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Chair: Gareth Veal

Membership: Pirkko Lepola, Salma Malik, Mary Costello, Susan
Macfarlane, Mariangela Lupo

Objectives: Training of research nurses who conduct clinical trials:
models, needs and current gaps across different
specialties and countries

Task: Coordination and planning of questionnaire-based study

on research nurse training
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Key tasks and timelines:

Initial questionnaire design

¥

Circulation to all EnprEMA networks for feedback

¥

Assembly of list of paediatric research nurse networks

¥

Assessment of the most effective method for
carrying out questionnaire-based survey

¥

Survey sent out to all relevant networks

¥

Collection and analysis of data generated
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Summary of data obtained:

» Total of 75 organisations from 15 countries identified for circulation of
guestionnaire study

» Countries: UK, Ireland, France, Switzerland, Finland, Norway,
Sweden, Denmark, Netherlands, Spain, Germany, Italy,
Belgium, Hungary, Albania

» Specialties: Respiratory, oncology, neonatal (majority ‘multiple’)

e Link to questionnaires sent to points of contact for each organisation
within a 9 month window

 Translation of questionnaire into French for organisations in France

» Completed questionnaires received: 343
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Level of Satisfaction vs Experience:
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Participation in CTIMPs:

* >80% of research nurses completing questionnaire participate in CTIMPs
* >60% of research nurses participate in Phase /Il trials

% Respondents
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Data analysis and publication:

» Analysis of data complete / manuscript published in BMJ Paediatrics Open

* Interesting points for discussion:

- method of obtaining training (67% receive training updates online)

- potential benefits of increased training opportunities when first in post

- availability of training programs? Self-funded training in some countries
- benefits of increasing numbers of nurses able to prescribe IMPs?

- why are <50% research nurses taking patient consent?
- research nurse roles / differences between countries

* Link to publication through EnprEMA website

» Data presented on behalf of EnprEMA at STTI European
nurses conference




25 Newcastle
University

UK | Malaysia | Singapore

Activities in 2018:

* |dentification of key research nurse networks in paediatrics across Europe

* 40 networks / clinical centres identified who expressed an interest in working
with EnprEMA

* Nearly all networks joined an inaugural teleconference held in January

e Points for discussion:

- sharing of experiences from different European centres

- useful exercise in pulling people together with shared interests in this area
- request to provide information to all parties (groups, websites, etc)

- next steps?

» Agreed that the EnprEMA group could provide a useful central resource for
sharing information between interested parties at a European level



Table of European Paediatric Research Nurse Networks and Groups

Provided by the EnprENA Research Nurse Training Group
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Mame of Country Specialty Contact Contact email address Wehbsite address

network/group person

RCM Resasarch in Child | uk Multispecialty | Fiona Smith Fiona.smithE ron.org. uk hittps://www.rcn.org uk/zet-

Health Network imvolved forums/children-and-young-people-
professional-issues-forum/children-and-young-

TEDDY ttaly Multizpecialty | Mariangela miupoEteddynetwork. net hittps:/ fwnere teddynetwork net/

[European Network of Lupo

Excellence for

Paediatric Clinical

Research]

Children and Young UK Multizpecialty | Debbis Fallon debbie falloni@manchester.acuk hittp://cypnauk. org. uk/’

People’s Murse

Aczdemics LK

FINFEDMED Finland Multispedialty | Firkko Lepola | pirkko lepola=huzfi hatoc/ ey fingedmed.com

DanPedhied Cemmark Multispecialty | Pernille Skowby | perniskoErmdk hitps /e cinicaltriglsdenmark, comwhat-do-we-

(Danish Pediatric affar/clinical-rasearch-networks 'danpedmed-danish-

Research Network] eedigtncresearch-natwork

scottish children's Uk Multispecialty | Pamela Dicks | pdicks@abdn scuk hitps /e sootorn ey

Research Metwork

MIHR UK Clinical UK Multispecialty | Jennifer allison | Jennifer. allison@Euhs.nhs.uk http:/fwesrw. ukorinetwork. oo uk/the-hul. himl

Research Facility

Metwaork

» >25 networks involved in research nurse training / clinical trials in paediatrics
» Table to be made available through the EnprEMA website
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