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Cele

#® Integracja srodowiska pacjentow

@ Reprezentowanie potrzeb i opinii
pacjentow

& Podnoszenie poziomu wiedzy
pacjenta ijego swiadomosci
spoteczne]j




Poziomy dzialania

@ Partnerstwo w dyskusji spotecznej

& Przekaz informacji

& Udziat w procesach legislacyjnych

& Uczestnictwo w projektach badawczych

@ Aktywnosc, wtasna inicjatywa




Czemu glos pacjenta jest potrzebny

@ Unikalne doswiadczenie
@ Potwierdzenie i korekta
@ Niezaleznosc

@ Odpowiedzialnosc

@ Bliski partner na codzien




Swiadome zaangazowanie
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EPF’s HTA Report 2010

& Ankieta przeprowadzona wsrod Agencji HTA

& Ankieta przeprowadzona wsrod decydentow
reprezentujgcych rézne instytucje z krajow UE

& Ankieta przeprowadzona wsrod organizacji
pacjentow

http://www.eu-patient.eu/whatwedo/Initiatives/
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No Low Moderate Strong Don’t Not
involvement involvement involvement involvement know  relevant

Identification 4 8 3 1 1 1
Filtration 12 1 1 1 2 1
Prioritisation 11 2 3 2

Assessment 5 4 4 4 1

Produce information 4 3 5 3 2 1
Internal review 7 2 3 2 1 3
External review 3 4 3 5 2 1
Diffusion and 4 3 6 3 2

dissemination

Table 1: Types and levels of patient involvement



EPHF’s HTA Report
- ankieta wsrod Agencji HTA

No Little Moderate High Don’t Not
impact  impact impact impact know relevant
Better quality of assessment and 1 3 5 5 4
comprehensive information
Better understanding of technology impact 1 9 7 1
in real life context (e.g. barriers to comply to
current therapy, side effects, patient
capacity to pay, etc.)
Better understanding of the quality of life 1 3 8 5 1
aspects
Higher accuracy in measuring needs and 2 9 6 1
preferences of patients
Higher reliability and relevance of reports to 3 3 6 4 2
the local context
Increased timeliness in producing 5 2 2 2 3 4
information
Lower costs for producing reports 6 2 6 4

Table 3: Impact of patient involvement in HTA
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Strongly Disagree Agree Strongly Don't Not
disagree agree know relevant
Lack of agreed and good method to obtain 3 10 11 8 5 3
patient evidence
Knowing the stage at which the engagement 2 9 15 5 7 2
is needed or most useful
Credibility of patient evidence 4 13 12 2 5 4
Lack of capacity to involve patients 3 4 17 9 3 4
Commitment from patients/informal 4 12 8 1 10 5
carers/patient organisations
Commitment from HTA staff 6 13 5 1 8 7
Technical difficulties to understand the 4 12 8 3 8 5
technical language from the patient side
Time intensive 1 5 13 12 3 b
Lack of affordability 1 10 10 5 7 7
Lack of interest of agency 7 19 1 5 8
Conflict of interest 7 13 4 1 6 9

Table 5: Challenges for patient involvement in HTA
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Interlocutors from the patient community

Patients

Representatives Representatives Informal carers

of formally of informal
established patients groups
patients’

organisations

.

Other

Table 7: Main interlocutors from the patient community
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Challenges for patient involvement Highly to moderately  Less to not Don’t

challenging challenging know
Lack of agreed and good method for patient involvement 14 2 2
Lack of human resources capacity to involve patients 14 2 2
Credibility of patient perspective 13 2 3
Knowing the right stage to get involved 12 3 3
Lack of commitment from patient/patient organisations 11 3 4
Time intensive 11 3 4
Conflict of interest 10 5 3
Lack of financial affordability 8 3 7
Lack of commitment from my entity/institution 8 7 3
Technical and language difficulties 6 10 2

Table 9: Challenges for patient involvement in decision-making for health technologies
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Impact for patient involvement High to moderate lesstono  Don't

impact impact know
Increased transparency and accountability of decision-making 15 2 1
Decisions that meet patients’ needs in terms of quality of life and 14 3 1

patient expected outcomes
Addressing unmet medical needs of patient groups 14
Higher reliability and relevance of decisions (e.g. which 14

treatment and care should be available)

Decisions will be more consensus-driven 13 2
Patient centred health expenditures 11
Increased timeliness in making decisions 7 7

Table 10: Impact of patient involvement in decision-making for health technologies




EPHF’s HTA Report

- ankieta wsrod pacjentow w UE

Impact High to Low to no Don’t know
moderate impact
impact
Better quality of assessments and 4 3 1
comprehensive information
Better understanding of technology 5 3

impact in real life context (e.g. barriers to
comply to current therapy, side effects,
patient capacity to pay etc.)

Better understanding of the QOL aspects 5 3

Higher accuracy in measuring needs and 4 3 1
preferences of patients

Higher reliability and relevance of reports 2 4 2

to the local context

Increased timeliness in producing 2 5 1
information

Lower costs for producing reports 5 3

Table 4: Impact of involvement in the work of HTA agencies
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Challenges Strongly Strongly Don’t know
agree or disagree or
agree disagree
Lack of agreed and good method to provide 12 2 8
patient evidence
Knowing the stage at which the engagement is 14 2 5
needed or most useful
Credibility of patient evidence 13 2 6
Lack of capacity of the HTA agency to involve 12 2 8
patients
Lack of capacity of the patient 12 9 1
organisation/representative
Commitment from patients/informal carers/ 11 8 3
patient organisations
Commitment from HTA staff 9 3 9
Difficulties to understand the technical language 14 5 3
Time intensive 13 4 5
Lack of financial affordability 13 2 6
Lack of interest of HTA agency 13 3 6
Conflict of interest 7 5 9

Table 8: Challenges to patient organisations being meaningfully involved in work with HTA agencies




Kontrola publiczna
- nad brakiem zaufania do badan

& Tylko 6%-12% pacjentow z nhowotworami
bierze udziat w badaniach klinicznych.

& 75% II-1IV Fazy badan klinicznych jest
opoznionych z powodu powolnej rekrutacji
pacjentow.

& Zty wizerunek badan klinicznych - to
podstawowy warunek jednopokoleniowego
opoOznienia w zebraniu petniejszych dowodow %a,&“
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Projekt EUPATI

European Patients'
Forum

European Genetic =~ @ DIA#®
Alliance Network

EURORDIS
— Rare Diseases
Europe

farmaindustria

European
AIDS Treatment
Group
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BEUPATI wprowadza w zycie

trzypoziomowy program edukacyjny

100
EUPATI Certyfikowany Kurs Edukacyjny patient

advocates

12.000

EUPATTI Poradnik Edukacyjny patient
advocates

EUPATI Biblioteka Internetowa _109-_000
individuals




Czemu glos pacjenta jest potrzebny

® Pomaga podniesc jakosc opieki zdrowotnej

i efektow leczenia prowadzac do poprawy
warunkow zycia

& Konieczny do zapewnienia koncowych korzysci ze
swiadczen i ustug zdrowotnych

@ leqgislacyjnego
& Zwieksza zaufanie i przekonanie do procesu

& Prowadzi do wyzszego poziomu przejrzystosci




Wzmocnienie aktywnego udziatu pacjentow

# Zaangazowanie pacjentow od fazy poczatkowej
projektu motywuje do lepszego zastosowania w
praktyce

@ Integracja wiedzy naukowo-technicznej
z doswiadczeniem pacjentow

& Wlasciwy balans wynikéw badawczych
z warunkami spotecznymi i kulturowymi

Tworzyc¢ - Wdrazac¢ - Zarzadzac
RAZEM






http://www.scarnet.org/

Czy potrafimy
zwizualizowac
TeleMedycyne
w roku 21007
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http://spectrum.ieee.org/image/1832535

Wyznaczajmy nowe standardy

www.FederacjaPP.pl
biuro@FederacjaPP.pl




