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A patient organisation embedded in care and research

SINCE 1991 ANNUAL REACH CLINICAL NETWORK

35 years ~2,000 14 centres

of continuous support children across Poland linked through data
infrastructure

PATIENTAND FAMILY PERSPECTIVE RESEARCH EXPERIENCE

Continuous contact with children, parents FORCE - European standards for pragmatic,

and survivors throughout treatment and charity-led oncology trials

follow-up.

LiBRha - liquid biopsy for paediatric

A multidisciplinary psychosocial team rhabdomyosarcoma

supports families and helps identify real-

H for Child - nati l clinical dat
world burdens and unmet needs. ope Tor L.hiidren - hationat clinicat data

infrastructure
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Ourrole in a clinical trial consortium

TRIAL DESIGN AND DELIVERY IMPLEMENTATION AND IMPACT

Patient and parent input into protocols, Engagement with families, clinicians,
consent materials, outcomes and burden researchers and patient organisations
assessment

Clear dissemination for professional and

Trusted communication that supports public audiences

recruitment, retention and participant

understanding Communication, sustainability and

uptake beyond the funded project, with a
route into the Polish paediatric oncology
community

Psychosocial and survivorship expertise,
including the needs of adolescents and young
adults

WE ARE LOOKING FOR European consortia developing paediatric oncology trials, pragmatic
trials, diagnostics or survivorship interventions.

Let’s connect: fundacja@naratunek.org | naratunek.org

Cluster Health & Mission Cancer Brokerage Event



	Slide 1: Patient partnership for better paediatric oncology trials
	Slide 2
	Slide 3

