National Renal Advisory Board

Date: 
Friday 6rd July 2012
Time: 
9.30am – 2.00pm 
Venue: 
CMDHB


Mtg Rm 1, Building 3

19 Lambie Drive


MANUKAU

Report to reception on your arrival to sign in & receive directions to the Board room
COMMITTEE MEMBERS
	Mark Marshall [Chairperson]
Nick Polaschek, Walter van der Merwe, Debbie Eastwood, Murray Leikis, Karin Norman, Michael Papesch, Rachael Walker, Tonya Kara, John Schollum



APOLOGIES

David McGregor, Fredric Dos
GUESTS

John Collins (via TC), Grant Pidgeon (via TC)
SECRETARY


	A G E N D A



	Presentation

	Recipient workup audit- preliminary results
	10:30 (datashow)
	Mark Marshall

	General Business

	Declaration of Conflict of Interest to any of the following agenda items
	Open Discussion
	
[image: image1.emf]conflict of  interest-declaration form.doc



	NRAB Structure

NRAB Website
	Open Discussion
	Need for an Executive Officer / Administrative Officer

Correct on Website?


[image: image2.emf]Current NRAB  Memebership on Website.pdf



	1
	Review of the Board minutes recorded at the previous meeting held on 23rd Mar 2012, and subsequent correspondence
	Open Discussion
	

	2
	Review of the summary of action items recorded on 23rd Mar 2012
	Open Discussion
	

	3
	Review of the public version of NRAB minutes from the meeting held on 4th Nov 2011, 23rd Mar 2012
	Open Discussion
	

	New Business

	4A
	Update for NHB review of renal transplantation models and funding
Update for work programme on live donor transplantation issues

	Michael Papesch / Nick Polaschek / Mark Marshall
	
[image: image3.emf]Hon Tony Ryall  Letter 31 Jan 2012.pdf
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	4B
	Update for meeting with the Minister: 
	Michael Papesch / Nick Polaschek / Mark Marshall
	What we want, how to approach it, who would go and how you will structure the meeting, what to send beforehand.
 
[image: image21.emf]NRAB submission to  the Minister of Health Transplants February 2012.ppt



	4C
	Data collection
	Mark Marshall / All
	
[image: image22.emf]ChCh data from  JR.pdf



	4D
	AKX
	Mark Marshall / (ID)
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 EMBED AcroExch.Document.7  [image: image28.emf]NAT  Algorithm_March2012.pdf
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	5
	Update for National Strategy for Pacific Renal Service Development
	Mark Marshall
	Deferred


	6
	Update for CRRN / National Renal I.T. Project
	Grant Pidgeon
	Deferred

	7
	Update for CRRN Transplant Pathway
	Grant Pidgeon
	
[image: image30.emf]Renal Transplant  Reporting template excel 97 2003.xls




	8
	NRAB Website
	Debbie Eastwood/ All
	Disaster planning, patient and service preparedness


	9
	CKD pilots / Symposium
	Rachael Walker / Nick Polaschek
	 

	10
	PD Registry Update
	John Collins / Mark Marshall
	

	11
	KHNZ Living with Kidney Failure Booklet
	Kelvin Lynn
	
[image: image31.emf]Letter June 25 from  MM to KL.pdf
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	12
	
	
	

	Standard report updates

	13
	Report on Kidney Health New Zealand 
	Kelvin Lynn
	
[image: image33.emf]NRAB Report 6 July  2012.doc
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	14
	Subcommittee reports

1. Standards & Audits

2. Transplantation 

3. RSA Nursing Interest Group

4. NZ Board of Dialysis
Practice (including CMDHB/ADHB tech training course)
	Grant Pidgeon

Tonya Kara
Karin Norman

Fredric Doss
	
[image: image35.emf]Additional graphs for  Grant.doc
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Verbal
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	15
	Renal Service Improvement Project  -


	Nick Polaschek
	Verbal

	Other Business

	17
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Meeting Minutes

		Meeting

		Technical Advisory Group

Renal Transplants



		Location 

		teleconference



		Date :

		Tuesday 21st February 2012



		Time :

		4pm to 5pm 



		Attendees: 




		Mark Marshall, Nick Polaschek, Stephen Twitchin, Ian Dittmer, Roz Sorensen, Julie Wilson, Johan Rosman, Joanne Deane, Lynette Hagenson, Justine Roake, Peter Flannigan (till 4.30pm), Phillip Matheson



		Apologies :

		Grant Pigeon, Michael Papesch



		Chair :

		Roz  Sorensen



		Minutes:

		Roz Sorensen





Expected outcomes: 

		Item

		Discussion

		Actions



		Welcome, introductions, purpose of the meeting


background

		 Members were welcomed to the group. TAG terms of reference circulated for comment.

The question had been asked about the purpose of the review that is being undertaken.


Was it due to concerns about:


· The purchase framework


· The numbers receiving a transplant and how this could be increased


· Clinical/clinician sustainability


· Lack of regional involvement and the need for clearer pathways


· Outcomes at some/all centres


· The funding responsibility- does the current model work


· Equity of access and engagement /promotion to Maori and Pacific Island communities.


It was explained that while the proposal submitted did have an emphasis on the funding model, the evaluation panel suggested the service review should be wider and encompass many of the concerns mentioned in the list above.

		Roz to circulate the original proposal that went to NHB 

Roz to re-circulate the minutes


Feedback on draft TOR to Roz



		Audit process

		Mark Marshall has been coordinating audit processes to better understand what if we were to change the model, how much money would be ring fenced and how it would be calculated across DHBs. 


It is known that a lot of patients have the work up but are eventually not deemed eligible for transplant surgery.

Pre-dialysis patients do have the opportunity to improve but how many and who should receive work up.


The audit underway at Middlemore has the sponsored support of SCI. 


In the Central region, an audit has been commenced at Capital Coast DHB. It would seem that this has stalled. Northland has declined to participate.

Looking at last financial year- how many started dialysis, how much work up for transplant pre-starting, and for those on dialysis- how much work up for transplant.


Remedial delays have been identified:


1. Delays in cardiac risk assessment


2. Delays in accessing other specialist assessments /FSAs


3. Delays in assessment by the transplanting unit.


It was suggested that more timely assessments were needed.


Middlemore – 94 patients investigated


What we are doing and what we are not; the nature of the delays.


The question had been raised whether the audit should be a national one. It was thought ideally yes.

Though limited buy in by some DHBs at present.


We assume there is variation in service delivery nationwide.  However different DHBs face different issues. Middlemore noted its high co-morbidity of patients on the list. With this in mind, they were trying not to under-estimate the costs.


South Is- a lot of information could be sourced from electronic data bases to answer how many dialysis patients get worked up. 


Waikato DHB acknowledged that the request was do-able.


There were risks in funding a new model. Predicated on achieving better outcomes but with relative resource limitations.

		Mark and Trisha to liaise with Waikato to enable them to join the audit processes.

Nick to discuss with Mark funding of Trisha’s time.



		Rationalising work up?

		Work is being done by Nick Frost (Taupo). This could inform a new model. This work considers excluding a group of patients from further work up. NZ works up more patients than Australia. The initiative seeks to rationalise and harmonise. Looks at patients where 80% chance of survival of 5 years or more.

Based on this research, we could suggest a more rigid initial assessment that would provide some assurance to people. Work up would be done on less people.


Paper to be published on this work- will go via the Transplant Committee.

		



		Other factors

		It was suggested that the numbers needed to be better understood. The potential appearance of population funding specific to dialysis, a growth factor, incidence and prevalence data to inform top slice funding. (If that is the approach that is approved by NHB). But realistically need to determine what that would be.

		



		Transplantation Costs- Operational

		ADHB had investigated the costs of the actual transplant. This included: tissue typing, coordinator salaries, physicians meetings, transplant assessment, “ blood and bone” operation.

Tissue typing costs hard to identify. NZ Blood on examining a period of interest would be able to identify where charges have gone.

		Lynette to share with Justin





		Donor Costs

		Mark has looked at the costs of preparing a donor and the numbers of donors.


Substantial regional variation. Canterbury has more live donors than other centres.

		Information on this from Justin



		Other Costs

		Repeat testing to keep people on the list.


Other blocks in the system such as extra procedures- medical/surgical required before the transplant can occur.

		



		Data processes/ National collection systems

		 Stephen found it quite confusing looking at costs and estimating costs for work up. He raised this with Mark.

Lots of data sources but needed to hone in more tightly.


Considering the group of patients prior to transplant- High proportion of costs for those on dialysis in Northland.


Data issues- some PU codes not costed


What was work up and what was general treatment not always easy to distinguish. Narrowing down with the data- looking at a 3 year period.


IDF data not available with the level of detail that is needed- transplant procedures, cost of donor services, direct costs.


Can get a picture of the volumes and the pathway- DHB of domicile and DHB of service.


The data on donors is lean.


It was asked if transport, accommodation and allied health input such as psychology would also be captured. YES.




		



		Issues

		There were other issues that could be captured at this time. Barriers to access, rural issues, localities, cultures, communities, attitudes, delays and types of delays. Some information on this would be helpful- to investigate in a transparent way. 

		



		Service Review report template

		 This template had been circulated to inform the group of the information requirements and how they would be collated in the draft report.

		



		Stakeholder Engagement

		There are already a number of established forums that could be used effectively for the dissemination of information. Both the National Renal Advisory Group and the Nephrology Group could be channels for information. Other groups such as DHB GMs Planning and Funding, CEOs, COOs etc.

		



		Regional plans

		Expectations that national and regional activity is described.

		



		Next meeting 

		Monthly meeting- 3rd Tuesday of each month, 4pm to 5pm.
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A Community Parinership

Middlemore Hospital, Private Bag 93311
Otahuhu, Auckland

Telephone: 64-9-276-0000

June 25, 2012

Professor Kelvin Lynn
Medical Director
KHNZ

RE: Prognosis on renal replacement therapy for informing “pre-dialysis” education

Dear Kelvin:

| apologize for the delay in writing to you. | have been struggling a bit with the knowledge engineering side
of things .

As | see it, the deliverables for any pre-dialysis education program (from a biomedical and provider
perspective) are:

e To encourage people to choose home therapies

e To encourage people to “chase” transplantation

e To encourage people to start renal replacement therapy in a timely fashion
e To be compliant

e To start HD with a fistula (not dealt with further)

| know there are also other deliverables that arise from the consumer perspective, but these are not my
prerogative to comment upon. My only thought in this regard is that patients should know that they are
extremely unlikely to stay on one modality (see Appendix one).

| appreciate that the analyses of prognosis by modality are complicated and potentially ambiguous.
However, in my opinion we should not burden the patients with these uncertainties unless they wish to
delve deeper themselves. After all, there is generally accepted best customary practices based upon
available data, and we should communicate them to patients as they stand.

With respect to logistics, | believe the fundamental principles underpinning the communication itself should
be:

e Simple and unambiguous messages

e Messages that facilitate patient selection of the most “correct” option where options are provided

e Messages that assuage patients and reassure them that we are doing the right thing when no
options are provided to them.





In my opinion, there are several simple messages from modality comparisons in New Zealand from
ANZDATA (see Appendix two). Although these data are observational, there is no evidence that | am
aware of that contradicts them:

e Those able to get a renal transplant have a manyfold longer lifespan than those who stay on
dialysis.

e Those able to start and stay on home HD have an approximate twofold longer lifespan than those
who stay on hospital or satellite HD.

e Those who start and stay on PD for first 3-4 years of their dialysis career have an approximate 20-
30% longer lifespan than those who stay on hospital or satellite HD.

In my opinion, there in one simple message relevant to pre-dialysis education from the multivariate model
for New Zealand (see Appendix three).

e Those who are seeing their specialist regularly around the time they are advised to start have
dialysis have a 20% longer lifespan than those who are forgotten about or who stay away from
their nephrologist.

If I can be so bold, | think the language of the communication needs to be simple and non-scientific. It’s
my opinion that the KHNZ book should express solid messages to patients about what they should try to
achieve. Kelvin, | would suggest you get an adult education person from University to look at the section,
since we found them very useful when they had us review out home training manual in the wake of a
couple of deaths in our home HD population form technical errors.

As a private post-script, I’m increasing worried about the conservatism and cynicism of the NZ nephrologists
(as opposed to the wider nephrology community), and this attitude seems to encourage a culture of
nihilism and inertia. | find increasingly that my colleagues are happy for patients to make their own choices,
irespective of whether those choices are the “correct” ones or not. Moreover, | am also finding an
increasing consumerism in patients who are often choosing options that involves the least work for them. |
think this combination is potentially very threatening for the future of home therapies in NZ, with potential to
exacerbate and perpetuate the decreasing utilization of home therapies in this country (see Appendix
four).

Thanks for your time, Kelvin. | appreciate the chance to express my opinion.
Kindest regards,
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Mark R Marshall, FRACP MPH

Clinical Head

Department of Renal Medicine
Counties Manukau District Health Board

Honorary Associate Professor

South Auckland Clinical School

Faculty of Medicine and Health Sciences
University of Auckland
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APPENDIX 1

| /P [HomeHD |FaciltyWD
_ 2,773 142 1,625
L - 765 757
o s 757 3,785

Inception cohort of patients >18yrs in the ANZDATA Registry who commenced renal replacement therapy
in New Zealand from 01.04.2000 to 31.12.2010.

Page: 4 of 11





APPENDIX 2

Kaplan-Meier Survival Estimates for New Zealand 2000-2010
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Kaplan-Meier Survival Estimates for New Zealand 2000-2010
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Kaplan-Meier Survival Estimates for New Zealand 2000-2010
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Kaplan-Meier Survival Estimates for New Zealand 2000-2010

1.00+

HR for
PD vs Facility HD
0.72 (0.63-0.83)

HR for
PD vs Facility HD
1.18 (1.03-1.36)

Proportion Reminaing Alive
o
a1
<

Years

Facility HD — PD

Censored for transplantation, return of renal function, and loss to follow-up

Page: 8 of 11





APPENDIX 3

Inception cohort of patients >18yrs in the ANZDATA Registry who commenced renal replacement
therapy in New Zealand from 01.04.2000 to 31.12.2010.

Modelled outcome patient death.

Modelled exposure of interest was time-varying modality (Facility HD, PD, Home HD).

Modelled co-variates include:

« Demographics (age, gender, ethnicity)

e Baseline co-morbidities (Y/N for coronary artery disease, cerebrovascular disease, lung
disease, peripheral vascular disease), presence and type of DM, smoking, BMI, primary
kidney disease

« Late referral to nephrologist and eGFR at dialysis inception

e Dialysis vintage

Model censored for renal transplantation, and loss to follow-up

Cox proportional hazards regression with shared frailty by treating center

Intercooled Stata 11.2 (College Station, Tx)

4938 patients, with 4906 patients available with sufficient data for Cox modelling

(13295 episodes of patient-modality)

2145 deaths

. 53% cardiovascular

. 14% infection

. 5% cancer
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e 28% other, including therapy discontinuation or withdrawal

Home Dialysis 0.83 0.76 0.91 <0.0005

1.0

_ 0.92 0.84 1.01 0.1
m 0.43 0.36 0.53 <0.0005

Timely Referral [M0]

Late Referral 3425 1.13 1.38 <0.0005
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APPENDIX 4

Percent

Prevalent Modality in New Zealand 1996-2010
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PAIRED KIDNEY

’ Organ and Tissue Authority EXCHANGE PROGRAM

Donor agreement to participate

I have reviewed the Australian Paired Kidney Exchange Program Agreement to Participate form and procedures
with this donor and his/her potential recipient

Transplant Physician/Surgeon: Date:
Transplant Coordinator (witness): Date:
Type of donor: o directed o altruistic

O » | have read and understand the Agreement to Participate and conditions
of participation and all my questions have been answered.

g » |, as a living kidney donor, have been fully informed about all other
transplant options for my intended, incompatible recipient.

(not applicable if altruistic)

g » | consent to my personal information (including my health
information) being used and disclosed for the purposes explained in
the Aareement

o » | hereby agree and consent to participate in the Australian Paired
Kidney Exchange Program and understand that | can withdraw my
consent for participation at any time without penalty or disadvantage.

= » | have read and understand the Donor Declaration Form and | have
answered all the questions to the best of my knowledge.

g » | hereby agree to be tested for the presence of hepatitis B, hepatitis
C, HIV immediately prior to organ donation if a match is found.

Name (print):
Address:

Phone No.:
Email:

Signed: Date:

Copy & send to:

Australian Paired Kidney Exchange Program
Attention: Program Co-ordinator
Department of Nephrology

Fremantle Hospital, FREMANTLE WA 6160
Ph 08-9431 3690 Fax 08-9431 3902
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Living Kidney Donation Report

Please complete this form and fax to the AKX National Coordinator on (08) 9431 3902 or email claudia.woodroffe@health.wa.gov.au

SECTION 1: Completed by the Renal Transplant Coordinator or Surgeon present at retrieval and forwarded with
donor kidney

Date of Retrieval: Donor Initials:
Donor NOMS ID number:

Donor Hospital: Donor Blood Group:

Donor Surgeon: Donor Date of Birth:

Time of Artery cross- Renal Transplant

clamp: Coordinator :

Left or Right Kidney: Time Kidney on ice:

No. of arteries: Specify Perfusion fluid / O Ross O UW
Heparinisation used: O Yes 0O No

Section 2: Completed by the donor surgery team

Abnormal findings or damage ( short vein/ureteretc) ? 0O Yes O No
Comments:

Kidney checked for complete perfusion (external examination of parenchyma) 0O Yes
Recipient surgeon telephoned post-nephrectomy & advised re any issues O Yes
Donor Surgeon signature:

Transplant Surgeon signature (only if donor surgeon is not a credentialed transplant surgeon):

Section 3: Completed by the Transplanting Surgical team and forwarded to AKX Secretariat within 2 working
days of procedure (to above fax number)

Date of Transplant: Recipient Initials:
Recipient Hospital: Recipient NOMS ID no.
Recipient Blood Group:
Recipient Date of Birth:
Transplanting Surgeon: Kidney Side:

Time Kidney off ice: Time of Reperfusion:
No Problems Identified O

Problems Identified (Please complete if problems were identified):

3.1 Inadequate Paperwork | (Please circle) labelling / donor documentation / recipient documentation

3.2 Packaging / Transportation 4 3.3 Technical / Anatomical Problems 4
3.2.1 Insufficient preservation fluid in bags 3.3.1 Peri-nephric fat not removed adequately
3.3.3 Damaged container 3.3.2 Incomplete perfusion of kidney
3.2.3 Other, incl. delays (please specify) 3.3.3 Damaged artery(s)
3.3.4 Damaged vein
3.3.5 Damaged ureter / insufficient length

3.3.6 Non identified abnormal anatomy
3.3.7 Non identified pathology
3.3.8 Other (please specif






Please indicate specific problems and provide diagram if appropriate:

Recommendations or Comments:

Section 4: Completed by AKX Secretariat

Date form received: | Date sent to Tx centre:

Total Ischaemic time:

Local issue: O OR System Issue: O | Date tabled at AKX Advisory Committee:
Action:

AKX Kidney Retrieval Report Form - process

1. Completion of the form

» Section 1: Completed by the Renal Transplant Coordinator or Surgeon at donor hospital.

» Section 2: Completed by the donor nephrectomy Surgeon, noting any problems identified or specific
comments.

The donor hospital Renal Transplant Coordinator (or delegate) will send this form with the donor kidney to the recipient
transplanting hospital team. A copy of the form should be filed in the confidential AKX donor records.

» Section 3: Completed by the recipient hospital Transplanting Surgeon (or delegate), noting problems
identified and any recommendations.

2. Processing the form

» Recipient Hospital Renal Transplant Coordinator or Transplant Surgeon to (i) fax the completed form or (ii) scan & email the
completed form within two working days to the National Coordination Centre.

Fax: (08) 9431 3902.
Email: claudia.woodroffe@health.wa.gov.au

Post: Renal Unit, Fremantle Hospital, Aima Street, Fremantle WA 6160
» AKX secretariat to forward copy of completed report form to Donor & Recipient centres for filing as per AKX protocol
3. Review

» Section 4: The National AKX Advisory committee will review each Report Form and determine if a local or
systems issue exists.

Local issue
Issues identified where corrective action is required at local level only will be directed to the donor or recipient hospital.
Systems Issue

Issues identified where action is required by all relevant transplanting teams and/or national courier company will be addressed by the
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Meeting Minutes Amended 

		Meeting

		Technical Advisory Group


Renal Transplants



		Location 

		Teleconference



		Date :

		Tuesday 17th April 2012



		Time :

		4-5pm 



		Attendees: 




		Mark Marshall, Nick Polaschek, Ian Dittmer, Julie Wilson, Johan Rosman, Michael Papesch, Peter Flannigan, Philip Matheson



		Apologies :

		Roz  Sorensen, Grant Pigeon, Justin Roake, Lynette Hagenson 



		Chair :

		Stephen Twitchin



		Minutes:

		Stephen Twitchin





Expected outcomes: 

		Item

		Discussion

		Actions



		Welcome, introductions, purpose of the meeting


background

		Members were welcomed to the meeting. 

Previous minutes were discussed and confirmed after several amendments and some discussion.


Amendments and a review of actions from the previous minutes are outlined below.



		



		Amendments to  minutes of previous meeting




		An amendment was made after feedback from Philip Matheson so that the section on live donors for Christchurch now reads “20% of live donors are pre-emptive” rather than 20% of transplants are live donor.


There was some general discussion regarding the number of transplant centres needed in New Zealand. It was agreed that this would be a distraction from the focus of the service review.


There was some discussion about why Waikato DHB would not participate in the audit and the rationale for this was accepted.



		Roz to amend previous minutes.







		Review of actions from previous meeting

		Roz to circulate donor costs to Mark in first instance, as per CDHB from Justin.


Mark has recently received data from Justin for laparoscopic nephrectomies and Christchurch audit data for the last 6 years


NRAB next meeting agenda to discuss increasing transplantation and auditing processes


The recent NRAB meeting had a presentation from Paula Martin with some of her initial PhD research findings on improving live transplantation rates including useful information on ethnicity


Actions around workup 


Ian to contact Nick with the specifics of what was required


Ian and Nick Polaschek have discussed requirements for the workup audit work in Auckland and a contract for this work has been arranged


Christchurch to look closely at their donor data

Justin and Ian to draft requirements


Ian and Mark have received some Christchurch live donor data from Justin.

		Mark will follow up with Justin and Nick Cross to see if Christchurch could quantify their live donor workup





		Report back from NHB Board meeting

		Mark Marshall reported back on the recent NHB Board meeting at which a brief summary of the service review was provided

This was to give the NHB an idea of why this is important and to engage them in the process


Problems with the current funding system were discussed and it was acknowledged that the low NZ transplantation rate was not only due to funding issues

Some discussion suggested that the NHB require a “broadstrokes” understanding of the wider issues


In response to concerns about the use of dialysis, the Board was informed of the 2009 guidelines for access to renal replacement programmes in New Zealand (NRAB)


Mark circulated to the board an additional short summary of the review and current activities of the technical advisory group as well as some graphs of transplant activity from 2006-2010 (Mark e-mailed this to the TAG just prior to the meeting).

The Board accepted that the review required more time to enable better data collection and analysis which would make service improvement more likely


The Board supported the work undertaken to date and agreed that the analysis and review processes continue



		Nick and Stephen to draft a one page summary for the NHB



		Update on audit progress

		Mark Marshall gave an update on the audit at CMDHB and provided a summary of preliminary results

Results based on a random sample of 95 patients showed that there were major delays for workup services. For example, patients were waiting an average of about 4 months for cardiology services and nearly 12 months for gastroenterology.


There was discussion to what extent this was a prioritisation issue and how renal cardiology patients can get services earlier when they are competing with acute patients in need of cardiology

There was discussion about how some parts of New Zealand had reduced delays. For example: 


· Christchurch had utilised a surgeon navigator who helped guide transplant patients through the process

· Northland get more patients on the transplant list by presenting them early using a pre-dialysis management programme

· Renal physicians in smaller DHBs may have more influence in getting workup patients treated


· Hawkes Bay DHB improved services by employing a renal physician who worked hard to get patients treated with support from the Wellington transplant service


Julie highlighted a recent cardiac review example where delays were quite easily sorted out

Mark is going to re-draft the CMDHB audit results and pro-rata for the Counties population

Mark will also work with Ian on getting the Auckland DHB audit started including looking at live donor workup and pre-emptive workup


Nick confirmed that the MOH would provide funding support to enable the audit work at Auckland DHB to proceed and will be sending a contract for this work to Ian

There was discussion as to whether Christchurch could provide some audit data from the Proton database. Mark will follow up with Nick Cross



		Mark will prepare another draft of the CMDHB audit results


Ian will start Auckland DHB audit

Nick to ensure contract for Auckland audit gets to Ian


Mark will follow up potential use of Proton database for Christchurch audit information with Nick Cross






		Next Steps

		It was agreed that wider factors must be considered but that the specific items in the five point plan to increase live donor renal transplantation in New Zealand presented by the NRAB in recent letters to the Minister needed a clear mandate in the Ministry which would not occur until after the NRAB had met with the Minister. Initially a one page “broadstrokes” summary of the wider issues will be drafted for the NHB

Johan will do some analysis around access to workup services for Waikato including patients who come from other DHBs such as Tairawhiti and Lakes


There was discussion as to the extent to which this service review considers issues other than the current funding system with regard to access to renal transplantation in New Zealand. 




		Nick and Stephen to draft a one page summary for the NHB

Johan to do Waikato analysis 



		Next meeting

		Monthly meeting- 3rd Tuesday of each month, 4pm to 5pm.
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MINISTRY OF
HEALTH

Terms of reference

Purpose
To support provision of renal services to patients by:

e Providing expert advice on all aspects of renal service provision

o |dentifying priorities for renal service development

e Advising on renal service development at a DHB, regional or national level

¢ Developing and maintaining renal care standards

e Ensuring audit activities of renal services are undertaken regularly

e Involving consumers in decision making

e Promoting the monitoring of chronic kidney disease.
Accountability
The National Renal Advisory Board (NRAB) reports, as appropriate (via documents or verbally), to renal departments, District Health Boards and the Ministry of Health.
Members of the NRAB, as representatives of their departments, institutions, professional bodies and consumer groups, provide input from these groups to the NRAB and from the NRAB back to these groups.
Subcommittees

The following sub committees will report to the NRAB:

e Audit & Standards
e Transplantation.

Professional bodies
The following professional bodies will report to the NRAB:

® RSA Nursing Advisory Group
e New Zealand Board of Dialysis Practice (NZBDP).

Membership

The NRAB will have a sufficient membership to be able to represent and/or liaise with all relevant stakeholders in renal service provision.
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The membership will consist of employees from various DHBs throughout NZ and be represented by the following:

e 3 x renal physicians from major renal centres (incl Chair of NZ Nephrology group)

e 1 x renal physician from a smaller non metropolitan centre

¢ 1 x paediatric renal physician

e 1 x renal service manager representative

o 2 x representative for Nursing (incl Chair RSA Nursing Advisory Group NZ Renal Society of Australasia)
e 1 x representative for renal technicians (Chair of NZ BDP)

o 1 x Chief Operating Officer (COO) of a DHB

¢ 1 x Medical Director Kidney Health New Zealand [ex-officio]

¢ 1 x Ministry of Health representative [ex-officio]

e 1 x consumer group representative [ex-officio].

The Chairperson

The chairperson will be the current Chair of the New Zealand Nephrology group.

Quorum

The quorum will be five members, assuming that there is an appropriate representation according to the agenda for each meeting.
Term of membership

Two three-year terms is the maximum for any one member, including the role of chairperson.

Current members and their term of office.

Committee member Original start date Current term end date
Mark Marshall 2010 2013

Fredric Doss 2009 Oct 11

John Collins 2002 Oct 09

Debbie Eastwood 2005
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Committee member Original start date Current term end date
David McGregor 2010 2013

Tonya Kara 2007 2013

Kelvin Lynn 2002

Karin Norman 2008 2013

Rachel Walker 2010 2013

Grant Pidgeon 2002

Drew Hendserson 2010 2013

Nick Polaschek 2009

Michael Papesch 2009

Establishment of memberships
In establishing and maintaining membership of the NRAB:
¢ Nominations for new membership to be either identified by the members of the NRAB or sought from the relevant groups
o All applications for membership to the NRAB will be accepted by the Chairperson
e The NRAB will review its membership annually at the first meeting of the year and take the appropriate action to ensure the Board is represented accordingly

e At the annual review of current membership, each existing member will complete a conflict of interest declaration form
¢ Further identified expertise will be co-opted as required, for a defined period to be specified at the time of co-opting (for example primary care).

Meetings
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NRAB meetings will be held three times a year, with interim teleconferences arranged if appropriate.

Secretariat

The holder of the current Chairperson position will be responsible for providing the Board with secretarial services to enable this committee to communicate and function effectively The Chairperson may delegate this role
to the Ministry of Health representative if preferred.

Minutes and agendas

An Agenda pack, including all support meeting papers, will be circulated one week prior to the meeting.

Draft minutes of each meeting, which have been previewed by the Chairperson, will be circulated to all relevant stakeholders within two weeks for comment on any final changes.
Apologies

Apologies must be communicated to the Chairperson of the committee (or secretariat) in advance of the meeting, where appropriate forwarding any comments, concerns and or queries to the secretary for inclusion to the
meeting.

Meeting fees
Attendance fees and travel costs will be met in accordance with Ministry of Health policy for non-DHB members.

Declarations of conflict of interest

NRAB members must declare if they believe they have a conflict of interest on a subject, which will prevent them from reaching an impartial decision or undertaking an activity consistent with the Advisory Group’s
functions. At this point the member should withdraw themselves from the discussion and/or activity.

© Ministry of Health — Manatd Hauora, 2012
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Surgical Checklist

Please complete this form and fax to (08) 9431 3902

1ST

MATCH RUN DATE

2ND 3RD

4™

SECTION 1: Completed by the AKX Program Coordinator and sent to the Liaison Transplant Surgeons.

Potential Match

identified: Date:

CD-ROM/report of don

sent to liaison surgeon:

or CTA
Date:

Donor Transplant Centre:

Recipient Transplant Centre:

Liaison Surgeon:

Liaison Surgeon:

e-mail:

e-mail:

Phone No.:

Phone No.:

Donor Name:

Recipient Initials:

Donor NOMS ID:

Recipient NOMS ID:

Donor DOB:

Recipient DOB:

SECTION 2: Completed by the Liaison Transplant Surgeons and forwarded to National Coordination Centre .

Donor centre liaison surgeon

Recipient centre liaison surgeon

Renal anatomy reviewed and discussed:

0 yes

0 yes

Exchange viable to proceed

0 yes 0 no

0 yes 0 no

If NO please specify why, sign and return this form immediately to the NCC

Comments:

If exchange is viable please complete the following and return to NCC within 2 working days of discussion

Left or Right kidney agreed for removal: 0 left 0 right
Perfusion solution to be used: [0 Ross (Eastern States)
[0 UW (to/from WA)
Specify Heparinisation/L perfusion fluid: | [J] 10000u/L [] 20000u/L [] None
Available dates for surgery:
Actual Donor/Recipient surgeons (if
known):
Liaison Surgeon Signature:
Date signed:
SECTION 3: Completed by National Coordination Centre.
Date Form Sent: Date qum returned/faxed to
respective surgeon:
XM Date/Result: PKE Confirmed : YES / NO
Proposed Date of Surgery: Actual Date of Surgery:
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PAIRED KIDNEY

EXCHANGE PROGRAM

3 Organ and Tissne Authority

Donor Declaration Form

As part of the assessment of potential living kidney donors, the completion of the following questionnaire is
necessary to identify potential factors which could lead to transmission of infection or other medical conditions. There
are some people who MUST NOT donate organs as they may transmit infections to those who receive them.

To determine if your donation will be safe to the person receiving your organ, we would like you to answer some
guestions. These questions are a vital part of our efforts to eliminate diseases from the organ supply. If you do not
wish to complete the questionnaire you may withdraw your consent and consideration for donation. All information
remains strictly confidential in accordance with the Federal Privacy Act.

In addition to the questionnaire, all organ donors are tested for the presence of hepatitis B and C, HIV, HTLV and
syphilis. If your blood test proves positive for any of these conditions, or for any reason the test shows a significantly
abnormal result, you will be informed. These blood tests are performed in the early stages to the medical assessment
to determine your suitability for kidney donation and again about 1 week prior to surgery.

Please respond by placing a cross or atick in the relevant box. Do not circle.

To the best of your knowledge, have you: Comments

(staff use only)
1. Ever had a test which showed you had hepatitis B, hepatitis C,

HIV or HTLV? YesONo O
2. Ever thought you could be infected with HIV or have AIDS? YesONoO
3. Ever used drugs by injection or been injected, even once,

with drugs not prescribed by a doctor or dentist? Yes LI No O
4. Ever had treatment with clotting factors such as Factor VIl or

Factor IX? Yes O No O
5. Inthe last 12 months, had an illness with unexplained night sweats, ves O No O

swollen glands and a rash, with or without a fever?
Within the last 12 months have you:
6. Had a tattoo (including cosmetic tattooing), body and/or ear piercing,

electrolysis or acupuncture? YesONo O
7. Been injured with a used needle (needle stick injury)? YesONo O
8. Had a blood/body fluid splash to eyes, mouth, nose or to broken skin? YesONo O
9. Had a blood transfusion? YesONo O
10. Been imprisoned in a prison or lock-up? YesONo O
11. Had (yellow) jaundice or hepatitis or been in contact with someone

who has? YesONo O
12. Engaged in ANY of the following sexual behaviors (with or without a

condom): YesONo O

- had male to male sex?
- had sexual activity with a male or female sex worker?
- been a male or female sex worker?

- had sexual activity with someone you might think would answer “yes”
to any of the above questions 1-117?

Please ONLY sign in the presence of the interviewer Witness

Surname/family NAME ..o Surname/family NAME ..o

GIVEN NAIMIE ...ttt neenes GIVEN NAIME ...ttt e e eean
Date of birth ...... A [ SIGNAIUME ..o s
SIGNAIUE ..o Date ...... /... [
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Mark Marshall

From: Mark Marshall (CMDHB) [Mark.Marshall@middlemore.co.nz]

Sent: Monday, 2 July 2012 4:34 a.m.

To: mrmarsh@woosh.co.nz

Subject: FW: New Zealand and AKX

Attachments: AKX User Manual_VIC_QLD August2010.zip; 1. AKX National Protocol_13 May

2010.pdf; 10 2 Agreement to Participate-Consent.pdf; Donor Declaration Form.pdf; LKD
form-March2012.pdf; NAT Algorithm_March2012.pdf; Surgical Checklist_March2012.pdf

From: lan Dittmer (ADHB)

Sent: Wed 6/6/2012 6:00 PM

To: Mark Marshall (CMDHB)
Subject: FW: New Zealand and AKX

See below we are progressing this
lan

lan Dittmer

Transplant Physician - Auckland Renal Transplant Group
Clinical Director - Dept of Renal Medicine

Auckland City Hospital

+64 21 2831810

From: lan Dittmer (ADHB)

Sent: Wednesday, 6 June 2012 17:51

To: 'Nick Cross'; '‘Murray Leikis [CCDHB]'
Cc: 'Nick_Polaschek@moh.govt.nz'
Subject: FW: New Zealand and AKX

Hi chaps
As we discussed last week the aussie's are reasonably keen for us to join their PKE programmes, which is called AKX.

As is fitting for the most regulated country in the world, they have a huge number of rules which are attached. If you have a read
some time we can then have a chat about how this will affect us.

The major difference is that at the moment we run a match whenever Jon and I think that it is worthwhile, whereas they only do it
3 or 4 times a year. | think that they would consider it poor sportsmanship if we ran interim runs outside this, we have noted that
altruistic donors can get a bit testy if things don't get progressed very fast and this can extend the waiting for progress by some
months. It seems to take some time after the computer run before they actually go ahead with the "transplant day".

With the Minister's announcement today it looks like we will have a few co-ordinators to help with this programme...........
lan

lan Dittmer

Transplant Physician - Auckland Renal Transplant Group
Clinical Director - Dept of Renal Medicine

Auckland City Hospital

+64 21 2831810

From: Ferrari, Paolo [mailto:Paoclo.Ferrari@health.wa.gov.au]
Sent: Friday, 11 May 2012 11:58

To: lan Dittmer (ADHB)

Subject: RE: New Zealand and AKX

Dear lan





This is the original user manual released in August 2010. There have been a few updates, which are also attached and there are a
couple in the pipeline. However, | think it's a good start.

I have attached the manual for Victoria and Queensland, because they don't need ministerial approval for pairs to enter in the
program. | don't know what the legislation is in NZ.

cheers
Paolo

Prof Paolo Ferrari

Clinical Director, Medical Directorate
Director, Department of Nephrology
Fremantle Hospital, Fremantle WA 6160
Phone: 08 9431-3600 - Fax: 08 9431-3619

From: lan Dittmer (ADHB) [mailto:IDittmer@adhb.govt.nz]
Sent: Fri 5/11/2012 5:06 AM

To: Ferrari, Paolo

Subject: RE: New Zealand and AKX

Hi

So in answer to below bits.

1. Can you send me your agreed criteria, think ours are at least as strict anyway.

2. We could do Perth to Auckland at a pinch and possibly the other way.

3. Tissue typing is all ok. The Auckland lab is ASHI certified. We use Luminex as described and our charge Tech has attended
the Australian discussions over the last years. All Tissue Typing on our patients is funded centrally anyway.

4. We will discuss the out-of-hours surgery, but for our own programme we had decided that is how we would operate anyway.
5. 1 will sort out the funding of organ transport, not withstanding the problems discussed yesterday.

lan

lan Dittmer

Transplant Physician - Auckland Renal Transplant Group
Clinical Director - Dept of Renal Medicine

Auckland City Hospital

+64 21 2831810

From: Ferrari, Paolo [mailto:Paolo.Ferrari@health.wa.gov.au]

Sent: Wednesday, 9 May 2012 17:54

To: Jonathan Gillis

Cc: lan Dittmer (ADHB); Wright, Jenni (NSW); Scott Campbell; Yael Cass; Woodroffe, Claudia; Jenni Wright; Jennifer Sproule;
Eva Mehakovic

Subject: New Zealand and AKX

Dear Jonathan
I'm writing to you to request the OTA advice with regard to the inclusion of New Zealand in the AXK program.

At the end of the afternoon session of the RTAC meeting yesterday, | met with Dr lan Dittmer, who as you know is the RTAC
representative for New Zealand.

He mentioned that New Zealand is willing to join the AKX program; they have a small, but significant number of incompatible
donor-recipient pairs that could benefit from joining the AKX program, thereby increasing the overall pool size and the chances
for everyone participating in the program to find a match. It is well established that the larger the number of donor-recipient pairs
included in paired kidney donation the higher the probability to find a match in 2-way and 3-way exchanges.

I already mentioned in the past that there are several aspects of the program that will need careful consideration and costs that are
specific to AKX that are usually not incurred in directed live donor kidney transplantation for which New Zealand will need to
find a way of funding.

I'm hereby listing the key aspects that in my view will need resolution to enable New Zealand to be part of AKX. We may want to
discuss these at the next Oversight Committee meeting in June, but I would appreciate if the OTA could indicate whether there
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are any major impediment to progress with this partnership.

1. Donor assessment and acceptance criteria are strictly defined and your donors will need to comply with the agreed criteria
in order to enter a pair in the program.

2. It has been agreed to maintain the cold ischaemia time of shipped live donor kidneys below 12 hours. As a result we would
need to exclude from matching pairs from New Zealand to pairs from Western Australia and vice versa.

3. Tissue typing requirements for Luminex single-bead antibody definition in recipients and extensive donor typing in all
HLA loci as well as organ transport will need to comply with AKX requirements. The costs of tissue typing are not funded by the
OTA and would need to be funded by the participating transplant centres in New Zealand.

4. The matching of pairs is performed by NOMS using a purposely-developed module. Donor HLA typing and recipient HLA
antibodies have to be entered in the NOMS main software and need to be regularly updated.

Jenny Wright from NOMS has already advised that NOMS is already set up to store New Zealand patient and donor records and
that they do get a number of New Zealand organ donors where they cannot use the organs there. These 'Auckland’ records can be
accessed and updated by staff in any Australian Tissue Typing Lab.

The National TTL Coordinator should test that this would work for PKE matching on the standalone database just in case there
are some further changes that need to be made to the system to enable this to work fully.

5. Due to the requirement to start donor surgery simultaneously, difference in time-zones and reliance on commercial flights
for the organ transport it is likely that donor surgery or transplant surgery will need to be scheduled outside conventional theatre
schedules. Kidneys coming from Melbourne or Sydney would arrive at Auckland airport at 17.00-17.30 and if coming from
Brisbane (via Sydney) would arrive at 21.00. This means organising transplant surgeries after hours.

I presume this will require agreement by the relevant New Zealand Department for Health or hospital board and commitment by
anaesthetic and theatre staff. This has been a problem in some jurisdictions in Australia and it would be good to get some advice
on this issue from Dr Dittmer.

6.  The transport of organs within Australia is funded by the OTA, but the costs for shipping of kidneys to and from New
Zealand will have to be covered by New Zealand. | believe that there are issues with New South Wales regarding the shipping of
deceased donor organs to New Zealand and I'm confident that this aspect can be resolved with the help of the OTA for the
transport of live donor kidneys.

Regards

Paolo

Prof Paolo Ferrari

Clinical Director, Medical Directorate
Director, Department of Nephrology
Fremantle Hospital, Fremantle WA 6160
Phone: 08 9431-3600 - Fax: 08 9431-3619

This e-mail message and any accompanying attachments may contain information that is
confidential and subject to legal privilege. |If you are not the intended recipient,
do not read, use, disseminate, distribute or copy this message or attachments. If you
have received this message in error, please notify the sender immediately and delete
this message.

For exciting career opportunities at WDHB, CMDHB and healthAlliance visit
www . aucklandhealthjobs.co.nz
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A World’s Best Practice Approach to Organ and Tissue Donation for
Transplantation

On 2 July 2008, the Australian Government announced a new national reform
package, A World’s Best Practice Approach to Organ and Tissue Donation for
Transplantation.

The aim of the Commonwealth-funded $151.1 million national reform package is to
establish Australia as a world leader in best practice organ and tissue donation and
transplantation and to achieve a significant and lasting increase in the number of
lifesaving and life-transforming transplants for all Australians that require this
treatment.

The Australian Paired Kidney Exchange (AKX) Program

The Australian Paired Kidney Exchange (AKX) Program is Measure 9 of a world’s
best practice approach to organ and tissue donation in Australia. The measure will
establish national protocols to guide initiatives including the practice of paired kidney
exchange between living donors and recipients. It is expected that this donation will
facilitate an increase in the donor numbers, thereby improving Australians’ access to
transplants, while ensuring that these practices operate in a safe, effective and
ethical manner.

AKX aims to maximise the number of live donor kidney transplants that can be
performed in Australia. To achieve this purpose, AKX increases live donor kidney
transplants by identifying biologically incompatible donor/recipient pairs.

Participants in the AKX Program include individuals willing to donate a kidney to their
chosen recipient but unable do so because of incompatibility, such as an
incompatible blood type or tissue match. Such donors must also be willing to donate
their kidney to someone they do not know, while their intended recipient receives a
kidney from an unknown donor who is also part of an incompatible donor/recipient
pair. For some potential recipients on the deceased donor waiting list, paired kidney
exchange may provide their only opportunity for transplantation.

A paired kidney exchange occurs when a live donor (Donor #1) is willing to donate to
a spouse, friend or relative (Recipient #1), but cannot do so because they have an
incompatible blood type or tissue type. AKX, through its database of registered pairs,
helps to find another pair in the same situation (Donor and Recipient #2) who might
be a match with Donor and Recipient #1. By exchanging donors, two compatible
matches are created. The introduction of three-way exchanges is more complex but
can increase the number of pairs transplanted by 50%. A simple two-way exchange
is shown below:

Donor #1 Donor #2

a|quedwooul

\\ X

Recipient Recipient
#1 #2

x a|qnedwooul

Figure 1: Paired kidney exchange
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PART 1: GENERAL PRINCIPLES AND
STRUCTURE OF THE AKX PROGRAM

1 Introduction

The Australian Paired Kidney Exchange (AKX) Program is a nationwide live kidney
donor program. The goal of AKX is to increase live kidney donor transplants by
identifying matches for incompatible donor-recipient pairs. Consistency across all
centres is essential for the success of the Program.

For the purpose of recruiting and assessing donor-recipient pairs, the following 22
transplant centres have been identified to participate in AKX.

For the purpose of donor retrieval surgery 12 transplant centres have been identified
to perform a sufficiently large number of living donor surgeries per annum to satisfy
the criteria recommended by the Transplantation Society of Australian and New
Zealand Inc (TSANZ) Donor Surgeons Standing Committee.

Royal Prince Alfred Hospital
Prince of Wales Hospital
Sydney Children’s Hospital
Royal North Shore Hospital
St Vincent’s Hospital

John Hunter Hospital

State Transplant Centre Retrieval Transplant Centre
New South Westmead Hospital Westmead Hospital
Wales The Children’s Hospital at Westmead Royal Prince Alfred Hospital

Prince of Wales Hospital
Royal North Shore Hospital
John Hunter Hospital

Queensland

Princess Alexandra Hospital
Mater Children’s Hospital

Princess Alexandra Hospital

Princess Margaret Hospital
Fremantle Hospital (NCC)

South Royal Adelaide Hospital Royal Adelaide Hospital
Australia The Women’s and Children’s Hospital
Victoria Royal Melbourne Hospital Royal Melbourne Hospital
Royal Children’s Hospital Monash Medical Centre
Monash Medical Centre Austin Hospital
Monash Medical Centre paediatric
Austin Hospital
St. Vincent’s Hospital
Alfred Hospital
Western Royal Perth Hospital Royal Perth Hospital
Australia Sir Charles Gairdner Hospital Sir Charles Gairdner Hospital

The purpose of this document is to inform transplant centres performing donor
nephrectomies, those performing the transplant in the recipient, renal
specialists, tissue typing laboratories, the National Organ Matching Service
(NOMS) and jurisdictional stakeholders of the Protocol for the AKX Program.

The Protocol consists of 3 specific parts:

Part 1: General Principles and Structure of the AKX Program
Part 2: Process of the AKX Program
Part 3: Attachments and appendices.
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2 AKX Program - General Principles’

1. AKX will follow international and Australian best practice in living kidney
donation and transplantation.

2. AKX will be governed by principles of good governance involving transparency,
accountability and equity whereby the management and operation of AKX
complies with ethical, financial, and legislative requirements, as well as
relevant policy and frameworks.

3. AKX will support ethical practice, including upholding respect for donors,
ensuring equity in allocation of organs, and maximising benefits of paired
kidney exchange to recipients.

4. AKX will protect the interests and well-being of participants by:

= placing paramount importance on the safety and interests of the donors and
recipients;

= using recruitment methods that are non-coercive, equitable and respectful
of individual freedom of choice;

= ensuring that participation of donors and recipients is based on voluntary
and informed consent;

= informing participants of their right to withdraw from the Program at any
time, for any or no reason, and any implications of doing so; and

= protecting the confidentiality and privacy of donors and recipients.

5. AKX will require simultaneity of donor operations to ensure fair exchanges to
the degree possible.

6. For optimal operation, AKX will rely upon centralised national coordination, and
cooperation between participating transplantation centres, tissue typing
laboratories and the National Coordination Centre.

7. AKX seeks to increase overall numbers of living kidney transplants. In doing so
however, AKX will also take into account the disadvantage in opportunities for
successful transplantation generally experienced by O blood group and
immunologically sensitised individuals.

The AKX General Principles were developed by the National Paired Kidney
Exchange Program Advisory Group: An advisory group of the National Cognate
Committee on Organ & Tissue Donation & Transplantation.

' AKX General Principles from the AKX Guidelines, Australian Paired Kidney Exchange
Program Advisory Group: An advisory group of the National Cognate Committee on Organ
and Tissue Donation and Transplantation, 2008, page 7.
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3 Structure and Coordination of the AKX Program

The AKX Program includes the following operational features: National Coordination
Centre, National Coordinating Tissue Typing Officer, National Organ Matching
Service (NOMS) and Local transplant Centres.?

3.1 National Coordination Centre

The AKX Program includes a National Coordination Centre whose responsibility is to
coordinate, liaise and closely collaborate with transplant centres and tissue typing
laboratories. It will maintain standard (harmonised) protocols and processes for:

= Enrolling donors and recipients;

= Ensuring consent to participate in the AKX Program has been obtained
from donors and recipients;

= Obtaining approval from Ministers of Health, in accordance with state
legislative requirements;

= Ensuring donor/recipient pairs are fully evaluated and medical/surgical
assessment is complete, in line with agreed national criteria;

= Safeguarding the privacy of all participants and protecting personal medical
information, including genetic information;

= Close and consistent collaboration with the National Coordinating Tissue
Typing Officer and/or HLA Laboratory Director; and

= Ensuring uniform standards for organ packaging and transportation.
Transportation will be coordinated through the National Coordination Centre
and be at the cost of the Organ and Tissue Authority.

The National Coordination Centre comprises the following staff, who are funded
through the AKX Program:

Clinical Director, Professor Paolo Ferrari who is responsible for the overall
management of the Program including:

= Supervising the AKX Program Coordinator;

= Reviewing the policies and protocols of AKX; and

= Liaising with State Transplant Centres.

AKX Program Coordinator, Claudia Woodroffe who is responsible for:
= Liaising with state health departments regarding Ministerial Approval;
= Coordinating, with local transplant centres, the registration of donor and
recipient pairs; transport and surgery details; and
= Liaising with the Coordinating Tissue Typing Officer and The National
Organ Matching Service (NOMS).

Coordinating Tissue Typing Officer, Samantha Fidler, PathWest Laboratory,
who is responsible for:
= Liaising with state tissue typing laboratories to coordinate and monitor
consistent blood sera and tissue typing;
= Ensuring the final tissue matching quality of the transplant pairs
= Determining acceptable/unacceptable tissue matching; and
= Coordinating final donor/recipient cross-matching between matched pairs.

% The Structure and Coordination of the AKX Program is part of the AKX Guidelines, developed by the AKX
Australian Paired Kidney Exchange Program Advisory Group: An advisory group of the National Cognate Committee
on Organ and Tissue Donation and Transplantation), 2008, page 8.
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The Coordinating Tissue Typing Officer will undertake these tasks in consultation
with the HLA Laboratory Director.

HLA Laboratory Director, Professor Frank Christiansen

This position is not an AKX-funded position but is sourced from within the PathWest
Laboratory infrastructure. This position will provide high level tissue typing expertise
to AKX for case management and policy/program development.

3.2 National Organ Matching Service

The National Organ Matching Service (NOMS) is responsible for performing the 3
monthly (unless no new pairs have been added to the registry) match runs that will
identify potential matches between AKX donor/recipient pairs.

NOMS has developed validated software with agreed, clear and transparent
algorithms to match donor and recipient pairs. This is known as the NOMS AKX
Module. All AKX immunological information is maintained in this NOMS AKX
database, with access only available to authorised NOMS users.

State based tissue typing laboratories will be required to enter tissue typing data into
the NOMS AKX Module in accordance with the agreed Standard Operating
Procedures (SOPS) at Appendix 1.

3.3 AKX Registry on Medical Message Exchange (MMEX)

Medical Message Exchange (MMEX) is an eHealth platform designed as a simple
and secure application that allows users to enter patient information, view relevant
data and documents, and correspond with other MMEX users.

The role of the AKX Registry on MMEX is to provide an electronic platform for
clinicians to register donor/recipient pairs, access AKX forms and documents, and
enable communication between transplant centres and the National Coordination
Centre.

The National Coordination Centre is the administrator of the AKX Registry, and user
access is limited to designated nephrologists and renal transplant coordinators at
participating transplant centres. Transplant centres will only be able to enter and view
patient details from their own centre.

The NCC as administrator is able to view all donor/recipient pairs on the registry,
match potential pairs, and generate de-identified data from these matches that is
forwarded to the relevant transplant centre clinicians.

For further information on the functionality of MMEX, please refer to the Australian
Paired Kidney Exchange (AKX) Program Registry User Manual at Appendix 2.
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4 Consent requirements and processes

AKX has clear and detailed protocols and processes in place regarding informed

consent and registration on the AKX Registry. These protocols were developed by

the AKX Advisory Group3 and stipulate that each participating AKX transplant centre

will:

= Provide potential participants with required information on the nature,
implications, foreseeable risks and benefits of their participation, so that they can
realistically assess the implications of their participation prior to consent;

= Obtain written informed consent, known as the Agreement to Participate, from
each participating donor and recipient pair in accordance with agreed protocols;
and

= Inform donors and recipients that they may exercise their right to withdraw for any
or no reason, at any time up to the commencement of surgery.

The information provided will be presented in a non-coercive way that supports
individual decision-making and does not create an improper inducement to
participate in AKX.

Important elements in optimising voluntary informed consent in this setting include:

(i) Interview of the donor conducted apart from the recipient;

(i) Donor assessment processes independent from the recipient team;

(iii) Separate and distinct agreement to enter AKX (not an assumption when
found incompatible for directed donation); and

(iv) Mandatory pre-donation counselling with an option of post-donation
counselling as required.

The informed consent process will include reference to the human biological
materials and data to be collected and the health and other records to be accessed,
their intended uses, storage and duration of storage, transfer and disposal
procedures. In this regard, each transplant centre will follow it's own specific ethical
guidelines.

The informed consent process must ensure that participants understand the
requirement for, and agree to, disclosure of necessary identifying information to
enable application for Ministerial approval.

Where an AKX policy, protocol or procedure is significantly modified, the National
Coordination Centre will, where feasible, ensure that a new consent is obtained from
participants on the register who are not yet scheduled for pairing.

Where AKX intends to actively seek data, information or other linkages about its
participants from third party sources, it will disclose this to participants, and obtain the
informed consent of the participant.

AKX will ensure that policy addresses appropriate contingency plans in the rare
event of an ‘orphaned recipient’ (see section 5) where transplantation could not
proceed as planned. This policy will include requisite consent from donors and/or
recipients.

% National Paired Kidney Exchange Program Advisory Group: An advisory group of the National Cognate Committee
on Organ & Tissue Donation & Transplantation, AKX Guidelines, page 13
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5 Protocol for orphaned kidneys and recipients

The following is the protocol for orphaned kidneys and orphaned recipients, as
developed by the National Paired Kidney Exchange Program Advisory Group4.

The Protocol states that in the rare event where an exchange cannot proceed at the
time of surgery due to unforeseen clinical circumstances, the following is
recommended:

Orphaned kidney

A recipient may acutely deteriorate during induction or during their operation such
that the procedure needs to be abandoned. If the donor has already had their kidney
removed, this results in an ‘orphaned kidney’. Donors should be asked to consider in
advance whether, in this rare circumstance, they would be willing for their kidney to
be allocated to someone suitable on the transplant waiting list.

Once the originally intended recipient has recovered and is suitable for
transplantation, his/her incompatible donor will already have donated a kidney in the
AKX program. This recipient should receive priority for a suitable kidney from the
deceased donor organ pool. The Agreement to Participate form expressly addresses
this rare eventuality which must be discussed during the consent process.

Orphaned recipient

A donor may acutely deteriorate during induction or during their operation such that
the procedure needs to be abandoned. This means that the intended recipient cannot
receive a kidney, a so-called ‘orphaned recipient’. In this situation, the ‘orphaned
recipient’ should receive priority for a suitable kidney from the deceased donor organ
pool.

6 Protocol for altruistic donors

Use of non-directed (‘altruistic’) donor kidneys4

The use of non-directed donor kidneys in AKX should be available as an option to
referring clinicians in States where this donation practice is permitted. This is a
decision to be made by referring clinicians and AKX. It may be appropriate that an
attempt is initially made to match a non-directed donor kidney to a highly sensitised
patient on the deceased donor waiting list. If no match is found, that kidney may then
be allocated to AKX.

7 AKX Documents and Confidentiality

The AKX Program requires the maintenance of confidentiality of all donor/recipient
details, and the preservation of anonymity between exchange pairs.

Therefore, filing of certain AKX documents must be carefully considered in terms of
access of information. It is highly recommended that each centre has a designated
AKX confidential filing system, accessible to designated authorised personnel only.
Specific guidelines as follows:

4 National Paired Kidney Exchange Program Advisory Group: An advisory group of the National
Cognate Committee on Organ & Tissue Donation & Transplantation, Page 18-19.
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i) All standard information for donor/recipient pairs that does not identify an
exchange donor and/or recipient is filed as per current hospital protocol,
i.e. in individual medical record.

These documents are:

1. AKX Agreement to Patrticipate for Donors and Recipients;

2. AKX Ministerial Approval Form;

3. AKX Donor/Recipient Registration Forms (if printed from MMEXx); and

4. AKX Immunology Registration Form

i) Specific AKX documents which identify participating pairs in an exchange,
and details on donor/recipient information from other centres (e.g. when
an exchange has occurred) must not be filed in the patients’ medical
record.

These documents are:

1. AKX Surgical Checklist Form; and
2. AKX Living Kidney Donation Report.

8 ANZDATA and post transplant reporting
Standard reporting using the Australia and New Zealand Dialysis and Transplant
Registry (ANZDATA) Living Kidney Donor Registry forms and ANZ Dialysis &
Transplant Survey sheet remains the same, with the following conditions:

(i) Living Kidney Donor Registry — Pre-Transplant Data form.

Complete all data as required on form, leaving recipient details #9 and #10

blank.
9 ANIDATA RECIPIENT 11 DONOR RELATIONSHIP

REGISTRY NUMBER 10 RECIPIENT SURNAME RECIPIENT GIVEN NAMES TO RECIPIENT

i H (Record from

=t on back
of page

Enter if known
OTHER ........... —

Enter # 14 (unrelated living donor) in Donor Relationship to Recipient box,
and specify as PKE.

The AKX National Coordination Centre will provide recipient details to
ANZDATA, upon advisement of receipt of form from ANZDATA.

(i) Living Kidney Donor Registry — Operative Data form
Use the AKX Living Kidney Donation Report form and your centre’s operation

report to complete the information required. The ANZDATA Recipient
Registry Number (Box 1) will not be available hence leave blank.
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1 ANZDATA RECIPIENT
REGISTRY NUMBER 2 DONOR HOSPITAL 3 TRANSPLANT HOSPITAL
Hospital / State Hospital / State Hospital Unit No.
Leave blank for Write in Write in
preemptive transplant

(iii) Real Time Web Data Entry

Notifying a change in treatment course i.e transplantation, requires the same
donor data as specified above. Please enter Donor Source as #14, and

specify as PKE.

Date of Graft || Referring Transplant Donor Source Donor Other
Hospital Hospital
FREM & - ‘:‘
[02-mar-2010 FremantI: Sir Charles [ 14: UNRELATED LIVING DONOR (SPECIFY) =] [PKE
Hospital WA  Cairdner
Hospital WA

(iv) ANZ Dialysis & Transplant Survey sheet (for recipients).

Current Graft section: Question 49, Source of Donor Kidney enter as #14
from list (unrelated living donor) and specify as PKE. Other operative data
required may be obtained as previously detailed in Point 2(ii).

CURRENT GRAFT IN THE EVENT OF BOTH GRAFT FAILURE AND RETRANSPLANT IN THIS SURVEY - USE A NEW FORM)

42 GRAFT 43 DATE OF THE 44 REFERRING 45 DONOR 46 TRANSPLANT
NUMBER TRANSPLANT HOSPITAL  HOSPITAL HOSPITAL oMy EBv AT GRAFT EPISODES THIS SURVEY
| | | | | | |‘-F-.nl‘~ Sompiete acde
2=Negative ee
32N done - .
ot tUme
49 DONOR DETAILS 50 TOTAL S IMMEDIATE 52 DISEASE (at any time)
SOMOS AGE DN ISCHAEMIA  FUNCTION INGRAFT 3 DATE FIRSTPROVEN 84 CAUSE OF GRAFT FAILURE

47 RECIPMENT ANTIBODY STATUS 48 NUNBER REJECTION

oTvER

LT 1| 1 O«

(Hours) {eg. Grat biogpey)

These guidelines have been developed in collaboration with ANZDATA.
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PART 2: PROCESS FOR THE AKX PROGRAM

Pre-enrolment process, consent and Ministerial
Approval

1 Initial discussion with incompatible donor/recipient pair

Who Local Renal Specialist
Where | Local renal unit/dialysis centre
What Provide the recipient and their donor information on AKX including the

AKX Information Brochure (Attachment 1).
-> If donor/recipient wish to consider AKX go to 2.

2 Provide full information about AKX and other options of
incompatible living kidney donation

Who Transplant nephrologist
Where | Local transplant centre
What Provide the donor and recipient with full information about the all the living

donor options between an incompatible donor and recipient available to
them.
-> If donor/recipient agree to AKX go to 3

3 Agreement to participate in AKX

The process for seeking donor and recipient agreement to participate differs in each
jurisdiction based on legal requirements. See Appendix 3 for full details on the
Ministerial Approval process.

The Agreement to participate and Ministerial Approval by state is outlined as such:
-> If donor/recipient is a resident of SA or NT, go to 3.1.
-> If donor/recipient is a resident of ACT, NSW, TAS or WA, go to 3.3.
—> If donor/recipient is a resident of QLD or VIC, go to 3.5.

3.1 Ministerial approval to participate in SA and NT

In SA and NT, Ministerial Approval must be gained before the Agreement to
Participate Form (Attachment 2) is signed.

Who Transplant nephrologist
Where | Local transplant centre
What Complete Section 1 of the Ministerial Approval Form (Attachment 3) and

send the completed approval form to the AKX Program Coordinator via fax

and hard copy in the mail.

If the Agreement to Participate Form is to be formed in the NT, then

approval must be sought from both the SA and the NT Minister for Health.
-> If Ministerial Approval is granted, go to 3.2.
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Timing | The Ministerial Approval Process should take between 1 — 2 weeks.

3.2 Agreement to participate in SA and NT

Once the Local Transplant Centre receives the copy of the approval form that has
been signed by the Minister for Health, Donor and Recipient Agreement to
Participate can be obtained.

Who Transplant nephrologist

Where | Local transplant centre

What Obtain signed Agreement to Participate Forms (Attachment 2) for the
donor and recipient pair to participate in the AKX Program.

Submit the Signed Agreement to Participate Form to the National
Coordination Centre via MMEXx upload, fax, post or email.
- If agreement is signed, go to 4.

3.3 Agreement to participate in ACT, NSW, TAS and WA

In ACT, NSW, TAS and WA, Ministerial Approval must be gained after the
Agreement to Participate Form is signed.

Who Transplant nephrologist

Where | Local transplant centre

What Obtain signed Agreement to Participate Forms (Attachment 2) for the
donor and recipient pair to participate in the AKX Program.

Submit the Signed Agreement to Participate Form to the National
Coordination Centre via MMEXx upload fax, post or email.
- If agreement is signed, go to 3.4

3.4 Ministerial approval to participate in ACT, NSW, TAS and
WA

Who Transplant nephrologist

Where | Local transplant centre

What Complete Section 1 of the Ministerial Approval Form (Attachment 3) and
send the completed approval form along with a copy of the Signed
Agreement to Participate Form to the AKX Program Coordinator via fax
and hard copy in the mail.

-> If Ministerial Approval is granted, go to 4

Timing | The Ministerial Approval Process should take between 1 — 2 weeks.
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3.5 Agreement to participate in QLD and VIC

Ministerial Approval is not required for donors and recipients in QLD and VIC as AKX
does not contravene Human Tissue Acts in these states.

Who Transplant nephrologist

Where | Local transplant centre

What Obtain signed Agreement to Participate Forms (Attachment 2) for the
donor and recipient pair to participate in the AKX Program.
Submit the Signed Agreement to Participate Form to the National
Coordination Centre via MMEXx upload fax, post or email.

- If agreement is signed, go to 4.

Enrolment and medical evaluation

4 Medical Evaluation

Prior to activating a donor/recipient pair in the AKX registry both the donor and the
recipient must already be determined to be medically suitable for the transplantation
procedure. Pre-emptive recipients require medical suitability clearance by the local
transplant centre.

Who Transplant nephrologist

Where | Local transplant centre

What Determine donor (and the recipient) medical suitability for the
transplantation procedure according to the Guidelines for evaluation of
living donors for Paired Kidney Donation (Attachment 4).

5 Enter donor/recipient pairs into the AKX Registry

Registration of donor/recipient pairs may commence at any time during the medical
assessment process, but the evaluation must be completed and the donor/recipient
pair deemed medically and surgically suitable for transplantation, prior to activation
on the AKX registry. A CD-ROM of the donor’'s CT angiogram must be sent to the
National Coordination Centre as soon as available (this is in addition to uploading the
imaging onto MMEX). In this instance, it is not a requirement that the CD-ROM be de-
identified.

Who Transplant nephrologist/renal transplant coordinator

Where | Local transplant centre

What Enter data on donors and recipients into the AKX Registry according to
donor and recipient registration forms (Attachments 5 and 6).
= Forward a CD-ROM of the donor’'s CT angiogram to the NCC
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= Send AKX Immunology Registration Form to state tissue typing
laboratory (Attachment 7)

6 Immunology data entered into NOMS

Paired kidney exchange specific tissue typing requirements are mandatory to enrol
donor/recipient pairs in the AKX program (refer Attachment 8.)

For entry onto the PKD register:

Donors must have an authorised HLA typing at 4-digit level recorded into the
NOMS for each of the following mandatory HLA loci:
HLA-A*, HLA-B*, HLA-Cw*, HLA-DRB1*, HLA-DPB1*and HLA-DQB1*.

Sensitised recipients must have an authorised Class | and Class || HLA antibodies
by solid phase single antigen bead assays (Luminex) at 4-digit level recorded into
the NOMS. DSA with MFI>2000 (One Lamba) or >1500 (Tepnel) excludes from
matching.

AKX Tissue Typing requests should be submitted to the state tissue typing laboratory
with these specifications, and noting that the request is specific to the AKX program
(sample request forms are at Attachment 8)

Who Local tissue typing officer

Where | State tissue typing laboratory

What Enter donor/recipient immunology data (containing donor HLA type and
recipient HLA type, sensitisation history and acceptable mismatches) into
NOMS.

7 Confirmation of donor and recipient pair information

Who AKX Program Coordinator

Where | National Coordination Centre

What The National Coordination Centre to confirm that the referring transplant
centre has fully evaluated the submitted donor/recipient pairs:

= Consent has been obtained for the donor/recipient pair to participate;
Donor medical work-up is complete;

The donor/recipient information is complete;

CD-ROM of the donor CT angiogram has been received; and
Donor/recipient pair immunology information has been submitted to
NOMS.

-> If medical and immunology evaluation are complete, go to 8.
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Matching of pairs

8 \Verification of active pairs

Who AKX Program Coordinator

Where | National Coordination Centre

What One week before the intended match run:

= AKX Program Coordinator to verify with Local Transplant Centres that
all registered donor-recipient pairs are active; and

= AKX Program Coordinator to send Coordinating Tissue Typing Officer
a confirmed list of active pairs to ensure all immunological data is
available, including sera for final cross match.

9 Provide list of active pairs to National Coordinating
TTO/NOMS

Who AKX Program Coordinator

Where | National Coordination Centre

What Provide NOMS/Coordinating Tissue Typing Officer with the list of active
pairs at the time of a match-run.

10 Match run

Who National Coordinating Tissue Typing Officer

Where | National Coordination Centre

What A match run of the NOMS AKX Module will be performed every 3-months.

= Recipients on the NOMS transplant waiting list are temporarily
suspended from NOMS for the period of the match run (up to 24
hours).

= A report of the match run of matched donor/recipient pairs is sent to
the National Coordination Centre.

= Recipients who have not been matched to a suitable donor-recipient
pair are reactivated on the NOMS list.

11 Review of matched pairs

Who AKX Clinical Director/Program Coordinator/ Coordinating Tissue Typing
Officer

Where | National Coordination Centre

What = Review matched donor-recipient pairs.
= Coordinate cross-matching of identified matched pairs at their local
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state laboratory.

12 Local transplant teams and tissue typing laboratories
notified of matched pairs requiring additional cross

matching
Who AKX Program Coordinator Coordinating Tissue Typing Officer
Where | National Coordination Centre / Local Coordinating tissue typing laboratory /
Transplant Centre State tissue typing laboratory
What AKX Program Coordinator: Coordinating Tissue Typing Officer:

= Notify transplant teams of identified
potentially compatible pairs.

Local Transplant Centre:

= Recall matched donors to present to
Transplant Centre for cross-matching.

= Notify State tissue typing laboratory of
identified potentially compatible pairs.

State tissue typing laboratory:

= Prioritise PKE matched donors for
cross-matching.

13 Recipient and Donor Surgeons discuss potential exchange

Once a match is identified, communication between donor and recipient surgeons at
respective transplant centres will be required to discuss potential surgical issues.
This discussion will take place during the 2-week window period whilst awaiting
immunological cross-match results, and after receipt of the CD-ROM of donor
imaging sent to the transplant recipient surgeon by the NCC.

A Surgical Checklist (Attachment 9) is then completed and signed by the recipient
and donor surgeons and forwarded to the NCC. As the donor is identified in this
instance, the signatories of this report guarantee to maintain anonymity of the donor,
and will not disclose any donor information with other members of the transplant
teams or recipient.

Who AKX Program Coordinator Recipient and Donor Surgeons

Where | National Coordination Centre / Local Local Transplant Centres
Transplant Centre

What AKX Program Coordinator: Recipient & Donor Surgeons

= Send CD-ROM of donor imaging to
recipient transplant surgeon

= Action Surgical Cross-Match result as
required.

= Communicate via telephone regarding
potential exchange

= Complete and send Surgical Checklist
(Attachment 9) to NCC.

14 Review of cross matches

Who AKX Clinical Director / Program Coordinator / Coordinating Tissue Typing
Officer

Where | National Coordination Centre

What = Review cross-matches.

= Approve acceptable exchanges following additional immunological

tests.
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= Notify NOMS to re-activate recipients with positive cross-match on the
NOMS list.

15 Transplant teams notified of pairs for exchange

Upon notification of a potential exchange, transplant centres will identify with the
NCC dates acceptable to all parties.

In transplant centres where donor nephrectomy is performed by a urologist not
usually involved in deceased donor transplants, it is understood that experience with
packaging of the donor kidney will be limited. The consensus amongst donor and
recipient surgeons is that, in these instances, a transplant recipient surgeon will be
present in theatre to assist with this process.

Who AKX Program Coordinator
Where | National Coordination Centre
What Notify transplant teams of the donor/recipient pairs selected for the

exchange.

= Arrange date of surgery acceptable to Local Transplant Centres and
donor/recipient pairs;

= Identify responsible person at each site that will oversee coordination
of surgical timelines; and

= Confirm the requirement or otherwise for a transplant surgeon to be
present in theatre to assist with packaging of donor kidney.
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Before Surgery

16 Consent for surgery

Who Local Transplant Surgeon
Where | Local Transplant Centre
What Obtain consent for surgery from donor and recipient as per hospital policy.

17 Transport and Packaging resources available
The NCC will ensure that AKX transport packs consisting of container, trolley and
packaging materials (AKX Transport Pack) are distributed to all transplant centres.

The initial distribution will occur prior to the first AKX match run, and these packs are
to be stored in a specially designated safe and secure area in the renal transplant
department. These supplies will be replenished as necessary by the NCC upon
request from the transplant centre.

Who AKX Program Coordinator and Local Transplant Team
Where | National Coordination Centre and Local Transplant Centre
What = AKX Program Coordinator to send AKX Transport Pack.

The Local Transplant Centre to ensure AKX transport pack is available
prior to a potential exchange and check that surgical schedules are in
place.

18 Confirm transport details

The AKX Program Coordinator will confirm all logistical details with local transplant
centres and ensure the AKX Organ Transport Itinerary (Attachment 10) has been
distributed accordingly.

Who AKX Program Coordinator
Where | National Coordination Centre
What One week prior to surgery AKX Program Coordinator confirms:

AKX Transport Packs have been received by each centre;
Anaesthetic start times and anticipated pick-up times for organs;
Name of recipient transplant surgeon who will be present in theatre to
assist with packaging (as applicable);

Flight itineraries for organs (as applicable);

Couriers responsible for pickup and delivery;

Hospital pickup and delivery points and designated contacts at each
hospital; and

Back-up itinerary and emergency contact details.
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19 One day prior to surgery

Who AKX Program Coordinator
Where | National Coordination Centre
What = Verify that all items in step 18 are confirmed; and

= Confirm with transplant centres that donor-recipient pairs are fit for
surgery (not affected by acute illness, consent not withdrawn).

Surgery and post surgery

20 Day of surgery

Who Transplant team
Where | Local Transplant Centre
What = Confirm, in separate consultations, donor and recipients medical and

emotional suitability to participate, advising them that they can
withdraw at any time up until surgery;

= Immediately notify the AKX Program Coordinator and other Local
Transplant Centre if donor and/or recipient withdraw;

= Notify the AKX Program Coordinator immediately of any last minute
issue regarding consent, packaging, transport and surgery; and

= Ensure that section 1 and 2 of the Living Kidney Donation Report (at
Attachment 11) is completed appropriately and accompanies the
kidney.

21 After transplantation

Who Recipient Surgical Team / AKX Program Coordinator
Where | Recipient Hospital / National Coordination Centre
What Recipient Surgical Team:

= Complete section 3 of the Living Kidney Donation Report (Attachment
11) and forward to AKX Program Coordinator within two working days
of procedure.
= AKX Program Coordinator:
Feedback any issues to transplant centres and Organ and Tissue
Authority.
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22 Data collection

Who AKX Program Coordinator
Where | National Coordination Centre
What AKX Program Coordinator:

= Collect data on the outcome of the transplants and report annually to
the Organ and Tissue Authority’s Transplant Liaison Executive
Advisory Committee®.

> The Transplant Liaison Executive Advisory Committee is a committee established to provide advice
to the Chief Executive Officer of the Organ and Tissue Authority.
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PART 3: ATTACHMENTS / APPENDICES

ATTACHMENTS

Attachment 1 — AKX Information Brochure

Attachment 2 — AKX Agreement to Participate Forms

Attachment 3 — AKX Ministerial Approval Forms

Attachment 4 — AKX Living Donor Evaluation Guidelines

Attachment 5 — AKX Recipient Registration Form

Attachment 6 — AKX Donor Registration Form

Attachment 7 — AKX Immunology Registration Form

Attachment 8 — AKX Tissue Typing Guidelines and Sample Request Forms
Attachment 9 — AKX Surgical Checklist

Attachment 10 — AKX Organ Transport Itinerary

Attachment 11 — AKX Living Kidney Donation Report form

APPENDICES

Appendix 1 — NOMS AKX Module Standard Operating Procedures

Appendix 2 — AKX Program Registry User Manual

Appendix 3 — Ministerial Approval Process
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1. Foreword

1.1 Background

The 1999 Competency Standards for the New Zealand Renal Nurse (National Renal
Qualification Working Party, 1999) first defined Nephrology nursing as a specialised
area of nursing practice in New Zealand.

In 2006 a National Renal Advisory Board (NRAB) scoping paper identified that the
training of "skilled nephrology nurse specialists/practitioners for the future" required an
"agreed strategy" (National Renal Advisory Board, 2006, p18). However a workforce
survey commissioned by the Renal Society of Australasia (RSA) reported that only
21% of Registered Nurses working within New Zealand Renal Units held any renal post
graduate qualifications (Bennett, McNeill & Polaschek, 2009). This led the NRAB to
highlight the importance of progressing work on specialty competencies for renal
nursing to both ensure a skilled workforce and further develop the specialty (National
Renal Advisory Board, 2009).

Thus, in 2008 the RSA New Zealand (NZ) Branch Nursing Advisory Group (NAG)
responded to this need, commencing a project to draw up a professional development
framework for nephrology nursing within New Zealand. The establishment of
endorsement criteria and processes by the National Nursing Consortium in February
2009 provided the platform upon which to complete the framework, incorporating
learnings from work already undertaken by the cancer, palliative care, diabetes and
respiratory specialty nursing groups.

1.2 Renal Society of Australasia (NZ Branch)

Formed in 1972, the RSA is the professional body for nephrology nurses within
Australia and New Zealand. The society currently has approximately 1400 members
divided between branches in New Zealand and each of the Australian states. The
purpose of the RSA is to achieve excellence in the dissemination of knowledge in renal
replacement therapies throughout Australasia (Renal Society of Australasia, n.d.) This
is achieved through provision or support of numerous educational activities including
annual national and international conferences and an internationally peer reviewed
scholarly journal. Collaborative links (both formal and informal) exist between the RSA
and equivalent international professional nephrology nursing bodies such as the
European Dialysis and Transplant Nurses Association and the American Nephrology
Nurses Association.

The New Zealand branch of the society has approximately 100 members and is an
incorporated society under New Zealand law. The branch’s Nursing Advisory Group
(NAG) has provided professional nephrology nursing leadership to its members in New
Zealand since 1995 with a primary focus on the establishment of national standards of
practice and a professional development model for nephrology nursing in New
Zealand.
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1.3 Development process

A review of the original 1999 Competency Standards for the New Zealand Renal Nurse
by the NAG saw them initially modified into standards of practice. These were then
separated into organisational standards (Nursing Advisory Group, 2012) and the
knowledge skills framework. Following extensive consultation with and endorsement by
professional nephrology nurses from across New Zealand District Health Boards, the
New Zealand Nephrology Nursing Knowledge and Skills Framework was developed.
The framework was underpinned by Dr Kathy Holloway's model for development of a
specialist nursing framework (Holloway, 2011).

In December 2011 the New Zealand Nephrology Nursing Knowledge and Skills
Framework (NZNNKSF) was piloted in several areas of nephrology practice. Feedback
from this process was incorporated into the final document.

Wider consultation from professional bodies is now sought on this the final draft of the
framework. Feedback from this process will, where appropriate, be incorporated into
the final submission document to the Nursing Consortium for endorsement
consideration.

Following endorsement, the NAG will to develop a toolkit which will provide practical
assistance for individuals and organisations using the framework.

Figure 1: Development of the NZNNKSF

PHASE I: Project begins, PHASE II: Professional Standards of practice
aiming to establish development framework further refined into Consul-
national renal nursing for nephrology nursing in professional tation
qualification Nz development

framework

Development of .
P ) Competency Standards Professional KSF
standards of practice . .
O separated into standards development piloted Application for

of practice and framework endorsement

organisational standards modified into by NNC
Knowledge Skills (planned)
Framework (KSF)

‘Competency Standards
for the New Zealand
Renal Nurse’ published

1995 1899 2003

PDRP National NNC defines
framework Nursing criteria and
established Consortium process for
(NNC) endorsement
established of specialty
practice
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1.4 Development team

The RSA (NZ Branch) NAG members who have been involved in the development of

the NZNNKSF are:

Karin Norman (Chairperson)

Charge Nurse Manager, Rotorua Satellite
Dialysis Service

Lakes District Health Board

(formerly Clinical Nurse Educator, Regional
Dialysis Service

Waikato District Health Board)

Kay McLaughlin (Secretary)

Clinical Nurse Co-ordinator

Renal Service

Capital and Coast District Health Board

Miranda Walker
Nephrology Nursing Consultant and Project
Facilitator

Amanda Dalton
Clinical Nurse Educator — Renal
Waitemata District Health Board

Janine Hale

Nephrology Clinical Nurse Specialist &
Educator

Canterbury District Health Board

Philip Jarvis
Clinical Nurse Manager — Renal Service
Northland District Health Board

1.5 Future review and development

Lynette Knuth

Clinical Nurse Specialist
Pre-dialysis Nurse Specialist
Taranaki District Health Board

Maree McDonald

Charge Nurse Manager, Pre Dialysis
Educator, Renal Nurse Educator
Renal Service

Southern District Health Board

Emma Marsh
Renal Nurse Specialist — Dialysis Access
Auckland District Health Board

Betty Reuter
Nurse Educator, Dialysis Services
Canterbury District Health Board

Jubeda Shah

Charge Nurse Manager

Renal ward one

Counties Manakau District Health Board

Gillian Treloar
Nurse Manager, Renal Service
MidCentral District Health Board

Rachael Walker

Nurse Practitioner — Adult/Older Adult -
Renal

Hawkes Bay District Health Board

The NZNNKSF will be reviewed three years after its endorsement in line with the
process for recognition as a specialty outlined by the Nursing Consortium (National

Nursing Consortium, 2011).
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The development of the NZNNKSF has been made possible by support and funding

from the RSA (NZ Branch).

The NAG acknowledges the valuable assistance received from Dr Kathy Holloway,
whose model for specialist nursing recognition underpins this framework. She has
guided and challenged the group’s work over several years, providing mentorship,

feedback, and critique.

The development team also thanks Janine Palmer and Noreen McCallan (Renal
Service, Hawkes Bay District Health Board) for their contributions.
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2. Introduction

2.1 Role Legitimacy: Defining Nephrology nursing as a distinct
specialty using the N°ET criteria (2006)

2.1.1 There is both a demand, and a need for the specialty service from
the community.

Chronic Kidney Disease (CKD) is the progressive decline of kidney function over
months or years, eventually resulting in End Stage Kidney Disease (ESKD). At this
point renal replacement therapy (RRT) is required to sustain life. The most common
cause of ESKD in New Zealand is diabetes mellitus, affecting 47% of new patients in
2009. Type |l diabetes is the major cause of diabetic nephropathy (Grace, Excell, &
McDonald, 2010).

Kidney disease (both chronic and end stage) is a growing healthcare problem in New
Zealand. In 2009 there was a 14% increase in new patients with ESKD and the number
of new patients entering dialysis programmes is projected to grow by around 6% per
year for at least the next 10 years (National Renal Advisory Board, 2006). The
prevalence of CKD is around 12% and growing, mainly due to the increasing incidence
in type 2 diabetes mellitus (Collins, 2010). Rates of CKD for Maori and Pacific people
are substantially higher than for non-indigenous people. (Grace, Excell, & McDonald,
2010). It is imperative that nephrology nursing services respond to this growing crisis
by addressing the health needs of Maori and Pacific people at high risk of diabetic
kidney disease.

Renal replacement therapies (RRT) include extracorporeal therapies (such as
haemodialysis), peritoneal dialysis, and transplantation. These can be carried out in
secondary level hospitals, predominantly by nephrology nurses, or self-managed by
patients and/or whanau in the home setting.

In New Zealand, renal replacement programmes have become well established since
they first began in the 1960s. Of particular note is the predominance of home-based
therapies, an area where New Zealand is internationally recognized as a world leader
(Agar 2009).

Since this time, in response to the complex healthcare needs of nephrology patients,
nephrology nursing has evolved in New Zealand as a distinct nursing specialty.
Historically nephrology nurses have coordinated and managed care within the
secondary and tertiary healthcare settings for those with ESKD requiring RRT. In
addition nephrology nurses are providing the education, support and care coordination
that enables patients to self-manage their treatment in primary care community
settings.

Within the last two decades, studies have shown that early detection and intervention
in CKD can slow or prevent the progression of kidney disease (Chadban et al., 2010).
Nephrology nurses have turned their attention to the management of early CKD,
establishing and leading multi-disciplinary programmes which have been shown to
delay the progression of kidney disease (Barrett et al., 2011; Campbell & Bolton, 2011;
Wou et al., 2009).

The establishment of the nurse practitioner role provides an opportunity for advanced
practice nephrology nurses to make a valuable contribution to improving care for these
patients. In addition, these roles provide opportunities to develop links to the primary
health sector, dealing with the early stages of CKD as part of a comprehensive
package addressing chronic disease in general (incorporating cardiovascular disease
and diabetes in particular).

At the time of writing this consultation document, an internet search of healthcare
vacancies revealed that there were currently seven nursing vacancies which stipulated
a requirement for registered nurses with nephrology specialty knowledge and skills.
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2.1.2 The specialty defines itself and subscribes to the overall purpose,
functions, and ethical standards of nursing and midwifery.

Standards for New Zealand nephrology nursing practice were first defined in 1999
(National Renal Nursing Qualification Working Party, 1999). The specialty
encompasses a humber of subspecialty areas, including general nephrology, vascular
access, renal anaemia, pre-dialysis, haemodialysis, peritoneal dialysis and renal
transplantation. There are well established Clinical Nurse Specialist positions in these
renal subspecialty areas in all New Zealand renal services with a clear pathway
available to advance to Nurse Practitioner.

2.1.3 The specialty is a distinct and defined area of nursing practice
which requires an application of specialty focused knowledge and skill
sets.

Nephrology nursing specialization has evolved to ensure patients with kidney disease
are provided with the best outcomes (Bonner, 2003). Nurse specialists are a valuable
asset providing care for this complex group of patients. It has been suggested that
there is too much involved in this care for it to be left solely to the nephrologist, and that
the “nurse-patient relationship is unique...this complicated patient population requires
more time than a physician can offer, making knowledgeable nephrology nurses a
valuable asset” (Compton, Provenzano, & Johnson, 2002, p. 331). Constanini et al.
(2008) state that to effectively meet the needs of patients with kidney disease it is
imperative to involve uniquely trained nurses to manage and support the needs of this
complex patient group.

2.1.4 The specialty practice is based on a core body of nursing
knowledge which is being continually expanded and refined.

There are books about the specialty (published bodies of literature and research), peer
reviewed literature in journals, journals about the specialty, research grants available to
New Zealand Specialty Practice Nephrology Nurses and national and international
conferences to discuss and disseminate knowledge about the specialty.

A search of the following databases: CINAHL, Pubmed, Index NZ, MD Consult,
Medline and Google Scholar with the search terms “renal nursing”, “dialysis nursing”,
and “nephrology nursing” separately as keywords identified 17,181 books and journals
pertaining to the nephrology science subject for nursing.

Collaborative links (both formal and informal) between the Renal Society of Australasia
and equivalent international professional nephrology nursing bodies such as the
European Dialysis and Transplant Nurses Association and the American Nephrology
Nurses Association encourage sharing and dissemination of international best practice
and innovation. These links are evidence that nephrology nursing is recognised as a
specialty internationally.

The Renal Society of Australasia Journal is a peer reviewed Australasian journal,
published quarterly, and described as “the peak scholarly journal for nephrology nurses
and associated professionals to share their ideas and their research to promote
evidence-based, high quality care for persons living with renal disease.” (Renal Society
of Australasia, n.d.) The Journal provides a national and international forum for the
exchange of ideas, practice and research. It is a vehicle for on-going education, is
refereed and subject to blind review. The journal’s editorial board comprises eminent
nephrology nursing practitioners and academics from New Zealand and Australia
(Bennett, 2012). Submissions include research reports, articles on innovative
nephrology nursing practice, guest editorials, educational supplements, and book
reviews, all pertaining to the science of nephrology nursing.
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2.1.5 Specialty expertise is gained through various combinations of
experience, formal and informal education programmes, including but
not limited to continuing education and professional development.

Teaching and learning for specialty nephrology nursing practice has moved over the
last 10 years from hospital to university-based education. Currently post graduate
education in specialty practice nephrology nursing is available at the University of
Auckland (University of Auckland, 2012). Other tertiary education institutes incorporate
nephrology nursing into their Post Graduate and Masters programmes, primarily
through links with chronic disease management.

In contrast, clinical training for specialty nephrology nursing is currently provided on an
ad hoc basis from within renal services and there is no nationally agreed clinically-
based curriculum for this training. Consequently, the quality and quantity of training is
variable between centres. The NZNNKSF will provide an important foundation to
ensure high quality and consistency for locally-provided clinical education.

The Nephrology Educators Network (NEN) is the education sub group of the RSA, and
promotes a standardised, evidence based approach to nephrology nursing education
that aims to avoid duplication of resources while encouraging knowledge sharing
between organisations. The NEN conducts a monthly on-line journal club, and have
recently introduced a comprehensive suite of e-learning programmes which “provide ...
the tools, skills, knowledge and resources to safely and effectively perform ... as you
care for people with kidney disease” (Nephrology Educators Network, 2012).

Current examples of nephrology nursing conferences held in New Zealand and
Australia include:
¢ RSA Annual Federal Conference June 2011, Adelaide, South Australia
e RSA (NZ Branch) Annual Conference November 2011, Palmerston North
e New Zealand and Australia Home Therapies Conference, March 2012, Sydney,
NSW
RSA Annual Federal Conference June 2012, Melbourne, Victoria
RSA (NZ Branch) Annual Conference November 2012, Whangarei
Annual Australaisan Baxter Nephrology Nurses PD Conference
Annual New Zealand Fresenius Home Therapies Conference
Annual national meetings of pre-dialysis educators
Annual national meetings of vascular access co-ordinators

2.1.6 Nephrology nursing is national in its geographic scope

Nephrology nurses practise their specialty in all New Zealand regions, with Renal Units
in Northland, Auckland, Counties Manakau, Waitemata, Waikato, Taranaki, Hawkes
Bay, Palmerston North, Wellington, Christchurch, and Dunedin. In addition, there are
satellite dialysis units and nephrology specialty practice nurses employed by DHBs
such as Bay of Plenty, Lakes, Tairawhiti and Nelson, who care for people with kidney
disease in smaller urban and rural areas, with the support and guidance of the tertiary
Renal Units. Nephrology nurses work within multi-disciplinary teams, and in several
centres they also work closely with clinical dialysis technicians.
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2.2 Using the New Zealand Nephrology Nursing Knowledge and Skills
Framework

2.2.1 Purpose and use

The New Zealand Nephrology Nursing Knowledge and Skills Framework (NZNNKSF)
published in this document (see page 12) describes the knowledge and skills required
by nurses in order to practice in a specialty nephrology context. It will benefit
nephrology patients, nurses and health providers by:

1. Providing a tool that may be used in the development of career pathways, job
descriptions and appraisals

2. Articulating expected behaviours and capabilities that may be used in the
assessment and evaluation of individual and collective nephrology nursing practice

3. Providing a tool to enable assessment of the quality of nephrology nursing care
Providing a framework for nephrology nursing training programmes

5. Providing a means to clarify the nephrology nurse's role to administrators,
consumers and other health care professionals

6. Providing a platform for nurse-led nephrology care.

2.2.2 Components
The NZNNKSF describes:

1. Aspects of care: the core concepts and interventions specific to nursing practice
within nephrology specialty areas. These are identified within the NZNNKSF along
with the nursing management aim as:

a) CKD management — stages 1-4

b) Management of complications of CKD
c¢) Self Management of CKD and RRT
d) Renal Palliative Care

e) Extracorporeal therapies

f) Peritoneal Dialysis

g) Kidney transplantation

2. Levels of practice, along with the knowledge and skills required to deliver
nephrology nursing care at each level of practice.

a) All nurses - All RNs who care for patients with nephrology care needs. It is
expected that nurses who meet the competency requirements set by the Nursing
Council of New Zealand (NCNZ) for Registered Nurses will be capable of
providing this level of care for all nephrology patients. For this reason the ‘All
nurses’ level of care is not seen as specialty practice, and therefore is included in
the NZNNKSF as a reference only. It is expected that competence at this level of
practice will be assessed by the NCNZ competencies and not by the NZNNKSF.

b) Many nurses — Those RNs who provide routine, non-complex care for patients
with specialised nephrology care needs. These are defined as Specialty’
Nephrology Nurses. In addition to relevant clinical practice, these nurses will be
working academically towards a minimum of Post Graduate Certificate. This level
of practice is likely to be aligned with ‘Proficient’ level in a PDRP.

¢) Some nurses — Those RNs who provide care for patients with increasingly
complex, unpredictable specialised nephrology care needs; providing expert
support to other members of the healthcare team in managing nephrology
patients and leading nephrology nursing practice and service development.

1 L. .
New Zealand Nurses Organisations. (2009). Glossary of Terms. Wellington, New Zealand: Author
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These are defined as Specialist' Nephrology Nurses. In addition to relevant
clinical practice, these nurses will be progressing academically through a Post
Graduate Diploma towards Masters qualification. This level of practice is likely to
be aligned with ‘Expert’ level in a PDRP.

3. NCNZ competency domains relevant to each piece of knowledge or skill. The four
domains of competence for Registered Nurses are cross-referenced by the
NZNNKSF in brackets after each statement of capability to demonstrate that
specialty nephrology nursing practice remains within the Registered Nurse scope of
practice, and to facilitate cross referencing with PDRP tools.

2.2.3 The framework as a tool for assessment using the PDRP

The NZNNKSF is a tool which can be used to express levels of practice for nephrology
nurses across various clinical settings. The intention is that it be used as evidence of
competency within currently existing Professional Development and Recognition
Programme (PDRP) portfolio processes.

Aspects of the framework which are relevant to the particular area or level of
nephrology nursing clinical practice being examined at that time will be used for
assessment purposes, whilst those areas not currently relevant will be omitted. Table 1
shows an example of how the framework might be used as evidence within the PDRP
process.

A toolkit will be developed to assist individual nurses use the framework to provide
evidence for PDRP processes. There will be an assessment template comprising a
column for the nurse’s self-assessment, and a column for an assessor to write whether
the competency has been met, along with supporting comments.

Depending on individual PDRP processes, it is likely that the ‘Specialty’ level of
practice will align with ‘Proficient’ and ‘Specialist’ will align with ‘Expert’.

Table 1: Case study showing example of use of the NZNNKSF

A nephrology nurse has been practising with 5 years experience in a home
haemodialysis training facility. Previous experience includes 2 years in a home
peritoneal dialysis training facility and 1 year in a nephrology ward. In order to show
evidence for a PDRP assessment this nurse might use the following sections of the
NZNNKSF:

Level of practice | Aspect of care
Specialist Nephrology Nurses: Extracorporeal therapies

| Self-management for CKD and RRT
Complications of CKD
Specialty Nephrology Nurses: | Peritoneal Dialysis
All nurses: i Chronic Kidney Disease
Renal Palliative Care
Kidney Transplantation
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3. New Zealand Nephrology Nursing Knowledge Skills
Framework

The framework provides guidance for nurses in each of the defined
levels of nursing practice against the delineated aspects of care
(including desired patient outcomes).

ALL NURSES - All Registered Nurses who care for patients with
nephrology care needs

MANY NURSES are Specialty Nephrology Nurses: Nurses who
provide routine, non-complex care for patients with specialised
nephrology care needs

SOME NURSES are Specialist Nephrology Nurses: Nurses who care
for patients with increasingly complex, unpredictable specialised
nephrology care needs; provide expert support to other members
of the healthcare team in managing nephrology patients; lead
nephrology nursing practice and service development

Aspects of Care
Chronic Kidney Disease (CKD) — Stages1-4
Complications of CKD
Self-management for CKD and RRT
Renal Palliative Care
Extracorporeal Therapies
Peritoneal Dialysis (PD)
Kidney Transplantation (recipient)
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ALL NURSES - All Registered Nurses
NZNNKSF for nurses who care for patients with nephrology care needs

NB Capability at this level of practice will be assessed by the NCNZ competencies and not by the NZNNKSF. This section is included for reference.

Chronic Kidney Disease (CKD) — Stages 1-4
Prevention or delay of progression of kidney disease: There will be a delay or decrease in the rate of
progression of CKD

e Explains biochemical assessment of kidney function

e Understands the difference between acute kidney injury and chronic kidney disease

Complications of CKD
Anaemia management: The patient will achieve and maintain haemoglobin and iron levels within the
targeted range

e Describes medications used in CKD for anaemia management

Cardiovascular risk management: The patient will show a reduction in modifiable risk factors for CVD
e Understands the increased risk of CVD for patients with CKD
e Educates patients how to modify lifestyle-related risk factors for CVD

Bone and mineral disorder management: The patient will remain free from disability related to renal bone
disease

e Describes medications used in CKD for management of mineral and bone disorder

Self-management for CKD and Renal Replacement Therapy (RRT)

Assessment for self-management capacity: The patient will achieve optimal level of self-care
e Assesses self-management capacity, with reference to their nephrology treatment regimen

On-going monitoring and support for self-management: The patient will successfully incorporate self-care
treatment into their lifestyle

e Encourages and supports patients to self-manage specialised nephrology treatments

Extracorporeal Therapies
Assessment, planning and treatment: The patient will receive an individualised, safe, effective and
appropriate dialysis treatment

e Documents accurate fluid balance data

e Prevents and treats symptoms and complications of extracorporeal therapies

Vascular access: The patient’s vascular access will be free of complications and will provide a blood flow
rate adequate to achieve the dialysis prescription
e Recognises vascular access for dialysis, and protects it from complications

Peritoneal Dialysis (PD)
Assessment, planning and treatment: The patient will receive a safe, effective and appropriate dialysis
treatment

e Performs and reports accurate fluid balance assessment

e Prevents and treats symptoms and complications of peritoneal dialysis

PD access: The patient’s PD access will be free of complications and will provide a flow rate adequate to
achieve the dialysis prescription
e Protects peritoneal dialysis access from complications

Kidney transplantation (recipient)

Pre-operative care: The patient will be prepared to receive a kidney transplant
e Prepares patients pre-operatively for kidney transplant

Post-operative care: The patient will receive a successful kidney transplant
e Assesses and manages fluid balance post-operatively

On-going monitoring and support: The patient will be supported to achieve optimal self-management
following kidney transplantation

e Promotes and supports self-management for patients following kidney transplantation
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Aspect
of Care

Chronic Kidney Disease (CKD) — Stages 1-4

Patient Outcome

Prevention or delay of
progression of kidney
disease

Patient outcome: There
will be a delay or
decrease in the rate of
progression of CKD and
associated risk
factors/complications

NB The KSF builds across the levels of

MANY NURSES are Specialty Nephrology Nurses
NZNNKSF for Nurses who provide routine, non-complex care for patients with specialised nephrology care needs

SOME NURSES are Specialist Nephrology Nurses
NZNNKSF for Nurses who care for patients with increasingly complex, unpredictable specialised nephrology care needs; provide
expert support to other members of the healthcare team in managing nephrology patients; lead nephrology nursing practice and

service development

Domain)

. Can identify and explain risk factors for the

progression of kidney disease (2)

. Monitors and reports markers for risk of

progression of kidney disease (2)

. Provides effective health education to improve

understanding of kidney disease, risk factors
and healthy lifestyle (2)

. Encourages and supports patients and whanau

to actively self-manage their kidney disease
(2,3)

. Identifies the factors that contribute to over-

representation of Maori and Pacific people in
CKD statistics (1,4)

practice with specialist nurses encompassing
Specialty Level Nurse NZNNKSF (NCNZ

. Monitor assess and manage progression of CKD, including
. Establish a CKD care plan with the patient, which maximises

. Request laboratory tests and diagnostic studies in

. Collaborates with primary health, diabetes, and other

. Provides education to patients, whanau and other health care

. Engages in and leads activities designed to reduce

the capabilities of the specialty nurses
Specialist Level Nurse NZNNKSF (NCNZ Domain)

pharmacologic therapy (2)
self-management capacity to make lifestyle changes (2,3)

collaboration with the MDT to enable comprehensive
assessment and monitoring of progression of CKD (2)

appropriate health care providers to improve early detection
and treatment of CKD (2,3,4)

providers about the risk factors, treatment and complications
of CKD (2,3)

inequalities in CKD outcomes (1,3,4)

Preparation for RRT
Patient outcome: The
patient will be prepared to
commence an
appropriate renal
replacement therapy at
the optimal time.

. Assesses and identifies rate of progression to

end stage kidney disease (2)

. Assesses patient knowledge regarding RRT

options (2)

. Encourages and promotes transplantation (2,4)
. Follows treatment plan to support patient and

whanau to make choices about RRT options
(2,3)

. ldentifies resources and refers on to others to

assist patient with selection and adjustment to
RRT (4)

. Assesses patient’s suitability for specific RRT modalities (2,3)
. Educates and supports patient and whanau to make

. Collaborates with patient and multidisciplinary team to
. Monitors patient for signs and symptoms of progression to
. Advocates on behalf of the patient regarding their chosen

. Refers patient for timely dialysis access placement and

appropriate choices about specific RRT modalities (2,3)
formulate a RRT treatment and teaching plan (2,3,4)
ESKD and need to initiate RRT (2)

RRT (2,3)

dialysis initiation (2,4)
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Aspect
of Care

Complications of CKD

Patient Outcome

Anaemia management
Patient outcome: The
patient will achieve and
maintain haemoglobin
and iron levels within the
targeted range.

Specialty Level Nurse NZNNKSF (NCNZ
Domain)

. Explains the pathophysiology of renal anaemia

(2)

. Assesses patients with kidney disease for

signs, symptoms and potential causes of
anaemia (2)

. Educates the patient to self-manage

erythropoietin administration (2,3)

. Monitors on-going status of renal anaemia and

effectiveness of treatment (2,4)

. ldentifies instances and causes of non-

responsiveness to treatment (2)

Specialist Level Nurse NZNNKSF (NCNZ Domain)

. Assesses patient’s current knowledge level, self-management

abilities, and anaemia management strategies (2)

. Develops a plan in collaboration with the patient and health

care team to achieve anaemia targets and improve functional
ability (2,3,4)

. Develops and implements anaemia management protocols (2)
. Audits key indicators of quality of anaemia management for

groups of patients over a range of time and compares to best
practice guidelines (2,4)

. Identifies researchable anaemia management practice issues

(4)

Cardiovascular risk
management

Patient outcome: The
patient will show a
reduction in modifiable
risk factors for CVD.

. Describes the risk factors for CVD that are

related to CKD (2)

. Educates and reinforces chronic kidney disease

self-management strategies to reduce
modifiable risk factors for CVD (2,3)

. Assesses cardiovascular risk factors associated with kidney

disease, using a range of diagnostic tools (2)

. Develops and implements a plan, in collaboration with the

patient and MDT, to address risk factors associated with CKD-
related cardiovascular disease (2,3,4)

. Evaluates and modifies treatment for CKD-related risk factor

reduction (2)

Bone and mineral
disorder management
Patient outcome: The
patient will remain free
from disability related to
renal bone disease.

. Describes common bone and mineral disorders

associated with CKD and their management (2)

. Assesses for signs and symptoms associated

with bone and mineral metabolism disorders
and refers appropriately (2)

. Educates the patient self-management

strategies to prevent and treat bone and
mineral disorders associated with CKD (2,3)

. Monitors and evaluates patient response to bone and mineral

metabolism therapy and refers appropriately (2,3)

. Request laboratory tests and diagnostic studies to assess

patient’s response to treatment for bone and mineral disorders

(@)
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Aspect
of Care

Self-management for CKD and RRT

Patient Outcome

Assessment for self-
management capacity.
Patient outcome: The
patient will achieve

optimal level of self-care.

Specialty Level Nurse NZNNKSF (NCNZ
Domain)

. Assesses nephrology patients’ current and

achievable level of self-care and communicates
this to the nephrology multidisciplinary team
(MDT) (2,4)

Specialist Level Nurse NZNNKSF (NCNZ Domain)

. Develops, applies and evaluates evidence-based self-

management strategies for people with kidney disease (2,3,4)

. Maximises independence for every patient on RRT (2,3)

Education for self-
management.

Patient outcome: The
patient will perform self-
managed treatments
safely.

. Incorporates specialised teaching for CKD self-

care into nephrology nursing care plan, using
the principles of adult learning and chronic
disease self-management (2,3)

. Educates specialised self-care treatments for

CKD (2,3)

. Creates evidence-based tools and programmes to teach

specialised self-care treatments for CKD (2,4)

On-going monitoring
and support for self-
management.

Patient outcome: The
patient will successfully
incorporate self-care
treatment into their
lifestyle.

. Creates an environment that empowers

patients and families to incorporate CKD and its
therapies into their home situation and lifestyle
(2,3)

. Ensures the infrastructure required for return to

community with on-going treatment for CKD is
in place (2,3,4)

. Ensures expert nephrology support is available

to the patient at all times (2,3)

. Develops systems to enhance on-going communication and

interaction between the patient, whanau and nephrology
health care team (3,4)

. Promotes the advantages of home therapies (1,2,3,4)
. Educates staff to optimise renal patients’ self-care outcomes

(2,3,4)

Supportive care
Patient outcome: The

. Assesses the patient for signs and symptoms

related to kidney disease and its complications

. Assesses readiness to participate in discussions about end-of

life care and introduces concepts of advance care planning in

o patient will receive 2) CKD when appropriate (2,3)
S appropriate symptom . Implements strategies to optimize comfort and . Regularly reviews health status, treatments for kidney disease
® management and quality of life, anticipating the likely impact of and progress ensuring informed decision-making regarding
= psychosocial support kidney disease (2,3,4) ongoing care (2)
= throughout their CKD . Describes nephrology supportive care available | 3. Acts as advocate promoting and respecting the patient’s
& experience. and appropriate nephrology palliative care autonomy regarding treatment choices for kidney disease,
= management and medications (4) including the right to change decisions (1,2,3,4)
a2 . Initiates referral to palliative care or hospice in . Assesses the palliative care needs of the patient and whanau
o collaboration with the individual and/or whanau throughout the continuum of kidney disease (2,3)
living with kidney disease (2,3,4) . Supports the healthcare team with ethical decision-making
regarding patient autonomy to make treatment choices (1,3,4)
Page 16 of 23 New Zealand Nephrology Nursing Knowledge and Skills Framework 2012

Nursing Advisory Group, Renal Society of Australasia (NZ Branch)






Aspect
of Care

Extracorporeal Therapies

Patient Outcome

Assessment, planning
and treatment.

Patient outcome: The
patient will receive an
individualised, safe,
effective and appropriate
dialysis treatment.

9.

10.

11

12

13

Specialty Level Nurse NZNNKSF (NCNZ
Domain)

. Explains the properties of dialyser membranes

and the difference between convective and
diffusional therapies (2)
Describes the theory and principles of solute
and water transport across membranes (2)
Performs and documents a pre-treatment
assessment to identify the patient’s current
health status with specific regard to fluid
balance and metabolic/biochemical function (2)
Interprets pre-treatment assessment findings
and reports to appropriate person if outside the
expected range or if unsure about interpretation
(2)
Describes infection control principles which are
specific to extracorporeal therapies (2)
Assesses machine safety prior to beginning
treatment (1,2)
Confirms and adjusts treatment parameters to
achieve prescription (1,2)
Monitors patient during treatment for signs of
complications (2)
Describes appropriate management of
emergencies during treatment (2)
Performs and documents a post-treatment
assessment and evaluates outcomes (2)
.Uses assessment data to identify aspects of
treatment that need adjustment to improve
future outcomes, and refers appropriately (2)
.Administers medications safely during
extracorporeal treatments (2)
.Assesses quality of treatment using a range of
evidence-based quality indicators (2,4)

(@)

. Leads on-going evaluation of patients and groups of patients

Specialist Level Nurse NZNNKSF (NCNZ Domain)

. Assesses needs of complex patients requiring extracorporeal

therapies (2)
Provides a timely and comprehensive clinical assessment of

patient fluid status (2,4)
. Monitors and adjusts treatment parameters according to on-

going patient assessment to prevent/treat complications, or to
improve treatment outcome (2,4)

Request laboratory tests and diagnostic studies to assess
treatment adequacy in collaboration with the MDT (2,4)

. Sets and audits key indicators of good quality extracorporeal

therapy and compares to best practice guidelines (2,4)
Identifies researchable extracorporeal therapy practice issues

to ensure adequacy of extracorporeal therapies (2,4)

. Safely and effectively manages more complex, unpredictable,

or less common intradialytic complications (2,4)

. Acts as a consultant regarding extracorporeal therapies for

other healthcare providers (2,4)

10. Leads the development and review of extracorporeal

treatment policy and procedure, maintaining currency and
evidence base (2,3,4)
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Aspect Patient Outcome
of Care

Vascular access
Patient outcome: The
patient’s vascular access
will be complication-free
and provide a blood flow
rate adequate to achieve
the dialysis prescription.

Specialty Level Nurse NZNNKSF (NCNZ
Domain)

. Describes the anatomy and physiology of the

different forms of vascular access for
extracorporeal therapies (2)

. Educates the patient on the care of their

vascular access (2)

. Assesses vascular access and demonstrates

good cannulation technique (2)

Identifies and manages (or refers)
complications associated with arteriovenous
fistula and grafts (2)

. Assesses and uses central venous access for

extracorporeal treatments (2)

Identifies, prevents and or manages
complications associated with central venous
dialysis catheters (2)

. Describes perioperative care of vascular access

for extracorporeal therapies (2)

Specialist Level Nurse NZNNKSF (NCNZ Domain)

Intervenes to protect vascular access from potential
complications (2)
Initiates and monitors pre-emptive interventions and screening

to prevent or reduce vascular access complications (2)
. Provides support and education to patients, whanau and

healthcare providers for complex vascular access issues (2,3)

. Assesses, monitors and cannulates complex vascular access

(2)

. Diagnoses actual or potential vascular access complications

()

Anticoagulation
Patient outcome: Safe
use of anticoagulation
during treatment to
prevent blood loss.

Extracorporeal Therapies

. Administers routine anticoagulation during

extracorporeal treatment (2)

. Monitors and manages clotting and/or bleeding

during extracorporeal therapies (2)

. Describes complex anticoagulation regimens and identifies

when and why they would each be used (2)
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Aspect
of Care

Peritoneal Dialysis (PD)

Patient Outcome

Assessment, planning
and treatment.

Patient outcome: The
patient will receive a safe,
effective and appropriate
PD treatment.

8.

9.

Specialty Level Nurse NZNNKSF (NCNZ
Domain)

. Describes the anatomy of the peritoneal

membrane and explains how it functions as a
dialysis membrane (2)

Describes the differences and indications for the
various types of PD fluid (2)

Describes the different modes of PD therapy (2)
Describes and manages common complications
associated with PD (2)

Performs and documents regular patient
assessment to identify the patient’s current health
status with specific regard to fluid balance and
metabolic/biochemical function (2)

Interprets assessment findings and reports to
appropriate person if outside the expected range
orif (2)

unsure about interpretationPerforms peritoneal
dialysis procedures safely and effectively (2)
Monitors patient and PD fluid for signs of
complications (2)

Performs specialised interventions or procedures
to treat or prevent PD complications

10. Uses assessment data to identify aspects of

treatment that need adjustment to improve future
outcomes and refers appropriately (2)

9.

Specialist Level Nurse NZNNKSF (NCNZ Domain)

. Assesses needs of complex patients requiring PD

therapies (2)

. Provides a timely and comprehensive clinical assessment

of patient fluid status (2,4)

Monitors and adjusts PD treatment parameters according
to on-going patient assessment to prevent/treat
complications, or to improve treatment outcome (2,4)
Request laboratory tests and diagnostic studies to assess
PD treatment adequacy in collaboration with the MDT (2,4)
Sets and audits key indicators of good quality PD
treatments and compares to best practice guidelines (2,4)
Identifies researchable PD therapy practice issues (4)
Leads on-going evaluation of patients and groups of
patients to ensure adequacy of PD treatments (2,4)
Safely and effectively manages more complex,
unpredictable, or less common PD complications (2,4)
Acts as a consultant regarding PD for other healthcare
providers (2,4)

10.Leads the development and review of PD treatment policy

and procedure, maintaining currency and evidence base
(2,3,4)

11. Assesses quality of treatment using a range of
evidence-based quality indicators (2,4)
PD access. 1. Describes perioperative care for patients with 1. Intervenes to protect PD catheter and exit site from
Patient outcome: The newly implanted PD catheters (2) anticipated complications (2)
patient’s PD access will 2. Assesses PD catheter exit site using a recognised | 2. Performs specialised procedures to assess, manage or
be free of complications assessment tool (2) prevent PD access complications (2)
and will provide a flow 3. Performs appropriate catheter exit site dressing 3. ldentifies and manages actual or potential PD access
rate adequate to achieve and associated care according to assessment complications (2)
the dialysis prescription. findings (2) 4. Initiates pre-emptive interventions to prevent or reduce PD
4. Educates the patient on the care of their PD access complications (2)

access (2,3)
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Aspect
of Care

Kidney Transplantation (recipient)

Patient Outcome

Pre-operative care
Patient outcome: The

patient will be prepared to

receive a kidney
transplant.

Specialty Level Nurse NZNNKSF (NCNZ

Domain)

. Educates about and prepares patient for the

process of kidney transplant surgery (2,3)

. Describes the therapeutic and adverse-effects and

precautions of immunosuppressant medications
for kidney transplantation (2)

Specialist Level Nurse NZNNKSF (NCNZ Domain)

. Co-ordinates the MDT’s pre-transplant suitability

assessment process (2,3,4)

. Develops a pre and post-transplant education plan (2,3)
. Requests and co-ordinates tissue typing studies according

to local policy (2)

. Promotes a team approach to transplant-related ethical

issues (1,2,3,4)

. Directs and monitors pre-operative nursing care to ensure

CKD and transplant-specific needs are met (2,4)

Post-operative care
Patient outcome: The
patient will receive a
successful kidney
transplant.

. Explains the significance of optimal graft perfusion

in the post-operative period (2)

. Assesses and interprets fluid balance,

cardiovascular, and biochemical status, and
promptly reports to appropriate person if outside
expected range or if unsure regarding
interpretation (2)

. Administers and monitors immunosuppressive

therapy (2)

. Initiates pre-emptive interventions in anticipation of

unfamiliar, complex or unpredictable post-operative
complications (2)

. Accurately assesses and interprets sudden, complex or

unpredictable changes in post-operative patient condition
and intervenes appropriately (2)

. Collaborates and co-ordinates MDT and community

services to optimise patient’s transition to self-care after
discharge (2,4)

. Co-ordinates post-operative education plan to prepare

patient for self-management (2,4)

On-going monitoring
and support.

Patient outcome: The
patient will be supported
to achieve optimal self-
management following
kidney transplantation.

. Educates patients about self-management of

complications following kidney transplantation,
including infection, rejection and psychological
adjustments (2,3)

. Monitors for and identifies complications related to kidney

transplantation and intervenes appropriately (2)

. Develops a plan in collaboration with the patient to address

knowledge deficits, concerns and barriers regarding self-
management following kidney transplantation (2,3)

. Manages transplant monitoring regimens for groups of

patients, over a range of time (2)

. Sets and audits key indicators of good quality kidney

transplant care and compares to best practice guidelines
(2,4)

. Identifies researchable transplantation practice issues
. Leads the development and review of kidney

transplantation policy and procedure, maintaining currency
and evidence base. (2,3,4)
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5. Glossary and Abbreviations

CKD
ESKD

Extra-corporeal therapies

MDT
NAG
NCNZ
NEN

Nephrology specialist
nurse

Nephrology specialty
nurse

NRAB
NZNNKSF

PD
PDRP

RRT

RSA
Self care

Self management

Chronic Kidney Disease
End Stage Kidney Disease

A group of procedures in which blood is taken
from a patient's circulation for wastes and excess
water removal before it is returned to the
circulation.  Includes  haemodialysis, and
haemofiltration

Multi-disciplinary Team

Nursing Advisory Group
Nursing Council of New Zealand
Nephrology Educators Network

Nurses who have specialised in nephrology
nursing, caring for patients with increasingly
complex, unpredictable specialised nephrology
care needs; provide expert support to other
members of the healthcare team in managing
nephrology patients; lead nephrology nursing
practice and service development

Nurses who work within a nephrology specialty
practice setting, providing routine, non-complex
care for patients with specialised nephrology
care needs

National Renal Advisory Board

New Zealand Nephrology Nursing Knowledge
and Skills Framework

Peritoneal dialysis

Professional Development and Recognition
Programme

Renal replacement therapies. Encompasses life-
supporting treatments for kidney failure,
including haemodialysis, peritoneal dialysis,
haemofiltration, and kidney transplantation

Renal Society of Australasia

Personal health maintenance. Activities of an
individual, family or community, with the intention
of improving or restoring health, or treating or
preventing disease

Interventions, training, and skills by which
patients with CKD can effectively take care of
themselves and learn how to do so
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Donor Assessment

Initial contact

Send written information and ABO form
Locate result and arrange counselling appt.
Request psychological review/dietician review if required
Arrange XM and process results

Meet to discuss medical review

Monitor test and assessments — to database
Make medical review appointment
Request CT scan

Arrange for review of CT

Arrange for review at Group meeting
Arrange surgical review

Plan transplant

Plan surgical review clinic and education in Dunedin 1x or 2x per annum
Average of 10 patients and 5 donors

Arrange group education in Christchurch 5x per annum

On average 7 patients per session 4 — 5 donors

Maintain list

Every patient assessed by Christchurch team — reviewed annually
Up-date echo etc

Rena TAG
ot %ot





Patients active on the list (54)

Start Date Christchurch Dunedin

1987 1

2002 2

2003 1

2004 1

2005 1 1

2006 3 2

2007 2 2

2008 2 1

2009 3 2

2010 6+1K/P 1

2011 8§ +1K/P 5

2012 2

7 patients on list pre-emptively

Potential Donors

Year No. who made No. Started Donated/will
contact assessment donate

2009 63 28 10/3

2010 92 27 5/5

2011 57 26

Recipient Assessment

Provide book, DVD, arrange for medical note review
Group Education session (2hours)

Arrange medical review appointment

Coordinate tests/TT- may include echo/ETT/ Database up-date
Arrange surgical review

Review assessment

Presentation at Group meeting
Formal education — one hour
List and maintain on list

fenan Tae
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2009 — 2011 calendar years
56 ESRF patients were activated on list
20 transplanted

3- Auckland - one LD (donor lived Auckland)
- one ABO1
- one combined kidney/pancreas

17 transplanted in Christchurch

10 -—-LD
7 - deceased donor

2 — off list temporarily
4 —removed from list permanently
2- died while active on list

24 still active on the list
2 transferred from Christchurch
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ENIEN





Transplanted Christchurch 2009 — 2011
(includes the 17 patients above)

Listed Deceased Living Donor Non-directed LD

2004 2

2005

2006

2007

Jowa

2009

9 | i | LY | e
(%}

2010

2
2
2
2008 7
5
1
1

2011

(+1 K/P)

AenaL Thg

Plus 24 LD transplants where assessment was for LD only

Current situation
89 Christchurch Dialysis Patients are not active on the Transplant List

13— active assessment

9 - Patient refusal

9 - have been on active on the list — now off permanently
1 - off list temporarily

Balance of 57 — deemed permanently medically unfit by a Nephrologist

Patients who attend clinic and are considered likely to require ESRF
treatment -

Total 170
38 Actively being — or have been assessed.
(Rest a mix of medically unfit/not referred/too soon for assessment)
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22 May 2012


Dear Stakeholder

Consultation on the New Zealand Nephrology Nursing Knowledge and Skills Framework.


The purpose of this consultation document is to invite your comments on the draft New Zealand Nephrology Nursing Knowledge and Skills Framework (NZNNKSF).  


The NZNNKSF represents an important development in improving care for people with kidney disease in New Zealand.  It has been developed by the Nursing Advisory Group of the Renal Society of Australasia (New Zealand Branch) and describes the knowledge and skills required by nephrology nurses to function at specialty and specialist levels of practice.  Its purpose is to assist nurses to develop a nephrology nursing career, thereby building capacity in the renal workforce to keep pace with growing demand for nephrology services.


The consultation document details the background, development process, and purpose of the NZNNKSF before introducing the framework itself.


Your feedback will be considered by the Nursing Advisory Group, who will then submit the final framework to the National Nursing Consortium for endorsement in June 2012. Following endorsement, the framework will be rolled out to District Health Boards, along with a toolkit which will help nurses and services incorporate the framework into existing staff development processes.  In addition, the framework will be available online at the Health Improvement and Innovation Resource Centre  and the Renal Society of Australasia websites.


Your feedback is sought by 31 May 2012.  Please send your response to:


Miranda Walker, 
Project Facilitator 
PO Box 14055
Kilbirnie
Wellington 
Miranda@mwconsulting.co.nz
Ph 021 296 8979


Please contact me if you would like any more information or wish to discuss this.


Kind regards


Karin Norman
Chairperson
Nursing Advisory Group
Renal Society of Australasia (NZ Branch)
Karin.Norman@lakesdhb.govt.nz

Federal Secretary PO BOX 155 Heidelberg Victoria Australia 3084 abn 74 092 517 925 www.renalsociety.org


Federal Secretary  PO BOX 155 Heidelberg Victoria Australia 3084  abn 74 092 517 925 www.renalsociety.org
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				Technical Advisory Services (TAS) is the shared support agency for the Central Region DHBs, working with the Central Region Renal Network.

		The purpose of collecting this data on live renal transplants is to monitor and report on agreed time-frames within the renal transplantation pathway.

		Whether the timeframes have been met or there have been delays is automatically calculated in the data entry form once dates are entered. The timeframes are:

		Donor Targets

		Donor had nephrology assessment within 8 weeks of first referral

		Donor had completed work-up within 12 weeks of nephrology assessment

		Donor had surgery within 12 weeks of final surgery approval

		Recipient Targets

		Recipient had cardiac stress test within 8 weeks of referral

		Recipient had angiogram completed within 8 weeks of cardiac stress test

		Note:

		If there is no date recorded or a stress test or angiogram was not required leave the date field blank.

		Donor related activity is shown in the orange columns, recipient activity in the yellow columns.

		If you have issues with the use of this workbook contact Central TAS (the shared support agency working on behalf of the Central Region Renal Network) at

		it_support@centraltas.co.nz



it_support@centraltas.co.nz



Data entry form

														nephrology assessment of donor								completed work-up of donor						approval for surgery								cardiac tests for recipient

		Recipient name		Recipient NHI		Recipient date of birth		Recipient ethnicity (Other, Maori, Pacific, Asian)		Recipient DHB of  domicile		Pre-emptive transplant? Yes/No		Date of first referral of donor		Date of nephrology assessment of donor		From first referral of donor to nephrology assessment		If nephrology assessment for donor delayed, enter reason		Date work-up completed for donor		From first nephrology assessment to completed work-up		If work-up for donor delayed, enter reason		Date of final surgical approval for donor		Date surgery carried out		From final surgical approval to actual surgery date		If surgery delayed, enter reason		Date of referral to cardiology for recipient		Date cardiac stress test completed for recipient		From cardiology referral to completed cardiac stress test		If cardiac test delayed, enter reason		Date angiogram completed		From completed cardiac stress test to completed angiogram		If angiogram delayed, enter reason



&C&"Arial,Bold"&14Renal transplant reporting template (live donation)

Page &P of &N



original targets

		Targets shown in the Renal Transplantation Report

		Target		Timeframe measurement

		Donor Activity

		Time from first referral of donor to nephrology assessment		Less than or equal to 2 months

		Time from first nephrology assessment to completed work-up		Less than or equal to 3 months

		Time from final surgical approval to actual surgery date		Less than or equal to 3 months 

		Recipient Activity

		Expect discussion with pre-dialysis patients regarding transplantation and live donor options		Not measured

		Expect initial assessment regarding suitability for transplant in pre-dialysis period		Not measured

		Time from cardiology referral to completed cardiac stress test		Less than or equal to 8 weeks

		Time from completed cardiac stress test to completed angiogram		Less than or equal to 8 weeks

		Count number of patients with “unreasonable” delays in completing assessment – Renal or Other source of delay

		Converted to weeks

		Activity		Target (in weeks)

		DONOR: Time from first referral of donor to nephrology assessment		8

		DONOR: Time from first nephrology assessment to completed work-up		12

		DONOR: Time from final surgical approval to actual surgery date		12

		RECIPIENT: Time from cardiology referral to completed cardiac stress test		8

		RECIPIENT: Time from completed cardiac stress test to completed angiogram		8

		RECIPIENT: Count number of patients with “unreasonable” delays in completing assessment – Renal or Other source of delay





Mock results

		Renal Transplantation Project - Data collection

		Mock results

		Donor Targets				Number of donors		% of donors

		Donor had nephrology assessment within 8 weeks of first referral		Met		9		64%

				Delayed		5		36%

				Total		14		100%

		Donor had completed work-up within 12 weeks of nephrology assessment		Met		10		71%

				Delayed		4		29%

				Total		14		100%

		Donor had surgery within 12 weeks of final surgery approval		Met		8		57%

				Delayed		6		43%

				Total		14		100%

		Recipient Targets				Number of recipients		% of recipient

		Recipient had cardiac stress test within 8 weeks of referral		Met		11		79%

				Delayed		3		21%

				Total		14		100%

		Recipient had angiogram completed within 8 weeks of cardiac stress test		Met		12		86%

				Delayed		2		14%

				Total		14		100%

		Exception reporting of delays

		Donor Delays		Reason		Number of donors		% of donors

		Donor had nephrology assessment within 8 weeks of first referral		X		4		80%

				Y		1		20%

				Z		0		0%

				Total		5		100%

		Donor had completed work-up within 12 weeks of nephrology assessment		X		2		50%

				Y		2		50%

				Total		4		100%

		Donor had surgery within 12 weeks of final surgery approval		X		2		33%

				Y		3		50%

				Z		1		17%

				Total		6		100%

		Recipient Delays		Reason		Number of donors		% of donors

		Recipient had cardiac stress test within 8 weeks of referral		X		2		67%

				Y		1		33%

				Total		3		100%

		Recipient had angiogram completed within 8 weeks of cardiac stress test

		0		X		1		50%

				Y		1		50%

				Total		2		100%





Calculations

												DONOR										RECIPIENT (Patient)						DONOR wait time (number of weeks)						RECIPIENT wait time (number of weeks)						8.01		12.01		12.01		8.01		8.01

		Recipient name		Recipient NHI		Recipient date of birth		Recipient DHB of  domicile		Pre-emptive transplant? Yes/No		Date of first referral of donor		Date of nephrology assessment of donor		Date work-up completed for donor		Date of final surgical approval for donor		Date surgery carried out		Date of referral to cardiology for recipient		Date cardiac stress test completed for recipient		Date angiogram completed		From first referral of donor to nephrology assessment		From first nephrology assessment to completed work-up		From final surgical approval to actual surgery date		From cardiology referral to completed cardiac stress test		From completed cardiac stress test to completed angiogram				From first referral of donor to nephrology assessment		From first nephrology assessment to completed work-up		From final surgical approval to actual surgery date		From cardiology referral to completed cardiac stress test		From completed cardiac stress test to completed angiogram

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-										Number of donors		% of donors

																						12/31/99																		-		-		-		-0		-						Donor had nephrology assessment within 8 weeks of first referral		Met		0		0%

																																								-		-		-		-		-								Delayed		0		0%

																																								-		-		-		-		-										0		0%

																																								-		-		-		-		-

																																								-		-		-		-		-						Donor had completed work-up within 12 weeks of nephrology assessment		Met		0		0%

																																								-		-		-		-		-								Delayed		0		0%

																																								-		-		-		-		-										0		0%

																																								-		-		-		-		-

																																								-		-		-		-		-						Donor had surgery within 12 weeks of final surgery approval		Met		0		0%

																																								-		-		-		-		-								Delayed		0		0%

																																								-		-		-		-		-										0		0%

																																								-		-		-		-		-

																																								-		-		-		-		-										Number of recipients		% of recipient

																																								-		-		-		-		-						Recipient had cardiac stress test within 8 weeks of referral		Met		0		0%

																																								-		-		-		-		-								Delayed		0		0%

																																								-		-		-		-		-										0		0%

																																								-		-		-		-		-

																																								-		-		-		-		-						Recipient had angiogram completed within 8 weeks of cardiac stress test		Met		0		0%

																																								-		-		-		-		-								Delayed		0		0%

																																								-		-		-		-		-										0		0%

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-

																																								-		-		-		-		-
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Introduction


The National Renal Advisory Board (NRAB) presents its seventh annual audit report of the New Zealand dialysis and transplantation care standards. This data is predominantly derived from the annual return to the Australia and New Zealand Dialysis and Transplant Registry (ANZDATA), but also includes specific data sets provided by individual renal services. The New Zealand Peritoneal Dialysis (NZPD) registry is currently undergoing a major overhaul, and it has not been possible to include any data analysis with regard to peritoneal dialysis. It is expected that future reports will be able to include more complete data from the NZPD registry.  Once again comparative data relating to transplantation rates has been reported.

For the first time data is presented for the renal service at Waitemata DHB, which at the end of 2010 had taken over care of patients dialysing at the Waitakere haemodialysis satellite facility. For all other comparisons Waitemata remains included with the Auckland data but future reports will separate the two services completely.

The collection and collation of data for this report is critically dependent on the goodwill and hard work of renal units and the staff of the ANZDATA and NZPD Registries. The dialysis care standards have been appended to the Tier Two Renal Service Specifications in the Ministry of Health’s National Service Framework library. The standards are also available for review by health professionals and the public on the Kidney Health New Zealand website http://www.kidneys.co.nz/. 


The process of data collection


The 2010 Report includes data from the 2010 ANZDATA Registry Report, for the calendar year ending 31 December 2010, and individual renal units’ audit programmes. The timing of data collection and reporting from ANZDATA means that the New Zealand Audit Report cannot be distributed until their work is completed and this has led to some delay in the delivery of this report.  

The audit data is shown in tabular and graphic form in the following pages. There may be minor changes in the data from previous years which result from corrections and updates to the ANZDATA and NZPD databases. The raw data has not been included but is available to Heads of Renal departments on request.

The National Renal Advisory Board would appreciate feedback on this report. Comments can be sent to Mark Marshall, Chair of NRAB MRMarshall@middlemore.co.nz , or Grant Pidgeon grant.pidgeon@ccdhb.org.nz .

Table1.  Demographic data [image: image1.png]Renal Service Demographic

Data 2010

Whangarei | Auckland | Middlemore | Waikato | Hawke'sBay | PaimNth | Taranaki | Wellington | Christchurch | Dunedin | New Zealand
Population | 157800 | 988650 | 490350 | 725865 | 155270 | 231830 | 100530 | 615580 | 596125 | 302530 | 4373530
% Maori | 31.0% 9.0% 16.8% 26.0% 208% 204% 16.8% 123% 5.0% 5.8% 15.2%
% Pacific | 1.6% 0.1% 221% 21% 32% 22% 10% 5.8% 20% 15% 6.4%
%Asian | 20% 217% 19.8% 16% 25% 12% 26% 78% 6.5% 38% 10.6%
% Other | 646% 60.2% 4% 67.5% 60.5% 73.2% 79.5% 741% 83.5% 85.9% 67.8%
Age 0-29yr 38.9% 27% 17.1% 116% 100% 5% 30.5% 105% 30.0% 104% 418%
Agedodsyr | 248% 303% 27.7% 26.0% 25.9% 208% 26.0% 26.6% 27.7% 26.3% 27.1%
Agesooyr | 256% 19.7% 19.0% 225% 28.7% 27% 23.4% 220% 23.0% 28.1% 2171%
Age 70+ 107% 7.3% 6.2% 9.0% 103% 100% 112% 8.9% 10.5% 10.2% 2.0%
Incident 15 % 104 128 17 20 13 51 28 18 503
numbers
erones B 100 212 176 100 120 119 83 a7 50 15
Prevalent
numbers 140 570 4907 475 86 115 60 212 123 ot 278
(dialysis)
B e 044 577 1014 654 554 4196 548 344 206 301 544







* Estimate from 1996 census (Ministry of Health)  
pmp – per million population

Incidence – number of new patients commencing renal replacement treatment (dialysis or pre-emptive transplant) during the calendar year


Prevalence – number of patients receiving dialysis treatment at the end of the calendar year ie. 31 December 2010

Unit Coverage


Whangarei

Northland DHB

Auckland

Waitemata and Auckland DHBs

Middlemore

Counties Manakau DHB 



Waikato

Waikato, Bay of Plenty, Lakes and Tarawhiti DHBs

Hawke’s Bay

Hawke’s Bay DHB

Palmerston North
Whanganui and MidCentral DHBs

Taranaki

Taranaki DHB





Wellington

Capital & Coast, Hutt Valley, Wairarapa and Nelson Marlborough DHBs

Christchurch

Canterbury,West Coast, and South Canterbury DHBs



Dunedin 

Otago and Southland DHBs



Demography
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In 2010 503 patients commenced renal replacement therapy (RRT) in New Zealand, with an incidence of 115 per million population (pmp) (Table 1). This is similar to incidence rates over recent years with the exception of 2009 where 583 patients commenced RRT giving an incidence rate of 135 pmp.

· Incidence rates in 2010 continue to vary markedly across the country from a high of 212 pmp at Middlemore to just 47 pmp in Christchurch (Table 2). 
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There are considerable demographic differences in the populations served by the various renal units. Whangarei, Waikato and Hawke’s Bay services have the highest percentage of Maori at 25-32%, whereas the Middlemore unit  has a greatly increased number of Pacific people at 22% (national mean only 6.4%). There is considerably less variation in the age structure of the populations of the various renal units (Table 1).

· Although the overall national incidence rate of RRT fell in 2010 back to previous stable levels, the prevalence of patients dependent on dialysis continues to rise (Table 1). The dialysis prevalence at the end of 2010 was 544 pmp, an increase of 3.8% compared to 2009, although absolute dialysis numbers increased by 5.2%. The overall prevalence of RRT (dialysis and transplant) increased in 2010 by 4.8% (Fig. 1).
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Prevalence rates also vary considerably and are highest in those units serving populations with high percentages of Maori and Pacific people. 
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Most units had similar prevalent numbers of patients (dialysis and transplant) compared to 2009, with most of the growth seen in the Auckland, Middlemore and Waikato units (Fig. 2). 

Dialysis Modality


· In 2010 there were only 16 pre-emptive transplants performed (3.1%) (Fig 3).
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Of patients commencing dialysis in 2010 67% initially received some form of haemodialysis, compared to 61% in 2009. [image: image10.png]Delay in PD Inception 2006-2010
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This varied from only 50% in Christchurch to 87% in Palmerston North. Starship Hospital commenced 4 of its 5 new dialysis patients on PD (Fig 3).

· [image: image11.png]HD Frequency 2006-2010

whangarel
Watemata
Auckiand City
Starship
Widdiemore
Waikato
Taranaki

Havkes Bay

Paimerston North

Welington
Christchurch

Dunedn

I 5 R I 2355





[image: image12.png]Hb (g/L) 2006-2010

Whangarei

Waitemata

Auckiand City §
Starship
Widdiemore
Wakato
Taranaki §
Havkes Bay
Palmerston North
Welington

Christchureh

Dunedin

2 s
Pecin

@

e o zs g





Prevalent modality continues to show marked regional variation (Fig 4). The prevalence of peritoneal dialysis across NZ has changed minimally, and remains at 35% of all dialysis patients although ranges from 53% in Waikato to just 22% in Palmerston North. The number of patients performing home haemodialysis continues to increase and is now 17.7% of prevalent patients (Fig 4). 


· The use of automated peritoneal dialysis (APD) has again increased slightly to 43% of all PD patients but continues to show marked variation across units (Fig 4). 

Vascular access for haemodialysis
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All but one unit now achieves the standard for optimal vascular access (arteriovenous (AV) fistula or graft) for prevalent patients (< 70% of patients) (Fig. 5). There has been little improvement over the last few years with some units showing deterioration in the achievement of this standard. This is [image: image14.png]Whangare
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most marked for Palmerston North where only 44% of prevalent haemodialysis patients are dialysing via permanent AV access. Wellington only just achieves the standard at [image: image15.png]Hb <100g/L 2006-2010
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71%.
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There remains marked variation in the use of AV grafts for permanent vascular access with only Waikato, Taranaki and Dunedin units employing grafts to any significant level.
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Catheter use for HD remains high at 23% nationally, ranging from 56% at Palmerston North to 8% at Taranaki. Only two units, Taranaki and Dunedin, achieve the 10% standard of catheter use for prevalent HD patients, which is an improvement on 2009 when no unit [image: image18.png]Transplant Activity 20062010
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achieved this standard (Fig 6). 


· Unfortunately the commencement of HD with permanent access has declined with no unit currently meeting the standard of 80% for non-late referred patients (Figs. 7 & 8). Nationally only 32% of such patients commence dialysis with permanent access, ranging from 25% in Hawkes Bay and Northland to 60% in Dunedin. It should be noted that numbers of such patients are low in the smaller services leading to marked year to year variation in the achievement of this standard.

· All units except Christchurch and Starship are now regularly reporting catheter related bacteraemia rates and all exhibit rates well under the international standard of 4 episodes per 1000 catheter days, ranging from 0.69 in Whangarei to 2.26 in Hawke’s Bay. However given the high catheter usage rates this still reflects considerable morbidity (Fig. 9).



Peritoneal dialysis (PD)

· As mentioned above there has been little change in the percentage of prevalent patients using PD, and a slight increase in the use of APD (Figs. 3 & 4).

· There has been a slight deterioration in the percentage of non-late start patients transferring to PD after beginning dialysis with HD (usually using a CVC). Nationally this was 20% of all non-late start patients established on PD by 90 days, compared with 17% in 2009. This ranged from 0 patients in Taranaki, Hawke’s Bay and Starship to 33% in Palmerston North, 29% in Waikato and 25% in Whangarei. This may be a reflection of pre-dialysis planning or access to timely placement of PD access, although it is not clear from ANZDATA whether all such patients had chosen PD in the pre-dialysis period. Again it should be noted that low numbers in the smaller units can lead to marked variation. 

· Peritonitis rates have not been included in this year’s report due to the lack of data from either ANZDATA or the NZPD registry.

Haemodialysis adequacy, frequency and duration of treatment


· The number of haemodialysis patients receiving less than 4.5 hours dialysis per session has remained the same at 41% in 2010, ranging from just 15% in Wellington to 58% in Auckland (Fig. 11). 


· Only a few patients receive less than 3 sessions per week, whereas the number receiving more than 3 sessions per week continues to increase, reaching 11.8% in 2010. There remains considerable variation with 42% of Christchurch patients receiving more than 3 sessions per week but only 4% of Wellington patients (Fig 12.).

· One marker of dialysis adequacy is the urea reduction ratio (URR), which ideally should be above 65%. This can be difficult to perform for home based patients and is therefore only reported for in-centre and satellite HD patients. In 2010 in patients where the URR was reported, 33% had a URR less than 65%, ranging from 47% in Waitemata, 45% in Auckland to just 14% in Whangarei and 17% in Hawke’s Bay.


Anaemia management


· It is increasingly accepted that raising haemoglobin (Hb) concentrations with erythropoietin (EPO) can be hazardous, and consequently most international guidelines have recently revised their Hb targets to 100-120g/L. Some commentators believe this to be too tight a guideline. For the purposes of this report, data is presented for all prevalent dialysis patients with Hb concentration less than 100g/L and for those receiving EPO therapy with Hb concentration greater than 130g/L (Fig 13).


· At the end of 2010 17% of NZ dialysis patients had Hb concentration less than 100g/L, ranging from just 8% in Taranaki to 29% in Christchurch (Fig. 14).  


· By contrast 11% of patients receiving EPO have Hb concentrations > 130g/L unchanged from 2009. This figure, however, is as high as 17% in Middlemore and 16% in Wellington to just 3% in Christchurch and 6% in Taranaki. This indicates significant variation in the management of EPO across units (Fig. 15). 

Transplantation Rates


· Transplantation rates are a combination of both live and deceased donor transplants. In 2010 only 108 transplants were performed, the lowest number since 2006. Of these 44% were deceased donor transplants and 56% from live donors. 


· It should be noted that transplantation rates in NZ are low and inevitably there will be considerable year to year variation for individual units.


· Overall the transplant rate in NZ in 2010 was 24.7 pmp, down from 28.9 in 2007. This varied from 64.4 pmp in Hawke’s Bay to just 11.0 and 11.3 pmp in Waikato and Dunedin respectively. Taranaki received no transplants at all in 2010 (Fig. 16).

· When transplantation rates are compared against each services dialysis population, there remains similar variation (Fig. 17).


· Variation in transplantation rates can be largely explained by demographic differences in the population served by the different renal units. A more comparable measure may be the deceased donor transplantation rate according to the number of dialysis patients on the waiting list at any time. This comparison (no figure) reveals considerable variation between the different units. In 2010 the overall deceased donor rate for New Zealand was 7.3 transplants per 100 waitlisted patients, ranging from 12.5 in Wellington to just 3.3 in Waikato. The explanation for this variation is unclear. 
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Fig.1 Prevalence of ESKF (dialysis and transplant) by year







Fig. 2 Total ESKF prevalence (dialysis & transplant)







Fig.3  Modality used by incident patients







Fig.4  Modality used by prevalent patients at end of year period







Fig. 5  AV access used by prevalent haemodialysis patients at end of year







Fig. 6  Use of catheters for AV access in prevalent patients at end of year







Fig. 7  AV access used for 1st haemodialysis







Fig. 8  AV access used for 1st haemodialysis in non-late referred patients







Fig. 9  Catheter associated bacteraemia rates (per 1000 catheter days)







Fig.10  Delay in PD commencement with initial  period of HD in non-late start patients







Fig. 11  Duration of HD session







Fig. 12  Frequency of HD sessions per week







Fig. 13  Haemoglobin concentrations for all prevalent dialysis patients







Fig. 14  Haemoglobin concentrations less than 100g/L in dialysis patients







Fig. 15  Haemoglobin concentrations greater than 130g/L in dialysis patients receiving EPO







Fig. 16  Transplantation rates per million general population (deceased and live donor)







Fig. 17  Transplantation rates (deceased and live donor) per 100 dialysis patients
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Mark Marshall

From: Kelvin Lynn [Kelvin.Lynn@cdhb.health.nz]
Sent: Tuesday, 26 June 2012 12:59 p.m.

To: Mark Marshall

Subject: RE: Prognosis in ESRD and the KHNZ Booklet
Dear Mark,

Many thanks for the time and thought you have put into this.

Your letter and appendices are very helpful. I'll take on board your advice about a review by an
adult education expert.

| need some clarification regarding the appendices:

Appendix 1 - | don't understand the first table

Appendix 2 - The 2nd and 3rd graphs look identical. Is the top curve Home HD or transplant?
Regards,

Kelvin

From: Mark Marshall [mailto:mrmarsh@woosh.co.nz]
Sent: Monday, 25 June 2012 02:00

To: Kelvin Lynn; 'Rachael Walker'

Subject: Prognosis in ESRD and the KHNZ Booklet

Regards,

MM

Attention:

The information contained in this message and or attachments is intended only for the person or entity to which it is
addressed and may contain confidential and/or privileged material. Any review, retransmission, dissemination or
other use of, or taking of any action in reliance upon, this information by persons or entities other than the intended
recipient is prohibited. If you received this in error, please contact the sender and delete the material from any system
and destroy any copies.

Thank You.
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Mark Marshall

From: Michael Papesch [Michael.Papesch@dol.govt.nz]
Sent: Monday, 12 March 2012 7:57 a.m.
To: Mark Marshall (mrmarsh@woosh.co.nz); Mark.Marshall@middlemore.co.nz;
Nick Polaschek@moh.govt.nz
Subject: Presentation(s) for Tony Ryall
Attachments: A Five Point Plan for Increasing Live Transplantation.ppt; NRAB submission to the

Minister of Health Transplants February 2012.ppt

Mark, Nick
Further to the email exchange regarding the upcoming meeting with the Minister, attached are draft presentations
that could be used as a basis for discussion with the Minister.
There are two possible approaches outlined in the attached material:
1 A conventional PowerPoint Presentation that could be talked through with the Minister
2 Two A3 power point slides summarising what the issues are and how they could be addressed using the
“Five Point Plan”. These could be used on their own for guiding the Minister through the background to
the issues and the Five Point Plan.
Personally, I'd suggest a mix — the first 10 slides of the traditional presentation and then use the A3s to talk the
Minister through the key aspects of the Plan. However, to some extent this depends on what type of pre-briefing
the Ministry is proposing to give the Minister and the issues that the pre-briefing will raise. Any thoughts yet on

what you’re planning Nick?

Would welcome feedback on the attached — does either approach work for you/do you think we’d need something
different?

| would also suggest that we use the upcoming NRAB meeting to:
a) Agree who's going to the session with the Minister (do we have a date yet?)
b) What our story is/what our lines would be with the Minister.
One or both of the attached presentations could be the basis for the agenda item if you agree.

Cheers

MP

This email and any attachments may contain confidential information. If you are not the intended recipient, any use, dissemination,
distribution or duplication of this email and attachments is prohibited. If you have received this email in error please immediately notify
the sender and erase all copies of the email. The Department of Labour accepts no responsibility for changes made to this message or
attachments after transmission from the Department.
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INCREASING LIVE KIDNEY TRANSPLANTS IN NEW ZEALAND – BARRIERS IN THE LIVE KIDNEY TRANSPLANATION PATHWAY

The diagram to the right sets out a stylised live donor transplant pathway.  It identifies some of the key barriers  that could be addressed as part of a broad strategy to increase live donor transplants. 



Starting with the patient:

		    donor recruitment rests largely on the renal patient, but international studies indicate that a key barrier is that over 70% of patients do not know how to ask (because of guilt or fear factors).  Those patients who know that a live donor would not face serious health consequences are more likely to ask. (Barnieh et al, 2011).  

		  international studies show that renal patients who receive home-based education were more likely to talk to potential donors, to have more potential live donors evaluated and to have a transplant (Reese et al, 2008).





For the potential donors:

		   the current income support for live donors (who may need between 4-6 weeks off work) is  set at the Sickness Benefit – up to $335/week.  This would not meet typical mortgage costs of over $400/week, let alone other costs.

		  many people underestimate the impact of renal disease – in part because transplantation is often referred to as “improving the quality of life” rather than as “life saving”.  

		  many people underestimate the chances they could be a potential match and may not know they could donate.





To improve donor utilisation, many countries have introduced a national paired exchange scheme for  incompatible donors.   International experience suggests that setting these schemes up requires  nationally co-ordinated legislative, financial and logistical support. 



The current funding and service delivery model:

		  under-prices the costs of a live renal transplant by  xx%, leading to delays in renal transplantation

		   transplant units  are not funded for all aspects of a transplant – eg: they do not hold the funding for donor and recipient work-up (the costs are met by other DHB departments).  If  transplant units were funded for renal transplantation as a whole, they could avoid bottlenecks in work-ups by outsourcing diagnostic tests.

		   There is no extra funding in current DHB budgets for extra transplants when units are operating at capacity.





Capacity and capability to support a new strategy: The NRAB is ready to provide clinical leadership to a strategy to improve live donor transplantation, but it needs analytical, logistical and political support to address the issues above.  

1







2

INCREASING LIVE KIDNEY TRANSPLANTS IN NEW ZEALAND – THE NRAB’S FIVE POINT PLAN

The diagram to the right outlines the NRAB’s Five Point Plan to improve live donor transplant in NZ.  The plan specifically addresses key issues identified in the current live donor transplantation pathway. 





1 .  Piloting increased support  at the [3] transplant units for [3] years, with the staff supporting patients and their families with information on how to ask, the consequences of renal disease, and the (minimal) consequences for live renal transplantation donors.  These extra resources  would be used to support patients in recruitment. (eg: training in how to ask, supporting home-based education).   If the pilots are successful, on-going funding would come from the national funding pool for transplantation (see (4) below).   Cost: [$0.5m pa] for three years





2.  Implementing  current proposals for meeting 80% of live donor’s  lost incomes as a health programme, along the lines set out in the Private Members Bill sponsored by Michael Woodhouse, MP.  The proposals in the Bill could be implemented under current law.  Costs would be met by transferring un-used funding from MSD.





3.   Funding the development of a feasibility study for the development of a national paired exchange scheme, covering legislative, funding, logistical and management/governance issues.  One off cost: [$0.25m]





4. Funding live renal transplantation as a national service, to cover all costs associated with live donor transplantation (similar to the current approach to liver transplants).  The service would be funded via a top-slice of all DHB budgets on a population basis.   Fund an extra 50 transplants per annum ($4.5 million pa) via an increase to the top-slice - to increase total live renal transplantation funding to $13.5 million pa.





5.  Make increasing live renal transplantation one of the Government’s health priorities for the next three years,  to emphasise the Government’s commitment to the above initiatives, and to provide extra Ministry of Health support to the NRAB’s clinical leadership  on these initiatives.  Cost met within Ministry of Health baselines.
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Clinical process to establish patient/donor sutabiliy for, and to undertake, live transplantation
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Report for National Renal Advisory Board meeting 6 July 2012

Board membership


Dr David Voss has resigned from the Board after several years’ service and Michael Papesch has joined the Board.


Current Board members are:


David Henderson- Chairperson
Associate Professor Richard Robson - Treasurer
Nora Van der Schrieck
Humphry Rolleston
Linda Grennell

Michael Papesch


Strategic Plan

A new Strategic Plan for 2012 to 2015 is near completion and will appear on the website. 

Support for research

KHNZ has insufficient funds for a full research grant round. Instead KHNZ are offering Educational and Travel Grants in 2012 with closing dates of 1 June and 30 November 2012. These grants are to facilitate attendance at overseas and national conferences or education and training courses. Eligibility will be restricted to non-medical health professionals employed by a DHB. Grants will be up to a maximum of $2,000.


Regional workshops


A workshop will be held for the greater Canterbury region on 28 July. Further workshops are planned for Palmerston North and Hawke’s Bay for later in the year.


Annual Scientific Meeting, ANZSN, Auckland August 2012

The Medical Director and Education Manager will be attending. KHNZ have generously been allocated a booth free of charge in the trade display by the local organizing committee. Diabetes NZ and Kidney Health Australia have been invited to share these facilities.

Work with the Ministry of Health

The Chair, Dave Henderson, and I meet with Deborah Woodley, Group Manager, Person Health Service Improvement Group, Dr Ashley Bloomfield Acting Deputy DG, Sector Capability and Implementation and Nick Polaschek on 20 June. We have a good relationship with the Ministry staff and consider it important for us to maintain this to achieve many of our goals.

We learnt that the New Zealand Health Survey will now be run continually (rather than each 5 years) with 5,000 adults and 2,000 children being sampled (with over representation of Maori and Pacific people) and will include the taking of blood and urine samples enabling markers of CKD to be measured. 

As reported in March, we have begun work with the Ministry on three further information resources – “How do I ask for a kidney?”, “Kidney stones”, “Knowing your numbers” (basic advice on what kidney tests mean)


The revised version of “Living with Kidney Failure” is under peer review from nephrologists, nurses and predialysis educators.

The MoH are willing to consider support for CARI if these guidelines can be shown to benefit people with CKD and to fit in with the Ministry’s work plans. We intend to submit a revised business plan for NZ Government support of CARI.

Retirement of Adrian Buttimore

Adrian has run the dialysis services at Christchurch Hospital since 1970 and has been a leader for dialysis clinicians in New Zealand and Australia; particularly in the area of home haemodialysis He will stop work at the hospital on 14 September 2012.

Facebook and organ donation

Facebook users in New Zealand can record their status as an organ donor as one of their life events and be directed to further information at NZTA and Organ Donation New Zealand. See attached flow chart from Facebook.

Kelvin Lynn
Medical Director               

29 June 2012

Attached


Facebook flow chart
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Organ Donation Flow

Timeline! is a new way for people express themselves on Facebook. It allows you to
tell the things about your life that are important to you, including Major Life Events.
As part of expressing your life story, Timeline introduces new categories for “Major
Life Events” including “Health and Wellbeing” so that you can express this important
part of your life. This is where the “Organ Donor” option will live.

Go to your Timeline, choose “Life Event” and select the “Health and Wellbeing”
category, then choose to click the box “organ donor.” Clicking this box simply means
you have stated your intention to posthumously become an organ donor.

=) status  [[@) Photo 22 Place  []] Life event

L
&

What's on your mind?

) status  [@ Photo @ Place [I] Life event

& Work and Education

@ Family and Relationships
@ Living

® Health and Wellness

&

> Milestones and experiences

1 https://www.facebook.com/about/timeline






People can then select “Organ Donor” to add to their Timeline

& Work and Education

@ Family and Relationships
@ Living

@ Health and Wellness

> Milestones and experiences

[5) status Photo S Place

Life event

Organ Donor...
Overcame an illness...
Quit a habit...

New Eating Habits...
Weight Loss...

Glasses, Contacts, Other...

Broken Bone...

Other Life Event...






When you select “Organ Donor”, this then takes you to a template to complete.
Optional additional pieces of information that you can add include location, date and
also your story.

The words “sign up here with the appropriate registry” link to this information page
provided by the New Zealand Transport Agency about how to identify yourself as an
organ donor: http://www.donatelife.gov.au/decide/how-to-register.

The words “Learn More” link to an FAQ located in the Facebook Help Center:
https://www.facebook.com/help/ (see below for more details).

Registered as an Organ Donor

2012

Location Optional If you are not officially registered as an organ donor, it is easy
to sign up here with the appropriate registry.
When | 2012 ¥| + Add month
Learn More
Story Optional

@ Public + E [ cancel |






Once completed, the “Organ Donor” unit appears on a person’s Timeline, with the
invitation to “Learn More”. “Learn More” links through to the FAQ located in the
Facebook Help Center.

Registered as an Organ Donor
2012

Like - Comment - Learn More

When people add “Organ Donor” to their Timeline, this generates a story in their News
Feed that their friends and family will see. This will encourage conversations between
friends and family about the issue of organ donation and people’s wishes on this
important topic.

CJ Hudson added a life event to April 2012 on his timeline: Registered to be
an organ donor.

Like - Comment - Save - Share Your Donor Status
e Stephen Carroll and 2 others like this.

Write a comment...





As indicated above, “Learn More” links through to the following FAQ:

Make it Official

You can officially register as an organ donor with the appropriate registry online.
Learn more.

Y
© Here's how to share that you're an organ donor with your friends on Facebook.

» How do | share that I'm an organ donor on Facebook?
You can share that you're an organ donor from your timeline. Here's how: Click Life
Event at the top of your timelineSelect Health & WellnessSelect Organ...

» How do | register as an organ donor?
To become an official organ donor, you need to register with the appropriate registry.
Here are some resources to help you get started. | live in... Unit...

» Why did Facebook add "organ donor" to the Life Events section of
timeline?
More than 114,000 people in the United States, and millions more around the globe,
are waiting for the heart, kidney or liver transplant that will save th...

» How can people find out if I'm an organ donor?
If you decide to share that you're an organ donor, this story will be added to your
timeline. You can always choose who can see this info by using the aud...

When you click on “How do I register as an organ donor”? the following text appears:

¥ How do | register as an organ donor?
To become an official organ donor, you need to register with the appropriate
registry. Here are some resources to help you get started.

| live in...

= United States
= United Kingdom
m Netherlands

In addition to registering officially, don’t forget to share your decision with
your friends and family.

When the feature is turned on for New Zealand, the words “New Zealand” will appear
and it will link through to the information page provided by the New Zealand Transport
Authority about how New Zealanders can identify as an organ donor:
http://www.nzta.govt.nz/licence/photo/organ-and-tissue-donation.html
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Office of Hon Tony Ryall

Minister of Health
Minister for State Owned Enterprises

2 4 FEB 2012

Mr Mark Marshall
Chair
National Renal Advisory Board

mrmarsh@woosh.co.nz
Ref. 12000237

Dear Mr Marshall

Thank you for your email of 4 February 2012 about the National Renal
Advisory Board's ‘Five Point Plan to Increase Live Donor Renal
Transplantation in New Zealand’.

As you are aware, renal transplantation, both from living and deceased
donors, is the best way to treat renal failure. Transplantation greatly improves
the lives of people with renal failure who have been dependent on dialysis.
The management of chronic kidney disease to slow or prevent progression is
also important to reduce the increasing number of New Zealanders who
require dialysis.

| have received advice about increasing the number of deceased donors.
However, as the potential pool is limited, increasing the number of transplants
from living donors remains a priority.

I am interested in meeting with the Board to discuss how the comprehensive

approach you propose can make a difference to the number of people who
receive transplants.

Yours sincerely

N

Hon Tony Ryall
Minister of Health

Private Bag 18041, Parliament Buildings, Wellington 6160, New Zealand. Telephone 64 4 817 6804 Facsimile 64 4 817 6504
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Renal Transplantation as a nationally funded service

Summary


The National Renal Advisory Board
 requests that the NHB consider renal transplantation for funding as a national service.

Approximately 4000 New Zealanders have end-stage kidney failure, and this number is increasing by 5% each year. People with this disease die within days to weeks without renal replacement therapy using either dialysis or transplantation. Most are treated with dialysis, and their survival improves to a few years although it is still comparable or worse than many cancers. Those people who receive transplants have a 5-10-fold lower mortality rate than people on dialysis, and better quality of life. Unfortunately, New Zealand has a low rate of renal transplantation, and the number performed annually has not increased over the last decade. 


Expenditure on renal replacement therapy accounts for between 1-2% of the total public health expenditure. Dialysis currently costs New Zealand over $150M each year, and is approximately 3 times more expensive than transplantation on a per patient per year basis
. 

It is therefore highly desirable to increase the number of renal transplants performed, to improve the quantity and quality of life for people with end stage renal failure, while enabling better value from the significant funding required for renal replacement therapy. 

The current funding system prevents any significant growth in the number of live donor transplants being performed, the element in total renal transplants that can be most easily increased. This is because renal transplantation is a low volume3, complex service (involving a range of other contributory services) that is performed at only three DHBs for the whole country. 


Using the template, this paper summarizes the rationale for funding renal transplantation as a national service in order for the Planning and Funding team in the NHB to undertake further analysis to assess the approach proposed.


		a) The description and nature of the proposed service for national involvement



		End stage kidney failure (ESKF) is irreversible severe kidney damage that leads to death in days to weeks without renal replacement therapy (RRT) by either dialysis or transplantation. Renal transplantation is the best form of RRT for those who are suitable, and offers a longer life and a better quality of life for patients compared to the alternative, dialysis. 


Renal transplantation is also cheaper than dialysis. The cost of transplantation is greater than dialysis in the first year ($90,000 against $40,000 - $60,000) although it is substantially lower in later years (around $15,000). In the medium to long-term, transplantation is approximately 3 times less expensive than dialysis on a per-patient per-year basis.

The number of patients requiring RRT is growing annually at 4-6% nationally. The number of transplants performed annually in New Zealand has not shown any significant increase in the last 10 years (112 in 1997, 110 in 2010 see Appendix 1a). Thus an increasing number of patients are receiving dialysis rather than transplantation. Now costing more than $150M annually, this represents around 1-2% of total public health expenditure. There is an urgent need to improve the value out of health spending on ESKF by maximizing the use of transplantation. This will help limit the number requiring dialysis, and the pressure to build further expensive dialysis facilities
. 


Kidneys for transplantation either come from deceased or living donors. Across New Zealand (as in many parts of the world), renal transplantation is suffering from low numbers of deceased donors. Living donors are most commonly friends or relatives of the individual requiring RRT. Live donor renal transplantation is offered to all eligible patients with ESKF in New Zealand who have suitable donors by three renal departments, at Auckland by ADHB, Wellington by CCDHB and Christchurch by CDHB. The volume of live donor transplants performed annually in New Zealand has increased slowly in the last 10 years (from 31 in 1997 to 60 in 2010, see Appendix 1a), but only up to a level such that the fall-off in deceased donor transplants is corrected. Increasing live donor transplantation is the most immediate and feasible way to increase overall renal transplantation and reduce the requirement for dialysis. 

There is clinically and statistically differences in transplantation rates per million population between the three New Zealand transplanting renal departments (see Appendix 1b). Using the most recent 10 year-trend, Christchurch has the highest transplantation rate at 31.7 per million population annually, while both Auckland and Wellington are lower at 26.2 and 26.7 respectively (p = 0.0001). Of note, the rate of deceased donor transplantation is similar between the three transplanting renal departments, and it is the different rate of live donor renal transplantation that accounts for these overall differences. 

Over 600 people are waiting for a renal transplant in New Zealand at present.  A significant number of these patients, both adult and children, have a potential live donor and could receive a live donor renal transplant.  However, such patients often wait for significant periods, often up to a year before their operation. Not only does this reduce their quality of life, it increases exposure to dialysis and dialysis complications (which in turn may reduce their suitability for transplantation). The situation also incurs ongoing avoidable costs of dialysis. 

There are two reasons for delays in live donor transplantation. The first is that the slow pace of patient preparation (’work up’) that is required for both before renal transplantation, and the limited capacity currently made available from the necessary supporting services (cardiology and radiological assessments etc) for ‘work-up’. Renal services that manage these 'work-ups’ are both transplanting DHBs and also those client DHBs that ‘feed’ into them. In general, assessments that should be done in a matter of weeks currently take many months. The second reason for delays in live donor transplantation is the waiting time for the operations themselves at transplanting DHBs, which arises from limited donor and recipient surgeon time, limited patient beds, and limited access to theatre space. 


The funding issues summarized in the next section are the primary reason for the delays in live transplantation, with the result that:


· Fewer live transplants are being completed each year than could be


· The costs of providing renal services is higher that it needs to be 


· Patient outcomes are worse than they need to be.


It is therefore highly desirable to increase the number of live donor renal transplants performed each year as a means of increasing overall transplantation. 


As stated above and shown in Appendix 1b, Christchurch (and its client DHBs) has the highest rate of live donor transplantation. Of note, the it also has the least delay in ‘work-up’ and the short waiting times for the operations themselves. As a consequence, almost 45% of the live donor transplants in Christchurch since August 2009 have been pre-emptive (that is, transplantation before the patient needs dialysis), whereas this figure is less than 10% for other transplanting DHBs. This inequity across the country arises from the differing relationships between the level of need in the catchment populations and the given clinical capacity in each centre both in terms of the support services needed for patient ‘work-up’ and for the operations themselves. The result is that support services in Christchurch are more responsive to the needs of their patients with ESKF compared to support services in other DHBs.  

Renal clinicians consider that a significant increase in the national volume of renal transplants is feasible in New Zealand, via increased live donation, if enabled by appropriate funding arrangements that facilitate the timeliness of patients’ ’work-ups’ and operations. If the other transplanting DHBs in New Zealand had the same rate of live donor transplantation as Christchurch (20.7/pmp using the last 5 years trend), this alone would increase the combined number of transplants in these other DHBs by ~40 per annum. Considering the improvements in strategic planning and service development that would also occur as a result of such as change in funding, an increase in transplantation in New Zealand from the current level of 110-125 to 160-175 per year is feasible. 





		b) Why the service has been proposed ie, rationale for change to national involvement



		Several funding issues combine to limit the number of live donor renal transplants currently being performed in New Zealand. As a result, despite growth in demand (a current waiting list of over 600) the number of total renal transplants has only grown modestly over the last decade (see Appendix 1). The current allocation of funding for renal transplantation also inhibits individual services from addressing risks to service sustainability.

A
The current allocation of funding results in delays in kidney transplantation

A number of services (especially cardiology, radiology, surgery and operating theatres) contribute to renal transplantation provided by renal services. For these services renal transplantation is a secondary element of their clinical work. They meet the costs of providing the service for renal transplantation from within their own budgets, often effectively subsidizing the transplantation service. Because of this, these services determine the level of service provision, and have no incentive to increase their volumes for renal services. For example, where there are capacity constraints, a dobutamine stress echo for an asymptomatic dialysis patient - a test which is essential before they can be transplanted - is given low priority by Cardiology, as the asymptomatic dialysis patient is competing against more critical patients. The result of limitations in these contributory services is delays in both the ‘work up’ and operations for both transplant donors and recipients. 

For liver transplantation, nationally funded in New Zealand, a routine liver transplant donor at ADHB can be worked up in a month. By contrast currently a renal transplant donor, who should be prepared within a reasonable period, often takes many months, even a year or more, due to the constraints on the availability of associated services.


B
The kidney transplant IDF price does not cover costs


DHBs providing renal transplantation services have no incentive to seek to increase their volumes to meet the needs of their client DHBs, because they incur losses on each transplant from IDFs under the current funding system The IDF price paid for a kidney transplant procedure is in the range $33,000 – 36,000, whereas the actual cost of the operation and inpatient stay alone is $44,500, without considering costs entailed in workup of patients for which there is no funding (Appendix 4). Likewise the IDF price for live donation, around $8,000, does not cover the costs of the current laparoscopic donation procedure. 

Not only do the transplanting DHBs incur losses on performing renal transplants for other DHBs, they derive no benefits in subsequent years from avoiding dialysis costs of the patients who are transplanted. Providing renal transplants for other DHBs they are effectively subsidizing their renal services. 


C    The current allocation of funding prevents growth in kidney transplantation volumes

Limitations in the current funding system effectively cap kidney transplant volumes at about their present level. The current funding system creates no incentives for DHBs’ transplanting renal services or the services that support transplantation (cardiology, surgery, theatres etc) to commit to step increases in capacity.


For transplanting DHBs, renal transplantation initially entails very high costs due to the expense of both donor and recipient workup and perioperative management. Although these costs would be offset by the savings from the avoidance of ongoing dialysis (such that transplant becomes cost-effective after just 18 months - see Appendix 3), the current annual funding cycle (with a focus on balancing the books at year end) inhibits investment in a therapy with a payoff over a number of years. 

Business cases, for example to employ additional transplant coordinators or to resource extra theatre sessions, struggle to succeed under the current funding mechanism as, on normal population growth, there are insufficient guaranteed IDF flows and/or local population dialysis savings to fund any significant step increases in costs.  Consequently once capacity is reached, then additional transplants cannot be performed.   


If those DHB services providing renal transplantation were adequately funded for renal transplants they would not be inhibited from seeking to increase volumes: 

· If transplanting DHBs controlled funding for clinical activity directly related to renal transplantation operations then they would be able to increase their operating volumes, including the services that support transplantation (e.g. surgery, theatre, etc). 

· If client or transplanting DHBs providing patient ‘work-up’ controlled funding for clinical activity directly related to these activities, they would be increase the volume of patients being prepared for live donor transplantation,  including the services that support patient ‘work-up’ (cardiology, radiology etc). Greater efficiency would result from greater flexibility about where to purchase diagnostic tests.  For example, if there were waiting times in the public sector for dobutamine stress echo then these could be outsourced from the private sector.

Flexibility in the funding model would be necessary to ensure the appropriate distribution of funding between client and transplanting DHBs, since patients ‘work-ups’ happen more often at client DHBs rather than transplanting ones. If funding was set at a national level for an additional 50 kidney transplants beyond the present volume (a number achievable with the current surgeon resource available), this would enable business cases to justify an increase in capacity that would lead to higher volumes of renal transplants.  

D    The current allocation of funding inhibits development of service sustainability.


The current allocation of funding for renal transplantation inhibits individual services from addressing risks to service sustainability. Greater consistency in provision of this therapy is becoming necessary, in response to changing national and international best practice standards (such as those set by the ANZ College of Surgeons). To address the risk of no longer meeting required standards for a transplantation service, renal departments currently providing renal transplantation have now agreed a national best practice model of care and criteria for eligibility (attached Appendix 2). However the current allocation of funding does not support them to use the model to develop their services. 


Moving to a more appropriate funding mechanism will support high quality renal transplantation services (as embodied in the agreed national model in Appendix 2). It will ensure all services can meet increasingly stringent international best practice standards that are becoming mandatory to maintain accreditation as a renal transplantation centre.


While providing the therapy at three sites across the country is important in promoting accessibility to renal transplantation, it increases risks to their sustainability. Any disruptions (especially from shortages of specialist staff) potentially delay renal transplants or reduce the numbers being performed. Appropriate funding for renal transplantation would support both implementation of the national best practice model of care for renal transplantation to ensure optimal clinical outcomes and also the robustness of service delivery of the therapy across the country. 


Summary


Although it is highly desirable to increase the volume of live donor renal transplants, both for clinical and financial reasons, neither the client or transplanting DHBs are unable to achieve this because of the present funding arrangements. A national approach can provide a solution that would enable renal transplantation services to more quickly prepare all those who are waiting and to transplant promptly all those who are ready for a transplant. It would address risks to sustainability of individual transplant services.





		c) What is the impact on community/population?  



		There are major societal benefits from increasing the volume of renal transplants. Increasing renal transplant numbers will enable those patients who are transplanted to have both a longer life and a better quality of life than the alternative of continued dialysis. Mortality on dialysis is approximately 15% per year against 2.5% with transplants. Better rehabilitation enables a normal family life and, for most, a return to work. Given these potential benefits, patients understandably often report frustration with delays in being transplanted.  

Enabling an increase in live donor renal transplant volumes at each transplanting center, via appropriate funding arrangements, will address current limited and inconsistent access to renal transplantation across the country caused by the differing relationships between the level of need in the catchment populations and the given clinical capacity in each centre. All centres will be able to provide prompt access to those who need transplantation in their catchment population.   


Increasing the number of live donor transplants creates fiscal savings over the medium term.  This is because the cost of maintaining a transplant patient (after the initial costs of transplant) is much less than the on-going cost of dialysis:  


· The savings over ten years from a one-off increase of transplanting 50 more patients who would otherwise be on dialysis (assuming a 30% transplant failure rate, 16% transplant death rate and 30% dialysis death rate), based on the real cost of transplantation (appendix 4) are $8.5M (see Appendix 3).


· The savings over 11 years from an on-going increase the number of live transplants of 50 patients per annum who would otherwise be on dialysis (with the same assumptions) are $46.8M (see Appendix 3).


· Substituting transplantation for dialysis where possible will reduce the growth in dialysis numbers, which at key levels require building expensive new dialysis facilities.


· The reduction in the cost of managing comorbidities associated with dialysis from increasing transplantation (eg an estimated $36M spent annually on diabetes management associated with dialysis) will further directly increase savings.  


In summary increasing the number of live donor transplants will ensure this therapy, which provides the best longevity and quality of life, is promptly available to all who can benefit, at the same time optimize the value for money from funding committed to managing ESKF in New Zealand.  



		d) What collaboration has taken place in developing this proposal?



		This proposal has been developed by the Transplant subcommittee of the National Renal Advisory Board (the national clinical leadership group for renal medicine). Representatives from the three renal transplantation services have been involved in developing this proposal with consultation, via the Board, with other renal services whose patients receive renal transplants. 


The Board has facilitated the consultation among the three transplanting units to produce the agreed national model for transplantation which provides the basis for a nationally consistent quality of service. 


An analyst at ADHB has produced the costing for renal transplant based on this model (Appendix 4), which is the basis for the savings from increased transplant volumes (Appendix 3).






		e) What is the impact (if any) on other DHBs, other health providers?



		Under the current funding arrangement DHBs without transplantation services subsidize the transplanting DHBs via the low IDF prices that do not cover many aspects of transplantation. However this inhibits growth in transplantation, as there is no incentive for transplanting DHBs to drive increased volumes.  For all DHBs increasing numbers using transplantation rather than dialysis for RRT is very cost effective.


Changed funding arrangements will promote quicker transplantation of renal patients managed by each DHB (by supporting greater efficiency at the transplanting centre) and increase likelihood of their patients being transplanted (by promoting greater transplant volumes). 


Under changed funding arrangements all DHBs could contribute a share of funding for renal transplantation that reflects the benefits from using transplantation rather than dialysis for a greater proportion of their population with ESKF.






		f) Funding profile



		The current funding system for live donor renal transplantation is through caseweights and IDF funding. There are two options to address the impact of the current allocation of funding in limiting live renal transplant volumes.


Stand-alone revision current national pricing 


The first option is a stand-alone revision of caseweight and IDF pricing for key elements in the transplant process, in particular the renal transplant and live donor operations, within the current national pricing mechanism. This could also include extending the scope of current purchase units to adequately cover assessment of both donor and recipient before acceptance for transplant and after discharge following transplant. It could include new purchase units for items like psychological assessment.  This would address inadequate current pricing that is one disincentive for transplanting DHBs to increase renal transplantation volumes, including live donor operations.   


However to date the national pricing process has not supported the optimal outcomes or the optimal service model for renal transplantation. The current IDF prices are clearly below the actual costs to DHBs for these procedures. Transplanting DHBs bear many costs associated with transplantation for which there are no purchase units and which therefore cannot be translated into IDF.  In the view of the National Renal Advisory Board, the current pricing framework does not work well because of the complexity of interrelated services involved in supporting live donor transplantation (as described in appendix 2). It is unlikely that altering parameters of the current funding system can create the right incentives to enable growth for a service that has low volumes nationally but is dependent on a range of contributing services. Altering the current funding system will not address the differing incentives for the three centres that provide live donor transplants and the DHBs that are clients for these services. 


Funding renal transplantation as a national service  

The second option is a national approach to funding this therapy, similar to that used for other solid organ transplants: heart, lung and liver transplants. The agreed national model of care for renal transplantation (setting boundaries on inclusions - see appendix 2) provides a basis for the costing, pricing and funding of renal transplantation as a national service (see appendix 4).

In this option: 

· There will be agreed national pricing for providing renal transplantation (in categories of adult and paediatric, deceased and live) for the entire process according to the agreed national model of care and agreed patient eligibility criteria.


· DHBs with renal departments that provide this therapy will be funded via topslicing of all DHBs’ funding on a population-weighted basis, according to this pricing, sufficient to generate a funding pool for an agreed annual volume of transplants (in each category).


· Client DHBs will not pay via IDFs for renal transplants for their population


· No DHB will receive caseweight payments for any services associated with the performance of renal transplantation (with limited defined exceptions – see Appendix 4)


· Client DHBs will not pay via IDFs for renal transplants for their population.


· Transplanting DHBs will subcontract, where appropriate, for contributory services to renal transplantation.


· Contributory services will include payment for patient ‘work-up’ by non transplanting renal services (including transplant coordination), to be determined as part of the national pricing of renal transplantation.


· The level of the top slice would be set to generate the funding required for the proposed extra 50 transplants per annum, It is expected (on the basis of the costings below) that this would lead to $13.5 million being provided for transplant services, $4.5million of which would fund the additional volumes.

This option would enable the three transplanting renal departments to plan their services going forward on the basis of being funded to undertake an agreed number of renal transplants annually.  A growth path for volumes over time could be agreed, with variations in delivery against the agreed volumes being managed by a washup every three years. 


Applying the model successfully used for all other solid organ transplants for renal transplantation will enable an increase in the volume of transplants performed, resulting in the clinical and financial benefits outlined. 







Appendix 1aKidney transplants in New Zealand

		Year

		Deceased

		Living 

		Total



		1996

		 80

		26

		96



		1997

		 81

		31

		112



		1998

		 75

		31

		106



		1999

		 70

		42

		112



		2000

		 75

		31

		106



		2001

		 67

		43

		110



		2002

		69

		48

		117



		2003

		67

		44

		111



		2004

		57

		48

		105



		2005

		47

		46

		93



		2006

		42

		49

		90



		2007

		 65

		  58

		123



		2008

		 53

		  69

		122



		2009

		 54

		  67

		121



		2010

		 50

		  60

		110
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Appendix 2: National renal transplant Model


A national renal transplant model of care


 


National Renal Advisory Board July 2010


1. Purpose


This document describes the agreed model of care for renal transplantation in New Zealand.  It reflects the Transplant Society of Australia and New Zealand guidelines. 


All the elements of care required for renal transplantation are identified. They are distinguished as either included within a renal transplant episode of care or excluded, meaning they are necessary for renal transplantation but are independently funded in supporting provision of the therapy.  


The model of care provides the basis for a national approach to funding renal transplantation in New Zealand, analogous to that used for other solid organ transplants.

2. Recipient Assessment


Included


· Physician and surgeon assessment


· Transplant co-ordinator assessment


· Transplant co-ordinator waiting list management


· Transplant team discussion and meetings


Excluded


· Special investigations for transplant assessment


· Cardiology including stress cardiac tests and angiography


· Urology


· Radiology including peripheral vascular assessment


· Other expenses associated with End stage renal failuremanagement


Rationale: these are performed by local DHBs as part of their ESKF programmes.


3. Live Donor Assessment


Included


· Physician and surgeon assessment


· Co-ordinator assessment


· Psychiatry/psychology assessment


· Co-ordinator management


· Transplant team discussion and meetings


· CT angiogram


Excluded


· nil

4. Tissue Typing


Included


· HLA typing A,B, DR (twice)


· Anti-HLA Antibody testing


· Luminex screen


· Luminex single antigen where needed


· Quarterly antibody screening


· Live donor crossmatch


· Flow and lymphocytotoxic (twice)


Excluded


· nil

5. Acquisition of kidneys


Deceased donor 


Included


· Surgical retrieval team costs


· Preservation fluid


· Perfusion machine 


Excluded


· Organ Donation New Zealand staff costs


· National kidney allocation system staff costs


· Other ODNZ costs


· Retrieval team flight costs


· Courier costs


· Donor hospital costs associated with management of donor


· Lymphocytotoxic crossmatch


Rationale: direct national funding enables ODNZ to function


Live donor included


· Laparoscopic nephrectomy


· Surgical disposables


· Theatre time


· Anaesthetist


· Post-op anaesthetic care

· Surgical ward care (average 3 days)


Excluded


· nil


6. Recipient management post-transplant


Included


· Physician and surgeon in-patient management


· Junior medical staff


· “High-dependency” care management for 24 hours

· Ward care (average 7 days)


· Other admissions post transplant (in the first two weeks) 


· Medications


· Thymoglobulin for 25% of patients


· Valganciclovir for 50% of patients (both prophylaxis and treatment)


· Other in-patient medications


· Transplant co-ordinator education (in care of transplant) 


· Ancillary staff


· Dietitian


· Physiotherapy


· Occupational therapy


· Pharmacist


· Social work


· Psychiatry


· Radiology


· Biopsy (1* implantation, 1.5* investigation)


· Transplant US (1* routine, 1* investigation)


· Other


· Blood tests


· Out-patient follow-up


· Daily for 30 day period


· Physician – co-ordinator management 


· Blood tests

Excluded


· Immunosuppressive medication (Community funded)


· Valganciclovir (could be excluded if community funding approved)


7. Costing estimates for renal transplantation 


These have been based on review of 24 months of adult renal transplantation at Auckland City Hospital.


For each patient we have 


· captured costs associated with specific procedures / investigations / charges where these have line items available to us


· apportioned costs for transplant team personnel 


· senior medical staff costs from recent job-sizing exercise


We will / have closely reviewed 3 recipients’ costs matching these with estimates to authenticate the estimates.


8. Authorship and validation  


This model was documented by Ian Dittmer, Clinical Director, Dept of Renal Medicine ADHB on behalf of the Auckland Renal Transplant Group.


It was reviewed and finalized by the Transplant subcommittee of the National Renal Advisory Board and agreed by the full Board in March 2011.


Appendix 3: Savings from increased transplantation 


Cost of RRT in New Zealand 2008 and projections 


		2008 NZ

		Vol

		Cost per patient


($k)

		Total costs 2008


($m)

		Total costs 2008-18


(fixed vol)

		



		HHD

		331

		37

		12.2

		122

		



		Sat

		371

		52

		19.3

		193

		



		Incentre

		647

		70

		45.3

		453

		



		PD

		751

		43

		32.3

		323

		



		Dial  Total 

		2100

		

		109.1

		1091

		



		New tx/yr

		120

		90

		10.8

		108

		



		Existing tx

		1350

		10

		1.34

		12.1

		



		Tx total

		

		

		12.7

		120.1

		



		RRT total 

		

		

		121.8

		1211.1

		





Vols from ANZDATA; Vols projected 10 yrs assuming no growth, fixed costs

  Synergia for total dialysis costs (incl access);   ADHB costs for transplant


Savings on the cost of renal replacement therapy from transplanting 50 patients on dialysis over 10 years (assuming a 30% transplant failure rate at 10 yrs, death rate of 14% for transplant and 30% for dialysis) are $8.5 M 


· Dialysis for this group (assuming 30% die over the period) would cost  $19.13M over 10 yrs


· Transplantation for this group would cost 9.5M over 10 yrs. 


· Transplant deaths would save 0.76M and return to dialysis would cost 1.89M. 


Savings on the cost of renal replacement therapy from transplanting 50 more patients per year over 11 years (with the same assumptions) are $46.75M.

		Appendix 4: Renal Transplant Costing ADHB patients 2010/11

		

		

		

		

		

		



		

		

		

		

		

		

		

		Per Patient

		

		

		



		 

		Current Actual pa 1

		Current Cost

		Current Cost

		Ref

		Renal Tx - Adult (>17)   Live

		Renal Tx - Adult (>17) Deceased

		Renal Tx - Paeds (<17)  Live

		Renal Tx - Paeds (<17) Deceased



		 

		#

		FTE

		$

		per patient

		per event

		

		 

		 

		 

		 



		Live Donor

		     27.0 

		 

		 

		 

		 

		

		           23.0 

		              -   

		             4.0 

		              -   



		Deceased Donor

		     37.5 

		 

		 

		 

		 

		

		              -   

		           37.0 

		              -   

		             0.5 



		Total Recipient Procedures

		     64.5 

		 

		 

		 

		 

		

		           23.0 

		           37.0 

		             4.0 

		             0.5 



		Assessments & List Maintenance

		 

		 

		 

		 

		 

		2

		 

		 

		 

		 



		 

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Physician Assessment, discussions and meetings

		 

		 

		$184,053 

		$2,854 

		 

		

		$4,023 

		$2,012 

		$4,023 

		$2,012 



		Surgeon Assessment

		 

		 

		$34,438 

		$534 

		 

		

		$753 

		$376 

		$753 

		$376 



		Coordinator Assessment and List Management

		 

		 

		$216,978 

		$3,364 

		 

		

		$3,364 

		$3,364 

		$3,364 

		$3,364 



		Psychiatry/psychology assessment

		 

		 

		$23,668 

		$367 

		 

		

		$517 

		$259 

		$517 

		$259 



		CT angiogram (live donor only)

		 

		 

		$22,815 

		$354 

		 

		

		$845 

		$0 

		$845 

		$0 



		Outreach Travel

		 

		 

		$7,914 

		$123 

		 

		

		$173 

		$86 

		$173 

		$86 



		Renal team misc admin & overheads

		 

		 

		      146,960 

		$2,278 

		 

		

		$3,212 

		$1,606 

		$3,212 

		$1,606 



		Total Assessment events

		 

		 

		      636,825 

		$9,873 

		 

		 

		$12,887 

		$7,703 

		$12,887 

		$7,703 



		Acquisition of Kidneys

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Deceased Donor Procedure additional costs

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Deceased Donor Procedure

		       5.0 

		 

		        97,476 

		    1,511 

		   19,495 

		3

		              -   

		         2,599 

		              -   

		         2,599 



		Deceased Donor additional Retrieval costs

		     37.5 

		 

		      139,818 

		    2,168 

		     3,728 

		4

		              -   

		         3,728 

		              -   

		         3,728 



		Perfusion machines

		     37.5 

		 

		      177,413 

		    2,751 

		     4,731 

		5

		              -   

		         4,731 

		              -   

		         4,731 



		Total Deceased Donor Acquisition events

		     37.5 

		 

		      414,707 

		$6,430 

		   11,059 

		 

		$0 

		$11,059 

		$0 

		$11,059 



		Live Donor Procedure additional costs

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Preadmit - recipient & donor

		59

		 

		        69,165 

		    1,072 

		     1,172 

		6

		         2,562 

		              -   

		         2,562 

		              -   



		Live Donor Procedure

		     27.0 

		 

		      484,685 

		    7,514 

		   17,951 

		7

		        17,951 

		              -   

		        17,951 

		              -   



		Total Live Donor Acquisition event

		     27.0 

		 

		      553,850 

		$8,587 

		   20,513 

		

		$20,513 

		$0 

		$20,513 

		$0 



		Transplant Procedure

		 

		 

		 

		 

		 

		8

		 

		 

		 

		 



		Wards

		 

		 

		      393,345 

		 

		 

		

		         5,002 

		         6,177 

		        10,781 

		        13,244 



		Medical

		 

		 

		      323,846 

		 

		 

		

		         4,359 

		         5,200 

		         6,820 

		         7,869 



		Critical Care

		 

		 

		      325,406 

		 

		 

		

		         4,938 

		         5,039 

		         5,067 

		        10,201 



		Emergency Department

		 

		 

		              -   

		 

		 

		

		              -   

		              -   

		              -   

		              -   



		Theatre

		 

		 

		      555,064 

		 

		 

		

		         7,694 

		         9,209 

		         8,092 

		         9,958 



		Implant

		 

		 

		            362 

		 

		 

		

		                5 

		                6 

		              -   

		              -   



		Blood Bank

		 

		 

		        48,263 

		 

		 

		

		            574 

		            909 

		            357 

		              -   



		Pharmacy

		 

		 

		      666,375 

		 

		 

		

		        10,412 

		        10,122 

		        11,701 

		        11,162 



		Laboratory

		 

		 

		      171,517 

		 

		 

		

		         2,458 

		         2,680 

		         3,426 

		         4,266 



		Radiology

		 

		 

		        83,193 

		 

		 

		

		            918 

		         1,456 

		         1,633 

		         3,358 



		Other Treatments

		 

		 

		      277,892 

		 

		 

		

		         4,201 

		         4,364 

		         4,339 

		         4,912 



		Clinical Support Staff

		 

		 

		        23,285 

		 

		 

		

		            345 

		            370 

		            378 

		            304 



		Outpatients

		 

		 

		              -   

		 

		 

		

		              -   

		              -   

		              -   

		              -   



		Total transplant event

		     64.5 

		 

		   2,868,547 

		$44,474 

		   44,474 

		

		$40,907 

		$45,532 

		$52,594 

		$65,274 



		Transplant clinics

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Up to One month post transplant

		1225.5

		 

		      358,698 

		    5,561 

		        293 

		9

		         5,720 

		         5,447 

		         5,720 

		         5,447 



		Readmissions

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Up to One month post transplant

		95

		 

		      496,687 

		    7,701 

		     5,228 

		10

		         7,701 

		         7,701 

		         7,701 

		         7,701 



		 

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Tissue Typing

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Tissue Typing - Auckland costs

		 

		 

		      533,393 

		    8,270 

		 

		11

		         8,270 

		         8,270 

		         8,270 

		         8,270 



		Tissue Typing - costs currently paid by other DHBs

		 

		 

		 

		 

		 

		

		 

		 

		 

		 



		Total Transplant pa

		 

		 

		 $5,862,707 

		 $90,895 

		 

		

		 $     95,997 

		 $     85,711 

		 $   107,684 

		 $   105,453 



		

		

		

		

		          -  

		

		

		

		

		

		



		Notes

		

		

		

		

		

		

		

		

		

		



		This costing is a work in progress and will be refined as further information become available

		

		

		

		

		



		1.  Current annual costs - based on ADHB costing system costs for kidney transplants for the 2 years ended 30 June  2009, adjusted to 2010/11 costs

		



		2. Assessments & List Maintenance

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		    Calculated manually using job sizing hours and standard costing.  Currently no purchase units exist to record activity.

		

		

		



		    CT angiograms have assumed one per donor.  Any CT angiograms for patients who don’t become donors will be part of Outpatient Clinic costs  

		



		3. Acquisition of kidneys - Deceased donor procedure - from ADHB costing system

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		     Deceased Donor acquisition costs do not include:-

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		     - ODNZ staff costs

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		     - NKAS staff costs

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		     - Other Organ donation NZ costs

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		         * Retrieval team

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		         * Courier costs

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		         * Donor hospital costs associated with management of donor

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		4. Deceased Donor additional retrieval costs - in ADHB costing system this is applied against the transplant event

		

		

		



		    We are reviewing the cost assumptions on organ procurement; the ADHB costing system takes it up at the marginal cost on top of the liver transplant retrievals



		5.  Perfusion Machine - 37.5 deceased donors at NZ$4,731 = $177,413 pa (Not currently in our costing system)

		

		

		



		6. Preadmit - adjusted ADHB costing system - to be reviewed

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		7. Live Donor procedures - as per ADHB costing system includes retrieval costs applied against transplant event in ADHB costing system

		



		Live donors will actually be closer to 30 to 35 pa

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		8. Renal Tx procedures

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		We are currently reviewing the cost assumptions

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		It includes Thymoglobulin for 25% of patients, and Valganciclovir for 50% of patients

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		9. Transplant Clinics - as per PCM 19 actual clinics in the one month post op discharge

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		10. Readmissions - as per PCM.  We are currently reviewing our cost assumptions

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		      Will be allocated to live/deceased on actuals

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		11. Tissue typing/list maintenance - as per NZBS costs charged to ADHB.  Does not include all costs

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		      Currently charged to renal Unit DHB of origin for each patient

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		Other

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		Drug costs reflect ADHB hospital costs only - ie it excludes post discharge prescriptions funded from the Community budget

		

		



		Paeds costing is based on low volumes and includes outliers.

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		E&OE

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		



		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		

		





Appendix 1b







Kidney transplants per million population for the three transplanting DHBs 











�  The national clinical leadership group for renal medicine (� HYPERLINK "http://www.moh.govt.nz/nrab" �www.moh.govt.nz/nrab�) 



2   Ashton, T & Marshall, MR: The organization and financing of dialysis and kidney transplantation services in New Zealand. Int J Health Care Finance Econ, 7: 233-52, 2007.



3   60-70 cases per year annually.



�  For example, Waitemata has just opened a dialysis facility costing $9.5M, a satellite unit has just been opened in Kaitaia, the renal units in Auckland, Wellington,  Waikato and Bay of Plenty  are currently considering business cases for developing new  haemodialysis units to cater for increasing numbers of dialysis patients, at an estimated capital cost of $3 million in the case of Auckland and $1.5 million in the case of Wellington, $8 million in the case of Waikato .   
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Mark Marshall

From: Mark Marshall [mrmarsh@woosh.co.nz]

Sent: Thursday, 8 March 2012 11:10 a.m.

To: '‘Mark Marshall’; Nick_Polaschek@moh.govt.nz

Cc: Stephen_Twitchin@moh.govt.nz; 'lan Dittmer (ADHB)'; tricia.casey@middlemore.co.nz
Subject: RE: Framework of costing

Importance: High

Whoops, Tricia’s correct email attached

From: Mark Marshall [mailto:mrmarsh@woosh.co.nz]

Sent: Thursday, 8 March 2012 11:06 a.m.

To: Nick_Polaschek@moh.govt.nz

Cc: 'Stephen_Twitchin@moh.govt.nz'; 'lan Dittmer (ADHB)'; 'tricia.casey@middlemroe.co.nz'
Subject: Framework of costing

Importance: High

Hi Nick,

To work out a central funding model, we need to be able to allocate funding on a population basis: that is, $ per
head of prevalent dialysis patient and $ per head of incident dialysis patient. We have this denominator for the
country and by DHB.

There are 4 main components that make up the funded workload of renal transplantation in NZ: The surgery itself,
the workup of potential live kidney donors, the workup of potential recipients for initial listing, and the
infrastructure and other expenses of maintaining potential recipients on the waiting list.

ADHB (lan Dittmer) have the costs for the surgery itself, and the some of the costs for the infrastructure and other
expenses of maintaining patients on the list.

We potentially know the costs of working up potential live kidney donors, since this workup is co-ordinated by
ADHB and they capture all their data. However, my understanding is that it still needs to be costed.

We don’t know the costs of potential recipient work up, which would include the successful and unsuccessful
workup of both prevalent (existing dialysis) patients and incident (pre-dialysis just starting dialysis) patients, and also
the ongoing workup of potential recipient to keep them on the waiting list.

The factors in the process of potential recipient work up that would be amenable to better funding would be
a. better access to cardiac workup
b. better access to other supporting tertiary services for FSAs
c. better access to quaternary FSAs by the transplant team in particularly difficult cases

The audit at CMDHB will determine what workup (a. and b. and c. as above) is occurring in prevalent CMDHB
(existing dialysis) patients and any associated delays, and what workup is occurring in incident (predialysis just
starting dialysis) CMDHB patients plus delays. This is irrespective of whether patients are actually listed or not. That
way, the audit includes the initial workup for listing (whether successful or unsuccessful), and also includes the
maintenance workup to keep them listed (whether successful or unsuccessful).

Thanks for helping to extend this audit to ADHB.

MM
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A Five Point Plan for Increasing Live Transplantation Rates in New Zealand 

National Renal Advisory Board 







WHY INCREASING RATES OF LIVE RENAL TRANSPLANTATION MATTERS



Increasing renal transplantation is both cheaper than the next available treatment and is better for patients







Transplantation is the cheapest long run renal replacement therapy …. [comment: I think this draws from old data  - see notes pages - is there better data we can use?]







Cost of a hospital admission (due to complications for dialysis patients) $4,315

Cost of in-centre HD per year $70,000

Cost of vascular access at start of HD $4,315

Year 1 cost of Tx $100,000

Subsequent annual costs for Tx (drugs and outpatients) $12,000

Cost of PD per year $40,000

Cost of tenckhoff catheter insertion at start of PD $4,315

Cost of home HD per year $36,500

Cost of HD set up in the home $3,000



Other assumptions

Patients on HD have more complications and admissions to hospital than those with a functioning Tx. One admission assumed in Year 6 and 2 in Year 7.

*
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Cost scenarios Tx cf HD


			Cost scenarios for renal transplantation cf HD


			Longevity Assumptions:


			On average a person on in-centre haemodialysis (HD) has a life expectancy of 7 years


			On average a renal transplant (Tx) will last for 10 years


			Patients on HD have more complications and admissions to hospital than those with a functioning Tx. One admission assumed in Year 6 and 2 in Year 7.


			Cost assumptions:


			Cost of a hospital admission (due to complications)															$4,315			All formulas look-up these values.


			Cost of in-centre HD per year															$70,000			Change values here and the change will be reflected in the other spreadsheets.


			Cost of vascular access at start of HD															$4,315


			Year 1 cost of Tx															$100,000


			Subsequent year costs for Tx (drugs and outpatients)															$12,000


			Cost or PD per year															$40,000


			Cost of tenckhoff catheter insertion at start of PD															$4,315


			Cost of home HD per year															$36,500


			Cost of HD set up in the home															$3,000


			Better quality of life after Tx than for patients on HD: (refer 2010 meta-analysis. Quality of life in patients undergoing
hemodialysis and renal transplantation – A meta-analytic review. Nephrology
Nursing Journal, 37(1), 37-45.)


			The average person after Tx has a better quality of life than 72% of those on HD.


			The average person after Tx had better physical functioning than 78% of the patients on HD.


			The average person after Tx had better psychosocial functioning than 64% of those on HD.


			Scenario One - Comparing the cost of 10 years of dialysis treatment with transplant costs


			Yearly ($)


						Year 1			Year 2			Year 3			Year 4			Year 5			Year 6			Year 7			Year 8			Year 9			Year 10			Total			Diff to Tx


			Renal transplant			100,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			208,000


			In-centre dialysis			74,315			70,000			70,000			70,000			70,000			70,000			70,000			70,000			70,000			70,000			704,315			496,315


			Peritoneal dialysis			44,315			40,000			40,000			40,000			40,000			40,000			40,000			40,000			40,000			40,000			404,315			196,315


			Home HD			43,815			36,500			36,500			36,500			36,500			36,500			36,500			36,500			36,500			36,500			372,315			164,315


			Cumulative ($)


			Renal transplant			100,000			112,000			124,000			136,000			148,000			160,000			172,000			184,000			196,000			208,000


			In-centre dialysis			74,315			144,315			214,315			284,315			354,315			424,315			494,315			564,315			634,315			704,315


			Peritoneal dialysis			44,315			84,315			124,315			164,315			204,315			244,315			284,315			324,315			364,315			404,315


			Home HD			43,815			80,315			116,815			153,315			189,815			226,315			262,815			299,315			335,815			372,315


			Difference HD to Tx			-   25,685			32,315			90,315			148,315			206,315			264,315			322,315			380,315			438,315			496,315


			Comparing the cost of 10 years of dialysis treatment with transplant costs


																																				The dialysis savings were estimated based on the modalities recorded on the transplant wait list as at the start of November 2010. The pre dialysis group have been spread proportionally across the modalities; see Table 9 for the allocation of transplants


																																				PD 46% amd Home HD 34% total of 80%.


																																				Quality of life improved by Tx and saves between $164K and $196K


			Yearly ($)


						Year 1			Year 2			Year 3			Year 4			Year 5			Year 6			Year 7			Year 8			Year 9			Year 10			Year 11			Year 12			Year 13			Year 14			Year 15			Year 16			Year 17


			Renal transplant			100,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			74,315			70,000			70,000			70,000			70,000			74,315			78,630


			In-centre dialysis			74,315			70,000			70,000			70,000			70,000			74,315			78,630


			Cumulative ($)


			Renal transplant			100,000			112,000			124,000			136,000			148,000			160,000			172,000			184,000			196,000			208,000			282,315			352,315			422,315			492,315			562,315			636,630			715,260


			In-centre dialysis			74,315			144,315			214,315			284,315			354,315			428,630			507,260


			Difference			-   25,685			32,315			90,315			148,315			206,315			268,630			335,260			323,260			311,260			299,260			224,945			154,945			84,945			14,945			-   55,055			-   129,370			-   208,000


																																																						Average cost per year (Tx then HD)			42,074.12


									HD cf Tx in Year 1 and HD started in Year 11																																													Average cost per year (HD only)			72,465.71


																																				Tx and then HD has the potential to provide 17 years of life compared to 7 years of life on HD.


																																				Costs more overall but patient lives longer so average cost per year is $40K compared to $70K on HD only


																																				Quality and quantity of life improved by Tx


			Yearly ($)


						Year 1			Year 2			Year 3			Year 4			Year 5			Year 6			Year 7			Year 8			Year 9			Year 10			Year 11			Year 12			Year 13			Year 14			Year 15			Year 16			Year 17			Year 18			Year 19			Year 20


			Renal transplant			100,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			100,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000


			In-centre dialysis			74,315			70,000			70,000			70,000			70,000			74,315			78,630


			Cumulative ($)


			Renal transplant			100,000			112,000			124,000			136,000			148,000			160,000			172,000			184,000			196,000			208,000			308,000			320,000			332,000			344,000			356,000			368,000			380,000			392,000			404,000			416,000


			In-centre dialysis			74,315			144,315			214,315			284,315			354,315			428,630			507,260


			Difference			-   25,685			32,315			90,315			148,315			206,315			268,630			335,260			323,260			311,260			299,260			199,260			187,260			175,260			163,260			151,260			139,260			127,260			115,260			103,260			91,260


									HD cf Tx in Year 1 and Tx in Year 11


																																				Tx in Year 1 and Tx in Year 11


																																				Tx in Year 1 and Tx in Year 11 has potential to provide 20 years of life compared to 7 years of life on HD and saves $90K


																																				Quality and quantity of life improved by Tx
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Sheet3


			Cost scenarios for renal transplantation cf HD


			Cost assumptions:


			Cost of a hospital admission (due to complications)															$4,315


			Cost of HD per year															$70,000


			Cost of vascular access at start of HD															$4,315


			Year 1 cost of Tx															$100,000


			Subsequent year costs for Tx (drugs and outpatients)															$12,000


			Cost or PD per year															$40,000


			Cost of tenckoff catheter insertion at start of PD															$4,315


			Cost of home HD per year															$36,500


			Break even points - in-centre HD cf Tx (costs are extrapolated and do not take into account the life expectancy of a patient on HD or how long a Tx is likely to last).


			Assumption for HD and Tx: In the  penultimate year the cost of 1 admission is added to the cost, in the last year the cost of 2 admissions is added.


			Yearly ($)


						Year 1			Year 2			Year 3			Year 4			Year 5			Year 6			Year 7			Year 8			Year 9			Year 10			Year 11			Year 12			Year 13			Year 14			Year 15			Year 16			Year 17			Year 18			Year 19			Year 20			Year 21			Year 22			Year 23			Year 24			Year 25			Year 26			Year 27			Year 28			Year 29			Year 30			Year 31			Year 32			Year 33			Year 34


			Renal transplant			100,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000			12,000


			In-centre dialysis			74,315			70,000			70,000			70,000			70,000			70,000			70,000			70,000			70,000			70,000


			Cumulative ($)


						Year 1			Year 2			Year 3			Year 4			Year 5			Year 6			Year 7			Year 8			Year 9			Year 10			Year 11			Year 12			Year 13			Year 14			Year 15			Year 16			Year 17			Year 18			Year 19			Year 20			Year 21			Year 22			Year 23			Year 24			Year 25			Year 26			Year 27			Year 28			Year 29			Year 30			Year 31			Year 32			Year 33			Year 34


			Renal transplant			100,000			112,000			124,000			136,000			148,000			160,000			172,000			184,000			196,000			208,000			220,000			232,000			244,000			256,000			268,000			280,000			292,000			304,000			316,000			328,000			340,000			352,000			364,000			376,000			388,000			400,000			412,000			424,000			436,000			448,000			460,000			472,000			484,000			496,000


			In-centre dialysis			74,315			144,315			214,315			284,315			354,315			424,315			494,315


			Difference			-   25,685			32,315			90,315			148,315			206,315			264,315			322,315			310,315			298,315			286,315			274,315			262,315			250,315			238,315			226,315			214,315			202,315			190,315			178,315			166,315			154,315			142,315			130,315			118,315			106,315			94,315			82,315			70,315			58,315			46,315			34,315			22,315			10,315			-   1,685


			Break even point			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315			494,315


									Break even points - HD cf Tx


																																				Initial higher cost for Tx in Year 1.


																																				It would take almost 35 years of a single transplant to exceed the cash costs of a 7 year HD treatment


			Cumulative ($)


						Year 1			Year 2			Year 3			Year 4			Year 5			Year 6			Year 7			Year 8			Year 9			Year 10			Year 11


			Renal transplant			100,000			112,000			124,000			136,000			148,000			160,000			172,000			184,000			196,000			208,000			220,000


			In-centre dialysis			74,315			144,315			214,315


			Difference			-   25,685			32,315			90,315			78,315			66,315			54,315			42,315			30,315			18,315			6,315			-   5,685


			Break even point			214,315			214,315			214,315			214,315			214,315			214,315			214,315			214,315			214,315			214,315			214,315
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Renal transplant


In-centre dialysis
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			Type			1			2			3			4			5			6			7			8			9			10			11			12			13			14			15			16			17			18			19			20			21			22			23			24			25			26			27			28			29			30			31			32			33			34			35


			Renal transplant			100,000			112,000			124,000			136,000			148,000			160,000			172,000			184,000			196,000			208,000			220,000			232,000			244,000			256,000			268,000			280,000			292,000			304,000			316,000			328,000			340,000			352,000			364,000			376,000			388,000			400,000			412,000			424,000			436,000			448,000			460,000			472,000			484,000			496,000			508,000


			In-centre dialysis			74,315			144,315			214,315			284,315			354,315			424,315			494,315			564,315			634,315			704,315


			Peritoneal dialysis			44,315			84,315			124,315			164,315			204,315			244,315			284,315			324,315			364,315			404,315			444,315			484,315			524,315


			Home HD			43,815			80,315			116,815			153,315			189,815			226,315			262,815			299,315			335,815			372,315			408,815			445,315			481,815			518,315


																								Breakeven points for dialysis treatments and transplant


			Cost			Tx			PD			Home HD			Incentre HD


			0- 50						1			1


			51 - 100			1			2			2			1


			101 - 150			5			3			3			2


			151 - 200			9			4			5


			201 - 250			13			5			6			3


			251 - 300			17			7			8			4


			301 - 350			21			8			9


			351 - 400			26			9			10			5


			401 - 450			30			11			12			6


			451 - 500			34			12			13			7





7 years of in-centre  HD cost = 34 years of Tx  cost
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			The dialysis savings were estimated based on the modalities recorded on the transplant wait list as at the start of November 2010. The pre dialysis group have been spread proportionally across the modalities; see Table 9 for the allocation of transplants


			Transplant Splits			%			Number per year (Rounded)


			PD			46%			5


			Home HD			34%			3


			Satellite HD			20%			2


						100%			10


						Average three year costs per patient			Difference from transplant costs												RRT			Average four year costs per patient


			Renal transplant			$105,000						$20,000			$115,000						Renal transplant			$115,000


			In-centre dialysis			$192,954			87%			$64,318			$257,272						Home haemodialysis			$134,340


			Self-care haemodialysis			$144,516			38%			$48,172			$192,688						Peritoneal dialysis			$146,456


			Home haemodialysis			$100,755			-4%			$33,585			$134,340						Self-care haemodialysis			$192,688


			Peritoneal dialysis			$109,842			5%			$36,614			$146,456						In-centre dialysis			$257,272


						Year 1			Year 2			Year 3			Year 4			Total			Difference over 4 years									10% cost increase on Cmanukau figures


			Renal transplant			85,000			10,000			10,000			10,000			115,000												18-20% increase in Tx and ongoing costs


			Home haemodialysis			33,585			33,585			33,585			33,585			134,340			19,340


			Peritoneal dialysis			36,614			36,614			36,614			36,614			146,456			31,456


			In-centre dialysis			64,318			64,318			64,318			64,318			257,272			142,272


						1.0883422992			70,750


						36,552.0			1.18


												1.20








						Financial Analysis																		Discount Rate						8%			(from Treasury website)


												Year 1			Year 2			Year 3			Year 4			Year 5			Year 6			Year 7			Year 8			Year 9			Year 10


												2011			2012			2013			2014			2015			2016			2017			2018			2019			2020


						Option 1 Transplant


						Cost of transplant						$   100,000


						Ongoing cost drugs & outpatients)									$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000


						Total cashflow costs to DHB						$   100,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000			$   12,000


						Grand total						$   208,000


						Net Present Value of cashflows						$174,963


						Option 2 Home Haemodialysis


						Cost of vascualr access						$   4,315


						Cost of HD set up in the home						$   3,000


						Cost of haemodialysis						$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500


						Total cashflow costs to DHB						$   43,815			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500			$   36,500


						Grand total						$   372,315


						Net Present Value of cashflows						$271,826


						Option 3 Peritoneal Dialysis


						Cost of tenckhoff catheter insertion						$   4,315


						Cost of peritoneal dialysis						$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000


						Total cashflow costs to DHB						$   44,315			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000			$   40,000


						Grand total						$   404,315


						Net Present Value of cashflows						$294,191


						Option 4 In centre Haemodialysis


						Cost of vascualr access						$   4,315


						Cost of haemodialysis						$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000


						Total cashflow costs to DHB						$   74,315			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000			$   70,000


						Grand total						$   704,315


						Net Present Value of cashflows						$511,597












Increasing the rate of renal transplantation helps bend back health costs …. [comment: can we do the equivalent graph for the extra 50 transplants per annum?]

This graph shows the projected reduction in dialysis costs in the Central Region as a result in increasing (live) transplant numbers from 30 to 40 per annum. 







… while being better for patients

Source: Oniscu, Brown and Forsythe; Impact of Renal Transplantation on survival in patients listed for transplantation. Journal of the American Society of Nephrology, 16, 1859-1865, 2005



In addition to improvement in life expectancy from transplantation. 

 

		The average person after a transplant (Tx) has a better quality of life than 72% of those on haemodialysis (HD).

		The average person after Tx has better physical functioning than 78% of the patients on HD.

		The average person after Tx has better psychosocial functioning than 64% of those on HD.

		 Broader economic impacts (such as the lost economic activity and productivity impacts of various treatment modalities (such as lost productivity in other sectors)).



*









HOW DOES NEW ZEALAND PERFORM? 



We used to rate about “middle of the pack” internationally but some others are now starting to overtake us …







Overall transplant rates are not keeping up with numbers on dialysis ….

Patients are placed on the transplant list if there is an 80% probability of the transplant surviving five years – which means that some patients who could benefit from a transplant (and reduce net treatment costs) are presently being excluded from the list. 







… while live transplantation is becoming the most prevalent form of transplant.







Some countries have made significant increases to  live transplant rates …. 

Source: Global Observatory on Donation and Transplantation  2011.  As well as outperforming NZ on live transplants,  all of these countries (except Iceland) out-perform NZ on deceased donor transplants, resulting in overall transplant rates in 2010 that are between 25% and 107% higher than NZ’s.







What are other countries doing to significantly increase live transplant rates?

		UK 

		g

		G

		Netherlands 

		Changing

		g

		g









WHAT ARE THE BARRIERS TO INCREASING LIVE TRANSPLANTATION RATES IN NZ, AND WHAT CAN BE DONE?



Strategies that make a difference internationally can be applied to New Zealand.  The NRAB’s Five Point Plan propose a phased programme in New Zealand.  



The strategies need to be part of an integrated package – one part of the plan implemented in isolation will not make much impact.



Progress won’t be made without central Government support. 







What are the barriers to increasing live transplantation in NZ?







And what can be done about them?







The NRAB’s Five Point Plan - 1

		Piloting increased support at the [3] transplant units for [3] years, with staff:

		 supporting patients and their families with information on how to ask, the consequences of renal disease, and the (minimal) consequences for live renal transplantation donors.  

		supporting patients in donor recruitment. (eg: training in how to ask, supporting home-based education).  

		If the pilots are successful, on-going funding would come from the national funding pool for transplantation (see (4) below).  

		Cost: [$0.5m pa] for three years









The NRAB’s Five Point Plan - 2



		Implementing current proposals for meeting 80% of live donor’s lost incomes as a health programme, along the lines set out in the Private Members Bill sponsored by Michael Woodhouse, MP.  

		It is possible that the proposals in the Bill could be implemented under current law.  

		Costs would be met by transferring un-used funding from MSD.









The NRAB’s Five Point Plan - 3

		Funding the development of a feasibility study for the development of a national paired exchange scheme, covering: 

		Legislative

		Funding

		logistical and 

		management/governance issues.  



		One off cost: [$0.25m









The NRAB’s Five Point Plan - 4



		Funding live renal transplantation as a national service, to cover all costs associated with live donor transplantation (similar to the current approach to liver transplants).  

		The service would be funded via a top-slice of all DHB budgets on a population basis.  



		Fund an extra 50 transplants per annum ($4.5 million pa) via an increase to the top-slice - to increase total live renal transplantation funding to $13.5 million pa.



		This part of the Five Point Plan is currently being considered by the National Health Board, but in isolation from the other parts of the proposal 









The NRAB’s Five Point Plan - 5



		Make increasing live renal transplantation one of the Government’s health priorities for the next three years, to:

		emphasise the Government’s commitment to the above initiatives, 

		provide extra Ministry of Health support to the NRAB’s clinical leadership on these initiatives.  

		Cost met within Ministry of Health baselines.









SUMMARY AND CONCLUSIONS 



Increasing live renal transplantation rates offers a way of bending back the cost curve while improving patients lives.

We can leverage off international experience and best practice to improve live transplantation rates in New Zealand.

Central Government funding and leadership, to support the NRAB’s clinical leadership, in support of the Five Point Plan offers a real chance top make a different to transplantation rates in New Zealand.

The NRAB commends the plan to Ministers and seeks active Government support to take the Plan forward.
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Re“al se che Middlemore Hospital, Private Bag 93311
Otahuhu, Auckland

Telephone: 64-9-276-0000

6 December 2011

Dr lan Dittmer cc Nick Polaschek
Director of Transplantation Acting Programme Manager
Auckland City Hospital Clinical Improvement and Productivity

Sector Capability and Implementation
Ministry of Health
Nick Polaschek@moh.govt.nz

cc Michael Papesch
Board Member
National Renal Advisory Board
Michael.Papesch@dol.govt.nz

Dear lan

As you know, you and | (with Grant Pidgeon and Michael Papesch) are shortly going to be
working with the National Health Board to make a case for a change to a nationally funded
service for renal transplantation.

There is a single objective to the proposed funding changes, and that is to achieve more
renal transplants, probably initially in the form of live donor transplants since this is the most
readily amenable avenue for more “cabs off the rank”, so to speak.

The main mechanisms by which a nationally funded model would increase rates of kidney
transplantation are:

. The ring-fencing of resources within each transplanting centre to allow for an increased
number of operations (covering direct costs related to surgical procedures, those
related to clinical support services, and those related to both supporting infrastructure
within the transplant service itself).

= Increased resources to improve the efficiency of workups for live kidney donors and
also potential kidney transplant recipients.

The NRAB is acutely aware that the National Health Board needs to be convinced that
a change to the funding model for renal transplantation is necessary to achieve these aims.
This doesn’t mean that only one solution should be proposed, and it would be optimal to
present several potential solutions with clear links to ultimate deliverables. In this way, they
can evaluate the broadest range of options, and implement the best one without fear that an
alternative might have been overlooked.

At the last NRAB meeting, this issue were broadly discussed, as well as the barriers that
might arise in the process described above.

One of the potentially serious barriers that the Board identified is the tension that exists
within our community about the most appropriate clinical model of care for renal
transplantation in New Zealand. The National Health Board requires a broadly harmonised
national approach to justify and national funding model based around a single national price.
Anecdotally, this tension is greatest in the Northern Region. The NRAB requested that |
arrange a pre-meeting with all of the Clinical Heads in the Northern Region, so that issues
around the most appropriate clinical model of care can be dealt with to minimize any ongoing
friction that might de-rail the national process.



mailto:Nick_Polaschek@moh.govt.nz

mailto:Michael.Papesch@dol.govt.nz



We had this meeting on 5" December 2011, and what follows is a summary of the concerns
of the Clinical Directors in the Region. The main areas of concern are those around patient
work-up. They feel the current way in which this is done in the Region is inadequate, and
that’s its short-comings would be potentially exacerbated by the move to a nationally funded
renal transplantation service. Put another way, they feel that the change in funding would
only result in an increase in transplantation if it were accompanied by a change in the local
clinical model of care with respect to patient work-up.

1.

Efficiency of live donor patient work-up

It is the general impression of the Northern Region CDs that rate of work-up for live
kidney donors Auckland City Hospital is delayed by the processes of referral and
duplication of assessments. This is supported by early audit data, and the lower rate of
live related transplantation in the Northern Region compared to the rest of New
Zealand. Moreover, it is also the opinion of the CDs that the requirement for patients to
travel large distances for their work-up is not consistent with the general principles of
equitable access and point-of-care health care delivery. They are aware of the criticism
by the Auckland transplanting service that local assessments are often flawed or
incomplete, but dispute the degree and magnitude of this problem. In their opinion,
work-ups can be done much more effectively and easily in local centres. Moreover,
they feel there is already ample input from the Auckland City Hospital transplant
service in the work-up of these patients, and that duplicated assessments of every
aspect of a given work-up is unhelpful. They would prefer that a nationally funded
service for renal transplantation include locally sourced investigations for potential live
donors at their point-of-care which can be instigated and co-ordinated by their local
nephrology service.

Requirement for deceased donor wait-listing at Auckland City Hospital

It is the general impression of the Northern Region CDs that the requirements for
patients to be listed on the deceased donor waiting list are more restrictive and
onerous in the Northern Region than elsewhere. This is supported by both the clinical
experience of the CDs who have worked in or with other New Zealand transplanting
centres, and also by a side-to-side review of transplant work-up protocols and
checklists of the three transplanting DHBs. It is the opinion of the CDs that the
efficiency with which patients can be worked-up and listed in the Northern Region is
lower than in the rest of the country, which is also not consistent with the general
principles of equitable access.

Efficiency of patient work-up for deceased donor wait-listing

It is the general impression of the Northern Region CDs that the work-up of dialysis
patients for deceased donor wait-listing should remain under the patient’s primary
nephrology service. There are several reasons for this. There are the same issues as
mentioned in Point 1 around efficiency and avoiding duplication, and also equitable
access and point-of-care health care delivery. However, there is also the issue that
deceased donor transplantation occurs for the most part in those who will potentially
spend years on dialysis before and after transplantation, and have the majority of their
transplant care under the client DHB. A change in the clinical model such that the
transplanting centre is the sole decision maker around every aspect of transplantation
seems inappropriate given the close clinical relationship that most nephrologists have
with their patients over the years. While this is a professional issue relating to clinical
responsibility, it does seem appropriate that the final funding model does reflect and
facilitate the optimal clinical model of care for the patient as a whole, and not just one
that serves the technical service of transplantation. It is the opinion of the CDs that a
collaborative model of care is most appropriate and will also allow a degree of patient
advocacy from those who best understand the patient’s life-time journey.

lan, these are the issues which need to be borne in mind before moving towards a nationally
funded model of care. There is no better time to sort this out that right now since the





proposed changes in funding will profoundly influence the shape of transplantation in this
country, probably for the rest of our lifetimes.

Finally, we would to acknowledge the dedicated service that Auckland City Hospital gives our
patients and the outstanding results that are achieved. We are aware particularly of your own
efforts to improve the service and be a bit more accommodating on behalf of some of your
colleagues.

We look forward to hearing your response to these issues, and moving forward to a better
model of funding for us all.

Yours faithfully
vt ik

Mark Marshall

Clinical Head

Department of Renal Medicine

Pager 93 8748, Cell phone 021 461 766

For:

Jennifer Walker, Northland DHB
Walter van der Merwe, Waitemata DHB
Counties Manukau DHB

Peter Sizeland, Waikato DHB

Allister Williams, Taranaki DHB
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Meeting Minutes

		Meeting

		Service Review

Renal Transplants



		Location 

		Middlemore Hospital and Wellington Hospital

VC unsuccessful- teleconference



		Date :

		Monday 12th December 2011.



		Time :

		9.30 am to 10.30am 



		Attendees: 




		Mark Marshall, Nick Polaschek, Stephen Twitchin, Ian Dittmer, Grant Pigeon, Michael Papesch 



		Apologies :

		



		Chair :

		Roz  Sorensen



		Minutes:

		Roz Sorensen





Expected outcomes: 

		Item

		Discussion

		Actions



		Welcome, introductions, purpose of the meeting


background

		The meeting commencement was delayed due to technical difficulties with VC arrangements. The two locations had different systems and therefore required a “bridge” that needed to be pre-arranged and booked.


Teleconferencing was used for this meeting instead.


The National Service Development Pathway processes were discussed. That Renal Transplant proposal was recommended for a service review which is a 2-3 month process with a set of criteria.  The service review will provide recommendations about level of National involvement.


It was raised whether this was related to the letter to the Minister re 5 point plan? This work was more specific and consistent with the documented pathway. 

		



		Establishment of the Service Review

		It was explained that this work would be led by the Planning and Analysis Team, NHB with the support of SCI (Nick Polaschek). To support the processes a reference group/advisory group/technical advisory group would be needed. The membership of this group was discussed.

NRAB had made nominations (Ian, Mark, Grant, Michael). Additionally- Transplant Surgeon ( Justin Roake), Analyst (Lynette Haganson), Funding and Planning (Julie Wilson) 

		Roz to develop draft terms of reference for this group.


Roz to formally invite these people to be members of the group.


This group to have initial meeting in February.






		Data sources

		It was explained that data would need to be accessed as part of review processes. Any current sources including work done or being undertaken was of interest.

Stephen Twitchin would be assisting with the data.


There was already an effective national clinical network in place. A question was raised as to how it could be supported to provide the national leadership that was required.

Apparently Julie Wilson (Waikato DHB) has done some work on renal that she is happy to share.


Lynnette at ADHB- has looked at the number of work ups, what they entail and what they cost


Central region audit also has information


Should NHB as part of the review- conduct an audit re work ups?


Work up options (Northland, Middlemore, Waikato, Hawkes Bay) – this would provide a sample of DHBs. 

		Roz and Stephen to draft  an outline of 


an audit of work up 



		Issues to address

		There were issues about work up costs for individual patients and how these were funded.

The transplant centres were inadequately funded from IDFs. If it was to be funded from top slice- there would need to be costing done that reflects the true costs.


People receiving dialysis- 


How many of those are eligible for a transplant?


How many are asked whether they would consider a transplant?


How many get worked up?


How many and what’s the mix of those that get worked up but don’t get a transplant?


There are other tensions with departments that are managing their acute and non-acute volumes.


They don’t regard “work up” diagnostics and cardiac assessments with some urgency.  Options as raised in the proposal paper- should these be purchased privately? Or volumes within public system ring fenced?

Models of care or pathways for renal transplant should address this.


There are also issues with the Blood Service- tissue typing, x match. This is huge expenditure that is hard to contain. Peter Flannigan and Fiona contacts here.


Are there options re medical governance for this?

		



		

		Next meeting to be scheduled in February


Meeting closed

		Roz to schedule





Amendments:
Grant had suggested that someone else from Wellington should be at the meeting as he was no longer Clinical Leader of the service. He suggested Philip Matheson who is also a delegate on the Renal Transplant Sub-committee of the NRAB.
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Meeting Minutes

		Meeting

		Technical Advisory Group

Renal Transplants



		Location 

		teleconference



		Date :

		Tuesday 21st February 2012



		Time :

		4pm to 5pm 



		Attendees: 




		Mark Marshall, Nick Polaschek, Stephen Twitchin, Ian Dittmer, Roz Sorensen, Julie Wilson, Johan Rosman, Joanne Deane, Lynette Hagenson, Justin Roake, Peter Flannigan (till 4.30pm), Philip Matheson



		Apologies :

		Grant Pigeon, Michael Papesch



		Chair :

		Roz  Sorensen



		Minutes:

		Roz Sorensen





Expected outcomes: 

		Item

		Discussion

		Actions



		Welcome, introductions, purpose of the meeting


background

		 Members were welcomed to the group. TAG terms of reference circulated for comment.

The question had been asked about the purpose of the review that is being undertaken.


Was it due to concerns about:


· The purchase framework


· The numbers receiving a transplant and how this could be increased


· Clinical/clinician sustainability


· Lack of regional involvement and the need for clearer pathways


· Outcomes at some/all centres


· The funding responsibility- does the current model work


· Equity of access and engagement /promotion to Maori and Pacific Island communities.


It was explained that while the proposal submitted did have an emphasis on the funding model, the evaluation panel suggested the service review should be wider and encompass many of the concerns mentioned in the list above.

		Roz to circulate the original proposal that went to NHB 

Roz to re-circulate the minutes


Feedback on draft TOR to Roz



		Audit process

		Mark Marshall has been coordinating audit processes to better understand what if we were to change the model, how much money would be ring fenced and how it would be calculated across DHBs. 


It is known that a lot of patients have the work up but are eventually not deemed eligible for transplant surgery.

Pre-dialysis patients do have the opportunity to improve but how many and who should receive work up.


The audit underway at Middlemore has the sponsored support of SCI. 


In the Central region, an audit has been commenced at Capital Coast DHB. It would seem that this has stalled. Northland has declined to participate.

Looking at last financial year- how many started dialysis, how much work up for transplant pre-starting, and for those on dialysis- how much work up for transplant.


Remedial delays have been identified:


1. Delays in cardiac risk assessment


2. Delays in accessing other specialist assessments /FSAs


3. Delays in assessment by the transplanting unit.


It was suggested that more timely assessments were needed.


Middlemore – 94 patients investigated


What we are doing and what we are not; the nature of the delays.


The question had been raised whether the audit should be a national one. It was thought ideally yes.

Though limited buy in by some DHBs at present.


We assume there is variation in service delivery nationwide.  However different DHBs face different issues. Middlemore noted its high co-morbidity of patients on the list. With this in mind, they were trying not to under-estimate the costs.


South Is- a lot of information could be sourced from electronic data bases to answer how many dialysis patients get worked up. 


Waikato DHB acknowledged that the request was do-able.


There were risks in funding a new model. Predicated on achieving better outcomes but with relative resource limitations.

		Mark and Trisha to liaise with Waikato to enable them to join the audit processes.

Nick to discuss with Mark funding of Trisha’s time.



		Rationalising work up?

		Work is being done by Nick Cross (NZ Nephrology Group meeting, Taupo). This could inform a new model. This work considers excluding a group of patients from further work up. NZ works up more patients than Australia. The initiative seeks to rationalise and harmonise. Looks at patients where 80% chance of survival of 5 years or more.

Based on this research, we could suggest a more rigid initial assessment that would provide some assurance to people. Work up would be done on less people.


Paper to be published on this work- will go via the Transplant Committee.

		



		Other factors

		It was suggested that the numbers needed to be better understood. The potential appearance of population funding specific to dialysis, a growth factor, incidence and prevalence data to inform top slice funding. (If that is the approach that is approved by NHB). But realistically need to determine what that would be.

		



		Transplantation Costs- Operational

		ADHB had investigated the costs of the actual transplant. This included: tissue typing, coordinator salaries, physicians meetings, transplant assessment, “ blood and bone” operation.

Tissue typing costs hard to identify. NZ Blood on examining a period of interest would be able to identify where charges have gone.

		Lynette to share with Justin





		Donor Costs

		Mark has looked at the costs of preparing a donor and the numbers of donors.


Substantial regional variation. Canterbury has tended to have more live donors than other centres, although Wellington has had substantially more live donors in recent years.

		Information on this from Justin



		Other Costs

		Repeat testing to keep people on the list.


Other blocks in the system such as extra procedures- medical/surgical required before the transplant can occur.

		



		Data processes/ National collection systems

		 Stephen found it quite confusing looking at costs and estimating costs for work up. He raised this with Mark.

Lots of data sources but needed to hone in more tightly.


Considering the group of patients prior to transplant- High proportion of costs for those on dialysis in Northland.


Data issues- some PU codes not costed


What was work up and what was general treatment not always easy to distinguish. Narrowing down with the data- looking at a 3 year period.


IDF data not available with the level of detail that is needed- transplant procedures, cost of donor services, direct costs.


Can get a picture of the volumes and the pathway- DHB of domicile and DHB of service.


The data on donors is lean.


It was asked if transport, accommodation and allied health input such as psychology would also be captured. YES.




		



		Issues

		There were other issues that could be captured at this time. Barriers to access, rural issues, localities, cultures, communities, attitudes, delays and types of delays. Some information on this would be helpful- to investigate in a transparent way. 

		



		Service Review report template

		 This template had been circulated to inform the group of the information requirements and how they would be collated in the draft report.

		



		Stakeholder Engagement

		There are already a number of established forums that could be used effectively for the dissemination of information. Both the National Renal Advisory Group and the Nephrology Group could be channels for information. Other groups such as DHB GMs Planning and Funding, CEOs, COOs etc.

		



		Regional plans

		Expectations that national and regional activity is described.

		



		Next meeting 

		Monthly meeting- 3rd Tuesday of each month, 4pm to 5pm.

		





Amendments


it’s a project from renal transplant sub-committee that Nick and Ian are doing on behalf of the NZ group. We all agreed that we needed to review the process for listing elderly co-morbid patients given the lack of deceased donor organs.


We agreed I thought that ADHB would participate in the audit as long as someone paid Tricia Casey (Mark’s co-ordinator) to do it. Nick Polaschek has been in contact with Ian about this and she is agreeable.


Stephen would come and visit with Lynette and Ian so that they could explain the work that Lynette had done previously.
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Meeting Agenda

		Meeting:

		Service Review


Renal Transplants



		Location: 

		Teleconference:  Dial 083033, PIN: 786160 #





		Date :

		Tuesday 21st February 2012



		Time :

		4pm to 5pm 



		Attendees: 




		Mark Marshall, Nick Polaschek, Stephen Twitchin, Ian Dittmer, Michael Papesch, Phillip Matheson, Lynette Hagenson, Justin Roake, Julie Wilson, Roz Sorensen





		Apologies :

		Grant Pigeon



		Chair :

		Roz  Sorensen



		Minutes:

		Roz Sorensen





Expected outcomes: Update on service review progress


                                    Discussion on stakeholder engagement 

		Time

		Item

		Responsibility

		Relevant Documents



		4pm

		Welcome and introductions


Purpose of the meeting 


Previous minutes


 

		Roz  




		Previous minutes



		4.15

		Update on service review processes:


Collecting data

		Stephen Twitchin


Mark Marshall


Nick Polaschek 

		



		4.30

		Engaging stakeholders, TAG membership

		Roz/group

		



		4.45

		Next steps

		Roz

		



		5pm

		Close
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Logo



Technical Advisory Group

Renal Transplant Proposal

National Service Development Pathway


Terms of Reference


Technical Advisory Group

Introduction

Terms of reference for groups and meetings are required. They determine the roles and responsibilities of its membership. They promote an effective meeting or group.


This document refers to the terms of reference for the Technical Advisory Group (TAGs) for the Renal Transplant proposal including service review process as part of the National Service Development Pathway.

Project Statement 

The service review aims to:

Undertake a sufficiently in-depth service and costing analysis in order to inform advice on planning, funding and delivery arrangements.  The service review process needs to cover (to varying degree of detail):

· summary of current context (eg current service delivery configuration and operating requirements, key issues and challenges);

· develop and analyse options for service delivery and provision arrangements eg workforce analysis, service utilisation and access, service delivery models, volumes, costs and funding and service pricing;

· develop and analyse options for planning and funding arrangements;  


· key performance improvement indicators;


· the scope, functions, membership and deliverables of a national clinical network (if required);


· recommendations and implementation plan 

Purpose

· It is the purpose of this Technical Advisory Group (TAG) to provide the specific knowledge and expertise to inform and critique the information and processes that inform the service review and draft report.

Accountability

· Each member is accountable to his/her own manager of their team or division or organisation. They shall inform them of the TAG activities, and communicate both agenda and minutes.

· A delegated representative may attend in the absence of a member.

Composition of theTAG

The following members are required for this group:


· DHB Clinician from DHB where transplantation performed

· DHB Clinician from referring DHB 


· DHB Clinician to ensure regional perspectives captured


· DHB Planning and Funding Manager


· Consumer representation


· Cultural representation


· NZ Blood Service


· NHB Planning and Analysis: Principal Service Planner, Analyst

· MoH SCI


Additional expertise may be co-opted at any time as needed


Quorum

· A quorum will be more than half the total membership


Chair

· The chair person will be the Project Led (Principal Service Planner) or delegated member

· The agenda will be issued by the chair 5 working days prior to the meeting

Minutes

· Minute taking will be managed by the Project Lead (Principal Service Planner). 

· The minutes will be issued by the minute taker five working days after the meeting

Meeting Frequency/Duration/ Venue

· Meetings will be held monthly for 1hour duration

· Meetings will be by video/teleconference 

· Meetings will be required for the duration of the review processes and beyond for up to 6 months

· Meeting requirements will be reviewed in July 2012.

Conflict of Interest

· It is the responsibility of the individual to declare any potential conflict of interest
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Meeting Minutes

		Meeting

		Service Review

Renal Transplants



		Location 

		Middlemore Hospital and Wellington Hospital

VC unsuccessful- teleconference



		Date :

		Monday 12th December 2011.



		Time :

		9.30 am to 10.30am 



		Attendees: 




		Mark Marshall, Nick Polaschek, Stephen Twitchin, Ian Dittmer, Grant Pigeon, Michael Papesch 



		Apologies :

		



		Chair :

		Roz  Sorensen



		Minutes:

		Roz Sorensen





Expected outcomes: 

		Item

		Discussion

		Actions



		Welcome, introductions, purpose of the meeting


background

		The meeting commencement was delayed due to technical difficulties with VC arrangements. The two locations had different systems and therefore required a “bridge” that needed to be pre-arranged and booked.


Teleconferencing was used for this meeting instead.


The National Service Development Pathway processes were discussed. That Renal Transplant proposal was recommended for a service review which is a 2-3 month process with a set of criteria.  The service review will provide recommendations about level of National involvement.


It was raised whether this was related to the letter to the Minister re 5 point plan? This work was more specific and consistent with the documented pathway. 

		



		Establishment of the Service Review

		It was explained that this work would be led by the Planning and Analysis Team, NHB with the support of SCI (Nick Polaschek). To support the processes a reference group/advisory group/technical advisory group would be needed. The membership of this group was discussed.

NRAB had made nominations (Ian, Mark, Grant, Michael). Additionally- Transplant Surgeon ( Justin Roake), Analyst (Lynette Haganson), Funding and Planning (Julie Wilson) 

		Roz to develop draft terms of reference for this group.


Roz to formally invite these people to be members of the group.


This group to have initial meeting in February.






		Data sources

		It was explained that data would need to be accessed as part of review processes. Any current sources including work done or being undertaken was of interest.

Stephen Twitchin would be assisting with the data.


There was already an effective national clinical network in place. A question was raised as to how it could be supported to provide the national leadership that was required.

Apparently Julie Wilson (Waikato DHB) has done some work on renal that she is happy to share.


Lynnette at ADHB- has looked at the number of work ups, what they entail and what they cost


Central region audit also has information


Should NHB as part of the review- conduct an audit re work ups?


Work up options (Northland, Middlemore, Waikato, Hawkes Bay) – this would provide a sample of DHBs. 

		Roz and Stephen to draft  an outline of 


an audit of work up 



		Issues to address

		There were issues about work up costs for individual patients and how these were funded.

The transplant centres were inadequately funded from IDFs. If it was to be funded from top slice- there would need to be costing done that reflects the true costs.


People receiving dialysis- 


How many of those are eligible for a transplant?


How many are asked whether they would consider a transplant?


How many get worked up?


How many and what’s the mix of those that get worked up but don’t get a transplant?


There are other tensions with departments that are managing their acute and non-acute volumes.


They don’t regard “work up” diagnostics and cardiac assessments with some urgency.  Options as raised in the proposal paper- should these be purchased privately? Or volumes within public system ring fenced?

Models of care or pathways for renal transplant should address this.


There are also issues with the Blood Service- tissue typing, x match. This is huge expenditure that is hard to contain. Peter Flannigan and Fiona contacts here.


Are there options re medical governance for this?

		



		

		Next meeting to be scheduled in February


Meeting closed

		Roz to schedule





Amendments:
Grant had suggested that someone else from Wellington should be at the meeting as he was no longer Clinical Leader of the service. He suggested Philip Matheson who is also a delegate on the Renal Transplant Sub-committee of the NRAB.
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National Renal
Advisory Board

Hon Tony Ryall
Minister of Health
PARLIAMENT BUILDINGS

Tuesday, 31 January 2012

Dear Minister

FIVE POINT PLAN TO INCREASE LIVE DONOR RENAL TRANSPLANTATION IN NEW
ZEALAND

The National Renal Advisory Board is the national clinical leadership body for renal services
in New Zealand. The Board consists of elected representatives from New Zealand's renal
medical, technical, nursing, and patient communities, as well as the Ministry of Health
(currently through Nick Polaschek).

On behalf of the Board, | would like to congratulate you on your re-appointment to the Health
portfolio, and we look forward to a further three years of your leadership of the sector.

A key concern of the Board is the low rate of renal transplantation in New Zealand. As a
result, the Board has developed a range of strategies for improvement, which we have
developed into a Five Point Plan for improving live donor transplantation in New Zealand.

On 31 August 2011 | wrote to you outlining the Five Point Plan, but we did not have the
chance to discuss it with you prior to the election. Now that you have been confirmed as
Minister of Health, | am writing to re-present the Five Point Plan to you, with a view to
members of the Board and | discussing it with you over the next few weeks.

The Five Point Plan recognises that comparable international health systems achieve higher
rates of live renal transplantation, which indicates that there are further strategies that can be
successfully implemented in New Zealand. The five action points address issues at all
points of the live donor transplantation “pathway” - as there is no single action that will
sustainably increase live donor transplantation rates and a comprehensive approach is
needed. The Board is committed to working with the Government to improve the quality and
longevity of patients’ lives, as well as “bend back” the future cost profile of renal services in
New Zealand. The Board considers the proposals in the Five Point Plan represent the best
opportunity to meet all of these objectives.

The Five Point Plan proposes:
1 Piloting increased support at the three transplant services for three

years, for staff supporting patients and their families with information and
support on how to ask potential live donors, the consequences of renal





disease, and the (minimal) consequences for live renal transplantation
donors. These extra resources would be used to support patients in
recruitment (eg: training in how to approach potential donors and supporting
home-based education). If the pilots were successful, on-going funding would
come from the proposed national funding pool for transplantation (see (4)
below). Cost: $0.5m per annum for three years.

2 Implementing current proposals for meeting 80% of live donor’s lost
incomes as a health programme, along the lines set out in the Private
Members’ Bill sponsored by Michael Woodhouse MP. Costs would be met by
transferring currently un-used funding from the Ministry of Social
Development.

3 Funding a feasibility study for the development of a more
comprehensive national paired exchange scheme, covering legislative,
funding, logistical and management/governance issues. One-off cost: $0.25
million.

4 Funding live renal transplantation as a national service, to cover all costs
associated with live donor transplantation (similar to the current approach to
funding liver transplants). The service would be funded via a top-slice of all
DHB budgets on a population basis at a level to fund an extra 50
transplants per annum ($4.5 million per annum), to increase total renal live
transplantation funding to $13.5 million per annum.

5 Making live renal transplantation one of the Government’s health
priorities for the next three years, to emphasise the Government's
commitment to the above initiatives, and to task the Ministry of Health with
actively supporting the NRAB'’s leadership of the strategy. Costs met within
Ministry of Health baselines.

Since | wrote to you in September, the National Health Board has agreed to investigate the
proposal to fund renal as a national service (initiative (4) above. While the NRAB welcomes
and supports the NHB’s actions, a wider strategy covering all the above five actions is
required to sustainably increase live renal transplantation rates. The NRAB therefore
commends the above Five Point Plan to you, for implementation as soon as is feasibly
possible.

Members of the NRAB would welcome the opportunity to discuss the Plan with you in person
in early 2012, particularly how the Board can work with you and the Ministry of Health to
improve patient outcomes while “bending back the curve” of renal health costs in New
Zealand.

/W’M

Mark R Marshall
Chair, National Renal Advisory Board
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National Renal
Advisory Board

Hon Tony Ryall
Minister of Health
PARLIAMENT BUILDINGS

FIVE POINT PLAN TO INCREASE LIVE DONOR RENAL TRANSPLANTATION IN
NEW ZEALAND

The National Renal Advisory Board is the national clinical leadership body for renal
services in New Zealand. The Board consists of elected representatives from New
Zealand’'s renal medical, technical, nursing, and patient communities, and also
includes Nick Polaschek who is currently Acting Programme Manager of Clinical
Improvement and Productivity at the Ministry of Health.

A key concern of the Board is the low rate of renal transplantation in New Zealand.
As a result, the Board has recently worked on strategies for improvement, including a
proposed change to the current funding model which is actively impeding growth in
renal transplantation in this country.

At its 8 July 2011 meeting, Nick Polaschek advised the Board that you are looking for
practical actions that would increase the number of live donor transplants in New
Zealand. This is in addition to the advice you are seeking elsewhere on actions to
increase the number of deceased donor renal transplants in New Zealand — the
barriers facing each sort of transplant are different, and specific solutions will be
required for each.

The Board has prepared the attached Five Point Plan for improving live donor renal
transplantation in New Zealand. The Plan recognises that comparable international
health systems achieve higher rates of live donor transplants, which suggests that
there are further strategies that can be successfully implemented in New Zealand.
The five action points in the Plan address issues at all stages of the live donor
transplantation “pathway”. There is no single action that will sustainably increase live
donor transplants and a comprehensive approach is needed. The National Renal
Advisory Board is committed to working with the Government to improve the quality
and longevity of patients’ lives, as well as “bend back” the future cost profile of renal
services in New Zealand.

The Five Point Plan proposes:

1 Piloting increased support at the three transplant services for three
years, for staff supporting patients and their families with information on how
to ask, the consequences of renal disease, and the (minimal) consequences
for live renal transplantation donors. These extra resources would be used to
support patients in recruitment. (e.g.: training in how to ask, supporting home-
based education). If the pilots are successful, on-going funding would come





from the national funding pool for transplantation (see (4) below). Cost:
$0.5M pa for three years

2 Implementing current proposals for meeting 80% of live donor’s lost
incomes as a health programme, along the lines set out in the Private
Members Bill sponsored by Michael Woodhouse, MP. Costs would be met by
transferring un-used funding from the Ministry of Social Development.

3 Support for the development of a national paired exchange scheme,
covering legislative, funding, logistical and management/governance issues.
One off cost: $0.25M

4 Funding live renal transplantation as a national service, to cover all costs
associated with live donor transplantation (similar to the current approach to
liver transplants). The service would be funded via a top-slice of all DHB
budgets on a population basis at a level to fund an extra 50 transplants per
annum ($4.5M pa), to increase total live renal transplantation funding to
$13.5M pa.

5 Make increasing live renal transplantation one of the Government’s
health priorities for the next three years, to emphasise the Government’s
commitment to the above initiatives, and to task the Ministry of Health with
ownership of the strategy to increase rates of live renal transplantation
supported by the NRAB’s clinical leadership. Cost met within Ministry of
Health baselines.

Members of the Board would welcome the opportunity to discuss this Plan with you in
person, particularly how the Board can work with the Minister and the Ministry of
Health to improve patient outcomes while “bending back the curve” of renal health
costs in New Zealand.

m”"m

Mark Marshall
Chair, National Renal Advisory Board





Five-Point Plan to Increase Live Donor Renal Transplantation
in New Zealand

BACKGROUND 1: Renal Transplantation is the Best and Least Expensive Form
of Treatment for End-Stage Kidney Failure

Ratio

End stage kidney failure (ESKF) is irreversible severe kidney damage. ESKF
leads to death in days to weeks, without renal replacement therapy (RRT) by
either dialysis or transplantation. Type Il diabetes has become the leading
cause of new cases of ESKF each year. This, combined with an aging
population and better survival rates of patients with kidney disease (due to
better management of cardiovascular disease) has led to a corresponding
rise in the total numbers of people with ESKF (Figure 1). There are
approximately 2500 New Zealanders on dialysis at the current time, and 1500
with a functioning transplant. The growth in the ESKF population is expected
to continue at no less than 5% per year and up to 10% per year".
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Figure 1: The growth of the NZ ESKF population continues to be many-fold greater than
growth of the NZ population.

The treatment of ESKF in New Zealand costs more than $150 million
annually, representing around 1-2% of total public health expenditure?.

! Source: Australian and New Zealand Dialysis and Transplant Registry (www.anzdata.org.au), Statistics New

Zealand.

2 Source: Ashton et al: The organization and financing of dialysis and kidney transplantation services in New
Zealand. Int J Health Care Finance Econ 2007, 7:233-252.





e Renal transplantation is the best form of RRT for those who are eligible,
improving and extending the life of patients compared to dialysis (Figure 2)°.
Transplantation also enables a return to normal life and, for most, a return to
work.
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Figure 2: The longevity of dialysis patients who receive a transplant is much greater than
those who remain on dialysis waiting for one.

¢ Renal transplantation is also the least expensive form of RRT. Although the
cost of transplantation is greater than dialysis in the first year (~$90,000
compared to ~$46,000), it is substantially lower in later years (~$9,000 per
annum ongoing, compared to ~$46,000 per annum ongoing). In the long-
term, transplantation is approximately 2-3 times less expensive than dialysis
on a per-patient per-year basis (Figure 3)*.

Dialysis

Transplant

(0} 100000 200000 300000

Total Cost (NZD)

I vecar: N vear 2
I Year 3 [N Year 4
I Year5 HEEE Year 6

Figure 3: Cost of renal transplantation is much lower in the medium to long term
compared to the cost of dialysis.

3 Source: Oniscu et al: Impact of cadaveric renal transplantation on survival in patients listed for
transplantation. J Am Soc Nephrol 2005, 16:1859-1865.

* Source: Ashton et al: The organization and financing of dialysis and kidney transplantation services in New
Zealand. Int J Health Care Finance Econ 2007, 7:233-252.





Increasing the number of renal transplants will improve and extend the life for
patients with ESKF, and “bend back” the costs of Renal Services in New
Zealand. For instance, transplanting extra 50 patients on dialysis over a 10
year time frame will decrease national expenditure on RRT by $8.5M (see
Appendix 1).

Increasing the number of renal transplants will also minimise the expense
associated with the development of large dialysis facilities: for instance,
Waitemata DHB has just opened a dialysis facility costing $1.5M, Northland
DHB a facility costing $1.2M, and Renal Services in Auckland, Wellington,
Waikato/Bay of Plenty are currently developing business cases for similar
dialysis facilities at an estimated capital costs of over $1M each.

BACKGROUND 2: Although demand for renal transplantation is
increasing, the number of transplants cannot meet this demand

The number of patients on dialysis and the number of patients on the kidney
transplant waiting list continues to grow, although the number of renal
transplants operations that are performed remains static (Figure 4)°.
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Figure 4: The number of transplants operations performed is insufficient to meet demand.

The waiting list is only for deceased donor transplants only. However, many
people who are not eligible for a deceased donor transplant would benefit
from a live donor transplant and it would be more cost effective than keeping
them on dialysis. In other words, the official waiting list underestimates the
potential demand for renal transplants, and thus the potential improvement in
patient outcomes and the scope for reducing future costs.

® Source: Australian and New Zealand Dialysis and Transplant Registry (www.anzdata.org.au)





BACKGROUND 3: Live donor kidney transplantation needs to increase

e Kidneys for transplantation either come from deceased or living donors (most
commonly friends or relatives of the patient). The risks to live kidney donors
themselves are low, but do entail a rehabilitation period of about 4-6 weeks.
Operations are performed at three hospitals: Auckland City Hospital by
ADHB, Wellington Hospital by CCDHB and Christchurch Hospital by CDHB.

e As in many parts of the world, deceased donor renal transplantation in New
Zealand has fallen due to declining numbers of deceased donors (Figure 5)°.
Deceased donation needs to be maximized, but represents a limited pool
that, even if fully exploited, will not meet demand for kidney transplants.
Increasing live donor transplantation is the most immediate and feasible way
to increase overall renal transplantation and reduce the requirement for
dialysis.

e Live donor transplants in New Zealand have increased slowly in the last 10
years, but only up to a level to meet the fall-off in deceased donor tra"splants
(Figure 5)°. In 2010, the number of live kidney transplants performed was 60,
a decrease from the previous two years.
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Figure 5: The increase in live donor transplants has offset the falling number of
deceased donor transplants, but not increased overall rates of renal
transplantation.

e There are a number of OECD countries in the world with higher rates of live
kidney transplantation than New Zealand (Figure 7)’, indicating potential for
an increase in New Zealand’s own rate.

® Source: Australian and New Zealand Dialysis and Transplant Registry (www.anzdata.org.au)
" Source: Horvat et al: Global trends in the rates of living kidney donation. Kidney Int 2009, 75:1088-1098.





Czech I%?P

e

Ul
e
Portu eﬁ

pcen
Sl

Icelan

0 5 10 15 20 25

Live Donor Transplants per Million Population (2006)

Figure 6: There is potential for New Zealand to increase the rate of live donor
transplantation.

Maori and Pacific Peoples are over-represented amongst those with ESKD
but under-represented amongst those who receive a transplant. For
example, Maori make up 24% of the transplant waiting list but 10% of
transplant recipients. Pacific people make up 15% of the waiting list and 8%
of transplant recipients®. There is likely to be a range of reasons for this gap
including patient personal and cultural preferences, health practitioners’
attitudes, greater difficulty in finding a donor amongst family members who
meet the medical criteria, lack of culturally appropriate education programmes
(for patients and potential donors), delayed referral for transplant evaluation
and delays from initial referral to wait-listing (e.g. due to poorer access to
health services), geographical factors (especially for remote communities),
and difficulty explaining treatment options (due to cross cultural
communication issues).

BACKGROUND 4: The major sets of barriers to live donor kidney
transplantation relate to donor supply and health system capacity.

The following diagram sets out a stylised pathway for live donor kidney
transplantation and key barriers to increasing the rate of live donor
transplantation. There is likely to be no one solution to improving live donor
transplantation rates, and an integrated package of measures is required.
This comprehensive approach forms the basis for the National Renal
Advisory Board'’s Five Point Plan.

® Source: Australian and New Zealand Dialysis and Transplant Registry (www.anzdata .org)
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The NRAB'’s Action Plan Point 1: Supporting Donor Recruitment

Piloting increased support at the three transplanting renal services for three
years, with the staff supporting patients and their families with information on
how to approach others about live donation, the consequences of renal disease,
and the (minimal) consequences for live renal donors. These extra resources
would be used to support patients in recruitment (e.g. training in how to ask,
supporting home-based education). If the pilots are successful, on-going
funding would come from the national funding pool for transplantation (see
Action Plan Point 4 below). Cost: $0.5M pa for three years.

Currently, Renal Services have limited and variable involvement in supporting
patients with recruitment of live donors. In general, health professionals are
concerned about being seen to coerce or influence the free choice of potential live
donors. As a result, it is often left to the patients themselves to approach potential
donors. It is well established that most patients find approaching potential live
donors extremely difficult (over 70% of patients are reluctant to ask others to
consider donation due to feelings of guilt or fear), and will often wait until someone
volunteers to be a donor rather than raise the subject themselves.

Moreover, for the same reasons, patients are often left to answer any initial questions
that potential donors may have. Patients are often not sufficiently well informed to
provide the correct education. They often have a poor understanding of the impact of
renal disease, and present transplantation as being solely “improving the quality of
life” as opposed to being “life saving”. Potential donors are often given incorrect
information that leads them to underestimate their chances of being a potential match
and not realize that they could donate. Potential donors are therefore often not
aware they could be donors; yet many people say they would consider donation if
they were asked”®.

International studies show that renal patients who receive home-based education
were more likely to talk to potential donors, to have more potential live donors
evaluated and to have a transplant'®>. While some transplant coordinators may
provide this support to their patients, concerns about perceived coercion and
coordinating the various aspects of the transplant process, limits their time for such
work. Internationally efforts to increase live donor recruitment have involved specific
education for both potential donors and recipients, including sessions with family and
friends facilitated by trained staff about the implications of ESKF, treatment options
for patients, and the common concerns that both patients and potential donors have
about risks for live donors'**#*1  providing training and support for patients in how

® Source: Kranenburg et al: Psychological barriers for living kidney donation: how to inform the potential
donors? Transplantation 2007, 84:965-971.

19 Source: Reese et al: Recruitment of live donors by candidates for kidney transplantation. Clin J Am Soc
Nephrol 2008, 3:1152-1159.

11 Source: Barnieh et al: Barriers to living kidney donation identified by eligible candidates with end-stage
renal disease. Nephrol Dial Transplant 2011, 26:732-738.

12 Source: Rodrigue et al: Increasing live donor kidney transplantation: a randomized controlled trial of a
home-based educational intervention. Am J Transplant 2007, 7:394-401.

13 Source: Stothers et al: Attitudes and predictive factors for live kidney donation: a comparison of live
kidney donors versus nondonors. Kidney Int 2005, 67:1105-1111.

4 Source: Waterman et al: Living donation decision making: recipients' concerns and educational needs. Prog
Transplant 2006, 16:17-23.





to approach potential live donors**>; or even designated staff making the request on

the patient’s behalf to identified individuals and answering their questions'®®.

The Board suggests a pilot study over three years to trial different approaches for
improving donor recruitment practices to determine what might be most effective with
different groups, for example Maori and Pacific people. The Board suggests that the
pilot involves a mixed-methods approach for program evaluation.

The NRAB’s Action Plan Point 2: Compensation for Live Donors

Implementing current proposals for meeting 80% of live donor’s lost incomes as
a health programme, along the lines set out in the Private Members Bill
sponsored by Michael Woodhouse, MP. Costs would be met by transferring un-
used funding from Ministry of Social Development.

Some willing donors delay or decline to donate due to potential loss of income,
during the four to six weeks recovery following surgery. The World Health
Organisation’s Guiding Principles on Organ Transplantation'’ and The Declaration of
Istanbul on Organ Trafficking and Transplant Tourism*®, for example, both confirm
that reimbursement of lost income and medical expenses for donors is acceptable.
New Zealand currently only reimburses donors for lost income to the level of the
Sickness Benefit — up to $335/week — which would not meet the national median
mortgage costs of over $400/week, let alone other subsistence and medical
expenses incurred post-discharge.

Michael Woodhouse's Private Members Bill proposes increased compensation to
organs donors, in line with ACC payments, to cover 80% of live donor lost income.
The National Renal Advisory Board supports, in principle, an increase in the level of
compensation to live donors. Uptake of the existing programme has been low and
transplant units still report that some people are deterred from considering live
donation because of the loss of income involved, while others who do go ahead
suffer financial hardship as a result of donation.

There is an existing appropriation in the Ministry of Social Development for the
current programme which has been consistently underspent (only $32,670 was spent
in 2010) and this could be used to fund an increase in the level of compensation to
those donors who would be out of pocket otherwise.

The Board suggests that the Ministry of Health be asked to advise further on options
for developing such a programme, including whether legislative change is needed or
whether it could be introduced under the current Human Tissue Act (2008).

15 Source: Sanner et al: The kidney recipient's path to transplantation: a comparison between living and
deceased kidney donor recipients in Stockholm, Sweden. Nephrol Dial Transplant 2011, 26:1053-1057.

18 Source: Hilhorst et al: Should health care professionals encourage living kidney donation? Med Health Care
Philos 2007, 10:81-90.

7 WHO Guiding Principles On Human Cell, Tissue And Organ Transplantation as endorsed by the sixty-third
World Health Assembly in May 2010, in Resolution WHA63.22

(http://www.declarationofistanbul.org/ images/stories/principles/who-guiding-principles-on-transplantation-
wha63-22.pdf)

'8 The Declaration of Istanbul on Organ Trafficking and Transplant Tourism
(http://www.declarationofistanbul.org/index.php)
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The NRAB’s Action Plan Point 3: Support for the development of a National
Paired Exchange Scheme

Funding the development of a feasibility study for the development of a national
paired exchange scheme, covering legislative, funding, logistical/management,
and governance issues based on international best practice. One off cost:
$0.25M.

Often a patient requiring a transplant has one or more willing donors who are
incompatible with them. Incompatibility (of blood or tissue type) is one of the major
barriers to live transplantation. Some studies suggest that up to 30 per cent of willing
and otherwise suitable donor-recipient pairs do not proceed to transplantation for this
reason'®. Paired exchange schemes in which two pairs of incompatible donor-
recipients exchange donors can enable transplantation in this situation. It is likely
that routine two-way or three-way paired exchange and altruistic donor chains could
increase the national kidney transplant rate by between 7-10%%.

In New Zealand, paired exchange is being explored by the Auckland Transplant
Service and is gradually being extended to other parts of the country. To date, there
have been only one paired exchanges performed. However many countries have
introduced a formalized national paired exchange scheme for incompatible donors.
International experience suggests that setting these schemes up requires nationally
co-ordinated legislative, financial and logistical support to create the necessary
infrastructure and “critical mass” of donor-recipient pairs, as well as nationally agreed
protocols for allocating kidney pairs®.

The National Renal Advisory Board suggests a study be conducted to consider the
feasibility of developing the current paired exchange scheme (led from Auckland) into
a formalized national paired exchange scheme. This would require a one-off
investment to assess its feasibility in New Zealand circumstances. A feasibility study
could model the potential for increasing levels of transplantation in New Zealand
through an exchange scheme, identify the necessary infrastructure and other
logistical measures, and consider a range of options based on international
experience for establishing and managing a paired exchange scheme. This could
build on and enhance the Auckland-led scheme by providing national support for an
effective service.

In Australia, for example, the Australian Paired Kidney Exchange Program is run by
the Australian Organ and Tissue Authority. This Authority was allocated dedicated
funding for coordination and oversight of the program by the Australian Minster of
Health in 2008%.

19 Ferrari P et al: Paired kidney donations to expand the living donor pool. J Nephrol 2009, 22:699-707.
2 Ferrari P et al: Paired kidney donations to expand the living donor pool: the Western Australian
experience. Med J Aust 2009, 190:700-703.

2 wallis et al: Kidney paired donation. Nephrol Dial Transplant 2011, 26:2091-2099.

22 http://www.donatelife.gov.au/The-Authority/The-Australian-Paired-Kidney-eXchange.html
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The NRAB'’s Action Plan Point 4: Funding Renal Transplantation as a
National Service, and Increasing Overall Funding

Funding live renal transplantation as a national service, to cover all costs
associated with live donor transplantation (aligned with the current national
approach to liver transplants). The service would be funded via a top-slice of all
DHB budgets on a population basis. Assuming an extra 50 transplants per
annum ($4.5 million pa) via an increase to the top-slice, to increase total live renal
transplantation funding to $13.5 million pa. Costs would initially be met by
increased funding, but subsequently through re-investment of savings from the
avoidance of ongoing dialysis, with a payoff after two to three years.

Enhancing the capacity of the transplantation services is necessary to enable an
increase numbers of people to be transplanted. Several issues combine to limit the
number of live donor renal transplants currently being performed in New Zealand.

(a) Delays in workup and operations for kidney transplantation

A number of services (especially cardiology, radiology, surgery and operating
theatres) contribute to renal transplantation. For example, donors must undergo
extensive evaluation to ensure they are medically suitable for transplantation, and
transplant services are reliant on these other contributory services for most of this
evaluation. However, these other services determine the level of service provision,
and have no incentive to increase their volumes for renal transplantation which they
regarded as a secondary element of their clinical work. This results in delays in both
the ‘work up’ and operations for both transplant donors and recipients.

For liver transplantation, a nationally funded albeit small-volume service in New
Zealand, a routine liver transplant donor at Auckland Transplant Services can be
worked up in a month. By contrast, currently a renal transplant donor, who should be
prepared within a similar period, often takes many months, even a year or more, due
to the constraints on the availability of contributory services.

(b) The current funding model prevents growth in kidney transplantation volumes

For transplanting DHBs, renal transplantation initially entails high costs due to the
expense of both donor and recipient workup and perioperative management.
Although these costs would be offset by the savings from the avoidance of ongoing
dialysis, the current annual funding cycle (with a focus on balancing the books at
year end) inhibits investment in a therapy with a payoff after two to three years.

The current price paid by non-transplanting DHBs (the IDF price) for a kidney
transplant procedure is in the range $33,000 — 36,000, whereas the actual cost of the
operation and inpatient stay alone is $44,500, without considering other costs
entailed in patient care, for which there is no current funding. Likewise the IDF price
for live donation, around $8,000, does not even cover the costs of the current
laparoscopic donation procedure. Not only do the transplanting DHBs incur losses
on performing renal transplants for other DHBs, they derive no benefits in
subsequent years from avoiding dialysis costs of the patients who are transplanted.
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In providing renal transplants for other DHBs, they are effectively subsidizing their
renal services®.

The National Renal Advisory Board has explored options involving a higher IDF price
being agreed between the DHBs. However any business case (for example to
employ additional transplant coordinators or to resource extra theatre sessions)
struggles to succeed under the current funding mechanism as, on normal population
growth, there are insufficient guaranteed IDF flows from each DHB and/or local
population dialysis savings to produce a guaranteed revenue stream to fund any
significant increases in costs. The current funding model effectively caps kidney
transplant volumes at about their present level (see Figures 4 and 5 above).

The Board has made proposals to the National Health Board to address these
funding issues, and to increase funding to allow an extra 50 transplants per annum
as part of an overall package to allow an increase in donors to be utilised quickly.
The National Renal Advisory Board recommends these proposals to the Minister.

The reduction in costs over 11 years from an on-going increase in the number of live
transplants of 50 patients per annum, who would otherwise be on dialysis, are
estimated at $46.8million (see Appendix 1). Substituting transplantation for dialysis
where possible will reduce the growth in dialysis numbers, which at key levels require
building expensive new dialysis facilities. The reduction in the cost of managing co-
morbidities associated with dialysis from increasing transplantation (for example, an
estimated $36M spent annually on diabetes management associated with dialysis)
will further directly increase the level of future cost reductions.

The NRAB'’s Action Plan Point 5: Overseeing the development of renal
transplant services in New Zealand

Make increasing live donor renal transplantation one of the Government’s
health priorities for the next three years, to emphasise the Government's
commitment to the above initiatives, and to task the Ministry of Health with
ownership of the strategy to increase rates of live donor renal transplantation
(supported by the NRAB’s clinical leadership). Cost met within Ministry of
Health baselines.

Unlike deceased donor renal transplantation, which is coordinated by Organ
Donation NZ, there is no body that is tasked with developing, monitoring and re-
calibrating a strategy for increasing live renal transplantation rates in New Zealand
(Organ Donation NZ deals with decreased donations only). Implementing the
strategy outlined in this paper will require a single body to “own” the strategy and
oversee its development.

The National Renal Advisory Board is willing and able to provide clinical leadership to
improve live donor transplant services by advising on the initiatives suggested here.
However, delivering on this Action Plan will require national leadership, political
commitment and resourcing to make it happen. The Board proposes that the task of
increasing live donor renal transplantation rates be owned by the Ministry of Health,

2 Source: Ashton et al: The organization and financing of dialysis and kidney transplantation services in
New Zealand. Int J Health Care Finance Econ 2007, 7:233-252.
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and its importance underpinned by making it one of the Government's health
priorities for the next three years. The success shown by the Government’s current
health priorities, together with the challenges faced in addressing longstanding
issues around donor supply and utilisation, suggests that a similar political
commitment will be needed here.
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Appendix 1: Savings from increased transplantation

Cost of RRT in New Zealand 2008 and projections

2008 Nz Vol Cost per Total costs Total costs
patient 2008 2008-18
($K) (M) (fixed vol)
HHD 331 37 12.2 122
Sat 371 52 19.3 193
Incentre 647 70 45.3 453
PD 751 43 32.3 323
Dial Total 2100 109.1 1091
New tx/yr 120 90 10.8 108
Existing tx 1350 10 1.34 12.1
TX total 12.7 120.1
RRT total 121.8 1211.1

Vols from ANZDATA, Vols projected 10 yrs assuming no growth, fixed costs
Synergia for total dialysis costs (incl access); ADHB costs for transplant

Savings on the cost of renal replacement therapy from transplanting 50 patients on

dialysis over 10 years (assuming a 30% transplant failure rate at 10 yrs, death rate of
14% for transplant and 30% for dialysis) are $8.5 M

e Dialysis for this group (assuming 30% die over the period) would cost

$19.13M over 10 yrs
e Transplantation for this group would cost 9.5M over 10 yrs.

e Transplant deaths would save 0.76M and return to dialysis would cost
1.89M.

Savings on the cost of renal replacement therapy from transplanting 50 more patients
per year over 11 years (with the same assumptions) are $46.75M.
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