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' Perception I: the PACT project... .

e The primary aim of this project is to provide policy makers with
the tools to assess access to health care services and address any

barriers and inequities

e by developing, testing and proposing a new assessment tool for

the evaluation of access to health care services in EU-28
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A Conceptual Framework of Mapping
Access to Health Care across EU
Countries: The Patient Access Initiative
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Abstract
Research evidence suggests that access to health care is the
key influential factor for improved population health out-
comes and health care system sustainability. Although the
importance of addressing barriers in access to health care
across European countries is well documentead, little has
been done to improve the situation. This is due to different
definitions, approaches and policies, and partly due to per-
sisting disparities in access within and between European
countries, To bridge this gap, the Patient Access Partnership
(PACT) developed (a) the ‘5As" definition of access, which de-
tails the five critical elements (adequacy, accessibility, af-
fordability, appropriateness, and availability) of access to
health cara, (b) a multi-stakeholders approach for mapping
access, and (c) a 13-item questionnaire based on the 5As def-
initicn in an effort to address these obstacles and to identify
bast practices. These tools are expected to contribute affec-
tively to addressing access barriers in practice, by suggesting
a common framework and facilitating the exchange of
knowledge and expertise, in order to improve access to
haalth care between and within Europaan countrias.

@ 2016 5. Karger AG, Basel

Introduction

Access to health care is a complex notion used to de-
scribe several aspects of utilization and delivery of health
care services. Although the terms access, utilization, avail-
ability and universal coverage are used interchangeably in
the literature in an effort to illustrate whether the health
need of a patient is covered in an effective and timely
manner, they refer to different elements of access to
health care. Utilization appertains to “the outcome of the
interaction between health professionals and patients’
[1]. while availability to the actual presence of health ser-
vices delivery in terms of infrastructure, health personnel
and utilization [2]. The WHO [3] defined universal cov-
erage as ‘ensuring that all people can use the promotive,
preventive, curative, rehabilitative and palliative health
services they need. of sufficient quality to be effective,
while also ensuring that the use of these services does not
expose the user to financial hardship”. Goddard and
Smith [4] delineate access as “the ability to secure a speci-
fied set of healthcare services, at a specified level of qual-
ity, subject to a specified maximum level of personal in-
convenience and cost, while in possession of a specified
amount of information”. Despite the efforts of the re-
search community, especially in the last decades, access
remains a complicated and vague concept susceptible to
various interpretations [5].
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. Perception I: the PACT project... ‘

The five A’s principles / criteria in defining access:

1. Availability: Whether services are available in the first place

2. Adequacy: Whether there is an adequate and continued supply of available
services

3. Accessibility: Whether the services are effectively available for utilization
(timeliness)

4. Affordability: Whether there is a system for financing health services so people
have not financial hardship when using them

5. Appropriateness: available health care resources should meet the needs of

different population groups

patient
partnership
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Access to treatment for Hepatitis C among @
injection drug users: results from the cross-
sectional HOPE IV study

Kyriakos Souliotis'*'@, Eirini Agapidaki’, Manto Papageorgiou’, Niki Voudouri® and Xenophon Contiades'*

International Journal for

Table 2 Barriers to access treatment in total sample and according 1o demographic and sodoeconomic determinants

Abstract

Background: Evidence suggests that Greece is among the European countries with increased trend in HCV
prevalence among injecting drug users (IDUs) from 2008 to 2014. Nonetheless, the access of IDUs to treatment for
Hepatitis C Virus (HCV) is very limited while the risk of co-infection and transmission remains high. In an effort to
better understand the inhibitors to HCV treatment, the present study aimed to investigate the main barriers to
access in a sample of IDUs.

Methods: The cross-sectional study was carried out between July and September 2015 using a 23-items questionnaire.
Participants were recruited from urban primary services, mobile health vans, community health services, day-care centers as
well as during street work, located in Athens, Greece. Indlusion criteria were age above 18 years, understanding and
speaking Greek sufficiently, HCV diagnosis, intravenous drug use. Data collection was carried out by health professionals of
Praksis, a non-governmental organization. For the comparisons of proportions chi-square and Fisher's exact tests were used.
Results: The study sample consisted of 101 HCV patients, 68% male. More than 80% of study participants experienced
barriers in accessing their doctor and medication during the past 12 months. The most common obstacles in accessing a
doctor were “delay in making the appointment and “difficulties in going to the doctor due to health condition or lack of
means of transport”, Access to physician or medication was not differed according to gender, but significant differences
were found according to economic status and health insurance coverage. 56.19% of participants reported loss or treatment
delay due to barriers to treatment. The majority of participants had deteriorated financial status, health status, access to
health services and medication, higher financial burden for health services, worse mental health and lower adherence to
medical instructions in 2015 compared to 2009.

Conclusions: The findings from the present study revealed that the vast majority of IDUs experience significant barriers in
seeking HCV care in Greece, thus highlighting the need for immediate action In this particular area due to the high risk of
co-infection and transmission.

Keywords: Hepatitis C, HCV, Injecting drug users, Greece, Healthcare, Pharmaceuticals, Barriers, Patient access, Recession,
Economic crisis

Total  Sex Manthly Self-assessment of Health
sample income economic status insurance
Males Females <500 >500 Bad/NVerybad Good/fair No  Yes
% % % % % % % % %
Barriers to physician access 869 836 938 &4 957 81.1* 970 851 885
Delay in making appointment 475 507 406 397° 826 3956 606 340" 596
Difficulties due to health reasons or lack of ransportation means 465 418 563 500 261 509 364 510 423
Language barmiers 131 179 31 147 43 170 30 134 38
Barriers to medication access 848 806 938 794 957 nr 970 809 885
Language bamiers 141 164 94 147 43 170 30 234 S8
Note: Asterisks indicate significant difference in the proportions
Percentage (%)
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W. Edwards Deming
(1900-1993)

"You can’t manage what you can't measure”
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Patients’ empowerment to shape
the future of healthcare

Press Releases

“We need to shift towards more patient-centred healthcare systems, Such type of care
models have been shown to be cost-effective as well as improve patients’ satisfaction
and clinical outcomes” said Ms. Bedlington.

Patients need to be empowered to become these co-producers of their health. An
effective empowerment strategy starts with promoting health literacy in order to equip
patients with the capacity to obtain, interpret and understand health information to
make sound health decisions.
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Editorial briefing

Quality in healthcare and the contribution of patient

and public involvement: talking the talk and walking

L)
the walk?
Volume 18, Issue 1
Kyriakos Souliotis February 2015
Pages 1-2

First published: 13 January 2015 Full publication history

Health Expectations is strongly committed to encouraging patient and public participation in health care and
health policy. By publishing high-quality research on such topics, HEX aims to inform policies and practices as
well as to advocate for the importance of patient and public participation in the early stages of health
research design to ensure it meets real-life health needs of the population.
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. Mission: Patient Empowerment — The EMOTION PROJECT ‘

Aim: To help Patient Organisations achieve a formal position
in decision making on health (access, reimbursement, budget
allocation, health priorities, health reforms, etc)

Evidence from Europe
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2KEMTIKO - Kataokeun AgikTn

H évvowa tou “patient-centered care” (dbpovtida pe emikevipo Tov
aoBevn)

«H ouvepyaoia ovApeoo o€ emnoyyeEAUATIEC uyelac Kol 0aoBeveicg
TPOKELLEVOU va SloopaAloTel OtL oL amodaoelc oEPovtal TG EMOUULEG,
OVAYKEC KOl TIPOTIMAOELC TwV aoBevwy Kol OTL oL aoBeveic €xouv TNV
ekmaidevon Kkal tnv unootnpLEn mou xpeltaletoal yia va Adafouv ot iblot
atoPAOCELG KOL VO CUMLETEXOUV EVEPYA OTN Beparmeia Toug»

Edappoyr oto micro, meso Kot To macro €ninedo
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2 KETITIKO

H ouppetoxn twv aoBevwyv dev meplopiletal oTo ATOLKO Ttimedo,
KaBwc ol aoBeveic pmopouv cUANOYLKA VO CUMUETAOXOUV o€ Sladopa
enimeda AnPn¢ anodpacswv (m.x. Stoapopdwon evpUTEPWV Kol
OTOXEUEVWYV TIOALTLKWV yLoL TV LYELa, KAWVIKA €peuva, health technology
assessment, Stapopdpwaon katevBuvinpLwyv odnywwv Bepareiac, KTA)

Y UYKALVOVTO EUPMHATO TEKUNPLWVOUV L0 TETOLOL CUMMETOXH YLt AOyoUG:
dnUoKpaTLKOUG, EVOUVAUWONG KOl ATTIOTEAECHATIKOTNTAC KOl

oS 0TLKOTNTOC TOU CUCTAMATOC UYELlaC (TT.X. LElwon damavwy,
KaAUtepN molotnta ppovtidac, KTA)
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' Evouvauwon ‘

 H evbuvapwon twv aoBevwv gival aAANAEVOETN UE TN CUMHETOXNA Kol

Vv eykaBidpuon evoc povteAou ¢dpovtidoc ETKEVIPWLEVOU OTOV
aoBevi

10 Eupwmnaiko Kataotatikd twv Baowkwv Alkowwpatwv (European
Charter of Fundamental Rights) n evbuvapwon twv acBevwv £xeL
KEVTPLKO pOAO

e H Eupwmaikn Emttponn vmootnpilel tnv evéuvaApuwon Kol CUMUETOXN
Twv a.cBevwy otnv vyeia

e [OANEC XWPEC €XOUV HETAPPUBUIOEL TIC VOUOBECIEC TOUC TIPOKELUEVOU
va etaodaliotel n evdbuvapwon twv acBevwv (“Health Democracy”
French Act, 2002)
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' Anpioupyia AgiKTn

e EpEUVNTIKOC OKOMOC:

» n onuoupyia evoc beiktn mou Ba dlepeuvd to PaBUoO Kal TNV
enibpaocn TNG OUMUETOXNG OUANOYywvV aoBevwv otn ARYn
amoPACEWV YLOL TNV UYELO OTO HECO- KAl LAKPO-ETtESO

» n Olepelivnon Twv PUXOUETPLKWY TOU LOLOTATWVY
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' Anpioupyia AgiKTn ‘

« Oplotnke n evvololoylknl Katoaokeurp PBaost PiBAloypadlkic avookomnong
(«ouppeToX CUAAOYWV acBevwy otn ANYn anmopAacewv MOALTIKWY LYELAC»)

* O oplopog s€etaocOnke amno entponn 35 stakeholders (LEAN cuAAOYwV acBevwy,
gEpeuvNTEC Kal policy makers)

e H bla emutpont e€€taoce kot ta Anppota mou mpoekupav amo PipAloypadikn
avVOLOKOTINON

 QOuada sotiaopévne oulntnong 12 peAwv culoywv aocBevwyv eé€taocav emniong ta
Afppata

e To epwinuatoloylo xopnynonke oe Oeltepo xpovo oe 440 péAn aoBevwv
(otpatoAoynOnkav 553, mocooto anokplong 74.9%)

o e tuyaio umo-6eiypa 100 CUPHETEXOVTWY, TO EPWTNUATOAOYLO mavaxopnynobnke 1
Bdoupada peta

Kyriakos Souliotis
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Abstract

Background: Patient organization participation in health policy decision making iz an
understudied area of inguiry. A handful of qualitative studies have suggested that the
growing number of patient organizationz in Eurcpe and their increasing involvement in
policy izswes do not result in high political effectiveness. Howewer, existing research is
largely country-zpecific.

Objective: To examine the degree and impact of cancer patient organization (CPO)
participation in health policy decizion making in EU-28 and to identify their correlates.
Methods: A total of 1266 members of CPOs participated in this study, recruited from
a diversity of sources. CPO participation in health policy was assessed with the Health
Democracy Index, a previously developed instrument measuring the degree and im-
pact of patient organization participation in various realms of health policy. Additional
questions collected information about participants’ and the CPO's characteristics.
Data were gleaned in the form of an online self-reported instrument.

Results: The highest degree of CPO participation was observed with respect to hospital
boards, reforms in health policy and ethics committees for clinical trials. On the con-
trary, the lowest was discerned with regard to panels in ather important health-related
arganizations and in the Ministry of Health. The reverse pattern of results was cbeerved
concerning the Impact subscale. As regards the correlates of CPO participation, legisla-
tion bore the strongest aszociation with the Degree subscale, while organizational fac-
tors emerged as the most important variables with regard to the Impact subscale,
Conclusions: Research findings indicate that a high degree of CPO participation does
not necezzarily ensure a high impact. Efforts to promote high and effective CPO par-
ticipation should be geared towards the establishment of a health-care law bazed on
patient rights as well as to the formation of coalitions among CPOs and the provision

of training to itz members,

KEYWORDS
health policy decision making, patient-centred care. patient empowerment, patient invelvement,
patient rights

provided the original wark is propery cited,
0 2017 The Authors, Health Expectations publshed by Jehn Wiley & Sons Lid,

474 wileyenlinelibrary.camjournal hex Realih Expectotions. 2018:21:474-434.
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Mean (SD) Median (IQR)

Does your patient organization take part in reforms or crucial decisions in health policy?

3.4 (1.8) 3 (2-5)
Does your patient organization take part in workshops or panels held at the Ministry of Health?

3.4 (1.9) 3 (2-5)
Does your patient organization take part in workshops or panels in other important organizations, pertinent to
health?

3.6 (1.7) 4 (2-5)
Does your patient organization take part in boards of hospitals?

1.9 (1.4) 1(1-2)
Does your patient organization take part in Ethics Committees for clinical trials?

2.1(1.3) 2 (1-3)
Does your patient organization take part in Health Technology Assessment procedures?

2.3(1.6) 2 (1-3)
Does your patient organization is present in the national parliament during decision making for important health
policies/issues?

1.8(1.2) 1(1-2)
How often do you observe a substantial change in the content of a health policy decision as
a result of interference from a patient organization? (yours or another’s)

3.7(1.6) 4 (2-5)
HDI total score

22.2 (8.6) 22 (16-28)

Kyriakos Souliotis




' Agiomroinon 8€ikTn

e Yotepa armno npooappoyn tou deiktn os dtebvn dedopéva,
XPNOLUOTIOLNONKE GE CUYXPOVLKN ETLONULOAOYLKN ULEAETN LLE OTOXOUG:

» Tnv katoypadnn Tou EMUTESOU TNC CULUETOXNC TWV CUAAOYWV
acBevwv otn AP n amodPAacewv MOALTLKAC VYELOC

» Tnv kataypadn tne enidpaonc TG CUUMETOXNAC QUTH G OTLG TEALKEC
amoPACELG

» Tnc aéLloAdynong Twv OPYOVWTIKWY KOl OTOLLLKWY XOLPOLKTNPLOTLKWV
TIOU OXETLWoVTaL E TO TIOPATIAVW

Kyriakos Souliotis
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Assessing Patient Participation in Health Policy Decision-
Making in Cyprus bk

Kyriakos Souliotis*", Eirini Agapidaki’, Lily Evangelia Peppou’, Chara Tzavara’, George Samoutis’, Mamas

Theodorou’
Abstract Article History:
Although the importance of patient participation in the design and evaluation of health programs and services is Received: 23 November 2015
well-documented, there is scarcity of research with regard to patient association (PA) participation in health policy Accepted: 8 June 2016
decision-making processes. To this end, the present study aimed to validate further a previously developed instrument cPublished: 20 June 2016

as well as to investigate the degree of PA participation in health policy decision-making in Cyprus. A convenient
sample of 114 patients-members of patients associations took part in the study. Participants were recruited from
an umbrella organization, the Pancyprian Federation of Patient Associations and Friends (PFPA). PA participation
in health policy decision-making was assessed with the Health Democracy Index (HDI), an original 8-item tool
To explore its psychometric properties, Cronbach a was computed as regards to its internal consistency, while its
convergent validity was tested against a self-rated question enquiring about the degree of PA participation in health
policy decision-making. The findings revealed that the HDI has good internal consistency and convergent validity.
Furthermore, PAs were found to participate more in consultations in health-related organizations and the Ministry
of Health (MoH) as well as in reforms or crucial decisions in health policy. Lower levels were documented with
regard to participation in hospital boards, ethics committees in clinical trials and health technology assessment
(HTA) procedures. Overall, PA participation levels were found to be lower than the mid-point of the scale. Targeted
interventions aiming to facilitate patients’ involvement in health policy decision-making processes and to increase its
impact are greatly needed in Cyprus.

Keywords: Patient Participation, Health Policy, Decision-Making

Copyright: © 2016 by Kerman University of Medical Sciences

Citation: Souliotis K, Agapidaki E, Peppou LE, Tzavara C, Samoutis G, Theodorou M. Assessing patient participation *Correspondence to:

in health policy decision-making in Cyprus. Int ] Health Policy Manag. 2016;5(8):461-466. doi:10.15171/ijhpm.2016.78 Kyriakos Souliotis
Email: soulioti@holgr
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Table 4. Summary Statistics for the HDI items

Mean (SD) Median (IQR)

Does your patient organization take part in reforms or crucial decisions in health policy? 3.54 (1.61) 3.53 (2-5)
Does your patient organization take part in workshops or panels held at the MoH? 3.31(1.72) 3 (2-5)
Does your patient organization take part in workshops or panels in other important organizations, pertinent to health? 3.71(1.61) 4 (2-5)
Does your patient organization take part in boards of hospitals? 2.10(1.59) 1(1-3)
Does your patient organization take part in Ethics Committees for clinical trials? 2.10(1.59) 1(1-2)
Does your patient organization take part in HTA procedures? 2.24 (1.63) 1(1-3)
Do?s. your patient organization take part in the national parliament during decision-making for important health 2.70 (1.64) 2 (14)
policies/issues?

How often do you observe a substantial change in the content of a health policy decision as a result of interference from 3.33 (1.44) 3(24)

a patient organization? (yours or another’s)
HDI total score

23.04 (10.00) 20.00 (15.00-29.00)

Abbreviations: HDI, Health Democracy Index; MoH, Ministry of Health; HTA, health technology assessment.
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Assessing Patient Organization Participation in Health
Policy: A Comparative Study in France and Italy Cpethn

Kyriakos Souliotis'’, Eirini Agapidaki', Lily Evangelia Peppou’, Chara Tzavara', Dimitrios Varvaras’,
Oreste Claudio Buonomo®, Dominique Debiais®, Stanimir Hasurdjiev®, Francois Sarkozy*

Abstract Artide History:
Background: Even though there are many patient organizations across Europe, their role in impacting health policy Received: 26 Oa;b“ 2016
decisions and reforms has not been well documented. In line with this, the present study endeavours to fill this gap in the Accepted: 27 March 2017
international literature. To this end, it aims to validate further a previously developed instrument (the Health Democracy ePublished: 15 April 2017

Index - HDI) measuring patient organization participation in health policy decision-making. In addition, by utilizing this
tool, it aims to provide a snapshot of the degree and impact of cancer patient organization (CPO) participation in Italy
and France.

Methods: A convenient sample of 188 members of CPOs participated in the study (95 respondents from 10 CPOs in Italy
and 93 from 12 CPOs in France). Participants completed online a self-reported questionnaire, encompassing the 9-item
index and questions enquiring about the type and impact of participation in various facets of health policy decision-
making. The psychometric properties of the scale were explored by performing factor analysis (construct validity) and by
computing Cronbach a (internal consistency).

Results: Findings indicate that the index has good internal consistency and the construct it taps is unidimensional. The
degree and impact of CPO participation in health policy decision-making were found to be low in both countries; however
in Italy they were comparatively lower than in France.

Conclusion: In conclusion, the HDI can be effectively used in international policy and research contexts. CPOs
participation is low in Italy and France and concerted efforts should be made on upgrading their role in health policy
decision-making.

Keywords: Patient Participation, Health Policy Decision-Making, Cancer Patient Organizations (CPOs), Scale
Development

Copyright: © 2017 The Author(s); Published by Kerman University of Medical Sciences. This is an open-access article
distributed under the terms of the Creative Commons Attribution License (http://creativecommons.org/licenses/
by/4.0), which permits unrestricted use, distribution, and reproduction in any medium, provided the original work is

properly cited.
Citation: Souliotis K, Agapidaki E, Peppou LE, et al. Assessing patient organization participation in health policy: a *Correspondence to:
comparative study in France and Italy. Int | Health Policy Manag. 2017:6(x):x~x. doi:10.15171/ijhpm.2017.44 Kyriakos Souliotis
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Table 3. Descriptive Statistics for the Type of Participation Concerning HDI Items for Italy and France

Type of Participati France Italy
e on
No. (%) No. (%) P
Observer 35 (41.9) 65 (68.4) <.001*
Consulted 45 (48.4) 5(5.3)
In reforms or key decisions in health policy
Vocal participant 9{5.7) 20(21.1)
Voting member 0{0.0) 5(5.3)
Observer 21(22.8) 85 (89.5) < .001%
_ ) Consulted 39 (41.9) 0(0.0)
In panels of experts or workshops held in the Ministry of Health
Vocal participant 33(35.5) 10(10.5)
Voting member 0(0.0) 0({0.0)
Observer 30(32.3) 80 (84.2) < .001%
In panels or workshops in other Important organizations pertinent Consulted 42 (45.2) 0(0.0)
to health Vocal participant 21(22.6) 5(5.3)
Vaoting member 0({0.0) 10 (10.5)
Observer 42 (45.2) 80 (84.2) <.001*
Consulted 35 (41.9) 0(0.0)
In hospital boards o
Vocal participant 5(9.7) 15 (15.8)
Voting member 3(3.2) 0(0.0)
Observer 33(35.5) 85 (89.5) < .001*
Consulted 27 (29.0) 0(0.0)
In Ethics Committees for clinical trials
Vocal participant 27(29.0) 10(10.5)
Voting member B(6.5) 0{0.0)
Observer 60 (84.5) 80 (84.2) <.001*
In health technology assessment procedures for the scientific Consulted 24 (25.8) 5(5.3)
evaluation of new treatments & methods Vocal participant 6 (6.5) 10(10.5)
Voting member 3(3.2) 0(0.0)
Observer 78 (83.9) 80 (84.2) < .001*
In health technology assessment procedures for the economic Consulted 15(16.1) 0(0.0)
evaluation of new treatments & methods Vocal participant 0(0.0) 10 (10.5)
Voting member 0(0.0) 5(5.3)
Observer 63 (67.7) 80 (84.2) <.001*
In the national parliament during decision-making for important Consulted 27(29.0) 5(5.3)
health policies/legislation Vocal participant 3(3.2) 5(5.3)
Vaoting member 0({0.0) 5(5.3)

Abbreviation: HDI, Health Democracy Index.
“Fisher exact test; ® Pearson chi=sgquare test,
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Key Messages

Implications for policy makers

«  The first step to ensure patients’ participation in shaping health policies is the development and enforcement of relevant legislation.

«  The main barriers preventing patients to participate in health and healthcare decisions are: limited knowledge about cancer, the health system
and health policies as well as lack of lobbying and advocacy skills. Targeted interventions on these topics would be beneficial in increasing
patient participation in every aspect of decision-making.

«  Policy-makers should invest in regulations that focus on equal and meaningful participation of patient groups in health policy decision-making.
To this end, they should develop online informational and monitoring systems.

«  The Health Democracy Index (HDI) is a brief and robust tool which can be used to assess the degree and impact of patients’ organization
participation in health policy decision-making.

Implications for the public

Patient organization participation allows patients to be an integral part of the health policy decision-making course that influences their health.
In recent years, patient organizations have the role of representing groups of patients at various levels (eg, local, national, international). The main
objective of patient organizations is not only to participate but also to influence health policy decisions. Evidence from the present study suggests that
even though there are cancer patient organizations (CPOs) in Italy and France, they fail to participate successfully in health policy decision-making
processes and influence them effectively. Consistent efforts should be made on the part of citizens, patients and their representatives on acquiring a
central position in health policy decision-making.
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Kyriakos Souliotis,"? Lily-Evangelia Peppou,® Chara Tzavara,? Eirini Agapidaki,’
Dimitrios Varvaras, Oreste Buonomo,” Dominique Debiais,” Stanimir Hasurdjiev,®

Francois Sarkozy’

ABSTRACT

Objectives Even though patient involvement in health
policy decision-making is well documented, studies
evaluating the degree and impact of this participation

are scarce. This is even maore conspicuous in the case of
cancer. There is evidence showing that patients with the
same type of cancer and at the same stage of the disease
will receive different treatments in different countries.
Therefore, it is crucial to assess the degree of patient
participation in health policy decision-making across
Europe, as it may result in health inequalities across
countries. In a response to this research call, the present
study aimed to provide a snapshot of cancer patients’
organisation (CPO) participation in health policy processes
in European Union (EU)-28 countries.

Setting CPOs from the EU-28 countries.

Participants Primary and secondary outcome measures:
information about participants’ sociodemographic
characteristics and their involvement in their CPO

was collected as well as data about the CPO_A 17-

item index containing questions about the type and
impact of participation in various facets of health policy
decision-making was used to assess the degree of CPOs
participation in health policy decision-making processes
and its impact.

Strengths and limitations of this study

» The study included a large sample from the 28
member stated of the European Union.

» An innovative and validated tool was employed in or-
der fo assess the level of cancer patients’ organisa-
tions participation in health policy decision-making.

» The cross-sectional design of the study does not al-
low making causal inferences.

» The convenience sample of the study might have
limited the generalisability of the results.
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Abstract

Background: Patient organization participation in health policy decision making is an
understudied area of inguiry. A handful of qualitative studies have suggested that the
growing number of patient organizations in Europe and their increasing involvement in
policy issues do not result in high political effectiveness. Howewver, existing research is
largely country-specific.

Objective: To examine the degree and impact of cancer patient organization (CPO)
participation in health policy decision making in EU-28 and to identify their cormelates.
Methods: A total of 1266 members of CPOz participated in this study, recruited from
a diversity of sources. CPO participation in health policy was assessed with the Health
Demecracy Index, a previously developed instrument measuring the degree and im-
pact of patient organization participation in various realms of health policy. Additional
questions collected information about participants’ and the CPO's characteristics.
Data were gleaned in the form of an online self-reported instrument.

Results: The highest degree of CPO participation was observed with respect to hospital
boards, reforms in health policy and ethics committees for clinical trials. On the con-
trary, the lowest was discerned with regard to panels in other important health-related
organizations and in the Ministry of Health. The reverse pattern of results was observed
concerning the Impact subscale. As regards the correlates of CPO participation, legisla-
tion bore the strongest association with the Degree subscale, while organizational fac-
tors emerged as the most important variables with regard to the Impact subscale.
Conclusions: Research findings indicate that a high degree of CPO participation does
not necessarily ensure a high impact. Efforts to promote high and effective CPO par-
ticipation should be geared towards the establishment of a health-care law based on
patient rights as well as to the formation of coalitions among CPOs and the provision
of training to its members.

KEYWORDS
health policy decision making, patient-centred care, patient empowerment, patient imolvement,
patient rights
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TABLE 2 [Item descriptives for the HDI

5
degree subscale ol
Dige== your patient oreanization participat=
In reforms or key decsions in health pelicy 536 (1.52)
In pan=ls of =aperts or workshops held n the Mmistry of Heakth 427 |1.62)
Iri pan=lz or warkshoos in other impeortant orsanizations pertinent to kealth 4728 [1.59]
In hicspital boards &.21 (1.20]
In =thics committ=es for clinical trials 527 [1.67)
In hezlth technoloey assesoment procedures for the so=ntific svaluation of 449 |1.75)
new treatments and methods
In hezlth technoloey sssesoment procedures for the sconomic =valuation of 445 [1.76)
new treatments and methods
In thie national parliament during decizicn making for important heslth 507 |1.B5)
policies/ lepslation
HDO score {swm) 24 509|949
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=) TABLE 3 tem descriptives for the HDI

impact subscales
Hewe would wou rate the outcome= (impact) of this participaticn
Iri reforms or key decizions in heakh pelicy 272130
Ir panels of axperts or weskshops held n the Mmnistry of Health 224(1325)
Ir panels or worksheps in other important organzations pertinent to kealth 227i118)
Ir hospital boards 1971117
In ethics committees for clinical triaks 2a5i124)
In health technology assessment procedures for the scientific evaluation of 293i131)
new trextments and methods
Iri he=alth technolory assessment procedures for the =conomic =valuation of 275 (1300
ey trestments and methods
Iri the nationa| parliament during dacizion making for important haalth 251¢118)
pobcies/l=pslation
Hew often do vou ohserve a substantiz] change in the cortent of a health policy 2591327
decizion as a result of the invelvemant of your patient organization?
HDI score {sum) 24 50 (7 82)
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TABLE 4 WMultivariate regression

SE " P .
B b analysis for the HOH degres subscale
Personal characteristics
Rate yvour familiarity with the dizeaze =0.0032 DD1 =002 714 i,
Rate your kniowlede= about treatment -0.001 001 -0.02 G911
options/oountry's h=alth-care
systemdcountry’s reamburssmens
processes
What iz your position in the 0.05 001 0.24 = 1
oreanization?
Henwr long i vears have yvou besn & 0.002 0001 ouioe 002
member?
Rate your personal myvalv=ment in the ~-0.002 0oL -0.01 L
orEanization
Oirzanization charactenstics
| r=ceive information mat=rials -0.004 001 =001 733 dé
| receive traming 0.0 0.0i 201 T4
My PO is a member of a naticnal 0.0B 0.oi 0.21 « Wl
cancer federation
My PO iz a member of & naticnal 0.07 001 0.20 « Ml
federation for chronic diseases
My PO iz a member of & naticnal -0.01 0oz -0.02 SB0
federation for people with
disabilti=s
Country characterstics
Heatth-care law is bas=d on pati=nt rights
Laow, referenice
Medium 015 0oz 022 <l 29
Hizh 024 0oz 0.49 <l

Bold values iz small=r than P < D01

fi = rezression coefficient 5E = standard ermor; (° = standardzed regpression coefficient;
B2 m coefficients of determination.
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Personal involvement in the organization ‘

(N=1266)
High/Very high
90
80 - 76,4%

70 -

°0 52,5% 50,28%
50 - 44,5%

40 -

30 -

20 -

10 -

0 - w w w

High Degree - High High Degree - Low Low Degree - High Low Degree - Low
Impact Impact Impact Impact
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Degree of participation in:

reforms

panel of experts/workshops held in the
Ministry of Health

panels/workshops in other important
organizations pertinent to health

hospital boards

ethics committees

HTA procedures for the scientific evaluation
of new treatments and methods

HTA procedures for the economic evaluation
of new treatments and methods

national parliament during decision making

Aoy

4.28

5.36

6.21

5.27

4.49

4.45

5.07
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Impact of participation in:

reforms

panel of experts/workshops held in the
Ministry of Health

panels/workshops in other important
organizations pertinent to health

hospital boards

ethics committees

HTA procedures for the scientific
evaluation of new treatments and
methods

HTA procedures for the economic
evaluation of new treatments and
methods

national parliament during decision
making

1.97

2.46

2.72

3.24

3.27

2.51
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Outcome variable: degree of participation

"""""""

B SE | B* P R?
Personal characteristics
Rate your familiarity with the disease 0.00 | 0.01| -0.02 | 0.714 | 0.06
Rate your knowledge about treatment
options/country's healthcare system/country's
reimbursement processes 0.00 [0.01| -0.02 | 0.591
What is your position in the organization? 0.05 [0.01| 0.34 | 0.000
How long in yrs have you been a member? 0.00 | 0.00| -0.09 | 0.002
Rate your personal involvement in the organization | 0.00 |0.01| -0.01 | 0.745
Organization characteristics
| receive information materials 0.00 [0.01| -0.01 | 0.733 | 0.16
| receive training 0.01 |0.01| 0.01 | 0.724
My PO is a member of a national cancer federation| 0.08 |0.01| 0.21 | 0.000
My PO is a member of a national federation for
chronic diseases 0.07 [0.01| 0.20 | 0.000
My PO is a member of a national federation for
people with disabilities -0.01 {0.02| -0.02 | 0.580
Country characteristics
Healthcare law is based on Patients Rights
Low, reference
Medium 0.15 {0.02( 0.22 | 0.000 | 0.29
High 0.24 |0.02| 0.49 | 0.008]akos So

Liliotis




Outcome variable: impact of participation
B |sE| B P | r

Personal characteristics
Rate your familiarity with the disease 0.01 | 0.01| 0.05 | 0.248 | 0.08
Rate your knowledge about treatment options/country's
healthcare system/country's reimbursement processes | 0.00 | 0.01| 0.01 | 0.880

What is your position in the organization? 0.02 | 0.00| 0.15 | 0.000
How long in yrs have you been a member? 0.00 | 0.00| -0.02 | 0.441
Rate your personal involvement in the organization 0.04 | 0.01| 0.25 | 0.000
Organization characteristics

| receive information materials 0.05 | 0.01| 0.19 | 0.000 | 0.18
| receive training 0.02 | 0.01| 0.07 | 0.018
My PO is a member of a national cancer federation 0.03 | 0.01| 0.12 | 0.000
My PO is a member of a national federation for chronic

diseases 0.04 |0.01| 0.14 | 0.000
My PO is a member of a national federation for people

with disabilities 0.00 | 0.01| 0.00 | 0.918

Country characteristics
Healthcare law is based on Patients Rights
Low, reference
Medium -0.03 [ 0.02 | -0.05 | 0.165 | 0.21
“Hi 0.03 |0.01| 0.08 | 0.033
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. Baoika Eupnuara ‘

 Ooov adopa 10 eMinedo CUUUETOXNC, WC KPLOLUOG TIApAYOVTaC
avadelkvUEeTAL TO BECLKO TTAQLOLO

e H Umapén «opyaviopoU — OUmpeAa» KATAYPADETAL WC UTIOOTNPLKTLKOG
WC TPOC TNC CULLUETOXN TIAPAYOVTOC

* Ooov adopa tnv enibpacn TNG CUMUETOXNC OTLC TEALKEC aOPACELS, WG
Kplolog mapayovtog avadelkVUETOL TO OEOULKO TTAOLOLO

e EmutAéov, wg KplolpoL yla TV enidpaon TS CUUUETOXNG OTLG TEALKEG
amoPACELG TIAPAYOVTEG, KataypadovTal N evalodntonoinon Twv HeEAWV,
n ekmaidevon aAAd KoL n UTtapPEN «OPYOVIOUOU — OUTTPEAOL
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Ot (AaBepEVEC) TTOALTIKECG MIPOTEPALOTNTEG OTNV UYELQ SLEBVWG

Growth of health spending for selected functions per capita, EU average, 2005-14

Annual growth rate in real terms (%) m 2005-09 = 2009-14
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10 mapadetypa tng Kompou N
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Amo tTnVv £peuva otnv napeppoon: |
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