discussed by Steve Alexander Kid gen workshop very successful.  Genetic survey has been sent around by Cathy Quinlan and through the ANZSN newsletter; members are asked to please complete or contact Cathy for more details. 



17. 	Trainee Report:Ashlene McKay. There are 11 trainee members, 5 early career consultants and 1 non nephrological trainee. They communicate via What’s App. The webinar series is ongoing. They have had two sessions so far this year. There are plans to make these Webinars available offline. There has been a problem with the size of the files and there is an added cost for providing this service. However ANZPNA council has previously agreed to fund that, so Ashlene and Nick Larkins will liaise to facilitate this. A. McKay to send list of trainees to Peter Trnka so that they can be sent to ANZSN regarding accessing E Platform. 

18. Bench Marking Unit Practices. This was discussed during the paediatric transplant review. 



19a. Establishment of Educational Symposium to Honour Tonya Kara. Following the AGM an educational symposium was held in honor of Tonya with three presentations by trainees. After further discussion it was agreed that proposal of creating a paediatric research prize to be presented at ANZSN each year named in honour of Tonya will be the best way to address this. Peter Trnka was supportive of the prize being for the best paediatric abstract presented at ANZSN and he will have further discussions with SPEC.



19b. Academy of Child & Adolescent Health: Approach for Collaboration. Tabled by Josh Kausman. No comments by members



19c. Haemodialysis Issues with Fresenius machines and Paediatric lines. Dee Hahn reported that she has had some discussion with product managers at Fresenius regarding line use in children who are less than 17kg. Their recommendations at the moment are that if these lines are used that there is one to one patient care. Sam Crafter reported that there has never actually been a registered leak or problem with the lines in young children. There have been some difficulties in getting clear responses from Fresenius about what the exact problems are. Sam Crafter raised the issue of whether the society should write a letter to TGA and Fresenius regarding the lines. It was felt with general discussion that an approach should not be made to TGA in the first instance. Dee Hahn is going to have further discussion with Fresenius and with the ANZSN dialysis advisory group to progress this issue and will report back to the society. 



19d. KHA Youth Program. They had a large injection of funding and a new program is to be rolled out.



20. 2019 AGM. There will not be an ANZSN meeting next year because of WCN in April. This is too early to hold our annual general meeting. There was general discussion that probably the best meeting to organise our AGM with would be TSANZ, but there needs to be further discussion about this by the Executive after consulting the constitution. 
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