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Introduction / President’s Message

Last year 2019 was an eventful year for EDTNA/ERCA. Looking back to our key strategies for the year, | am pleased to report progress
on a number of points. | am grateful for all the hard work and support of all our volunteers in ensuring that so many projects and
initiatives have materialised.

The EDTNA/ERCA Educational Programme is characterized by a mixture of lectures, case study work in Groups/Research Group,
discussion in seminars, courses and Conferences. Development of Publications and Applications sometimes are challenging from
different perspectives. Some are highly demanding from theoretical point of view while others are challenging from a practical point
of view. In many projects we work in teams solving complex projects and presenting the results to different stakeholders. The
EDTNA/ERCA Educational Programme is distinguished by a strong base of knowledge, experience and skills in renal care as well as
close links to industry partners, universities and other professional associations.

We are committed to minimising the environmental impact and we have been working on the Environmental Strategy for many
years. Sustainability will be incorporated into our corporate strategies and reflected in the Association’s organizational goals, Vision
& Mission. This means making this a priority in every aspect of our Association’s organizational work. We have built up a professional
and sustainable collaboration with industry partners, universities and other professional associations to enhance the sharing of
knowledge and expertise. As global integration between Associations from different countries continues to march forward, we as a
multidisciplinary team will have to find new ways to deal with globalization. The process of interaction and integration among
healthcare professionals around the globe, sharing knowledge and experience with each other is of utmost importance.

We work to extend the global reach and reputation of EDTNA/ERCA, keeping in mind to uphold our mission: “achieving the best
level of education, standards and research for all renal care professionals caring and supporting their patients and families around
the world”. The key to success is continuity and consistency as well as the follow-up of each project to take it to the next level. The
aim of the collaboration is to reach all healthcare professionals caring for people with Chronic Kidney Disease, offering them the
chance to learn from experts and to raise the awareness of different topics which is of high importance for people with Chronic
Kidney Disease.

On the Administrative and Management side the EC decided to transfer our Association Secretariat from Sweden to Prague in
December. The process was a challenge for the Association and, at the same time, should provide many opportunities to improve
services for our Members. My special thanks to all involved for their outstanding support during the handover process. On behalf
of EDTNA/ERCA | would like to thank Anki Davidson and her team at Excellent Branding and Presentation & Branding for 4 years of
work and support in functions such as Secretariat, Marketing, Industry Relations and Conference Support.

Last but not least, | would like to take this opportunity to thank all of the Executive Committee members for their continuous
dedication and encouragement, as it has been a hard year for all of us.

Edita NoruiSiené
EDTNA/ERCA President
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New Volunteers or changing roles in 2019

EDTNA/ERCA is very proud of having a pool of more than 50 Volunteers who cover the wide multidisciplinary focus of our Association. New
Volunteers and those in new positions were officially appointed at the Annual General Meeting (AGM) held at the 48th Annual International
EDTNA/ERCA Conference in Prague, Czech Republic:

Sonja Pecolar (Slovenia) - Executive Committee Member

Lynn Brown (Australia & New Zealand) - Brand Ambassador

Camila Porsbjorn de Blanck (Denmark) - Brand Ambassador

Paul Vasile (Romania) - Brand Ambassador

Debora Bonache Tur (Spain) - Brand Ambassador

Angela Dranhe (Germany) - CKD Consultant

Danijel Pripeljas (Croatia) - Brand Ambassador

Alirio Martinho Belchior (UK) - Brand Ambassador

Reem Saeed Mohammed Alhameed - (Saudi Arabia) - Brand Ambassador

o O O O O O O O O o

Chrysanthi Avrami (Greece) - Project Leader

Welcome to all and many thanks to those who have left.

During AGM, Dr John Sedgewick, EDTNA/ERCA Education Consultant (Middle East & Africa) Chair — EDTNA/ERCA Accreditation Committee, was
awarded a Lifetime Membership, which is the highest recognition of the Association, for his outstanding contribution to EDTNA/ERCA and to
the advancement of renal care.

Association’s Achievements — Publications, Activities &
Collaborations successfully completed

Our Association always strives for excellence in everything we do.
Our knowledge and experience ensure that the outcome of our
educational programmes and projects in collaboration with our
partners shows the evidence of this. Many projects consolidated
during 2019 and were extremely successful. This was achieved
thanks to the enthusiasm, creativity and inspired work of the

Association’s volunteers and the support from our industry

partners. All together they comprise the needed network to reach

Maria Cruz Casal & Anastasia Liossatou
our yearly objectives. Below is a short summary of some of them: EDTNA/ERCA Publications Coordinators

New Book: Caring for Patients with Polycystic Kidney Disease — A Guide for Nurses

»

IL This handbook has been part of a trilogy project on Polycystic Kidney Disease, Vasculitis and Lupus. It
ggﬁigr?éo@nh has been written by key opinion leaders in Europe with expertise on autosomal dominant polycystic
E%lr‘{gl’wc kidney disease (ADPKD). The aim of this handbook is to be a useful tool for daily practice, and it is

Disease addressed to nurses, and all healthcare professionals involved in the care patients with polycystic

kidney disease.
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Art of Communication- A Nurses Guide to Implementing Best Practice in Communication

Translated & printed

0
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Oral Care Guidelines for Adult Patients with CKD
Translated into: » N *
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500 Questions and Answers about Peritoneal Dialysis — A Guide to Clinical Practice

Translated into
. y »
Polish (G

500 pytan

i odpowiedzi
dotyczacych
dializy
otrzewnowej

Podrecznik
praktyki klinicznej
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Ultrasound for Vascular Access Examination — From the specialist to the nurse

Translated into »
German ILN.C
Spanish
HANDBUCH
ZUR
SONOGRAPHISCHEN
SHUNTUNTERSUCHU

Vascular Access Trilogy-Update

The second Edition of the CVC booklet was launched at our Conference in
Prague. It was distributed at the Fresenius Medical Care booth

Vascular Access Management and Care
A Nursing Best Practice Guide for Central Venous Catheter

This book is available at the
Fresenius Medical Care
booth.

Present this voucher

to get your copy

Maria Teresa Parisotto
Editor

AVF:
English, Italian, French, Spanish, Spanish (LA), Portuguese, Slovenian, Croatian, Hungarian, Russian, Turkish
New languages:

Romanian
Czech
IE%" -
AVG: ar- Krvni [ 77 Accesso
English Cocyaversi Krvozini [ Pristup Vascolare
Spanish A ") pristup : (A
(e : I
A~ &= ‘ ,
. d Acesso ! ‘
cve: Zilni { Vascular | o
English 3 - 1
Croatian J
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ELECTRONIC LIBRARY

Karen Jenkins & Lesley Bennett

CKD and Anaemia Consultants

The E-Library is and Online educational resource for Health Care Professionals, led by Karen Jenkins & Lesley Bennett. Individual papers are
written at different levels and are colour coded to help readers identify the level of information required by individuals. Each paper provides
learning outcomes at the beginning and has questions at the end so that members can check that these outcomes have been achieved.

The E-Library New paper: pat

Life changes in Peritoneal Dialysis - Educating patients for healthy transitions AT Z »
Added to that, 2 educational papers already available have been translated: '

Encapsulating Peritoneal Sclerosis

Dutch

Danish

Patient Centered Renal Care — Psychosocial Care for Patients with Renal Disease
Dutch

Slovenian

Encapsulating Peritoneal Scierosis (EPS)

K packenty orereians PRI hega- paheac
chaing cohiba £ pachence £ bedv Lo bebeen o

All are available at www.edtnaerca.org

The Association Applications- Projects -Surveys

Venous Needle Dislodgement Cannulation Devices across Europe and its Implications —
The final result of an international Survey
Updates & Improvements =

User Experience — easier navigation

Survey

Investigate common practices of Cannulation Techniques. The final —

Updates of the menu results will be presented at the Plenary Session

Next Step

Article to be published

A loint Project between EDTNA/ERCA & Redsense Medical 6 REDSE‘”.\SE A Joint Project between EDTNA/ERCA & Medtronic Medtronic

EDTNA/ERCA Sustainability Programme

The aim
The EDTNA/ERCA
Sustainability Survey

The purpose of the survey was to explore the awareness and
involvement in environmentally beneficial activities of the

EDTNA/ERCA volunteers, as leaders of the European Nephrology i August 2019
Community. 23 e
\\ /I
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Regular Publications

Newsletter

e  Translated into 21 languages

e  Distributed in 27 countries through our Brand Ambassadors
e  Distributed in 56 countries in total

e 4 editions/year

>

fgrwee  NEWSLETTER U’Iﬁi&‘:

ND EDITION | ENGLISH | APRIL, 2019 4TH EDITION | ENGLISH | NOVEMBER, 2018

1 Unuusm
Catg opee

1ST EDITION| ENGLISH | JANUARY, 201§ 3RD EDMION | ENGLISH | JULY, 2019

The Newsletter survey
In 2019 the EDTNA/ERCA Newsletter had 4 editions and was translated into 21 languages for distribution in 27 countries.

EDTNA/ERCA conducted a survey of Newsletter readers to get valuable input to improve the content of the Newsletter.
We received 155 responses from 33 countries. 28 respondents from 11 countries were not members of our association.

Questionnaire main results: _

. Most readers consider the Newsletter as useful (91%)

. Respondents think that the current schedule of the Newsletter is the right one (91%)
3 Respondents like the design (83%)

. Read the Newsletter via email (80%)

. The Newsletter meets the needs of respondents (75%)

3 Wants to get the Newsletter in their language (54%)

To make the Newsletter more modern, respondents submitted several ideas that we will try to implement in the future.

Thank you all for participating in the survey.

Maria Cruz Casal & Anna Klis

Newsletter Editors
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Journal of Renal Care

Journal of o= -

Journal of Renal Care o e A G TR STTY e
Renal Care

The Journal of Renal Care (JORC), formally the EDTNA/ERCA Journal, is the official publication of the European Dialysis and Transplant
Nursing Association/European Renal Care Association (EDTNA/ERCA). It publishes a broad range of peer-reviewed clinical, research and
educational papers for health care professionals working in kidney care.

The Journal of Renal Care has been accepted into the ISI Web of Knowledge and awarded an Impact Factor of 1.216. ranked within two
categories, ‘Nursing” and ‘Urology & Nephrology’.

A Patient Editor, Henning Sondergaard, has joined the Editorial team. The main role of the Patient Editor is to communicate the results of
important research studies published in the Journal to patients and their families. Each time an issue is published the Patient Editor will

review the published papers and select a paper of most interest to patients.

New Journal Editor

Magnus Lindberg, Associated Journal Editor took on the position as Journal Editor and replaced Professor Nicola Thomas.

Karen Nagalingam was appointed as the new Associated Journal Editor.

We would like to express our deepest appreciation to Professor Nicola Thomas for her commitment and substantial contribution as the
Editor to the success of JORC for so many years!

Highlights of 48th Annual International Conference

On behalf of the EDTNA/ERCA Scientific Programme Committee (SPC), | would like to thank everyone that joined us in Prague last September.
Our team greatly appreciated the investment and engagement of delegates in the Conference scientific programme. Health care professionals
from 34 countries submitted 212 abstracts from which 198 were accepted. All that hard work formed the content of an inclusive and dynamic
Conference. We had 53 oral presentations, 45 Short Oral Presentations and 100 e-posters.

The Conference Scientific Programme was accredited with 18 credits by the International Council of Nurses.

Opening Ceremony
Improving Patient Outcomes Through Implementation Science: An Important Goal in Renal Care
John Sedgewick (United Kingdom)

The Patient Experience
Engaging the “poorly reached” in kidney research and awareness campaigns
Neerja Jain (United Kingdom)

European Kidney Health Alliance

Improving the life of kidney disease patients throughout Europe and the EU: the European Kidney
Health Alliance

Raymond Vanholder (Belgium)

CKD & Conservative Renal Care
The Older Dialysis Patient: Issues and Concerns
Alice Hellebrand (United States)
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WORKSHOPS & ROUND TABLE SESSIONS

Workshop
Developing and Maintaining Effective Teams
John Sedgewick (United Kingdom)

Workshop

Human Factors and Patient Safety: Everybody’s Business
Lesley Bennet (United Kingdom)

Karen Jenkins (United Kingdom)

Workshop
Involving patients and family members from BAME/poor reached communities in clinical research
Neerja Jain (United Kingdom)

Workshop

Empower PD patients to Self-Care — Validate patient’s skills to perform PD
Maria Arminda Tavares (Portugal)

Workshop
An Introduction to Mindfulness Practices: Managing Stress and Anxiety
Clare McVeigh (United Kingdom)

Workshop
Uncovering the power of extra-ordinary leadership — The leadership Challenge
John Sedgewick (United Kingdom)

Workshop

Gaining EDTNA/ERCA Accreditation for your Renal Education Program — What'’s Involved
John Sedgewick (United Kingdom)

Theodora Khafkia (Germany)

Workshop - Physidia

o : 1
B Physidia

Home Haemodialysis — Getting a better quality of life for your patients
Aziz Abercane (France)

Veliana Todorova (France),

Matt Willans (United Kingdom)

Greig Johnstone United Kingdom)

Cedric Poulard, Physidia (France)

Fredrik Thibblin (Sweden)

Round Table Session — Baxter

Empower PD patients to Shared Care Doctors Perspective
Thierry Lobbedez (France)

Nurses Perspective
Gail McMullan (United Kingdom)

The Perspective of the Multidisciplinary Team
Maria Arminda Tavares (Portugal)

Gail McMullan (United Kingdom)

Aase Riemann (The Netherlands)

Kalliopi-Anna Poulia (Greece)

Mike Kelly (Belgium)

Thierry Lobbedez (France)
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COURSES
/ v AESCILAF
p ~ ACADEMY
Course

Hygiene, Infection Control and Prevention in Renal Care
Paul Challinor (United Kingdom)
Ivana Bartakova (Czech Republic)

Course
Critical states during a dialysis treatment
Michael Stern (Czech Republic)

Course
Violence & Aggression in Renal Care
Jaroslav Pekara (Czech Republic)

CORPORATE EDUCATION SESSION

Corporate Education Session — Fresenius Medical Care

The Future of Renal Nursing: Patient Centered Care in the Digital Era
Maria Teresa Parisotto (Germany)

Ivana Lupomeska (Czech Republic)

Raquel Ribeiro (Portugal)

Marjelka Trkulja (Croatia)

Niklas Best (Germany)

DOPPS SYMPOSIUM

DOPPS Clinical Symposium

D@PPS

Update from the DOPPS Programme: Centering care around patients
Anna Marti i Monros (Spain)

Michel Roden (Belgium)

Marisa Pegoraro (ltaly)

Jennie King (United Kingdom)

Lunch time symposia included:

Polish Symposium
Vaccination in haemodialyzed patients
Anna Kli$ (Poland)

Co-morbidity in haemodialyzed patients as an important aspect of nursing care
Matgorzata Liber (Poland)
Elzbieta Cepuchowicz (Poland)

Nephrological nurses and occupational exposure — how? when? why?
Aneta Trzcinska (Poland)

Greek Forum
Hypertension in Chronic Kidney Disease

Vassilios Liakopoulos (Greece)

Blood Pressure measurement — technique data
Marianna Eleftheroudi (Greece)

10
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E-POSTER AWARDS

1st Prize
Factors influencing postural balance in haemodialysis patients

Ana Lino?, A. Furtado?, H. Araujo?, H. Neves?, C. Santos?, P. Martins2, D. Almeida Marinho3, 4, H. Pereira Neiva3, 4, R. Luis3, J. Domingues3, J.
Fazendeiro Matos>, M. T. Parisotto®

INephroCare Covilhd, Fresenius Medical Care, Covilhd, Portugal; 2NephroCare Portugal, Fresenius Medical Care, Lisboa, Portugal; 3Department of
Sport Sciences, University of Beira Interior, Covilhd, Portugal; “Research Centre in Sport Sciences, Health Sciences and Human Development,
CIDESD, Covilhd, Portugal; >°NephroCare Portugal, Fresenius Medical Care, Porto, Portugal; ¢Care Value Management, Fresenius Medical Care,

Bad Homburg, Germany
Certificate of Merit
Patients with high body mass index in peritoneal dialysis program

Tiinde Vargané Szabd, S. Keresztesi, Dialysis Centre, Fresenius Medical Care, Kecskemét, Hungary

1st time Poster Presentation
Patient Safety Culture in a Haemodialysis clinic

Ana Grilo, Dialysis Nephrology and Transplant, Sidra Medicine, Doha, Qatar

MANUSCRIPT AWARDS

1st Prize

Systematic fluid assessment in haemodialysis care: Development and validation of a decision aid
Jenny Stenberg?, D. Keane?, M. Lindberg3, 4, H. Furuland?

1Department of Medical Sciences, Uppsala University Hospital, Uppsala, Sweden, 2Department of Renal Medicine, Leeds Teaching Hospitals Trust,
Leeds, United Kingdom; 3Faculty of Health and Occupational Studies, Department of Health and Caring Sciences, Gavle, Sweden, *Department of
Public Health and Caring Sciences, Uppsala University, Uppsala, Sweden

2nd Prize
Cachexia and end-stage renal disease: results from a cross-sectional analysis

Clare McKeaveney?, A. Slee?, G. Adamson3, A. Davenport?, K. Farrington?, D. Fouque®, K. Kalanter-Zadeh$, J. Mallett3, P. Maxwell”- 1, R. Mullans,
H. Noblel, D. O'Donoghue9, S. Porter10, D. S. Seres11, J. Shields7, M. Witham12, J. Reid1

1Queen's University Belfast, Belfast, United Kingdom; 2University College London, London, United Kingdom; 3UIster University, Coleraine, United
Kingdom; *Univerity of Hertfordshire, Hertfordshire, United Kingdom; >University of Lyon, Lyon, France; éUniversity of California, California, United
States; “Belfast Health and Social Care Trust, Belfast, United Kingdom; éNorthern Health and Social Care Trust, Antrim, United Kingdom;
9University of Manchester, Manchester, United Kingdom; 1°Bournemouth University, Bournemouth, United Kingdom; 1Columbia University, New

York, United Kingdom; 12NIHR Newcastle Biomedical Research Centre, Newcastle, United Kingdom

3rd Prize
Does intravascular volume status measured by inferior vena cava ultrasound correlate with bioimpedance spectroscopy?
Ulrich Steinwandel® 2, N. Gibson?, A. Towell-Barnard® J. Rippey? J. Rosman*

1School of Nursing and Midwifery, Edith Cowan University, Joondalup, Australia; 2Renal Department, Fiona Stanley Hospital, Murdoch, Australia;
3Emergency Department, Sir Charles Gairdner Hospital, Perth, Australia; “School of Medicine, Curtin University, Bentley, Australia

11
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All EDTNA/ERCA Volunteers have been crucial for the success of the Conference as they were involved in the entire process of abstract evaluation

and active participation during the Conference days. The Scientific Programme Committee would like to thank them for the continuous support.

Dr llaria de Barbieri

Scientific Programme Committee Chair

Website and Social Media Activities during 2019

The website of the EDTNA/ERCA represents the Association, its vision, mission and various activities and projects that are running in the
EDTNA/ERCA. Throughout the year we have been improving and updating the website on a regular basis by providing news from the renal care
world, various information about volunteer activities and the next EDTNA/ERCA conference. All educational materials, publications,
Accreditation Programme, applications, summary of RenalPro forum discussions and the recording of the Vascular Access webinars can be found
under the Academy section and is open to all users. All publications, educational materials and annual reports are available for all website
visitors. In the Member's Only section, Conference Abstract Book, Conference Posters, Conference Presentations and AGM minutes can be found.
Free access to articles from the Journal of Renal Care are also available for EDTNA/ERCA members.

The number of users who continuously follow our site averages from 900 to 1000 per month. Social media channels are linked with the website
in order to increase traffic to the website and improve its visibility. The most popular and used social media is Facebook. Our posts reach more
than 1000 people. Our Instagram page is also very active and the number of followers continues to increase. The activities on Twitter and LinkedIn
are ongoing.

Jane Golland

EC Link -Website & Social Media Link

CLINICAL RESEARCH & Research Group

The need of our Association to go deeper in the Nursing Clinical Practice led to the establishment of the new EDTNA/ ERCA Research Group. The
aim of the Research Group is to develop and improve Clinical Research, designed by EDTNA/ERCA. The members of the group are Dr. Helen
Noble (Chair), Dr. llaria de Barbieri (EC Link) and Veronica Strini (Data Manager). The Research Group conducted a research project on Palliative
Care in patients with Kidney Disease. AIM: To describe facilitations and barriers to providing palliative care in patients with ESKD across Europe.

Another Research project in collaboration with the Queen’s University of Belfast was: “Awareness, understanding and treatment practice

among health care professionals involved in managing cachexia in patients with End-Stage Kidney Disease”. AIM: to explore the awareness,
understanding and treatment practices of health care professionals who manage cachexia in people with renal disease.

12
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One of the most relevant results were that more than 20% of respondents stated that they didn’t know what percentage of involuntary weight
loss from baseline they consider a patient to be cachectic and need to start treatment.

The team included: Clare McKeaveney, Peter Maxwell, Joanne Reid, EDTNA/ERCA Research Group. An article based on the study was accepted
for publication in the Journal of Renal Care and results were presented at the Prague Conference.

Dr Helen Noble (Chair), Dr llaria de Barbieri (EC Link)
& Veronica Strini (Data Manager)

Brand Ambassador Programme Going Forward

The Brand Ambassador (BA) Programme has been running very successfully since 2013. We are proud to cover not only European countries such
as Belgium, Croatia, Cyprus, Czech Republic, Denmark, Germany, Greece, Israel, Italy, Lithuania, Poland, Portugal, Romania, Serbia, Slovenia,
Spain, The Netherlands, Turkey, and the United Kingdom but also to have representatives on the global level from Lebanon, Saudi Arabia, United
Arab Emirates, Australia and New Zealand. During 2019 a colleague from Ireland joined our team and now we have representatives in 23 different
countries.

The main goals of the BA programme are to enhance the relationship and link between the EDTNA/ERCA and National Associations, to have a
strong local presence in each country and support EDTNA/ERCA members on the national level. In order to provide support to the BA team and
have ongoing communication with them, a number of meetings are held during the year; 3 WebEx meetings on online format and one in-person
meeting during the Annual Conference in Prague. In spite of the difficult economic situation and tough sponsorship regulations within Europe,
BA’s have succeeded in continuing with their activities on the national level in most countries during the past year.

We are proud to highlight various activities of the BA team such as organization of educational events/seminars, presentations and booths during
national Conferences and events, and of course translation of educational materials, books, applications, news, participation in surveys and
research on behalf of the EDTNA/ERCA. Seven Country Meetings for Germany, Israel, Spain, Portugal, Lithuania, Saudi Arabia were held during
the Prague Conference. It was an opportunity for the BAs to meet their colleagues, members of EDTNA/ERCA from their countries, to promote
the Association, and to encourage and compliment nurses for their participation in the Annual Conference and presentations. Additionally, two
lunch symposiums were organized for the members from Greece and Poland. Our objective for the next year is further expansion and
development of the BA programme through encouragement and support in organizing national educational events and increasing awareness
among professionals within the nephrology community on the benefits of EDTNA/ERCA membership. We will support participation in research
and surveys within EDTNA/ERCA in order to enhance and strengthen the position of the nephrology nurse within the nephrology community in
Europe and worldwide.

We would like to thank our Brand Ambassadors for their hard work in the field of promoting activities, creating Brand awareness and bringing
knowledge and education on the international level

Jane Golland

EC Member & BA Link

Collaboration & Networking

The key to success is continuity and consistency! We have built up professional and sustainable relatinnchin and rcallaharatinn with indiictry
partners, universities and sister associations:

Partners and Projects
European Renal Association — European Dialysis and Transplant Association (ERA-EDTA) COLLABORATI‘GN S

13
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= Green Nephrology project
American Nephrology Nurses Association (ANNA)
. Joint sessions at ANNA Conference 2019 in Dallas and EDTNA/ERCA Conference 2019 in Prague
Catalan Nephrology Nurses Association (ACIN)
=  Corporate Member Agreement for National Association - Pilot project
Arbor Research (AR)
=  Dialysis Outcomes and Practice Patterns Study (DOPPS) project — DOPPS VII
Queen’s University Belfast — upcoming joint research and first study

= Awareness, understanding and treatment practices among health care professionals involved in
managing cachexia in patients with End Stage Renal Disease

Vascular Access Society (VAS)

= Educational Session in partnership at VAS Conference 2021 in Berlin

Collaborations with other Associations

EUROPEAN KIDNEY HEALTH ALLIANCE (EKHA)

AIM OF EKHA -To defend the case of the kidney patients and the nephrological community at the European Union and the European national
level. EKHA Full Members and founding members of the Alliance are:

e  ERA-EDTA: European Renal Association — European Dialysis and Transplant Association
e  EKPF: European Kidney Patients’ Federation

. EDTNA/ERCA: European Dialysis & Transplant Nurses Association/European Renal Care Association
e IFKF: International Federation of Kidney Foundations HA is member of European Chronic Disease Alliance (ECDA)

EKHA’s Leadership -The activities of EKHA are conducted under the responsibility of a Management Committee, composed of two representatives
from each full member organization and a designated chairman. From EDTNA/ERCA: Ms Edita Noruisiene, President (Lithuania) and Mr Alois

Gorke, Finances Coordinator (Germany).

EKHA aim to raise awareness of the importance of kidney health and the growing prevalence and societal burden of CKD in Europe; Influence
EU strategies for early detection and prevention which can be implemented at national level; promote harmonised standards of care throughout
Europe; influence future EU research priorities and secure funding for innovation in care; cooperate with other stakeholders in the chronic

disease arena; provide expertise to the EU policy makers; participate as a network partner in European research projects.

14
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EDTNA/ERCA is committed to achieve the best standards of care for renal patients; believes to be an advocate of the patients; meet and work in
EKHA with physicians and patients and their organizations and foundations; healthcare workers may be part of those at higher risk to get disease
and disorders due to deteriorating working conditions. EDTNA/ERCA wants to discuss and increase activities to be heard and seen together with
partners in EUROPE and on the level of the EUROPEAN UNION.

&
Edita Noruisiene , EDTNA/ERCA President

& Alois Gorke, Finances Coordinator

THE EUROPEAN SPECIALIST NURSES ORGANIZATION (ESNO)

ESNO aims to secure the recognition of specialist nursing in the EU and greater Europe through the promotion of long term strategies and policies
to advance professional development and healthcare in Europe, the cooperation with individual nurse specialist organizations, the participation
in @ number of European Commission meetings, forums and platforms, the provision of expert advice and sharing of best practices on the
subject dealing with specialism in nursing. ESNO promotes and develops Nursing Guides, provides expert consultation to Healthcare European
Commission, National Healthcare systems and patient organizations. EDTNA/ERCA was invited to the third ESNO Congress, in February 2020 in
the old city of Brussels, Belgium.

The second of the three linked congresses with the theme 'The Specialist Nurse in European Healthcare towards 2030', the 2020 Congress will
emphasize the importance of harmonized education and recognition in the European context. The aim of ESNO is to establish specialist nurses
within European recognized structures. Dr. llaria de Barbieri represented EDTNA/ERCA in this congress with a speech entitled “The Nephrology

Nurse in Europe: a position statement”.

Esno-congress.eu

* * » EUROPEAN SPECIALIST
3 * NURSES ORGANISATION
N +» 20 FEBRUARY 2020

* . * CONGRESS BRUSSELS

Dr llaria de Barbieri
EC Link - ESNO

15
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Consultants Activities-Projects

Education Consultant

Strengthening Partnership in Education — The 13th Fresenius Medical Care & EDTNA/ERCA Renal Nurse
Education Program-November 2019

Asin previous years, the 13th FMC & EDTNA/ERCA Renal Nurse
Education Program was delivered in Lisbon, Portugal. The
theme of this year’s program was Chronic Kidney Disease
Across the Lifespan. This theme brought together a wonderful
series of plenary presentations, skills-based workshops as well
as a number of highly interactive delegate presentations.

Guest speaker Mike Kelly presented on the importance of
enabling patients and families to adjust to CKD and renal
replacement. Mike Kelly also

facilitated a wonderful workshop related to managing difficult
conversations with patients. The essence of Mike's
presentations was the importance of understanding the
differing responses to a diagnosis of CKD and RRT.

This requires renal health care professionals to employ a range
of high-level communication skills to deliver patient-centred
care. We were delighted this year, to welcome Welsh Renal
Nurse of the year Gail Williams as our additional guest speaker.

Gail’s vast clinical expertise particularly related to home haemodialysis and advanced care planning was well received by all. The EDTNA/ERCA
faculty (Lesley Bennett, Avril Redmond, Ann Jones & Paula Davies) also delivered a fantastic range of lectures and skills on a wide range of topics
related to the conference theme. The program attracted 130 delegates and speakers from 20 countries. For the first time in 13 years, delegates
from Russia joined the program and were a wonderful highly engaged and committed delegates. This program has become an important program
for nurses from the Middle East, Africa and Turkey.

As program Chair, it never ceases to surprise me how this program ignites such wonderful learning and sharing of renal expertise from such a
diverse group of renal nurses. As in all previous programs delivered in partnership with Fresenius Medical Care (Middle East/Africa & Turkey)
excellent evaluations were received from delegates. The ongoing support from the local FMC team in their wonderful partnership with
EDTNA/ERCA is much appreciated. As we move forward into 2020, we are looking forward to commencing work very shortly on our 14th
programme.

Continuing Success - The EDTNA/ERCA Accreditation Programme

As 2019 comes to a close | am very grateful to the enormous commitment and work of the EDTNA/ERCA Accreditation Committee. Throughout
2019, they have worked hard in further developing the EDTNA/ERCA Accreditation Program and undertaken detailed assessments of new
applicants submitting for awards. Achieving the EDTNA/ERCA Accreditation Award is an important ‘quality mark’ for the education offered and
signals to the wider external renal community that the standard of education and the delivery of a robust education program has undergone
critical peer scrutiny by a European renal care association. Whilst preparing an application for assessment requires commitment and hard work,
the support given to applicants as they work on their applications has been consistently cited as an important level of support in navigating the
accreditation process. It was with delight that the EDTNA/ERCA Accreditation Committee were able to award 5 new accreditations which included
the first locally developed renal nursing program at certificate level within the United Arab Emirates, during the annual EDTNA/ERCA conference
held in Prague in September 2019. Successful applicants receiving their awards included:

*Baxter - Peritoneal Dialysis Fundamentals Program- (Highly Commended) - 3-year accreditation

*Fresenius Medical Care- NephroCare Academy Dialysis Nursing Program- (Highly Commended) - 3-year accreditation

*Traunstein School of Nursing - Nurse Training in the Field of Nephrology - 1-year accreditation

*Essen School of Nursing (Germany) - Nurse Training in the Field of Nephrology - 1-year accreditation

*RAK Medical & Health Sciences University, Has Al Khamiah, United Arab Emirates - Certificate Course in Renal Nursing - 1-year accreditation
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Work has already commenced in supporting new applicants as well as existing applicants pursuing re-accreditation of their program for the 2020
cycle of accreditation. The impact the EDTNA/ERCA Accreditation Program has had on enhancing and supporting the ongoing development of
renal education programs both within Europe, the Middle East as well as within Asia/Pacific is evident from the quality of applications submitted.
This has got to be good for the care of patients and their families who live with CKD and its treatment - evidence tells us that a more educated care
workforce is in a stronger position to provide excellent quality care and optimise patient outcomes.

Dr John Sedgewick
EDTNA/ERCA Education Consultant (Middle East & Africa)
Chair — EDTNA/ERCA Accreditation Committee

Psychological Care Consultant

Exploring renal nurses' attitudes and views
to a patient's decision to refuse dialysis treatment

Thanks to the BA’s of these countries for having
translated the questionnaire:

= Belgium = Lithuania

= Croatia = Poland

= Czech Republic = Portugal

= Denmark = Slovenia

= Greece = Spain

= |srael = Sweden

= ltaly = The Netherlands
Mr Mike Kelly = Lebanon = Turkey

EDTNA/ERCA Psychological Care Consultant

The project for 2019 was Phase One of a two-year EDTNA/ERCA project to explore renal nurses’ attitudes and views about patients who decide to
reject or to stop dialysis treatment. For this, Mike coordinated and organised a questionnaire survey. The questionnaire was prepared in collaboration
with Tai Mooi Ho (EC Member & EC Link). The questionnaire was sent out to EDTNA/ERCA members. The data collected was analysed by Veronica
Strini (Data Manager, Clinical Research Group). In total 489 completed questionnaires were received. The results of this European wide survey were
presented at the 2019 Conference. This concluded phase one of the two-year project.

Haemodialysis Consultant

¥ 1149
e \‘«
) =
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Mr Ruben Iglesias
EDTNA/ERCA Haemodialysis Consultant

This year the EDTNA/ERCA “Handbook on ultrasound for vascular access examination - From the Specialist to the Nurse” was translated into German
and Spanish. Ruben coordinated the Spanish Edition of this handbook which was launched in October at the SEDEN (Spanish Society of Nephrology
Nursing) Conference. An agreement was made with the Vascular Access Society which was signed in Prague by Edita NoruiSiené, EDTNA/ERCA
President.
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ractices

Nutrition Consultant Explore Nutrition Support P

in Haemodialysis Units

Dr Kalliopi Anna (Liana) Poulia T 2 e B BRAUN
.. A Joint Project between VA/E A& raun
EDTNA/ERCA Nutrition Consultant ‘ “ © (

As the Nutrition Consultant, Liana contributed as co-author to the writing the booklet on ADPKD with writing a chapter on the nutrition management
ADPKD. Collaboration with B.Braun was achieved for the renewal of some parts of the nutrition app.

More specifically,
e  The SGA tool was updated
e A new chapter for the phosphate control was produced.

A successful workshop took place at the Prague Conference “Empower PD patients to Self-Care — Validate patient’s skills to perform PD”,
sponsored by BAXTER. During the Prague Conference, Liana presented the Assessment for malnutrition - Subjective Global Assessment (SGA) for
dialysis patient, which is a joint project between EDTNA/ERCA & B. Braun and on the use of Phase Angle (PhA) in the assessment of haemodialysis
patients.

Peritoneal Dialysis Consultant

meguq

Maria Arminda Silva Tavares
EDTNA/ERCA Peritoneal Dialysis Consultant

During this year Peritoneal Dialysis among nephrology nurses was promoted by developing various activities:
° Promoted EDTNA/ERCA in the Annual APEDT National Meeting, 28-30th March, Vilamoura, 2019:
v" Organisation of the Peritoneal Dialysis Session in collaboration with the Executive Committee
v' Chairing of the Peritoneal Dialysis Session
o Wrote the paper “Life Changes in Peritoneal Dialysis — Educating patients for healthy transitions — the Portuguese experience” for the
Electronic Library
e Organised, presented and chaired the PD workshop and PD Round Table at the Prague Conference:
v" Workshop - Empower PD patients to Self-care — Validate patients’ skills to perform PD
v"  Chaired the Round Table Discussion: Empower PD patients to Shared Care
e  Participated as Guest Speaker at the Baxter peritoneal dialysis nurses national meeting in conjunction with the “Hand Hygiene in
Peritoneal Dialysis — Back to basics” Conference held in October, 2019.
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The Dialysis Outcomes and Practice Patterns (DOPPS) Programme

The Dialysis Outcomes and Practice Patterns (DOPPS) Program is a prospective cohort study of haemodialysis practices based on the collection
of observational longitudinal data for a random sample of patients from dialysis facilities in a representative and random sample of units in
twenty countries. EDTNA/ERCA and DOPPS - In 2005, after large study expansion within Europe, Arbor Research Collaborative for Health
contracted with the European Dialysis and Transplant Nurses Association/European Renal Care Association (EDTNA/ERCA) to support the
participating study sites. EDTNA/ERCA Clinical Research Associates (CRAs) provide support in Germany, Italy, Spain, Sweden, Belgium, and the
United Kingdom. They liaise with the Country Investigators, Arbor Research, and the supporting staff at the study sites. During 2019 all
negotiations and works were finalized in order from January 2020 to include France under the EDTNA/ERCA umbrella. We have been really
fortunate to have on board a well-known and experienced Renal Nurse as CRA. The EDTNA/ERCA is instrumental in the success of the DOPPS
within Europe under the coordinated role of Mrs. Anna Marti, Chair of the group of CRAs. We are pleased that a new contract was signed for
another 3 years 2018 — 2021.

DOPPS - Dialysis Outcomes and Practice Patterns

DOPPS Steering Committee

= Anna Marti i Monros — Project Manager
Schunemann, Martin DOPPS Lead CRA Germany
Pegoraro, Marisa DOPPS Lead CRA Italy

D@PPS

The DOPPS Program Worldwide

* Cavero, Elena DOPPS CRA Spain
= (Casas, Rafael DOPPS CRA Spain - ?. e
= Wallin, Jeanette DOPPS Lead CRA Sweden ‘“M *
* Roden, Michel DOFPPS CRA Lead Belgium i "’f‘ n-:. o=
= Boogaerts, Marc DOPPS Lead CRA France . .'5:'.: .&.
Mrs. Anna Marti | Monro = King, lennie DOPPS Lead CRA UK d‘\{ s, ..é::_. “
= Chalmers Karen DOPPS CRA UK e " 4

DOPPS Coordinator
23 countries/ 20 Units per country

A Joint Project between EDTNA/ERCA & DOPPS/Arbor Research supported by Amgen Am“

RenalPro Discussion Forum

The RenalPro e-mail discussion group with over 750 subscribers has provided a moderated forum that is unique as it allows direct
communication with colleagues in renal field; asking questions, sharing experiences & techniques, or providing comments for 24 years!
RenalPro is supported by the National Kidney Foundation and the University of Alberta. This forum allows you to ask other professionals
questions and to give your opinion regarding other peers’ comments and doubts. It is always interesting to hear what is being done in other
places. Main topics discussed within 2019:

Drawing blood sample from fistula arm

Prevention & management of HD - induced cramps

Water purification

v
v
/' Exercise on dialysis
v
v/ Vascular Access
Dr Elizabeth Lindley has been the RenalPro Moderator for many years and has handed over the moderation for RenalPro to Chava Kurtz & Sabine

Nipshagen. We wish to congratulate new RenalPro Moderators on their new role. We would also like to thank Dr. Elizabeth Lindley for her
valuable contribution and work all these years.

Dr Elizabeth Lindley Sabine Nipshagen & Chava Kurtz
RenalPro Moderator New RenalPro Moderators
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Volunteer positions and representing countries

Executive Committee (EC)

Edita Noruisiene

Jane Golland

Maria Teresa Parisotto
llaria de Barbieri

Tai Mooi Ho Wong
Anna Klis

Anastasia Liossatou
Sonja Pecolar

Maria Cruz Casal

Finance Coordinator

Alois Gorke

English Proofreading Coordinator

Susan Rogers

Brand Ambassadors

Michel Roden

Despo Theodorou
Danijel Pripeljas
Jitka Pancirova

Ditte Plum Olsen
Sabine Nipshagen
Stavroula Vovlianou
Galia Barbalat

Silvia Corti

Irmina Vaicekauskyte
Aneta Trzcinska
Carlos Gonzalvez
Bozica Stupar

Sonja Pecolar
Débora Bonache

Nils Andersson

Aase Riemann
Mukadder Mollaoglu
Alirio Belchior

Juby Susan Thomas
Paul Vasile
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Lithuania, President
Israel, Treasurer
Germany, Secretary
Italy, Member
Spain, Member
Poland, Member
Greece, Member
Slovenia, Member
Spain, Co-opted Member

Germany

The Netherlands

Belgium
Cyprus
Croatia
Czech Republic
Denmark
Germany
Greece
Israel
Italy
Lithuania
Poland
Portugal
Serbia
Slovenia
Spain
Sweden
The Netherlands
Turkey
United Kingdom

Ireland
Romania



International Brand Ambassadors

Lynn Brown
Marie Richards
Hanadi Mezher

Reem Saeed Mohammed Alhameedi

Consultants

John Sedgewick
Kalliopi Anna Poulia
Maria Tavares
Mike Kelly

Ruben Iglesias
Angela Drahne
Chrysanthi Avrami

Conference Scientific Programme Committee

Ilaria de Barbieri
Helen Noble

Jeanette Finderup

Publications

Nicola Thomas
Magnus Lindberg
Karen Nagalingam
Maria Cruz Casal
Anna Kli$

Anastasia Liossatou

Research Group

Helen Noble
Veronica Strini
llaria de Barbieri

Dopps Project

Anna Marti | Monros
Martin Schiinemann
Marisa Pegoraro
Elena Cavero
Jeanette Wallin
Michel Roden

Mrc Boogaerts
Jennie King

Karen Chalmers

Rafael Casas
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Australia and New Zealand
United Arab Emirates
Lebanon
Saudi Arabia

UK.-Education Middle East and Africa Consultant
Greece - Nutrition Consultant

Portugal - Peritoneal Dialysis Consultant

Ireland - Psychological Care Consultant

Spain- Haemodialysis Consultant
Germany -CKD Consultant
Greece- Project Leader

Italy - Scientific Programme Chair
UK - Scientific Programme Member
Denmark - Scientific Programme Member

UK - Journal of Renal Care Editor

Sweden - Journal of Renal Care Co- Editor
UK - Journal of Renal Care Associated Editor
Spain - Newsletter Editor, Publications Coordinator
Poland, Newsletter Editor

Greece, Publications Coordinator

UK - Chair
Italy - Data Manager
Italy - Executive committee Link

Spain, Project Manager CRAs
DOPPS Main CRA Germany
DOPPS Lead CRA lItaly
DOPPS CRA Spain

DOPPS CRA Sweden

DOPPS CRA Belgium
DOPPS Lead CRA France
DOPPS Lead CRA UK

DOPPS CRA UK

DOPPS CRA Spain



