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Presentation Notes
Welcome and thank you for the opportunity to showcase what is new in the suite of data elements collected by the Australia and New Zealand Dialysis and Transplant Registry. This data directly reflects the continuity of care, patient episodes and outcomes of those receiving long-term dialysis or kidney transplantation.  

My name is Kylie Hurst and I am the Registry General Manager, leading a team of motivated staff who support contributors and strive for high quality data input, in order to provide accurately timely reporting outputs. 

(NEXT SLIDE)
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I’d like start by reminding everyone, that the core business of the ANZDATA is to collect and analyse clinically relevant data to identify benchmarks for clinical performance and any variation in clinical outcomes.

To do this, and be a good clinical quality registry, ANZDATA needs to systematically collect identical minimum data sets using identical definitions, collected in the same way and at the same time in relation to the a treatment or outcome. 

Currently data is collected by clinicians, such as yourselves, although progressively data linkage and patient reported outcome measures is a direction we are strongly interested in. 

As many of you are aware, the Registry has existed for almost 50 years and to meet emerging needs, we have transitioned to electronic data capture, in order to reduce data capture burden and to provide more timely feedback on activity and outcomes to clinicians, unit managers, executives and the broader community.

(NEXT SLIDE)
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The Registry is of course guided by its contributors, stakeholders and particularly the ANZDATA Advisory Working Groups, 
on what to collect across the continuum of care and in this presentation, I’d like to focus on the latest additions and a selection of recently introduced items. 
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Lets start with the introduction of Community House Haemodialysis.

This is defined as a sub-modility that overcomes some of the socioeconomic barriers to home haemodialysis and meets the treatment preference of a group of patients, who otherwise may not utilise Home HD, but are able to undertake an independent haemodialysis option. This modality is in contrast to that offered by facility, such as satellite or in-centre haemodialysis.

The critical elements of this definition are that
Dialysis is not at ‘home’
And that any staff at the dialysis location are limited to maintenance and “hotel” functions, not direct clinical care.

Community House haemodialysis currently already exists across New Zealand and in some remote areas within North Queensland, Northern Territory and Western Australia. Accurately capturing this sub modality of HD, can inform on current and future distribution of renal dialysis services across the two countries.

How we request this element to be collected is via the paper form or online data entry module, using the assigned code ‘Y – Community House - in injunction with the convention and quotidian codes already in use.  
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Next: we have introduced the treatment code W representing Withdrawal from dialysis.

This data element has been increasingly requested by contributors to reflect a patient’s change in treatment pathway, when a decision to withdraw from dialysis treatment is made by a patient/family and care team.

A substantial number of deaths among patients receiving dialysis therapy are attributed to withdrawal, with the most commonly cited reason as “Psychosocial”. ANZDATA specifically records a range of reasons for “withdrawal from treatment” yet this is not necessarily the same as that reported on the patient’s death certificate. 

Introducing a ‘date of last dialysis’ will enable reconciling with the death coding classification that already exist. There is no change to the current codes.
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Across Australia and New Zealand some Renal Units have directed patients to contribution to their dialysis, which creates a cohort of ‘self-care’ patients. 

These patients are medically stable, self-care and relatively independent patients, receiving dialysis treatment.  To accurately capture this cohort, the variable has been introduced to indicate the number of patients who provide selfcare for their dialysis treatment. 

Collection is aimed to inform on current and future distribution of renal dialysis services, across Australia and New Zealand.

Specifically Self-care indicates the a patient is performing their dialysis with minimal or no assistance, thereby independent of nursing or medical help.



Country

Chronic Allograph

Nephropathy (CAN)

Chronic Antibody Mediated
Rejection - Code 41

Australia

Interstitial Fibrosis/Tubular
Atrophy (Biopsy Proven) -
Code 42

Gradual Graft Failure

(Not Biopsy Proven) -
Code 43

New
Zealand

ANZDATA Annual Report - Chapter 7 - Table 7.12 Graft Losses 2015-2019

Cause of graft failure First year > First year Total
Acute rejection 24 (17%) 49 (4%) 73 (5%)
Chronic Allograft Nephropathy 9 (6%) 780 (63%) 789 (57%)
Hyperacute rejection 3 (2%) 3 (<1%)
Vascular 37 (26%) 16 (1%) 53 (4%)
Technical 17 (12%) 4 (<1%) 21 (2%)
Glomerulonephritis 5 (3%) 79 (6%) 84 (6%)
Non-compliance 3 (2%) 49 (4%) 52 (4%)
Other 41 (29%) 165 (13%) 206 (15%)
Not reported 4 (3%) 106 (8%) 110 (8%)
Total 143 (100%) 1248 (100%) 1391 (100%)
Acute rejection 1 (5%) 12 (7%) 13 (7%)
Chronic Allograft Nephropathy 1 (5%) 113 (63%) 114 (58%)
Vascular 5 (25%) 1 (1%) 6 (3%)
Technical 3 (15%) 1 (1%) 4 (2%)
Glomerulonephritis 3 (15%) 10 (6%) 13 (7%)
Non-compliance 8 (4%) 8 (4%)
Other 6 (30%) 19 (11%) 25 (13%)
Not reported 1 (5%) 14 (8%) 15 (8%)

Total

20 (100%)

178 (100%)

198 (100%)
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In the transplant cohort, of the causes of graft loss over 2010-2019, Chronic allograft nephropathy dominates the causes of graft failure with over 50% in both countries. 

The cause of graft failure “Chronic Allograft Nephropathy or (CAN)” has historically described a variety of processes which lead to graft failure. 

In patients with chronically declining function who have a biopsy, chronic antibody mediated rejection is the most common cause of CAN, while atrophy and fibrosis without a defined underlying cause is another frequent finding. Many patients though, do not have a biopsy in this situation, so a diagnosis cannot be attributed clearly. 

The Transplant Working Group agreed more specific terms should be available for selection, to describe the CAN processes.  

The reporting of allograft rejection to the Registry, now reflects these changes and subsequently the removal of Code 40 “Chronic Allograft Nephropathy (Slow Progressive Loss of Function) classification has enabled three (3) expanded classifications, to better describe CAN processes in more detail. 

These new coding classifications are displayed here. 
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The final new element to be introduced this year, is the expansion of graft rejection data collection, to allow for more precise Banff classification and grading of rejection type. This change, requested by the transplant working group, also aligns with international definitions of allograft rejection and allows for more comparable, useful analyses for reporting.

[Ready Next Slide]

The first year of collecting any new variable is enlightening, as it demonstrates the importance of consistent definitions and need for the minimum dataset. 



Data
Elements

Added 2019

» Ethnicity (1&2)

» Calciphylaxis Episodes

» HDF Substitution Volume (HD)

» 24 Hour Residual Urine Volume (P

» Transplant Anastomoses

» Pregnancy data
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I just wanted to now briefly drill down a little more on three of the items introduced in 2019, highlighting some of the early findings.  

However, in the essence of time and being mindful my co-speakers, for all other data elements displayed in this slide (and more), I’d like to refer you to our website and dataset specifications or annual reports.
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So just quickly…

recording episodes of calciphylaxis across all treatment modalities was introduced last survey, in which the minimum dataset of ‘first diagnosis date’ be collected, either in real-time or at survey, by either paper form submission or using the online data entry system.

Of the 34,000+ patients surveyed in 2019, across Australia and New Zealand, there was an incidence of 73 patients reported with a diagnosed episode of calciphylaxis that year. 

Displayed here is the breakdown by modality, with the median time on renal replacement therapy for patients with recorded episodes of 3.3 years. 

Strikingly, more two thirds were on Haemodialysis treatment modality and one patient was recorded with a diagnosis prior to starting renal replacement therapy.
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With the increasing uptake of Haemodiafiltration as a globally developing trend…a trend indicated in scholarly articles to be associated with a decreased mortality risk; the Haemodialysis Working Group supported the introduction of collecting the substitution volume in haemodiafiltration to expand on the data collected the previous year of pre-dilution, mixed dilution and post dilution HDF.

Of the 4,357 patients reported on HDF at the end of 2019, 88% reported a volume. This level of completeness is encouraging to a Registry, when introducing a new variable for collection, as confirms that data is readily available, is already collected by units for quality care monitoring and improvement and submission to the Registry is less likely to be  burdensome.

Presented here is the breakdown by country with the median substitution volume of 24Litres.
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What is worth noting though, is that despite the acceptable gap in the data for the first year of collection, the quality of the data supplied was varied, with data possibly  entered as the substitution goal or the substitution rate, rather than the requested substitution volume. 



HD - HDF Substitution Volume
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This indicates for the Registry that definitions and the distribution of information resources (such as, images of where to locate the data fields on the screen of dialysis machines) is very important in supporting contributors to supply high quality data. 

When it comes to reporting outputs of the Registry, just filling in the gaps in data collection is not the only factor contributing to a quality analyses and subsequently guiding practice to improve patient outcomes. The data needs to be accurately.


PD - 24 hour Residual Urine Volume
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As residual kidney function is considered an important and favourable prognostic indicator of reduced morbidity, mortality, and higher quality of life, the Peritoneal Dialysis Working Group, supported the introduction of collecting 24hour residual urine volume.

Data definitions and information resources were circulated to contributors and the same collection method provided, reporting either on paper forms or via the online data entry module, at same time of end of survey.

Of the 3,255 patients reported to be on PD at the end of 2019 though, only 1,597 (49%) reported a residual urine volume with a median volume of 786mL /24 hrs. Displayed here is the breakdown by country.  

From a data collection point of view, there also exits peculiarity regarding the data submitted for this variable and this is still to be further investigated, before detailed patient outcome analysis is reported.
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As mentioned, these and all other data elements collected by the ANZDATA Registry are further explained with more resource material, data set specifications, dictionaries and output reporting. These are accessible form our website, located under the webpage link “Data Collection”. If you have further interest or enquiry, please get in contact with any member of the Registry or Working Groups.

Once again thank you for allowing me to showcase an integral core operation of the Registry. 
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