the voicefor cancematients







- o What is(GERAC?

A GEPAds a non-profit umbrella group, formed in June 2010 by
members of six camcer hLdticiitA Sofgamiz&ions, with a
complementaryrange of expertise and experiencesrepresentinga
wide-range of cancers,but alse a sharedvision for collective action
to makea differenceandimprove outcomesfor cancerpatients

A GEPRAQXxiststo ensurethe needs of people living with cancerin
Spain are met. It is dedicated to improving cancer servicesand
outcomes for camcer patients, promoting education, outreach,
researchand preventionefforts.
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Mission

Representancerpatients: andtheir-relativesterests,
not only in Spain butlalso internationally

Vision
normalize.cancemincsociety, anelducestigma
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First documentpresentectocpoliticians @and/policydnakers

A Accesdo biomedicalresearchand excellenceclinic
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Multi-skilled qualified professional attendance at reference
centers

Increasednformation and support servicedor patients
Constitutionof nationaltumor registry

Eguitableaccesdo effectivetreatmentswith no discrimination
Oncologicaassessmenbasedupon standardsof quality criteria
Establishmenof surviversneedssupportplans

Policiesthat situate the camcer patient and their needs at the
center of oncolegicaktareand support

Decreasein the isolation that characterizeshe lives of cancer
patientsandtheir families

Encouragecorporate social responsibility from companiesand
Institutions next to cancerpatients




Main linescofwork

Research
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ENCUESTA SOBRE NUTRICION
DE PACIENTES ONCOLOGICOS
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- Action-Plafic.n

A Whyisrelevant?

oiNn u
A Whyandhow canmakea difference? . ﬂ ‘
A Howyou, patient, canbe part of the change ' LS
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A ldentifyingpotential barriersto access

A Patientsnot usedto ITneedhard copies
. A Patientsneedto be guidedto the survey
A Keepthe adherenceto the lastquestion
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-io Sunvey Procedures ¢

A Communication: what works and how

A Design an action plan for patient engagement

A Initial mailing: actual situation, needs, and objectives

A Use every useful resource as dissemination tool

A 1streminderletter

A 2" reminder includes copgf survey link

A 39 acknowledge participation and reminds objectives
and the importance of patient engagement

Build Motivation
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- Next Steps
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A Ensure patient perspectives to design
and improve health services.

A Better self - care, improve quality of care,
better outcomes, how patients feel and
predict use and support of health
resources.




Patients Feed - back
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Some patients found it difficult to start .

Keeping adherence to the end of the survey was
an issue, some patients found it too long.

Patients were not used to certain terms .
Worries about the fcorrect 0 answer .

Patients felt dissapointed when they became
conscious about the advices (on nutrition ) they
have missed.

Patients appreciated the survey .

Patients expect situation to improve In the near
future .




& ¢ Fo&ient needsfrom the health system
morethan prescriptionsandwaitingt A a U a ¢

AlbertJovell(1962- 2013 in memoriam

n.bolanos@gepac.es



