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Executive summary 
 
The end-stage kidney disease (ESKD) education project, funded by a successfully secured 
grant from the Chronic Disease Prevention Services Improvement Flexible Fund (CDPSIF) 
took place from August 2012-June 2015.  A comprehensive pre-dialysis education programme 
was structured to enhance the delivery of education that promotes choice and shared 
decision making for the consumer; supports the renal nursing team to deliver education; 
support the option of home dialysis and provides gold standard evidence based tools for pre-
dialysis education programmes. It aligned with government policy in related to the CDPSIF. 
 
The project involved three staff supported by the main infrastructure of Kidney Health 
Australia (KHA) and reporting to the medical director. It was split into three main target 
areas:  

1. Educating health professionals about best practice ESKD education and available 
tools to do this 

2. Providing educational tools about treatment options suitable for a wide range of 
people with ESKD 

3. Introducing and rolling out a Decision Aid as part of standard education practice. 
 
Educating Health Professionals 
Four online education packages were developed and made freely available via a collaborative 
network. Workshops were held nationally in 2013 and 2014, plus teleconference or webinar 
options were offered to rural/remote areas. A combined total of 413 participants received 
educational presentations at a workshop or by teleconference across the country. In addition, 
an email network of 700 individuals were sent monthly newsletters and updates. A home 
dialysis website was used to provide a centralised place for all health professional tools and to 
provide direct information pertaining to this group. 
 
Providing Educational Tools for those with ESKD 
Following a gaps analysis and with multiple collaborations, a number of educational tools were 
developed. These included: 

 Two DVDs covering the topics of peritoneal dialysis and kids on dialysis.  
 Photo information sheets; standard and adapted for indigenous populations 
 A home dialysis booklet, of which 7000 have been distributed 
 Consolidated fact sheets and translated fact sheets 
 Website and website chat forum (undergo constant updates) 

All tools have been widely accepted and are now the first-line education materials of many 
units. The website traffic is constantly increasing. 
 
Introducing an ESKD Decision Aid 
The new “My Kidneys My Choice’ decision aid was developed by a national network and then 
rolled out via the ESKD education project from June 2013. In 2014 it was converted into digital 
format. A key focus of health professional education was on the theory underpinning the 
correct use of a decision aid. Consumer and health professional evaluations were completed 
with the majority being extremely positive.  
 
Project Evaluation 
A number of strategies have been used including workshop evaluations, online surveys and 
finally a national consumer perspectives survey. The project has met all measurable key 
performance indicators and has changed educational practice by nurses across Australia. It 
has engaged social workers, dietitians and has shared all information with nephrologist 
networks. Numerous presentations at conferences and journal publications have arisen from 
the project.  
 
Future directions 
Kidney Health Australia is now committed to expanding its support for Decision Aids and 
shared decision-making practice. Future partnerships with universities, prompted by this 
project aim to critically evaluate the methodology and success of educational strategies for 
those with kidney disease.  
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General Information  

Background 

Every year about 2000 people commence treatment for end-stage kidney disease (ESKD) also 
known as renal replacement therapy (RRT). Their options are kidney transplantation, dialysis 
or supportive care.  Dialysis can be self-managed at home or conducted by health 
professionals at a dialysis centre. Home dialysis includes both peritoneal dialysis (PD) and 
haemodialysis (HD) whereas satellite includes haemodialysis only.  

Australia’s commitment to home dialysis has been significant. However, there is major 
variation that exists in the utilisation of home dialysis between the Australian states and 
territories.  Of the 11 766 people currently on dialysis the rates of home dialysis vary from 15% 
in Northern Territory to 38% in New South Wales.  It may be argued that funding differences, 
demographics, and geography may contribute to inter-state variance in home dialysis uptake.  
However, there is also evidence of intra-state variation between renal units, which cannot be 
explained by these factors (Agar, 2010).   

Several state jurisdictions have now established targets for home-based dialysis, but this has 
had minimal impact on the proportion of people dialysing at home.  It is proposed that personal 
influence over the development of individual programmes has contributed to these variable 
and low rates.   

A national consumer survey1 in 2010 indicated that for existing dialysis consumers:  
 49% were not given a choice in the modality of dialysis 
 13% were prepared to dialyse at home immediately and up to 35% were willing to if 

some support was provided 

An Australian pre-dialysis educators2 survey determined that: 
 Location dictates what education you receive in quality and quantity 
 70% would use an educational package for nurses if provided 
 72% indicated they would use a formalised tool for dialysis modality selection if 

available 

A survey of 116 Australian dialysis nurses by the HOME network found that: 
 Only 38% felt that 100% of those who would go home were encouraged to do so 
 84% of strategies to support home choices were related to improving education 
 80% would like to know more about home dialysis 

A study of literature determined that: 
 Informed consumers are more likely to choose home dialysis3 
 Patient adherence to therapy and quality of life are better with an informed choice.4  
 Consumers and their families or carers should receive sufficient information and 

education regarding the nature of end stage kidney disease, and the options for the 
treatment to allow them to make an informed decision about the management of 
their ESKD.5   

The project was been designed to address the education component of these identified gaps.  
A comprehensive pre-dialysis education programme was structured to enhance the delivery 
of education that promotes choice and shared decision making for the consumer; supports 
the renal nursing team to deliver education; support the option of home dialysis and provides 
gold standard evidence based tools for pre-dialysis education programmes. It aligned with 
government policy in related to the Chronic Disease Prevention Services Improvement 
Flexible Fund (CDPSIF).  

                                                        
1 Consumer Perspectives on Dialysis First National Census (2012) – Complete report www.kidney.org.au/publications 
2 Fortnum, D (2012).  Australian Survey of pre-dialysis education.  www.homedialysis.org.au 
3 Manns, B. J., Taub, K., Vanderstraeten, C., Jones, H., Mills, C., Visser, M. et al. (2005). The impact of education on 
CKD patients' plans to initiate dialysis with self-care dialysis: a randomized trial. Kidney Intl, 68, 1777-1783. 
4 Covic, A., Bammens, B., Lobbedez, T., Segall, L., Heimbürger, O., van Biesen, W. et al. (2010). Educating end-stage renal 
disease patients on dialysis modality selection. NDT Plus, 3, 225-233. 
5 Caring for Australians with Renal Impairment Guidelines, 2005. www.CARI.org.au 

http://www.kidney.org.au/publications
http://www.homedialysis.org.au/
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Addressing Government Priority Areas in the CDPSIF. 

Priority A: Prevention across the continuum enables a holistic approach including tertiary 
prevention – to prevent or delay progression to complications from the disease 

Reduction of the incidence of preventable mortality and morbidity: Consumers who 
participate in an education programme that focuses on enabling self-management are more 
likely to select home dialysis. Home haemodialysis is demonstrated to have the best health 
outcomes of all dialysis treatment modalities maximising the wellbeing and quality of life of 
individuals affected by chronic disease. The ratio for death has been calculated at 0.53 
compared to 1.0 for satellite consumers (Marshall, 2011).  This is regardless of hours on 
treatment.  Home peritoneal dialysis has better outcomes over the first year and similar 
outcomes thereafter. 

Quality of life for the individual is improved with very little need for the diet and fluid 
restrictions that compromise the life of those dialysing in-centre.  Reduced travel, increased 
return to work, improved sexuality, more family time and better sleep patterns all contribute 
to better outcomes.6  

Reducing the pressure on the health and hospital system including aged care: Pressure on 
hospital and satellite services for dialysis are immense.  Over one million separations from 
hospital each year in Australia are due to regular dialysis. (AIHW, 2010).  Formal education 
focusing on home modalities compared to standard pre-dialysis education has demonstrated 
a significant increase in intent to commence home dialysis, 82% v 50%.7  

Comprehensive education programmes also deliver information about the option of 
supportive care.  This allows timely withdrawal from dialysis or possible non-commencement 
of a costly treatment with a concurrent high burden of treatment related limitations.   

Reducing the overall cost of the increasing burden of dialysis: Home based dialysis is the 
cheapest dialysis modality. An Australia-wide increase in the percentage of people on home 
therapies to that currently achieved in NSW has been modelled to save between $378 and 
$430 million in the current decade.8  

Priority D: Self-management enabling people with chronic diseases to engage in activities 
that protect and promote health, monitoring, managing symptoms and signs of illness on 
functioning, emotions and interpersonal relationships, and adhering to treatment regimes. 

Home dialysis is proven to promote self-care with less reliance on the health-care team.  In 
contrast satellite dialysis involves three, six hour hospital appointments per week, for a 
treatment that is supported by nursing staff. 

This project supported best practice for management of RRT by promoting freedom of choice 
and the options known to have best outcomes.  The activity of providing a patient modality 
selection tool to allow active participation in modality selection, and the provision of balanced 
comprehensive pre-dialysis education promoted the selection of a self-management modality. 
Current practice was not meeting this benchmark.9  

Priority D:  This priority emphasises a person centred approach to care and decision-making 
in addressing chronic disease prevention and service improvement. 

This project focused on service improvement rather than prevention. The education packages 
for both nurses and consumers involved educational methods, strategies and formats that 
promote person-centred care and shared decision making. The individual and their significant 
others should be empowered to select the best modality option for their life. The patient 
journey will be smooth, well-informed and involvement in choices and self-management will 
contribute to all of the above outcomes.    

                                                        
6 Jaber, B.L et al on behalf of the Freedom study group.  Effect of daily hemodialysis on depressive symptoms and post 
dialysis recovery time.  AJKD Vol 56 (3), sep 2010 pp531-539 
7 Manns, B. J., Taub, K., Vanderstraeten, C., Jones, H., Mills, C., Visser, M. et al. (2005). The impact of education on CKD 
patients' plans to initiate dialysis with self-care dialysis: a randomized trial. Kidney Intl, 68, 1777-1783. 
8 Kidney Health Australia (2010). The economic impact of ESKD in Australia projections to 2020. www.kidney.org.au 
9 Morton, R. L., Howard, K., Webster, A. C., & Snelling, P. (2011). Patient INformation about Options for Treatment 
(PINOT): a prospective national study of information given to incident CKD Stage 5 patients. Nephrol Dial Transplant, 
26, 1266-1274. 
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Project Outline  
This project aimed to change education practice. In traditional models of healthcare the 
doctor prescribed to the patient the treatment that was determined to be the best for them.  
Research now advocates for best practice to be the newer model of shared decision making, 
which has the benefit of moving the focus to the patient. This requires educated, empowered 
health professionals using gold standard tools for educational and decision making support. 

Currently in most renal units when it becomes apparent an individual with CKD is progressing 
to ESKD they are referred to a pre-dialysis educator whose role is to assist with the choices 
regarding RRT.  There were many gaps in this system. The project aimed to remove limitations 
of the existing system including the following:  

 Education programmes that had a focus determined by the individual services and 
were open to personal bias.  Not all treatment options were discussed or offered.   

 Education tools that were limited, particularly visual tools, alternative language and       
pro-home dialysis tools, were from industry sources and at risk of bias. 

 A lack of use of formal structured decision making for ESKD.  
 Infrequent use of formal pathways. 
 The dialysis educators rarely being educated in methods that promote self-

management techniques which are aligned with home dialysis selection.  
 General renal staff who provide education not being cognisant with all modalities of 

RRT including the benefits of each and having capacity to provide education. 
 Limited time to develop education resources within dialysis units.  
 Late referrals to nephrologists for treatment (23% of new consumers) who did not 

receive any education about home dialysis. 

It was proposed that a high quality and centralised programme with selection tools that 
promote free choice for consumers in the method of RRT will increase appropriate modality 
choice.  The area of increase most likely to flow from the use of this package would be home 
dialysis.   

The formal objectives were: 

1. To enable a holistic approach for tertiary intervention by developing, delivering and 
evaluating a comprehensive education programme for all Australian renal health 
professionals related to RRT options and focusing on self-management options. 

2. To promote adherence to treatment regimes by developing, implementing and 
evaluating a modality selection tool, supporting patient centred decision making and 
self-management for those with RRT.  

3. To develop a comprehensive education programme for use by all Australian pre-
dialysis educators when supporting patient centred modality selection for those with 
ESKD, promoting the treatment option that minimises complications and has best 
morbidity and mortality outcomes.  

4. To allow the patient to negotiate and have equity in choice, enhancing the opportunity 
for those who would choose home dialysis to do so, and thereby accessing the 
treatment with best quality of life and the least impact on daily functioning. 
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Key Focus and Activities (Appendix 1 – Gantt chart) 
The project had three interlinking components 

 

Educating health-care professionals included: 

 E-learning health professional packages covering all aspects of dialysis with a strong 
home focus plus a package on chronic kidney disease, supportive care and self-
management/patient centred care. 

 Developing and educating about sustainable systems for renal units to obtain tools. 
 Educational roll-out including workshops, teleconferences and conference presence. 

Improve patient education materials included: 

 Development of a modality selection tool. 
 Development of power-point presentations that can be utilised by all pre-dialysis 

teams.  These presentations were designed to have a patient centred focus.   
 Evaluation of existing gaps and development of written materials for consumers, 

regarding RRT options to fill existing gaps.  
 Culturally specific tools. 

Evaluations and implementation (for all three sections) involved: 

 Upload of materials onto KHA home dialysis specific website.  
 A structured education programme for health professionals. 
 Pilot site trial of education materials.  
 Widespread education workshops with pre and post audits, involving the complete 

renal team in 2013 and 2014 (different focus) that enhance patient centred care, self-
management and shared decision-making. 

 Train the trainer sessions to key site champions regarding correct use of the new tools, 
education materials and delivery of patient centred-education and shared decision 
making. 

 Support for local policy development and adaptation by developing an educational 
pathway. 

 Post-audit of uptake of home dialysis.  
 Monthly newsletters and email network to all renal units. 

Finalising of Project  

 Feedback lead to all aspects of the comprehensive education package being updated.  
 Adaptation of additional tools that are culturally specific. 
 Tools were developed for paediatric populations. 
 Post-project survey of the consumers utilising the relevant questions in the KHA 

consumer survey 2010 (subject to ethics approval).  
 Formal evaluation as a report linking back to initial plans and objectives.  
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Project Staff, Reporting Structures 

 

Project Manager- Debbie Fortnum  

Debbie is a senior RN (holds a Masters of  
International Health Management). Her key  
responsibilities were project management,  
budget control, needs analysis, workshop facilitation,  
material development and project evaluation. 

 Reporting directly to KHA Medical Director,  
Tim Mathew and CEO, Anne Wilson. 

 The Medical Director and the CEO  
report to the board of KHA 

 

Project Officer- Kirren Grennan 

Kirren is an RN (holds a Masters of Nursing) who was recruited for year 2 and 3 of the project. 
Her key responsibilities were the roll out of the educational materials via the health 
professional network and final project evaluation. 

Administration Officer- Katrina Fromson 

Katrina worked full-time for year 1 and then reduced to one day weekly. Her key roles were 
administration support, education material development and workshop planning.  

KHA general support 

Finance management, medical writing, human resources and information technology aspects 
of the project were met by internal staff of KHA. Weekly to monthly meetings were held to 
monitor the progress of the project. 

Collaborative parties:  

 HOME network – a group of professional nurses who contributed intellectual support 
for the material in the education programme 

 HOME First – a Victorian state project who co-developed the home dialysis online 
learning package 

 Nephrology Educators Network – Professional nurses organisation who collaborated 
for development and hosting of the online learning packages.  

 Renal Resource Centre – An existing source of renal education in NSW 

 

Timeline 
 The project operated from detailed GANTT charts and structured project charters and 
documentation.  
 

 Appendix1: Overarching GANTT chart 
 Appendix 2: Sample project charter 

 
The project was delivered on time (+/- 2 months as predicted).  All major milestones were 
achieved although slight variation was used for project roll-out once potential techniques to 
achieve this goal were assessed. 

  

Project 
 Director TM 

Project 
Manager DF 

Project 
Coordinator KG 

Collaborative 
parties 
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Educating Health-care Professionals 

Rationale behind the education 
One key aim of the project was to ensure that all consumers were educated and supported to 
make shared decisions about their treatment choices. It is however impossible to change 
practice without upskilling the health-care professionals workforce about the project material 
and the evolving theory changes. For example the concept of ‘informed consent’ as best 
practice is now being enhanced by Shared Decision Making (SDM). SDM aims to create open 
communication between the health professional, a clinical expert and the patient, an expert 
in their own life and needs. It removes the temptation for health professionals to make the 
decision when they are not an expert about the consumers’ life.10  Tools such as patient 
Decision Aids promote this practice in the educational setting.  
 
To achieve this change in practice health professionals required information on the benefits 
of SDM and the skills necessary to promote a SDM practice. It was proposed that by ensuring 
health professionals were provided with, and educated about a range of tools and information 
with a focus on choice and all dialysis options, this would in turn promote greater patient 
choice and outcomes.  

Identified areas for health professional education were; chronic kidney disease, self-
management, shared decision making and home dialysis. Key themes such as self-
management, informed decision making and collaborative practice continued to influence the 
workshops and education delivery. The rollout of the project targeted all Australian sites 
known to offer patient treatment option education. It included information regarding new 
resources, gold standard education practice and shared decision making principles.  

Education methods 

The roll-out strategy was determined as multipronged with workshops for health professionals 
being a primary strategy.  

It has included: 

 Workshops 
 Webinars and teleconference 
 Online learning 
 Newsletters 
 New Website 
 Written information about use of decision aids 

This model also advocates for good education tools in order for the clinician to share the 
valuable clinical information that they hold. 
 
Kidney disease education pathway guideline 201511 
This document was a collaboration with the HOME Network. The scope is to provide an 
overview of the education needs of those with chronic kidney disease throughout the 
continuum from initial diagnosis to end of life. This document can be used to inform local 
pathway development and review of models of care. It outlines important information and 
models with supporting evidence. The goal for patient education is to support timely and 
effective renal replacement therapy, dialysis starts with functional access and a timely and 
smooth transition between modalities. 
 
The underpinning principles include comprehensive patient education and decision-making 
that incorporates shared decision-making for all aspects of care.  

                                                        
10 Barry, M. & Edgman-Levitan, S (2012).  Shared Decision making – pinnacle of patient centred care.  
The New England Journal of Medicine Mar 1:366(9), 780-781 
11 Fortnum, D, Brown, B., Maguire, A., Smolonogov, T., Chow, J. & Jeffries, J. (2015). Kidney Disease 
Education Pathway Guidelines 2014. Available at http://thehomenetwork.weebly.com 
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Webinar: 
 
In 2013 a national webinar was hosted to launch the ‘My Kidneys My Choice’ Decision Aid tool 
to renal health professionals, particularly those delivering ESKD treatment option education.  
In total 147 sites joined the webinar with many sites having multiple staff participate.  

 

Workshops:   
 
During 2013 and 2014 the ESKD project team hosted more than 25 half day workshops for 
health professionals across the country. In addition, the project team were invited to present 
at three other special interest group meetings (e.g.: NP group, SIG (PD) meeting).  
 
The 2013 workshops focused on ESKD education and the project rollout, launching a range of 
free health professional and patient tools and materials. The 2014 workshops promoted the 
importance of concepts such as Shared Decision Making. 
 

 
2013 ESKD Education Project 
Workshops 
 
2014 ESKD Education Project 
Workshops 

 
 
 
 
 
 
 

 
 
 

 
 

Teleconferences: 
 
For those health professionals that were unable to attend a face to face workshop, an ESKD 
project pack containing the workshops presentations and the suite of ESKD resources were 
mailed out, accompanied by a teleconference from a project team member. 
 
A combined total of 413 participants received educational presentations at a workshop or by 
teleconference across the country.   
 
A final feedback teleconference was held in June 2015 to share the results of the decision aid 
evaluation and this information was shared with 55 health professionals. 
 

  



13 
 

Online packages: 
 
A collaboration with the nephrology educator’s network (sub-committee of 
the Renal Society of Australia) led to the development and shared hosting 
of a number of online learning packages for health professionals. These 
packages feature videos, interactive learning, audio, multiple images and 
all finish with an assessment process.  

 
 
Chronic Kidney Disease: This package journeys through the progression  
of Chronic Kidney Disease, from being at risk to finally requiring 
treatment. 6hrs Continuing Professional Development hours 
(CPD) accredited. 210 health care professionals have completed. 
 
Supportive care: This package covers all aspects of supportive 
care, with links to many amazing national resources related to this 
topic. It is designed to be a practical guide for all health-care 
professionals who care for those with ESKD. 4hrs CPD accredited. 
113 health care professionals have completed package. 

 
 

Self-management: The benefits of self-management, techniques 
on how to promote self-management to consumers and 
motivating behaviour changes in order to educate and improve 
health outcomes. 4hrs CPD accredited. 74 health care 
professionals have completed package. 
 
 
Home dialysis (collaboration with Home first - Victoria) provides a fun package for health 
professionals focusing on all modalities of home dialysis and the associated advantages. 
Features patient stories, DVDs and cartoons to appeal to generation Y / Z. 

 
All packages are accessible via www.homedialysis.org.au or at www.nen.modle.org.au with 
the access code KHA1234! 

 
Newsletters: 
Every month two targeted newsletters (Pre Dialysis Education Newsletter and Home Dialysis 
Newsletter) are emailed out to renal health professionals across the country. The numbers of 
subscribers has significantly grown over the project duration. It is now estimated that the 
newsletter reach in excess of approximately 1,000 health professionals. In addition to the 
newsletters being emailed out, newsletters are also uploaded onto the home dialysis website. 
Previous editions of the newsletter can be found in the archived section of the website. 

  
  

http://www.homedialysis.org.au/
http://www.nen.modle.org.au/
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Evaluation of Health-care Professional Education 
 
Pre and post workshop surveys  
Workshop surveys were administered in 2013/2014 to measure participant’s current 
knowledge levels and openness to SDM and the decision aid tool for ESKD treatment 
options. The key findings were: 

 Increased participant knowledge post workshop.  
 Intended uptake of project roll out resources.  
 98% of attendees found the workshops to be ‘very useful’. 
 Participants were mainly nursing staff with some allied health, government, and 

industry professionals also attending. 
 Over 80% of participants would/are using the Home Dialysis website, post workshop. 
 Many participants expressed the value of the workshops providing an opportunity to 

network, share experiences/resources and collaborate between units. 

Graph 1: Knowledge about KHA and associated services 

 

Graph 2: Additional staff willing to regularly use educational tools post workshop 
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Online survey 
In 2013 an online national survey targeted towards the decision aid was distributed to health 
professionals that deliver treatment option education. This was repeated in 2014 to allow 
further evaluation of educational tools/material uptake. The key findings were:  
 

 Staff in many units only offer a limited number of education tools  
(this may reflect the patient demographic they are catering to). 

 KHA education tools are the most commonly used education supports. 
 Uptake of new materials has surpassed use of previously available materials. 

 

Graph 3: Utilisation of various education materials by renal units 
(Key: Kidney Health Australia/ other sources) 

 
 
Both evaluation strategies (workshops and online surveys) indicated that acceptance of SDM 
and decision aids by health professionals was high and is increasing. The 2013 survey yields 
positive results to support the uptake of both SDM and decision aids. It also supports positive 
uptake of the new ESKD education tools developed by KHA during this project. A multi-
pronged approach to education has engaged health professionals to begin changing their 
practice.  
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Website 
 
In 2012 a central website was developed where consumers (including consumers, carers, 
health professionals and general public) can access up-to-date information on all types of 
treatment options but with a focus on home dialysis and including supportive care. The 
website was developed to be visually appealing and interactive and has regular updates. 
 

 Free downloadable resources such as photo info sheets that can be printed by renal 
sites and used during patient education. 

 Education options such as post graduate studies and online learning packages. 
 Research, reports and journals. 
 Newsletters including Home Updates. 
 Water treatment, technology and environmental information. 
 Links to upcoming conferences. 
 Interactive and downloadable version of the patient decision aid tool.  
 Clinic finder function,. 
 Free DVDs with supporting artwork available to down load and reproduce.,  

 
The website was promoted to health professionals at any point of contact e.g. workshops, and 
conferences. Home Dialysis website business card were developed for distribution to 
consumers.  The cost of producing business cards directing traffic to the website is both 
financially sustainable and ensure that consumers are receiving up-to-date resources as the 
website is regularly managed and updated. 
 

 
Website: www.homedialysis.org.au 
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Conference presentations/posters 
 
Conference presentations and posters have been a key component of ‘spreading the word’ 
and developing networks. Attendance has included all the key Australian renal conferences  
1. Australian New Zealand Society of Nephrologists (ANZSN) 2. Renal Society of Australasia 
(RSA) 3.  Home Dialysis Advisory Committee (Home Dialysis) 4. Nephrology Educators Network 
Conference (NEN).  
 
2012:  
RSA (Sydney) -   Poster: Pre dialysis education – An Australian Survey.  
 
2013:  
RSA (Hobart)  Plenary presentation: Pre Dialysis Education, Creating an even 

playing field 
Poster: Pre dialysis education – An Australian Survey 
Poster: Home Dialysis Services, What Does Australia Offer? 

ANZSN (Sydney)  Presentation: ESKD, Supporting the treatment option decision 
making process 

NEN (Brisbane) Presentation: Pre-Dialysis Education - Creating an Even Playing Field 
 
2014:  
Home Dialysis (Melb)  Presentation: Implementing Shared Decision Making to increase 

uptake of Home Dialysis  
Poster: Collaborative Education; working towards improved patient 
treatment choices 

RSA (Melbourne)  Presentation: My Kidneys My Choice, Implementation into practice 
(Best scientific presentation award) 
Poster: Collaborative Education; working towards patient focused, 
shared decision making  

ANZSN (Melbourne) Presentation: My Kidneys My Choice Decision Aid, Implementation    
into Practice. 
Poster: End Stage Kidney Disease, What are consumers’ early 
knowledge levels and priorities?  

ISPD (Madrid)  Poster: ‘My Kidneys My Choice’ Decision Aid Implementation into 
Practice 

2015:  
NEN (Sydney)  Presentation: Shared Decision Making, a change in practice. 

 

Publications/Reports  
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Patient Education Tools 

Introduction and needs analysis 
KHA offered written facts sheet, the main website and one text. Information gained from 
health professional surveys and consumers informed the development of additional materials 
to appeal to a wider demographic and including cultural needs. As the project progressed 
feedback at workshops informed further tool development.  

 

Website 
The home dialysis website also includes 
information that specifically targets consumers. 
The website covers all aspects from choosing a 
treatment type through to support once on a 
particular treatment.  
 
In this section of the website there is a ‘Kids’ 
section, you tube clips, short educational DVDs, 
an interactive patient Decision Aid tool ‘My 
Kidneys My Choice’, financial support 
information, a clinic finder function, mind and 
spirit resources, information about holidays on 
dialysis, and much more. 

 

Website chat forum:  
 
Home Dialysis Connect is a free online chat form for people to share and discuss experiences 
relating to ESKD and dialysis. The forum is a self-sign up, password protected forum whereby 
all posts are moderated. There is a wide range of topics 
listed on the forum including information about travel 
on dialysis, healthy living, finance and much more. 

 
 141 Members 
 31 Topics 
 89 Posts 
 1407 views in some topics 

 

Usage of the website 
The website had 44,944 individual users totaling 56, 949 sessions and 114, 492 page views. 
21% of visitors were returning visitors. 
 
Graph 4. Home Dialysis website Individual sessions per month 
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Photo information sheets:  
 
Following feedback from health professionals across Australia, there 
was strong agreement that the creation of simple photo sheets 
would be a helpful to support ESKD education in the renal setting. A 
range of simple photo sheets (1 page with minimal wording) were 
designed with both peritoneal dialysis and haemodialysis having 
three separate pages.  The photo sheets cover the entire range of 
ESKD treatment options.  
 
Photo sheets were distributed at the health professional workshops 
and are uploaded on the KHA main website. 
 
These simple, pictorial educational tools have proven to be very popular with health 
professionals, some units opting to print in A3 size for display and are now being widely used 
throughout the country.  

 

Indigenous photo information sheets:  
 
In collaboration with Northern Territory, KHA developed a further 
suite of photo sheets with an indigenous focus. The photo sheets 
were reviewed by a national network. The series includes; 

 Getting Knowledge  
 Peritoneal Dialysis  
 Haemodialysis 
 Transplant  
 Conservative care. 

 

 
Translated fact sheets:  
A number of standard KHA fact sheets were 
compressed and then translated. 

 19 languages 
 Two posters and up to 7 fact sheets in 

each 
 

For ease a summary of available fact sheets 

was developed and distributed. 
 

DVDs:  
Three DVDs have been made and/or distributed as 
part of this project.  
 

 Home Peritoneal Dialysis 
 Home Haemodialysis (Collaboration with 

Princess Alexandra) 
 Kids on dialysis 
 

All DVDs are segmented and available either as 
downloadable components on the KHA websites. They have also been widely distributed as 
hard copies and with permission renal units can create copies.  
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Home Dialysis Booklet:  
An introduction to home dialysis booklet’ was 
designed in collaboration with the renal resource 
centre. It gives the real life experience of having 
dialysis at home and focuses on lifestyle impact of 
treatment.  
 
About 7000 home dialysis booklets have been 
distributed across the country with many sites 
reporting that this resource became a 
component of their units standardized education 
delivery. 

 
 

Patient power-point presentations:  
A range of educational patient power-point presentations were created for health 
professionals to use during education opportunities. The suite of power-points included CKD, 
ESKD, PD, HD, Transplant and Supportive Care.  
 
The power-point presentations were designed to be adaptable by the units, therefore offering 
a tailored approach to their educational needs. The power-points presentations contained 
practical information about each treatment option with a focus on lifestyle and a patient 
centered approach. The information was complimented by many ‘real consumers’ and aimed 
to be very pictorial in nature. 
  
The presentations were provided to health professionals free of charge, on a USB pen which 
could be copied easily onto the renal unit desktop computer. The USB pens were distributed 
to participants at the KHA workshops. The presentations are also available for download from 
the home dialysis website. 
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Living with Kidney Failure Book, 8th Ed:  
This spiral bound book for people living with kidney failure provides 
details from CKD through to ESKD and all treatment options plus 
healthy living tips for consumers, their families and carers.  In 2014 it 
was redesigned with content review by an outside committee but 
also informed by the direction of patient information within the ESKD 
project. New inclusions are information from the project education 
tools and on the principles of decision making. Through the project a 
number of copies were made freely available to renal units.  
 
420 copies of living with kidney failure have been requested directly 
from KHA and provided by mail out to consumers in the last 12 
months. 
 

Summary Patient education tools 
There is now a range of treatment option education materials available from KHA that 
includes: 
 

 Single page Photo information sheets (standard and indigenous) 
 Word based 2-4 page  fact sheets (both new and adapted) 
 Seven translated word based fact sheets in up to 17 languages 
 Home Dialysis booklet 
 Living with Kidney Failure bound booklet 
 DVD - Home Haemodialysis 
 DVD – Home Peritoneal Dialysis 
 DVD – Kids with Kidney disease 
 Comprehensive website information (with website business cards) 
 Power-point presentations for use by staff 

 
Most of these tools were developed in 2013 with collaborative multidisciplinary input or 
partnerships. Updates have been complete in 2015. 
 
Final tools mail-out 
The entire set of tools as discussed above form the base of the KHA patient ESKD education 
materials in conjunction with the Decision Aid (next section). These tools are being widely 
used around Australia. All units have been mailed the latest up-to-date resources during the 
final month of the project.  
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My Kidneys My Choice 
Decision Aid 
 

Enhancing Decision Making  

For consumers with chronic kidney disease (CKD) who 
are progressing to end-stage kidney disease (ESKD) a 
decision of whether to undertake dialysis or 
conservative care is a critical component of the patient 
journey. Shared-decision making for complex decisions 
such as this can be enhanced by a decision aid, a 
practice which is well utilized in other disciplines but 
limited for nephrology. 

The project manager worked with a multidisciplinary 
team in Australia and New Zealand (ANZ) that utilized 
current decision making theory and best practice to 
develop the ‘My Kidneys, My Choice a decision aid for 
the treatment of kidney disease’.  

A patient-centered, five-sectioned tool is now 
complete and freely available to all ANZ units to 
support the ESKD education and decision making 
process. Priority is given to the person’s lifestyle and 
priorities prior to informing them about their 
treatment options.  

Distribution and education has occurred across 
Australia within the ESKD education project and first 
phase evaluation of the decision aid in practice is 
now complete.  

This tool is proving its potential to change education 
practice and empower consumers within a shared 
decision making framework. 

In 2014 an opportunity arose to have the 
decision aid converted into a digital format. 
This is now available from the home dialysis 
website. 

The health professional guide is password 
protected. 
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Evaluation Health Care Professionals 
 
Implementing tools such as a decision aid which requires a 
change to practice required education for the health professional 
teams and this was a key focus of the workshops and webinar.   
 
In 2013, the workshops and webinar introduced the health 
professionals to the decision aid.  In 2014, more theory was 
provided to support utilization in practice.  
 
In an online survey 43 health professionals found the decision aid 
a useful adjunct to education for many consumers. It was rated as 
3.2 out of 4 for supporting decision making, 3.1 for assisting 
decision making and 2.9 for understanding the consumers. 

 
Graph 5: Health Professionals rating of the decision aid 
 

 
Uptake of the decision aid into practice was highest in those who had multiple episodes/types 
of education related to the decision aid and shared decision making.  
 
Barriers to implementation were mainly related to limitations on the education practice of the 
unit such as time available for health professionals to educate. A number of units also did not 
have access to printing. 89% of those not using the decision aid had intent to use it in the 
future once barriers were overcome. The limits of a ‘one tool fits all’ decision aid were 
acknowledged. 
 
It will require ongoing education to health professionals to ensure that the decision aid and 
shared decision making grow as part of patient-centred practice in Australia.  
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Evaluation Consumer  
 
In 2014, 97 consumers were enrolled from 4 sites: New South Wales (NSW), Victoria (Vic), West 
Australia (WA) & Queensland (QLD) to evaluate the decision aid. 97 completed a pre-use 
survey and 77 completed a post-use survey.  
 
Knowledge levels 
One aim of the decision aid was to ensure that those with ESKD knew about all of their RRT 
treatment options. The options were continuous ambulatory peritoneal dialysis (CAPD), 
automated peritoneal dialysis (APD), home haemodialysis (HHD), centre-based haemodialysis 
(CBD), transplant (Tx) and conservative care (CC). The increase in knowledge about all options 
for treatment was significant for all modalities (p=<0.01). More importantly it was similar across 
treatment options. 
 
Graph 6: Knowledge scores (out of 4) pre and post use of the decision aid 
 

 
 
Usability and acceptability 
Another important assessment was the usability and acceptability of the decision aid 
including assessment of each session. Approval was consistently high.  

 
Graph 7: Consumer scores for acceptability of the decision aid 
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Use of treatment options grid 1 (all treatments) 4.77 0.65 

Support for decision making 4.76 0.62 

Easy to follow 4.65 0.66 
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Treatment choices 
A final goal was to ensure that those with ESKD preferentially selected a home dialysis 
treatment option. The lowest score indicates the preferred option as consumers selected as 
number 1 their preferred option. 69% selected a home dialysis option as their first preference.  

 
Graph 8: Patient preferences for treatment options (score 1 is preferred and 6 is least 
preferred) 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Summary 
In summary, the decision aid has already become a tool that is used by many renal nurses as 
part of the education process.  It is fulfilling its original purpose. Both staff acceptance and 
patient acceptance are high.  
 
This tool will be reviewed by KHA to ensure it remains up-to-date and further decision making 
support tools are planned that can further enhance renal decision making practice. 
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Project Evaluation 
Key Performance Indicators 
 
At commencement of the project five key performance indicators were defined that would 
indicate project success.  

 The percentage of consumers reporting an informed choice in modality options has 
increased, from the current 51% to 90%, of consumers commencing dialysis annually. 

 The percentage of consumers starting RRT with a selection tool has increased from 
10% to 50%.  

 All renal units are using a comprehensive RRT education package, with 70% using the 
new package.  (It is acknowledged that any sites that have a current system that is 
effective may have minimal change and partial uptake of the new package). 

 The percentage of individuals commencing RRT on home dialysis has increased by 5% 
nationally. 

 All educated renal nurses support patient choice and comprehend the benefits of 
home dialysis. 
 

A consumer perspectives survey which was administered in 2014 to 20% of renal units 
nationally provides some data related to these KPI’s. The survey consisted of 39 multi-choice 
questions related to education, decision-making and support. 992 responses have been 
received, representing nearly 10% of the current dialysis population.  
 
The preliminary data analysis shows an increase in those newer to therapy knowing about 
peritoneal dialysis options compared to those who started 5-10 years ago. Interestingly, self-
reporting of knowledge about transplantation appears to have decreased whilst stability is 
seen in being educated about home haemodialysis.  Satisfaction with current dialysis modality 
is high.  
 
Graph 9: Percentage of people receiving education about each option by years since starting 
treatment  
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Positively, 48% of consumers who responded and have started dialysis in the last year are on 
a home dialysis modality compared to 30% of those on dialysis for over 5 years. This links with 
the findings in the preferred treatment choices of those who engaged with the decision aid. 
Home dialysis rates decrease over time for those on dialysis responding to this survey but 
caution is recommended in interpreting the reasons for this.  
 
Graph 10: Years since starting treatment compared to current treatment   
 

 
 
Incident rates peritoneal dialysis 
The incident rates indicate the first treatment undertaken of consumers. Unfortunately the 
only data available is for Dec 2013, 18 months into the project. Positively at this point there was 
an upward trend in peritoneal dialysis rates (combined CAPD and APD) and certainly an arrest 
of the downward trend. The data does not provide information on the incidence of HHD 
compared to centre-based dialysis but a rising prevalence in most states (except NSW) could 
indicate a higher incidence. 
 
Graph 11: The incident rates of peritoneal dialysis and haemodialysis from 2009-2013 
 

 
 
 

 
  

45.9
37.4

30.7

52.9
62.1

67.8

0

10

20

30

40

50

60

70

80

90

100

< 1year 1-5 years 6-10 years

Home Centrebased

0

10

20

30

40

50

60

70

80

90

2009 2010 2011 2012 2013

PD HD



28 
 

Home dialysis prevalence rates 
The national reporting for home dialysis rates is only complete to December 2013. Positively 
the trend is towards increasing home dialysis rates in most states, although NSW who 
traditionally have had higher rates have experienced a decrease in their rates, heavily 
influencing the national average.  There is definitely a narrower range between states 
compared to 2010, with the lowest rate (excluding NT whose population have different 
influences) increasing from 18.1% to 20.8% indicating a levelling of equity in access. Victoria 
and Queensland have made the biggest gains. The anecdotal momentum towards home is 
evident in most state reports and current committees/projects. 
 
Graph 12: Home dialysis percentage rates by state from 2010-2013 
 

 
 
Graph 13: Home dialysis percentage rates showing different modalities, Dec 2013 
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Upskilling of staff and implementation of packages 
The workshop feedback evaluations and decision aid survey feedback indicates that the staff 
related KPIs have been achieved. 
 
Consumer Perspective Survey 2015 
A complete report will be available at the end of July once late respondents have been added 
to the preliminary data. These graphs represent the 992 responses received to date. 
Demographics are similar to the entire Australian population.  
 
Satisfaction with location of dialysis 
94% of people were satisfied with their current location for dialysis.  
 
Graph 14: Satisfaction with current modality of dialysis based on location. 

 
Education details 
For those reporting starting dialysis in the last year specialist nurses were involved in 64% of 
the education compared to 49% of those starting over 5 years ago. This is also reflected in the 
fact that this group were also associated in 27% of patient’s decision making about treatment 
options compared to 20% previously. Other key health professionals continue to be involved 
in education at similar rates. 20% of respondents reported that they had used the decision aid 
during education.  
 
There is a 100% increase in usage of websites, 20% for written materials, and 200% increase in 
DVD usage. There has been a 43% reduction in consumers reporting they were not educated 
about treatment options prior to starting treatment. 
 
Graph 15: Types of education received by time on dialysis 
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Hours of education 
The 2011 consumer’s survey found that 47% reported receiving less than one hour of 
education.  A similar figure was found in this survey for that era but has decreased to 43% for 
those receiving education in the last year. Interestingly the group receiving 1-2 hours has 
decreased by 6% over time but the group receiving 2-3 hours has increased by 9% indicating 
a push towards longer hours of education, a factor known to increase uptake of home dialysis.  
 
Graph 16: Hours of education compared to time on dialysis 

 

 
 
Summary of KPI evaluation 
The ESKD education programme has impacted positively on all KPIs that were predicted to 
demonstrate success of the programme. Delays in national data collection mean that this data 
is not complete for 2014/2015 but the signs are positive.  
 
Those with ESKD are more likely to start on a home dialysis modality (incident PD rates are 
higher), to have received longer and more varied education (material utilisation is higher) and 
to know about more of their home treatment options.  
 
Nurse health professionals are using more KHA tools than other education tools and are 
engaging positively with the decision aid.  
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Future Directions 
 
Change management requires many years of consolidation. This three year project has been 
able to develop a suite of education materials that inform consumers about all of their options 
and also broaden the education strategies being used. Health professionals are more aware 
of home dialysis options and the tools available for use. Decision aids and shared decision 
making are now part of education practice but are not yet firmly embedded across the country. 
Nurses are leading the change but other health professionals also need to change practice.  
 
Future needs are: 

 Ongoing health professional education regarding the theory of good education 
practice and shared decision making. 

 Ongoing review, research and updates to decision aid tools. 
 DVDs about treatment options for alternative cultures. 
 Technology driven education tools to maximize use of iPads and modern phone 

technology 
 Research that fills gaps in understanding how those with ESKD learn and the depth 

of their understanding of options 
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Appendix 2: Sample project charter 
 

Project name:  Chronic Kidney Disease (CKD)/ end-stage kidney disease – 
national pathway 

Background 
To determine an evidence based care pathway for those with diagnosed chronic kidney disease stages 3-5 

Start date: 1st Dec 2013 Finish date: 31/12 2014 
Project budget (Details on project budget worksheet) 
Estimated cost: $15 000 Budget: $10 000 (funded KHA staff time) 

$5000 – Design, development, printing and 
distribution 

Project objectives (SMART - Specific, Measurable, Achievable, Realistic, Timely) 
Objective Importance Benefit Measurement 
Develop a simple evidence based 
pathway outline that can be used by 
many jurisdictions and adapted within 
the constraints of their service delivery 

High The tool will be usable 
by multiple sites 

Tool available and in use 

Complete an evaluation of existing 

pathways/models of care for CKD/ESKD 

High Pathway will reflect 
existing work in this area 

Evaluation summary 
complete 

Complete a literature evaluation 

regarding best practice care for those 

with stage 3 – 5 CKD from diagnosis to 

death 

High Pathway will be evidence 
based 

Literature evaluation 
complete 

Engage renal and consumer experts for 
development, intellectual content and 
review 

High The tools will be 
developed by stake 
holders and will be of 
high quality and relevant 

Tool is user friendly and 
relevant 

Determine collaborative working groups 
where similar goals exist 

Medium Within Australia all 
developed tools will 
operate with similar 
principles 

All education tools are 
aligned in content 

Distribute the pathway to all relevant 
stakeholders 

Medium All stakeholders will 
benefit from use of this 
tool 

100% of renal units are 
aware of the availability of 
the tool 

 
Project scope  
In scope (who, what, where will be included) Out of scope (who, what, where won’t 

be included) 
CKD stages 3-5 CKD stages 1-2 
Summary document as a PDF printable.  References and 
supporting evidence as separate document. 

Electronic media 

 Best practice use and timing of Pre-end stage education, PD, 
HHD, HD, Conservative and Transplant care 

Funding costs for care detailed by pathway 

Adults and paediatrics Extensive document with detailed explanation 
Culturally relevant content  

Project approach:  Milestones and deliverables (Detail on project workplan) 
Milestone (start-up, planning, managing, delivering, closing, 
evaluation) 

Target date 

Engagement of executive Health professional working group December 2013 
Engagement with collaborative parties and consumers February 2014 
Consumer forum March 2014 
Literature review and summary March 2014 
Existing model review and summary March 2014 
Determine format and structure May 2014 
Develop actual evidence based content August 2014 
Stakeholder review October 2014 
Finalise visual appearance of content November 2014 
Distribution December 2014 
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Deliverables/ Outputs (actual documents or products) Authority/ Sign-Off 
Literature review Debbie & Home Network 
Model review Debbie & Home Network 
Pathway Home Network, Consumer committee and 

HDAC 
Final product Debbie and Home Network 

Dependencies, assumptions, and constraints 
Project dependencies Detail 
Funding Secured via predialysis education grant but project will be enhanced by 

additional funding 
Develop Partnership Ideally partnership with Home Network and Home Dialysis Advisory 

Committee 
Intellect Development Support Home Network and consumer representatives 

Project assumptions Detail 
Funding Commonwealth funding will continue as detailed.  

Project constraints Detail 
Time Staff from Home Network, HDAC have limited time available 

Risk management (Detail on project workplan – optional use that document in place of 
this page) 
Risk description Impact Likelihood Mitigation 

Anticipated Partnerships with 
HOME Network and HDAC not 
secured 

Medium Low Engage other partners 
for development  

Delay in development of 
educational content 

Medium Possible – particularly if 
additional funded staff time not 
available 

Timeline for national 
rollout will be delayed 

Stakeholder evaluation of 
pathway is negative 

Low Possible but will be ameliorated 
by stakeholder involvement 

Amend content to be 
more user friendly 

Target audience not interested 
in pathway 

Medium Possible Develop marketing 
strategy based on 
research 

Project governance 
Project manager: Debbie Fortnum 
Project sponsor: KHA, Home Network and Home Dialysis Advisory Committee 
Steering committee (represent as many stakeholder groups as practical) 
Name: Relationship to project: Contact 

phone/email 
Anne Maguire Expert.  ACT Nurse manager  
Josephine Chow Expert clinician – SSWAHS executive 

manager.  Chair HOME Network 
 

Bridget Brown Renal Educator Tasmania  
Tatiana Smolonogov Renal Educator Bankstown  
Monica Kalim Consumer  
Project team [Ensure you discuss and obtain agreement from their respective departments/organisations.] 
Name/ Role Specialist skills/ Relationship to 

project  
Expected 
time 
commitment 
and when  

HOME Network  Nurse and allied health 
Intellectual Contribution 

Content 
Development 

KHA Consumer committee members Consumer viewpoint  As Needed 
Katrina Fromson Administration Support 2 hours a 

week 
Home Dialysis Advisory Committee Medical and Allied health 

Intellectual contribution and 
review 

As needed 

Victorian Pathway project groups Similar project and anticipated 
collaboration 

As needed 

Additional administration time Computer skills 6 hours per 
week during 
development 



3 
 

Project stakeholders [Internal and external stakeholders impacted by the project, have important information, or are decision makers.] 
Name of stakeholder or group Relationship to project 

Renal executive groups Users of pathways 
Nephrologists/Doctors Users and of pathways and policy developers 

Senior Renal Nurses Input and review of pathway 

Renal consumers Recipients of care according to pathway 

 
Project communication plan 
- Weekly- monthly meeting as needed 
- Chair- Debbie Fortnum 

Quality control 
Project Manager- Debbie Fortnum 
Tim Mathew- Medical Director KHA 
Josephine Chow- HOME Network Chair 
Review and acceptance 
This document forms the baseline for the project.  Any changes to the project must be 
approved by the project sponsor.   
Project sponsor signature: Project sponsor name: Date 
 
 

  

Project manager signature: Project Manager name: Date 
 
 

  

 

 


