National Renal Advisory Board Meeting



	MEETING DETAILS FOR WEBSITE

	Date and time:
	9.30am to 2.30pm Wednesday 14 August 2019

	Venue:
	Room GC1 (seats 18 people and has Video Conferencing Facilities), Ground Floor, Ministry of Health, 133 Molesworth St, Wellington



	Committee Members

	Ian Dittmer (Chairperson),  Kay McLaughlin, Nick Cross, Chris Hood, Catherine Tracy, Mark Hodge, Jane Ronaldson, Sue Riddle, Jenny Walker, Michael Campbell, Nick Cross, Dee Hackett, Balaji Jagannathan,  Ashik  Hayat, Brett Butterworth, Suetonia Palmer

	Apologies
	
[bookmark: _MON_1629270858]Nick Cross, Prue Fieldes, Ashik  Hayat, Mark Hodge and Suetonia Palmer

	Guests
	Fredric Doss, Jane Potiki, Dr Waala Sawiers via teleconference

	Minutes Taken By
	Fredric Doss and Jenny Walker



	No.
	Item
	Discussion/Action
	Responsibility

	Minutes

	
	
	
	

	1. General Business

	1.a
	Introduction
	The Chair opened the meeting and there were no conflicts of interest to the agenda. There were no corrections made to 8 May 2019 minutes.  Ian to put them on NRAB website. 
	Ian Dittmer

	1.b
	Review of the minutes recorded at the previous meeting held on  
8 May  2019
	[bookmark: _MON_1461403636][bookmark: _MON_1461404180][bookmark: _MON_1465893593][bookmark: _MON_1465893676][bookmark: _MON_1465893690]The previous NRAB minutes were taken as read by Ian and everyone else seconded.

Open actions are included in agenda items (below) or identified as carried forward. 

	





	1.c
	New Members  Exiting Members
& Resignations
	Michael Campbell was welcomed to the team.
	Ian Dittmer

	2. Regional Roundup

	
	Auckland





















Northern













	For many years the NRAB has a regional news round-up as an agenda item.

Many/some DHBs do not have membership on NRAB so each Clinical Lead/Manager to send in a summary prior to meeting. Embedded is PPT slide for you to use.  

Include up to 3 news items and up to 3 risks that your unit faces. If you would like something discussed more fully then contact one of the NRAB members (or Ian Dittmer) so that more in depth discussion could be held.

Northland DHB (Walaa Saweirs)
 

A new IT system is being trialled. 
 
Waitemata DHB (Janak De Zoysa)

  

Auckland DHB (Ian Dittmer) 


 

Starship Hospital (William Wong/Jane Ronaldson):  
Nothing reported.


Counties Manukau DHB (Chris Hood/Catherine Tracy)     


	Clinical Lead/Manager








Jenny Walker/Waala Sawiers






Janak De Zoysa




Ian Dittmer





William Wong/Jane Ronaldson

Catherine Tracy/
Chris Hood


	
	Midland
	Waikato DHB (Drew Henderson) 


Taranaki DHB: (Ashik Hayat)
No update

	Drew Henderson/
Mark Hodge





Ashik Hayat

	

	Central
	Hawke’s Bay DHB (Andrew McNally) 




MidCentral DHB: Palmerston North (Norman Panlilio/Curtis Walker)




Capital & Coast DHB and Hutt (Philip Matheson)



	Andrew McNally






Norman Panlilio 




Kay McLaughlin


	
	South Island

	Upper South Island (Nelson) (Bruce King)
Nothing reported.



Canterbury DHB (David MacGregor)




Southern DHB (Rob Walker)




	




David MacGregor







Rob Walker/John Schollum

	3. New Business      

	3
	KPI’s
	    https://online.flowpaper.com/741a0715/2017NZNephrologyreport/#page=1

Suetonia Palmer and Rachel Walker have been working on draft report.  Once happy with it it can go live.
Ian Dittmer presenting Supervision report to Nick Cross in two weeks’ time.
Many Units not receiving Peritonitis Guidelines.
Suetonia Palmer to find out from ANZData re observations with missing values and then explain this back to NRAB.
Everyone agreed that we want Suetonia Palmer to keep doing this report.  

The Pre-dialysis data:  excel spread sheet – locked passwords – send by email.  Gerald thinks it might be able to be run along with PD Registry.  Ian Dittmer to liaise with Ola Otuafi and Tina Sun.


14 Aug 2019 Meeting : No update

	





Drew Henderson


Suetonia Palmer

	

	4
	Revision of  the Ministry's service specification for ANZDATA  services from 1 July 2020
	No update
	Annette Pack/ Jane Potiki

Ian Dittmer

	5
	ANZSN President Letter To NRAB
	
[bookmark: _MON_1629270907]Embedded letter sent. 

	Ian Dittmer

	6
	PTAC/Pharmac

	Sarah is no longer contact person in PHARMAC anymore and will be replaced by Rob Turner.

	Rob Turner


	7
	PTAC/Nehrology Subcommittee
	Nick appointed to this.  Nick to contact chair to arrange discussion regarding Cinacalcet .
14 Aug 2019: Discussion as to where Tolvaptan is in the process. Ian to find out.

	Nick Cross


	4. Ongoing Business  

	8
	NZ Chapter of the ANZSN

	No update.



	Suetonia Palmer


	9
	Dialysis Training Programme for Renal Advanced Trainee Registrars
	Fredric presented updated version that has been trialled with ADHB Renal Registrars. It has been agreed to use the core dialysis modules nationally and rest to be optional.


	
Fredric Doss

	10
	Nephrology Advanced Training 
	No update
	Jamie Kendrick-Jones


	11
	Standards & Audits
	Nil
	Suetonia Palmer

	 12
	Emergency Management
	
[bookmark: _MON_1629272157]Ian to circulate letter.  Thanks to Kay for all her hard work on this issue. 
	Kate 


	 13
	ANZData
	
Ian to continue to have meetings with New Zealand Blood Service regarding Data Transfer.  
	Suetonia Palmer
Ian Dittmer

	

	

	14
	PD Registry Update/PDOPPS Update
	See Item 2 “Around the Regions” Northland DHB  embedded document re NZ PD Registry.
It was noted that NRAB very pleased with progress.

14 Aug 2019: Waala Sawiers updated progress over phone. Summary enclosed. 
Ian will check with MOH on funding options for PD registry.



	Walaa ( via Phone)

	5.  National Transplant Service

	15
	National
Transplant Activity/Service

	· NZ Activity report 2018 and Continuous Improvement Resource due out shortly.
· National Authority – legislation before Parliament for enable NZ Blood Service to take on oversight of donation and transplantation. Nick and Ian to write a co-letter noting agreement with this process
· Nick was invited to speak in April in Australia by Organ and Tissue Authority on progress in Live Donor Transplant in New Zealand.
14 Aug 2019: Paired Kidney exchange between Aust and NZ will commence from 18 Aug 2019.

	


Nick Cross/
Ian Dittmer


	6. Ministry of Health

	16
	
	There is nothing new for the MOH update other than to say that the new ELT is bedding in and that Ashley Blomfield and they are working through the next layer of Ministry change.
14 Aug 2019
•	There are now 4 Ministers in Health. Latest is Minister Henare focused on Maori Health and equity; Diabetes and obesity.
•	Living well with Diabetes plan is due for renewal. Keen for work to be refocused to patient needs. 
•	DG Ashley Blomfield - first priority was to improve relationships/ 1st wave of re-structuring completed at MoH. Now 2nd wave, 3rd tier staff changes ++ with many jobs dis-established. New jobs being re-advertised. New structure to be stood up at  end of Sept. 
•	Long term conditions sector will be focused on diabetes and heart disease.
•	Separate work being done on prevention.
	Sue Riddle



	17
	Revision of  the Ministry's service specification for ANZDATA  services from 1 July 2020 

	Nil new this meeting. Suetonia Palmer continuing to work on link with Ministry.
	Jane Potiki/ Annette Pack Suetonia Palmer




	7. Kidney Health New Zealand 

	18
	Report  on Kidney Health New Zealand


	Strategic goals Michael Campbell
Refer to website- “Our Strategic Goals (to 2024)”
•	Achieve Equity across 
o	the country ie regions vs metro
o	gender
o	ethnicity
o	deprivation eg no home precludes home-based therapies
•	Be recognized as the primary source of information on the prevention and management of kidney failure
•	Sustainability
•	Advocacy for people affected by and at risk of kidney disease
•	Leading and Collaborating- Shared board memebrs of ADKS/ Diabetes
•	Service Delivery

Away from Home Dialysis discussion by Chris Hood
Categories  of patients:
•	International –no requirement to provide this
•	Domestic Holiday
•	Domestic urgent family/ cultural event
o	No data on the numbers
o	Varying ability/ capacity to provide additional patient care
o	Hard to define who is Whanau/ difficult to limit to 1st degree relatives
o	CH advocates that providing urgent dialysis in this situation should be a priority and aspirational goal of all units. The recommendation to accommodate care for this should be included in a Tier 2 document. There will be times when this aspiration cannot be met, but there should be planning that acknowledges that there should be flexible capacity
	?Is this an implicit right under the T o W. Also covered by Bill of Rights
	Should not be at the risk of local patients.

Outcome: CH/ MC should draft a letter to forward to Ian to circulate for comment/ Review at the next meeting of NRAB.



	





















Michael Campbell





	8. Standard Report Updates

	 19





	Subcommittee reports
1. Renal Nursing Advisory Group


	14 Aug 2019
•	Jon Hosking taking over from Kaye on NRAB as RSA rep
•	Successful conference in Auckland – 450 delegates, majority overseas. ID noted for future reference Tourism NZ will help support the meeting (financially and organisation) if there are likely tourism opportunities with international delegates. 

	

Jon Hosking




	20
	2. Australian and NZ Dialysis Board of Practice

	•             Continue to have engagement with university of Auckland and university of Otago regarding renal physiologist course.  Current Grad dip in Health science and Technology(Renal) lost NZQA accreditation in July 19.  Currently we have clinical renal physiologist vacancies but have no unemployed qualified physiologist in NZ have to recruit from overseas.
•	Swinburne University undergraduate trainee programme is going well and students  has now been working at RMH for 4 months and is proving extremely successful.
•             Manukau Institute of Technology Renal Pharmacology short course starting in October and enrolment is open now. 
•	NZASRDP education evening will be held in November at Auckland.

	
Balaji Jagannathan


Ian Dittmer



	9. Other business

	21
	Research
	No update.
	Jenny Walker

	22
	Renal IT System
	 NDHB proceeded but hold up with Health Alliance.

	Allister Williams/
Jenny Walker

	23
	Anti-Phospolipase A2 receptors antibodies testing discussion
	
 Embedded document from Tze Goh discussed at meeting.  Ian to draft a letter to Immunologists from Northern Service re continuing to send samples to Hunter Lab due to lack of Immune-pathologist in Counties Manukau. Not discussed/lack of time after fire alarm.
14 Aug 2019
Options available:
o	accredited qualitative test at ChCh, but if positive then send to Australia for quantitation- expensive and delays impact therapeutic care. 
o	Need quantitative test to monitor response to therapy
o	unaccredited quantitative test at CMDHB. Potential risks as not IANZ accredited as no immunopathologist on staff to oversee the lab. Could be challenged if adverse event. Consider putting on risk register. 
o	Possibility of an accredited quantitative test being set up at Lab Plus.
	Ian Dittmer

	24
	PD in Rest Homes/Care Facilities
	Catherine asked people’s views re training for Rest Homes and Private Hospitals; do we need to credit institutions and credential staff etc and Jenny spoke on Corodel.  A statement is required from NRAB and Ian to draft a letter re specialised treatment. 
14 Aug 2019
Ian to write  letter to DHB’s, that every Rest Home cannot have an expectation that they will be trained to perform PD.

	Catherine Tracy
Ian Dittmer

	25
	Re-imbursement of Costs for Home dialysis
	
[bookmark: _MON_1628944034]o	large variation across DHB’s in payment policy- Ian presented  embedded table. 
o	Not all councils charge for water so may explain some variation
o	Prob best to separate water and power costs so that they are explicit. Not re-imburse for tank water, but might need ad hoc top-up.
o	Unclear how much additional support should be provided to enable home dailysis eg extra water tanks, shed for PD supplies, generator, chair scales…

Outcome: Ask for completion of data from non-responding DHB’s. Rediscuss next meeting. KHNZ will write to each DHB chair recommending consistency.

	

	26
	NRAB Committee
	Ian noted that his second term of office finished at the end of 2020 and has corrected website to reflect this.  Agreed that Catherine Tracey and Jenny Walker be appointed to a second three year term.  Further discussion required regarding position of Chair at end of 2019.
	

	27
	Workforce planning.
	Deferred.
	

	28
	Late CKD database
	· Units have agreed what data they want to collect. 
· Each unit can send their current spread sheets (securely- i.e. password protected, password transmitted by different modality) to Gerald and he can transfer into the single database- probably in a few months. Data will then be formatted into the same as the PD registry. 
· Units can then enter data real-time.
	Ian Dittmer/ 
Ola Otuafi


	29
	Wrist Bands Feedback 
	Brett Butterworth can source flexible wrist bands from China for $1 each. Would need sizing options. 
Read “no needles no BP’s in this arm”. 
Michael Campbell Christchurch Kidney Society is providing bands and is doing a fund raiser for this.  He will bring examples to next meeting. 


	Michael Campbell
Brett Butterworth

	Next meeting

	Date:  13 November 2019
	Time: 9.30am-2.30pm
	Venue:   GN.7-VC-Display-Semi Public, (confirmed by Luisa Agas  11 June 2019) Ground Floor, Ministry of Health, 133 Molesworth St, Wellington 

	Dates for NRAB Meet 2019
	Wednesday 13 March 
Wednesday  8 May, Rm GC1, MOH
Wednesday 14  August Room GN9, MOH
Wednesday 13 November 
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NDHB_NRABNews_WSawiers_Aug19.pptx
Northland DHB – August 2019

News

Liaison/clinical psychology provision model – under review due to difficulty finding suitable candidate

Renal IT implementation – ongoing preparation whilst IT being delayed as a result of hA process/communication

Home therapy/CKD care – project to review in final stages

E-Sign-off – finally rolled out with only a few minor issues on-going







Risks

Overstretched cardiology resource esp. ECHO – repercussions for transplant & surgical assessment

Bay of Islands satellite unfit for purpose – financial pressures adding further delay

Increased growth in Mid-North – issues of clinic provision

Medication reconciliation – remains an issue between primary/community/secondary

MoH funding shortfall affecting DHB & unit development/forward planning







Northland DHB - August 2019
-+ risk
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DHB_WaitmataNews_JDeZoysa14Aug19.pptx
Waitemata DHB

News

1 New CNM Dialysis appointed: Jon Hosking 

2

3



SAC 1 and 2 events

Nil

Risks

1  Interventional Radiology

2 Nursing capacity

3 Inadequate RMO staffing. Bid for Rmos deferred
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Auckland DHB

News

1 Kereru unit

2 Kea house

3 Transplant numbers



SAC 1 and 2 events

External review

Risks

1 Kereru unit

2 Kea house

3 Travel funding changes
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- s .

+ sacrangz evens





image6.emf
DHB_NewsCMDHB_C Hood_14Aug19.pptx


DHB_NewsCMDHB_CHood_14Aug19.pptx
CM Health DHB

News

1.  Chris Hood left HOD role 12/08.  Replaced by Jamie Kendrick-Jones.  Tina Sun will become a permanent nephrologist.

2. SDU refurbishment announced during Ministerial visit in July. 



SAC 1 and 2 events

Nil

Risks

1.  Over capacity for ICHD with no space for increasing chair numbers.  Looking at prefab options and business case for another satellite dialysis unit.

2.  Last obstetric medicine physician to leave CMH 22nd August.

3. Re-cladding of leaky buildings at CMH, including Scott building with the acute dialysis unit and ward, may have impacts on dialysis capacity.







CM Health DHB
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DHB_newsDHenderson_14Aug19.pptx
Waikato DHB

News

Dr Sizeland has stepped down as CD. Thanks to him for his work over the years

Plans to reinvigorate regional planning work for Midland Region

Regional IT solution work ongoing

0.5FTE Nephrologist started at Tauranga

Risks

Capacity for ICHD regionally

Cardiac Testing for transplant evaluation

Increasing fiscal pressures given commisioners





SAC 2 event- Themes- Transition to adult services and failure to recognise deterioation- More details to follow….







Waikato DHB.
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HBDHB_ News_AMcNallyAug 2019.pptx
HBDHB

News

1) Colin Hutchison back on deck as FTE 1.0 nephrologist from July 15th

Andy McNally FTE 1.1

Annie Reynolds FTE 0.4



2) Dialysis Patient Hep B Audit and vaccination program in progress 

Led by Renal AT Scotty Crawford

Aiming to present at NZ Nephro Meeting Oct 2019



3) Overall dialysis numbers remaining relatively low

PD first policy

Deaths of long-term HD & PD patients

Patients choosing conservative care



3) Awaiting new CEO for HBDHB

Previous CEO has moved on to Waikato DHB





Risks

1) Our Urologist who puts PD tubes in has suddenly decided to stop providing this service as at July 2019

Working very closely with General Surgery Dept. for immediate and long-term solution to this as “PD first” approach to dialysis in HB



2) Not successful in obtaining services of a Renal AT Reg for 2020

Will result in further pressure on SMO resource to cover/supervise 2 basic trainees rotating through our unit every 4 months



3) Cardiology department remains significantly under resourced 

Reliant on locum SMOs

Resignation of 1 ECHO tech

now only 1 of these working for HBDHB

ECHO wait times can be >6-12 months
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NRABMidCentralDHB_NPanlilio_14Aug19.pptx
MidCentral DHB

News

Opening of second shift in Horowhenua

Plan regarding renal unit relocation to continue

Increase nursing staffing has been achieved



Risks

Limited interventional radiology availability

Limited slots for clinic appointments

Stretched SMO resources leading to burn-out



SAC1 and SAC2 Events	

Chlorine breakthrough in the self-care dialysis facility related to the pressure in the water system (rectified)

	







MidCentral DHB.
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NRAB CCDHB update August 2019.pptx
CCDHB

News

1 First ABOi transplant July

2 Plans for Hutt satellite unit continue

3 Developing ZOOM to improve regional communication



SAC 1 and 2 events

Risks

1	 Limited access to timely interventional radiology

2 Limited donor surgeon capacity

3 Fragmented patient management systems
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Canterbury_DHB_News_DMcGregor_14Aug19.pptx
Canterbury DHB

News

Home dialysis moved

JI and NC Sabbaticals

PM locum

New outpatients operational (again)

New hospital move looming, then will be more rearrangement of wards and specialties



Risks

Acute dialysis –space, plumbing, EQ repairs

Insufficient SMO FTE

Hospital > 100% bed capacity during winter

Nursing – high turnover unable to maintain transplant/dialysis skills

Population growth, Increasing demand, staffing not keeping up
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Southern_DHB_News_RWalker_14Aug19.pptx
Southern DHB

News

1: The Kidney in Health and Disease Research Theme will be a featured research group at the ASN in Washington.



SAC 1 and 2 events

None

Risks

1: New hospital planning – lack of understanding by the planners about what a nephrology service is, and the requirements for in-patient services,  compared to an acute hospital dialysis service and home based training programmes in a stand-alone facility.

2: Understaffed SMO numbers

3: Model of care in community is at risk.
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To: Dr Jonathan Craig

President:  Australia and New Zealand Society of Nephrology

Sydney, Australia

Via: Shaune Noble, Executive Officer



Dear Jonathan	

Thank you for your letter 18th March regarding reporting of critical incidents.

This issue was discussed at the NRAB meeting in May 2019. I apologize for the delay in replying.

NRAB meets quarterly and during each meeting there is a brief report from each dialyzing District Health Board which is prepared by the Clinical Lead at that unit. We decided that as part of that report we would include the reporting of serious adverse events and critical incidents. We feel that this is a robust solution for ensuring information is shared appropriately in New Zealand. We would obviously notify ANZSN if there were issues raised that might have impact in Australia.

The Chair of NRAB would always be available to receive reports from Australia in the reverse situation.

NRAB receives a yearly report regarding key quality indicators and this has been refined particularly over the last 2 or 3 years. We have chosen indicators that we feel are clinically relevant in the New Zealand setting.

I am happy to discuss this further if you would like to.



Yours sincerely 

[image: IanD]

Ian Dittmer

Chair, National Renal Advisory Board, NZ
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27 August 2019



To Clinical and Service Leads – NZ Nephrology Units



Dear Colleagues

National Renal Advisory Board has over the last number of years attempted to improve the quality of Emergency management plans and the access that renal units would have to these.  This has been led by Kay McLaughlin. 

The Ministry of Heath supervises the Emergency Management (EMIS) system and all DHBs use this system for electronic storage of EM plans and also for managing logistical issues during an actual emergency.

A renal services page has been developed on the Health EMIS website where all renal units in New Zealand can download their emergency management plans (e.g. Earthquake, power outage, fire, flooding).   Several units have already provided their plans on this system.

We would encourage you to ensure that your Unit’s Emergency Plans are stored on this website. The advantage of this is that the plans would be able to be accessed by the Incident Management Team that was managing any incident involving your unit, remembering that this might not be your local DHB in the event of a severe disaster.  This IT system should still be accessible even after a major disaster, something that your own DHB system may not.

Your  Emergency Service/Operations Manager should be familiar with this system and be able to guide you through the steps to setting up Health EMIS registration and access .and to download your plans.

If your DHB/service does not have disaster plans the current plans already downloaded in the system could provide some guidance. 



Yours sincerely 
e-signed

[image: IanD]

Dr Ian Dittmer
Chair
National Renal Advisory Board, NZ
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ANZDATA Registry c/- SA Health and Medical Research Institute (SAHMRI)  


PO Box 11060, North Terrace, Adelaide, South Australia 5001 
P: +61 8 8128 4758 | F: +61 8 8128 4769  


E: anzdata@anzdata.org.au  | W: www.anzdata.org.au  
                         


 
15th August 2019 
 
Dr Ian Dittmer, 
Chairperson, 
National Renal Advisory Board, 
New Zealand 
 
 
Dear Ian, 


Re: Establishing a direct link between ANZDATA Advisory Committee and the National Renal Advisory Board 


The ANZDATA Advisory Committee at its recent August meeting has identified considerable value in establishment 
of a closer relationship with the National Renal Advisory Board to support and facilitate appropriate governance 
and communication with the major New Zealand funder (the Ministry of Health) and with contributors and end-
users in New Zealand (represented by members of the NRAB including managers, senior nurses, nephrologists, 
ANZSN, the National Renal Transplant Leadership team and Kidney Health New Zealand). 
 
The ANZDATA Advisory Committee (‘Committee’) is a representative committee providing custodial oversight of 
the data in the Registry on behalf of the Heads of Renal Units, the membership of the Australian and New Zealand 
Society of Nephrology (ANZSN), health care professionals contributing data to the Registry and patients and 
whānau. The Committee’s role is to provide strategic direction and leadership to achieve the mission and vision 
of ANZDATA.  
 
The current Committee Terms of Reference mandate only 1 New Zealand Representative (Convenor of the 
ANZDATA Aotearoa New Zealand Working Group) who may have no representative position on the NRAB.  
 
To increase representation and governance of ANZDATA by New Zealand contributors, the ANZDATA Advisory 
Committee will change the Terms of Reference to include a second nominated New Zealand representative on 
our Advisory Committee from one of our 4 established “General member” positions. This person would be 
selected according to our Terms of Reference (broad expression of interest to the NZ renal community). 
 
In addition, the Committee wishes to request that the NRAB considers including one of the nominated New 
Zealand members of the ANZDATA Advisory Committee as an ex-officio member of the NRAB to support direct 
and timely communication between the ANZDATA Advisory Committee and the NRAB. 
 
I would value your consideration of this proposal. 
 
Kind regards, 


 
 
Professor Matthew Jose 
Chairperson, 
ANZDATA Advisory Committee 
 
Cc Professor Stephen McDonald, Executive Officer, ANZDATA 
Cc Associate Professor Rachael Walker, Convenor, ANZDATA Aotearoa New Zealand Working Group 
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Explaining the New Zealand Peritoneal Dialysis Registry 


+ The New Zealand Peritoneal 
Dialysis Registry helps health 
teams to improve peritoneal 
dialysis  care 


+ The NZ PD Registry is 
supported by all dialysis 
doctors and nurses in New 
Zealand and is funded by the 
Ministry of Health 


+ The NZ PD Registry is a store 
of clinical information about 
the healthcare provided to 
people treated with 
peritoneal dialysis in New 
Zealand 


+ The collection of treatment 
information involving ALL dialysis 
patients in New Zealand helps 
discover ways to improve 
treatment 


+ Each year your dialysis 
team collects routine 
information about ALL 
patients treated with 
peritoneal dialysis in 
their care 


+ This information is 
shared with a data 
center in Auckland 
and combined with all 
other PD patients in 
NZ 


+ The NZ PD Registry 
team study the 
information to learn 
more about 
peritoneal dialysis 
care 


+ The NZ PD Registry 
team writes reports 
for hospitals and the 
Ministry of Health 
each year about the 
care they provide  


+ Hospitals and 
health systems aim 
to improve the care 
they give based on 
the NZ PD Registry 
information 


In New Zealand, the sharing of health information with the NZ PD Registry is integral to measuring care quality while protecting the privacy of patients.   Published  reports are anonymised. 
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 NZPD Registry  


 Department of Renal Medicine  
Level 15, Bldg 1 


Auckland City Hospital  
Private Bag 92024 


Auckland Mail Centre 
Auckland 1142 


 


  1 
Version: 2019.1 


 


NZPDR Information Sheet 


Why am I being given this Information Sheet?  
You are receiving peritoneal dialysis. The New Zealand Peritoneal Dialysis Registry 
(NZPDR) would like to collect selected information about your dialysis treatment and related 
health issues from your dialysis unit. This information sheet explains what NZPDR does and 
why information about you is collected by NZPDR.  


What is NZPDR and what does it do?  
“NZPDR” stands for The New Zealand Peritoneal Dialysis Registry. NZPDR collects 
information (data) about the health of people (adults) in New Zealand who have kidney 
failure and are treated with peritoneal dialysis. NZPDR is subsidised by the Ministry of 
Health and is based in Auckland. 


How does NZPDR collect and store my information?  
Every year, your hospital dialysis team enters information about your health and kidney 
failure treatment by computer into the online NZPDR database. NZPDR keeps this 
information about you and your kidney treatment in a highly protected computer network in 
New Zealand. There is a lot of security in place to protect your information. 


What information does NZPDR collect about me?  
Your hospital gives NZPDR your name, postcode, date of birth, gender, and ethnic 
background. It also provides information about your health conditions (what diseases you 
have), details about the type of kidney treatment you are receiving (dialysis) and some of 
your test results and medications. This information is collected when you start peritoneal 
dialysis, and then every year that you are on peritoneal dialysis. Extra information may be 
collected during the year if something important happens to your health.  


We DO NOT collect other personal details such as your address, telephone number, medical 
insurance, or non-medical matters such as your job or income.  


How does NZPDR use my information?  
Our aim is to improve health outcomes for patients on peritoneal dialysis. All information 
received will be provided back to your PD unit and to the NZPDR working groups for the 
purpose of research and quality improvement. Information will be shared with NZ dialysis 
doctors and nurses and made available to the public in published reports.  Any information 
shared with organisations outside of your PD unit will be anonymised (that is to say, without 
your name or the ability to identify you).   


Here are the main ways NZPDR uses your information:  


 Providing up to date reports to the Ministry of Health and dialysis doctors and nurses 
about patients with kidney failure on peritoneal dialysis  


 Sending reports to each dialysis unit to inform them how their patients are doing over 
time, and compared to other hospitals  


 Understanding the quality, type and place of dialysis care people receive  


 Understanding the health care needs of people with kidney failure on peritoneal 
dialysis so that the best health care services can be set up to look after them  


 Sharing information with the Australia & New Zealand Dialysis and Transplant 
Registry (ANZDATA), the National Health Index, and the New Zealand Blood Service 


 If researchers would like to use your health information within clinical trials - you will 
be provided with additional information and be asked to provide your consent for this 


 







  
 NZPD Registry  


 Department of Renal Medicine  
Level 15, Bldg 1 


Auckland City Hospital  
Private Bag 92024 


Auckland Mail Centre 
Auckland 1142 
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What will happen if I agree to share my information with NZPDR? 
You do not have to do anything more. Your hospital team will fill out the online forms in the 
NZPDR database. You can ask to see your own information at any time or get copies of the 
reports that NZPDR make.  


Do I have to share my health information with NZPDR?  
You can choose not to give your information to NZPDR. If you decide not to join in, it will not 
affect the treatment that you receive now or in the future, nor your relationship with the staff 
caring for you. If you wish to pull out from NZPDR, you can do so at any time without having 
to give a reason.  


Does sharing health information with NZPDR help me?  
Sharing your information with NZPDR will not directly affect your care. However, collecting 
information about the health and treatment of kidney patients helps hospitals make sure 
dialysis is as safe as possible, and helps hospitals to learn new things that may help you or 
others with kidney failure in the future.  


What are the risks for me if I agree to share my information with NZPDR?  
The main risk is a loss of privacy if your personal health information given to NZPDR is 
viewed by an unauthorised person. Our policy is that personal information can only be seen 
by the doctors, nurses or health carers directly involved in your care. The information given 
to NZPDR is kept as safe as possible (see next section). Your identity and personal details 
are not accessible to the public or anyone outside of NZPDR. Any information released from 
NZPDR is anonymous.  


Is my information in NZPDR kept private and safe?  
NZPDR observes New Zealand Government rules about keeping your health information 
private and confidential. There are tight security measures to make sure all the information is 
kept safe. The computer systems are protected, the data is kept within New Zealand and is 
therefore under the protection of New Zealand privacy laws. Information is transferred from 
your hospital to NZPDR in a safe and secure way.  


Your identity (name and personal information) is not released except to your own hospital’s 
clinical team. NZPDR has strict rules around who can ask for information and how they can 
get it. If NZPDR information is used in research or a report, it is always released without 
information that can identify you. 


Who do I contact for more information or if I have concerns?  
If you have any questions or concerns about giving your information to NZPDR at any stage, 
or you want to submit a complaint, you can talk to your kidney doctor, NZPDR or contact the 
Office of the Privacy Commissioner.  
 
 
Contacting NZPDR 
Phone (09) 307 4949 extn 22959; E-mail info@pdregistry.org.nz 
Letter NZPD Registry, Department of Renal Medicine, Level 15, Bldg 1, Auckland City 
Hospital, Private Bag 92024, Auckland Mail Centre, Auckland 1142. 
 
Contacting Office of the Privacy Commissioner 
Phone 0800 803 909; Online enquiry form on their website www.privacy.org.nz. 
Information on the Health Information Privacy Code can be found online on the website. 



mailto:info@pdregistry.org.nz

http://www.privacy.org.nz/

https://privacy.org.nz/assets/Files/Codes-of-Practice-materials/Consolidated-HIPC-current-as-of-28-Sept-17.pdf
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Free 24hr Helpline 0800 KIDNEY (543 639) 


www.kidneys.co.nz 
 


 


 


 


OUR STRATEGIC GOALS (to 2024) 
1. NATIONAL AWARENESS 


KHNZ extends its reach so we are positively impacting everyone affected 


by, or at risk of, kidney disease 


1.1. Utilise multiple local and national communication channels to position 


KHNZ as the national voice on kidney health matters 


1.2. Work with agencies and communities to reduce national inequities in 


access to kidney health support and dialysis for all New Zealanders (in 


particular: Maori, Pacifica, rural and remote communities) 


 


2. INFORMATION & SUPPORT 


KHNZ is recognised nationally as the primary source of information on 


the prevention and management of kidney disease 


2.1. Actively source opportunities to support people affected by, or at risk 


of, kidney disease 


2.2. Deliver resources, information and education programmes through 


multiple local and national channels (online, face-to-face, paper, 


media…) 


2.3. Design a scalable education delivery and information sharing model  


 


3. SUSTAINABILITY 


KHNZ is financially strong and structured for sustainable growth  


3.1. Grow revenue to fund the organisation and ensure sufficient reserves 


are maintained to cope with fluctuating income 


3.2. Ensure KHNZ is structurally fit-for-purpose  


3.3. Attract, retain and train the best people  


 


4. ADVOCACY 


KHNZ is recognised as an influential voice and the national advocate for 


people affected by, or at risk of, kidney disease 


4.1. Develop a structured and deliberate engagement strategy to advance 


our mission 


4.2. Gather evidence to support and validate key issues facing people 


affected by, or at risk of, kidney disease 


4.3. Engage with the government, public and business decision-makers on 


issues and the practical actions to support people affected by, or at risk 


of, kidney disease 


 


5. LEADING & COLLABORATING 


KHNZ collaborates with stakeholders on bilateral initiatives and provides 


national leadership to support local kidney groups and societies to 


achieve their objectives 


5.1. Codify the relationship between KHNZ and kidney 


groups/societies/organisations involved in promoting kidney health 


5.2. Collaborate with strategically aligned organisations to collectively 


improve health outcome for all New Zealanders 


 


6. SERVICE DELIVERY 


KHNZ deliver, subject to funding, products and services that promote 


better kidney health and support those affected by, or at risk of, kidney 


disease to live full lives 


6.1. Co-ordinate away-from-home dialysis 


6.2. Deliver year-round programme of outreach to patient groups 


6.3. Standardise screening for all New Zealanders 


 


 
 
 


 


 


 


 
 


VALUES 
• The pursuit of the highest standards of 


professionalism, quality and ethics 


• Supporting the diversity and the independent roles 


of support organisations 


• Collaboration through working with staff, volunteers, 


kidney support organisations, health professionals 


and the public 


• Supporting the human rights and autonomy of 


patients with kidney disease and their families 


OUR VISION 


Better Kidney Health for all 


New Zealanders 


OUR MISSION 


The national voice for people 


affected by, or at risk of, 


kidney disease 


GUIDING PRINCIPLES 
KHNZ is committed to maximising the wellbeing of 


people affected by kidney disease by: 


• Prevention and early detection of kidney disease in 


people at high risk of kidney disease 


• Promotion of best practice in the management of 


people with kidney disease 


• Maximising kidney transplantation 


 



http://www.kidneys.co.nz/




image18.emf
Anti_PhospolipaseA2 _TGoh_NRAB_13Mar19.docx


Anti_PhospolipaseA2_TGoh_NRAB_13Mar19.docx
Anti-Phospolipase A2 receptors antibodies testing discussion

Currently in Auckland District Health Board (ADHB) via LabPlus, the PLA2R antibodies are being sent to John Hunter in Australia for testing. 

In May 2018, the wider NZ nephrology community had been informed that Counties Manukau District Health Board (CMDHB) can now offer the ELISA assay for PLA2R testing. Through the information provided by the email, the assay showed consistent results with the CHC lab (IIF) and Hunter Lab in Australia, with the caveat that for PLA2R levels >50RU/ml, the CMDHB lab generates a higher absolute number. In practice this is unlikely significant if all the samples are processed in the same laboratory as the trend would be more important.

I had liaised with immune-pathologist in LabPlus, which services ADHB, Dr Richard Steele. From the discussions, I understood that the main driver for continuing to send samples to Hunter lab is the lack of immune-pathologist oversight in CMDHB for the assay. The concern would be regarding quality assurance and appropriate oversight of this test. It is felt that there is not much cost saving by sending it locally rather than overseas although a formal cost analysis was not presented in my discussions.

From a clinician perspective, PLA2R has an increasing role in both diagnostic and treatment monitoring purposes for membranous nephropathy.   One of the downside of continuing to send samples to Hunter lab are the turnaround time could be long, occasionally approximately 1 month. This will impact on both the use of the test diagnostically and for monitoring. The CMDBHB lab runs the PLA2R assay weekly.

Thank you for the discussions regarding possibility of resolving this issue.

Yours sincerely,



Tze Liang Goh

Nephrologist

Auckland City Hospital
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HOME THERAPIES REIMBURSEMENTS





	











		[bookmark: _GoBack]DHB

		HHD

		CAPD

		Other



		Northland

		Proposal only $200 per quarter for power/water (awaiting sign off)

		nothing

		Will also fill up water tanks on an adhoc basis



		Auckland

		$105 per quarter for water / power

		nothing

		



		Waitemata

		$105 per quarter for water / power

		nothing

		



		Counties

		$105 per quarter for water / power

		nothing

		Will fill water tanks adhoc



		Waikato

		nothing

		nothing

		Discussions taking place, wish to reimburse only HHD at this stage as state it is now becoming a barrier



		Taranaki

		nothing

		nothing

		



		Mid Central

		nothing

		nothing

		Have paid to fill a couple of pts tanks in summer ($250-$375 for 15-17,000 litres), ad-hoc only



		Hawkes Bay

		$120 per quarter for water / power

		nothing

		



		Wellington

		nothing

		nothing

		Discussions taking place, wish to reimburse only HHD at this stage as state it is now becoming a barrier



		Christchurch

		nothing

		nothing

		



		Dunedin

		$40 per quarter (only if staff member present for full treatment)

		nothing

		Pay to fill water tanks ($2000 for 12-13,000L)
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To: Dr Jonathan Craig

President:  Australia and New Zealand Society of Nephrology

Sydney, Australia

Via: Shaune Noble, Executive Officer



Dear Jonathan	

Thank you for your letter 18th March regarding reporting of critical incidents.

This issue was discussed at the NRAB meeting in May 2019. I apologize for the delay in replying.

NRAB meets quarterly and during each meeting there is a brief report from each dialyzing District Health Board which is prepared by the Clinical Lead at that unit. We decided that as part of that report we would include the reporting of serious adverse events and critical incidents. We feel that this is a robust solution for ensuring information is shared appropriately in New Zealand. We would obviously notify ANZSN if there were issues raised that might have impact in Australia.

The Chair of NRAB would always be available to receive reports from Australia in the reverse situation.

NRAB receives a yearly report regarding key quality indicators and this has been refined particularly over the last 2 or 3 years. We have chosen indicators that we feel are clinically relevant in the New Zealand setting.

I am happy to discuss this further if you would like to.



Yours sincerely 

[image: IanD]

Ian Dittmer

Chair, National Renal Advisory Board, NZ
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